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editorial
Foreseeable Harms and Children’s Right to Health

Michael Garcia Bochenek

Children worldwide face challenges threatening their human right to health. The Ebola outbreak, the dis-
mantling of the United States Agency for International Development (USAID), increasing environmental 
exposure to toxic metals such as lead, mercury, and arsenic, and restrictions on children’s sexual and repro-
ductive health services are undermining gains made through decades of investment in education, health 
care, and protection from exploitation.

In May 2026, an Ebola disease outbreak caused by the Bundibugyo virus was spreading rapidly in Ituri 
and Nord Kivu Provinces, in the east of the Democratic Republic of the Congo (DRC). By May 25, more 
than 900 suspected cases and at least 220 suspected deaths were reported—one-quarter of whom were 
children.1 Cases have also been reported in Kampala, Uganda, as well as in Goma, one of the largest cities 
in eastern DRC.2

The virus spread undetected for months.3 While there are multiple reasons for the delay, public health 
experts have questioned whether US foreign aid cuts and the closure of USAID in 2025 hindered the early 
detection of, and response to, the virus.4 USAID had funded surveillance, contact tracing, and similar 
initiatives in the DRC and elsewhere in East Africa, much of which was cut.5 Cuts in US funding also 
suspended planned improvements to water and sanitation in eastern DRC.6

When the administration of President Donald Trump cancelled these programs, a senior USAID 
official estimated that the result would be up to 18 million additional cases of malaria per year; 200,000 
children paralyzed with polio annually; one million children not treated for severe acute malnutrition; and 
more than 28,000 new cases of infectious diseases such as Ebola and Marburg annually. The official also 
warned of a significant increase in child mortality in 48 countries.7 US funding cuts are being felt broadly, 
with cuts in prevention services leading to declines in testing, reduced access to pre-exposure prophylaxis, 
and interruptions in outreach and treatment. The US approach is also increasingly transactional: For in-
stance, the US government offered to restore health aid to Zambia through a bilateral aid agreement, but on 
the condition of securing US access to its minerals, according to leaked records obtained by the New York 
Times.8

Michael Garcia Bochenek, JD, is senior counsel at Human Rights Watch, New York, United States; adjunct associate professor, Institute for 
the Study of Human Rights, Columbia University, New York, United States; and co-editor of the Children’s Right to Health section in Health and 
Human Rights.
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License (http://creativecommons.org/licenses/by-nc/4.0/), which permits unrestricted noncommercial use, distribution, and reproduction in any 
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The DRC and other countries on the continent 
have considerable expertise in the treatment of 
Ebola and other infectious diseases. But rapid and 
scaled-up logistical support is crucial in respond-
ing to an outbreak. Until last year, the United States 
supplied the bulk of that support. As Salim Abdool 
Karim, who heads the Africa Centres for Disease 
Control and Prevention’s emergency committee, 
said, “Who else can bring 20 trucks in a matter of 
three days, have drivers, have fuel?”9

Foreseeable harm

To the extent that May’s Ebola outbreak is a chron-
icle of deaths foretold, it is not unique. Pollution 
is another context that can have foreseeably dev-
astating consequences for the health of children 
and adults. Unfortunately, examples abound of 
government failures to address pollution, particu-
larly toxic contamination from mining and other 
extractive industries. 

In Ethiopia’s Oromia region, for instance, the 
operators of the Lega Dembi gold mine failed for 
years to act on media reports of pollution from the 
mine, and the Ethiopian government allowed the 
mine to reopen in 2021 after a three-year suspen-
sion without taking effective measures to reduce 
pollution.10 Water and soil downstream of the mine 
have high concentrations of heavy metals, includ-
ing mercury, arsenic, and lead.11 After the mine 
reopened, a study found dangerous levels of these 
metals in cow’s milk in the area close to the mine.12 

For years, people living near the mine have 
reported a disproportionate incidence of ill health 
and disabilities, particularly among newborn chil-
dren. Summarizing these accounts, the Kontomaa 
Darimu Alliance, together with Northwestern 
University’s human rights law clinic, reported to 
the United Nations (UN) Committee on the Rights 
of the Child: 

Rates of miscarriage, stillbirth and infant mortality 
are uncommonly high. Many infants have been 
born with severe physical and developmental 
abnormalities that shorten life expectancy and 
compromise quality of life, including deformed 
limbs, paralysis, and mental incapacity. Local 

people, including children, have suffered debilitating 
health issues, including tumors, headaches, skin 
conditions, and vision problems.13

In another example, the harmful mining, removal, 
and processing of lead-contaminated waste at and 
near a former industrial lead and zinc mine and 
smelter in Kabwe, the capital of Zambia’s Central 
Province, have caused mass child lead poisoning. 
Decommissioned in 1994, the mine has never been 
cleaned up; instead, its estimated 6.4 million tons 
of lead-bearing waste have attracted new business-
es that are moving the waste to different locations 
across town for extracting and processing zinc 
and other minerals. Lead dust blows to residential 
areas, contaminating homes, yards, schools, and 
roads and exposing up to 200,000 people to a toxic 
metal with no safe level of exposure.14 A 2018 study 
found that over 95% of children living near the for-
mer mine had elevated lead levels in their blood, 
and about half of these children urgently required 
medical treatment.15 In April 2026, several residents 
of Kabwe, together with a pan-African legal group 
and a Zambian nongovernmental organization, 
brought a complaint to the African Committee of 
Experts on the Rights of the Child over the Kabwe 
lead contamination, accusing the Zambian govern-
ment of violating their rights.16 

The list goes on. In Brazil in 2019, four months 
after a mining company pressured auditors to cer-
tify the safety of a dam at an iron ore mine despite 
obvious risks, the dam collapsed, releasing several 
million cubic meters of toxic mine sludge and 
killing at least 270 people.17 In Ghana, exposure to 
mercury and other toxic metals in the context of 
mining has caused grave health risks for local com-
munities.18 In Peru, 8.5 million children are exposed 
to a daily risk of contamination from heavy metals, 
the country’s ombuds office has found.19

In fact, “toxic contaminants are ubiquitous 
today,” the UN Special Rapporteur on the right to 
a clean, healthy, and sustainable environment has 
observed, particularly in “sacrifice zones”—“ex-
tremely contaminated areas where vulnerable and 
marginalized groups bear a disproportionate bur-
den of the health, human rights and environmental 
consequences of exposure to pollution and haz-
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ardous substances.”20 The UN Special Rapporteur 
on the implications for human rights of the envi-
ronmentally sound management and disposal of 
hazardous substances and wastes has also observed 
that children face higher levels of exposure and are 
more sensitive to toxics and pollution, warning of 
“a ‘silent pandemic’ of disability and disease asso-
ciated with exposure to toxics and pollution during 
childhood, many of which do not manifest them-
selves for years or decades.”21

Callous disregard

There are obvious differences between US aid cuts 
to infectious disease surveillance, prevention, and 
response efforts in Africa, on the one hand, and 
government failures to regulate extractive indus-
tries that operate on their territory, on the other. 
Regulation, accompanying monitoring for compli-
ance, and other due diligence measures are often 
critical means of protecting the right to health and 
other human rights, and when a government fails 
to take steps to prevent and remediate pollution 
and other environmental harm, it breaches its 
international obligations.22 Whether states have a 
legal obligation to provide aid to other governments 
is far more contested.23 But these scenarios share a 
common element of flagrant carelessness.

There is no reason to believe that the offi-
cials who ordered aid cuts or who, in the words of 
then-Department of Government Efficiency head 
Elon Musk, “spent the weekend feeding USAID 
into the wood chipper,” intended to harm children 
and adults.24 But they had warning of the likely 
consequences of these cuts, meaning that there is 
ample reason to conclude that they simply did not 
care. Put a different way, they regarded health risks 
as acceptable collateral consequences of their poli-
cy agenda.

In much the same way, governments that fail 
to effectively regulate mining and other industries 
are too often treating people as acceptable casual-
ties in pursuit of profit. 

Collateral harms to children

Government tolerance for harms to children is 
trending. Notably, governments with an anti-rights 
agenda have promoted policies that hurt children 
and their human rights. Russia and other states 
have used false narratives that seek to set ideas of 
“parental rights,” “traditional family,” and “pro-
tecting children” against child rights in general 
and, in particular, children’s sexual and reproduc-
tive rights.25 In the United States, elsewhere in the 
Americas, and in parts of Europe, the framing of 
issues as “parental rights” is being used to block 
sexuality education, gender-affirming care, and ed-
ucation on racism and to roll back child labor laws.

The US government’s forcible family separa-
tions from 2017 to 2019 are a stark example of harm 
to children in the name of other policy ends. “We 
need to take away children,” then-Attorney General 
Jeff Sessions told federal prosecutors in May 2018, 
instructing them to carry out what he and other 
senior officials described as a deterrent to future 
irregular migration, even though he and the other 
architects of the policy knew or should have known 
that forcible family separation and the detention 
of children would inflict serious and potentially 
irreparable harm.26 

The Trump administration’s more recent 
“mass deportation” policy, under which some 
400,000 people have been apprehended in im-
migration enforcement operations in the interior 
of the United States, shows similar disregard for 
children’s well-being. The Brookings Institution 
estimated in May 2026 that the mass deportation 
effort had separated more than 100,000 children, 
three-quarters of them US citizens, from their par-
ents since January 2025.27 

Children’s right to health

Human rights treaties, notably the International 
Covenant on Economic, Social and Cultural Rights 
and the Convention on the Rights of the Child, set 
forth robust guarantees of the right to health. States 
commit under the covenant to promote children’s 
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healthy development, ensure healthy occupational 
and environmental conditions, and prevent, treat, 
and control disease, among other steps.28 To im-
plement children’s right to health, the convention 
calls on states to provide children adequate and 
nutritious food and safe drinking water, ensure that 
families have appropriate prenatal and postnatal 
care, and guarantee access to education and health 
information for “all segments of society,” among 
many other measures.29

In principle, if not in practice, health services 
should be available to everyone. The covenant calls 
on states to create “conditions which would assure 
to all medical service and medical attention in the 
event of sickness.”30 Under the convention, states 
“shall strive to ensure that no child is deprived of 
his or her right of access to … health care services” 
and “take appropriate measures … to ensure the 
provision of necessary medical assistance and 
health care to all children.”31

As with other economic, social, and cultural 
rights, the right to health is subject to “progressive 
realization,” meaning that states are given time to 
implement the right in light of resource constraints, 
as long as they are “mov[ing] as expeditiously and 
effectively as possible” by taking steps on their own 
as well as through international cooperation and 
assistance.32 The UN Committee on Economic, So-
cial and Cultural Rights, the expert group charged 
with interpreting the covenant and monitoring 
its compliance, has observed that this means that 
“depending on the availability of resources, States 
should facilitate access to essential health facilities, 
goods and services in other countries, wherev-
er possible and provide the necessary aid when 
required.”33

Companies, in turn, have a responsibility to 
ensure that they do not cause or contribute to rights 
abuses, including abuses of the right to health, in 
line with the UN Guiding Principles on Business 
and Human Rights and other standards, notably 
those set by the Organisation for Economic Co-op-
eration  and Development. Specifically, companies 
should take steps to identify, prevent, and mitigate 
their human rights and environmental impacts. 
Where companies have caused or contributed to 

human rights abuses—including by failing to use 
leverage over a supplier to mitigate its impact to the 
greatest extent possible—they should help remedy 
them.34

* * *

As these examples illustrate, policies and practices 
by government and corporate actors can have dire 
consequences for children’s health and their enjoy-
ment of other rights. In recognition of the need for 
research and analysis on these topics, beginning 
with this issue, Health and Human Rights will con-
tain a regular section dedicated to children’s right 
to health. This section will include contributions 
that examine child health and development issues 
through the lens of human rights and children’s 
right to health, bearing in mind the internation-
al legal framework outlined above and the UN 
Committee on the Rights of the Child’s specific 
guidance on children’s right to health.35 Papers, 
perspective essays, viewpoints, and other contri-
butions to the section might, for example, present 
primary research findings concerning children and 
their families’ access to and the availability of ap-
propriate, quality health care; discuss the impact of 
social, political, or other underlying determinants 
of health and development on children; examine 
children’s participation in health care and deci-
sion-making; highlight the particular situation of 
children in conflict and humanitarian crises; and 
offer case studies of rights-based approaches to 
children’s health and development.
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viewpoint

Balancing Protection and Autonomy: Adolescent 
Sexual Rights and the Limits of Criminal Law in Kenya

mourice onyango okuon and rita babirye   

A recent ruling by the High Court of Kenya in HSO, AMO TA & Another v. Attorney General and 3 Others 
on May 20, 2026, has exposed the tension between the duty to protect children from exploitation and the 
constitutional limits of such protection.1 The court was faced with the question whether the prosecution of 
adolescents engaging in consensual, noncoercive, and non-exploitative sexual relations is constitutional. 
The petitioners argued that such prosecutions are discriminatory because they target boys as the perpetra-
tors and girls as the victims. Their central argument, however, was that the impugned sections of the Sexual 
Offences Act (SOA) limited the rights of adolescents without meeting the proportionality and justification 
tests envisioned by the Kenyan Constitution. 

Kenya’s Constitution defines a child as any person under the age of 18, in line with the Convention 
on the Rights of the Child.2 The SOA builds on this definition by providing that a child lacks the ca-
pacity to consent to sex.3 This statutory rule has informed the prosecution of defilement cases in Kenya, 
including cases involving adolescents whose sexual relations are alleged to be consensual, noncoercive, and 
non-exploitative. 

Several considerations support strong legal protections against the sexual exploitation of children. 
First, children are more susceptible to manipulation and abuse. Second, there is evidence that exploitative 
sexual conduct causes significant harm to children in Kenya.4 Third, children in Kenya continue to face 
sexual abuse in the form of defilement and indecent acts, among others.5 A 2015 study of adolescents aged 
13–17 found that 27% of respondents had experienced indecent touching by classmates, 21% by strangers, 
and 19% by neighbors.6 Against this backdrop, coercive, nonconsensual, and pressured sexual encounters 
may also occur between close-in-age adolescents, underscoring the need for legal protection within adoles-
cent sexual relationships.
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Article 53(2) of the Constitution mandates 
the state to consider the best interest of the child 
in all its actions.7 The primary legal instrument 
for protecting children from sexual abuse and 
exploitation is the SOA, which criminalizes defile-
ment and attempted defilement under sections 8 
and 9, respectively. Section 11 prohibits any inde-
cent act with a child, while section 43(4)(f) provides 
that children lack the capacity to consent to sexual 
conduct.8 These provisions establish a strict liability 
regime in which any sexual conduct with a person 
under the age of 18 in Kenya is a crime.

But what happens when one adolescent con-
sents to sex with another adolescent in circumstances 
that are noncoercive and non-exploitative? The 
SOA does not distinguish between such situations 
and the coercive, exploitative, and nonconsensual 
conduct it is intended to guard against. The result 
is the blanket criminalization of adolescent sexual 
activity irrespective of the circumstances in which 
it occurs. The rationale for this can be found in 
section 43(4)(f) of the SOA, which provides that a 
child has no capacity to consent to sex. Without 
the necessary qualifications, this provision outlaws 
any sexual relations involving a child, even if such 
relations are between consenting adolescents in 
non-exploitative and noncoercive environments. 
As the HSO judgment recognized, however, the 
protection envisioned by this provision must be 
interpreted in full consideration of children’s rights 
to dignity, privacy, and autonomy.9

The court’s reasoning in HSO 

While the SOA rightly protects children and 
punishes sexual abuse against them, applying it 
without regard to constitutional rights risks turn-
ing adolescents into perpetrators. In effect, the 
absence of a legislative mechanism distinguishing 
adult predation from consensual peer intimacy 
means that adolescents who engage in consensual 
sexual relationships may face the same criminal 
consequences as adults who prey on children. Such 
blanket criminalization is problematic, as the 
United Nations Committee on the Rights of the 

Child has noted, particularly because adults who 
engage in consensual sexual conduct are not pun-
ished in the same way.10

Before the HSO judgment, Kenyan courts 
had considered this issue, albeit inconclusively. In 
P.O.O. (A Minor) v. Director of Public Prosecutions, 
the High Court observed that adolescents in con-
sensual relationships should be counseled instead 
of criminally sanctioned.11 Similarly, the  Court of 
Appeal in Wambui v. Republic found fault in the in-
carceration of adolescents arising from consensual 
relationships.12

In HSO, the court interrogated whether sec-
tions 8, 9, 11, and 43(4)(f) of the SOA satisfied the 
proportionality test under article 24 of the Consti-
tution—which outlines the test for the limitations 
of rights provided in the Bill of Rights—when 
applied to consensual peer relationships between 
adolescents. In essence, the court sought to 
determine whether limiting the rights of adoles-
cents—including their rights to dignity, privacy, 
nondiscrimination, and reproductive health care—
met the proportionality test. It found that blanket 
criminalization failed the minimal impairment 
requirement because it extended criminal sanction 
beyond conduct involving coercion, capturing 
consensual adolescent relationships. The court 
therefore ruled that sections 8, 9, 11, and 43(4)(f) 
of the SOA were unconstitutional insofar as they 
criminalized consensual, noncoercive, and non- 
exploitative sexual conduct between adolescents of 
similar ages.

The road ahead: Adolescent sexual and 
reproductive health and rights and the 
need for reform

While the judgment is timely, the court’s failure to 
set a timeline for implementation creates uncer-
tainty as to when the government should publish 
guidelines on handling cases of consensual, non-
coercive, and non-exploitative sexual conduct 
between adolescents. Even more glaring is the 
court’s failure to resolve the issue of “close in age 
proximity” in the context of peer sexual relations 
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among adolescents. Instead, it left that determina-
tion to Parliament. 

It is important to note that nonconsensual, 
coercive, and exploitative sexual relations involving 
adolescents remain punishable under the SOA. The 
HSO judgment did not invalidate this. Rather, it 
recognized, first, that under the doctrine of evolv-
ing capacities, adolescents are entitled to exercise 
autonomy and should not be punished for doing so. 
Second, it highlighted the urgent need for Kenya to 
reconsider its approach toward adolescents’ access 
to sexual and reproductive health services. As the 
court noted, adolescents in Kenya are sexually ac-
tive and must be protected through access to sexual 
and reproductive health information and services 
free from discrimination. Essentially, this is a call 
for the removal of the parental consent require-
ments standing in the way of adolescents’ access to 
health services. 

Although Kenya has comprehensive guide-
lines and policies on adolescent health care, 
including the National Reproductive Health Pol-
icy 2022–2032, they still require parental consent 
before minors can receive reproductive health 
services.13 This requirement is informed by section 
9, read in conjunction with section 8, of the Health 
Act, which requires consent from a minor’s guard-
ian before any health service is provided.14

In light of the HSO ruling, it is clear that ad-
olescents in Kenya should be able to access sexual 
and reproductive health services and information 
free from structural and legal barriers. Such access 
is essential to protecting adolescents from the risks 
associated with sexual relations, including teenage 
pregnancy, sexually transmitted infections, and 
sexual and gender-based violence. Kenya should 
therefore consider lowering the age of consent to 
medical services, as was recently done in Rwanda.15
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viewpoint
Denying Pediatric Gender‑Affirming Health Care Is a 
Human Rights Violation

swarupa deb

This viewpoint critically analyzes contemporary global opposition to pediatric gender-affirming care (GAC) 
as a regulatory ideology that justifies human rights violations against transgender children. Pediatric GAC 
is a developmentally appropriate support for children undergoing gender transition that includes interven-
tions such as puberty blockers and hormone replacement therapy.1 However, recent medico-political shifts 
have invoked statutory restrictions, institutional retrenchment, and the reorientation of clinical guidelines 
to limit or withdraw access to pediatric GAC, citing uncertain medical outcomes and child protection 
concerns. 

The Cass Review, for instance, argues against pediatric GAC, emphasizing the limited quality and 
longitudinal depth of evidence supporting puberty suppression and hormonal interventions, as well as 
uncertainty regarding long-term outcomes.2 The American Society of Plastic Surgeons invokes insufficient 
risk-benefit data, procedural irreversibility, and minors’ limited capacity to provide informed consent.3 
Queensland’s suspension of puberty blockers for minors emphasizes risk assessment and highlights poten-
tial threats to children’s health.4 Similarly, Alberta’s most recent legislative restrictions on pediatric GAC 
insist on harm to minors’ well-being.5 

Resonant precautionary logics are emerging within Indian medico-juridical-public discourse as well. 
They problematically frame the expansion of pediatric GAC as a “mistake,” appealing to medical caution 
and aligning with international trends.6 Read symptomatically, these oppositions reveal how protectionist 
language and institutionalized medical hesitation are consolidated as regulatory rationality to justify the 
denial of equal health care for trans and gender-diverse children.

Such extraordinary medical scrutiny around pediatric GAC reveals symbolic weight attached to the 
concept of gender itself. Scholarship, both seminal and recent, has demonstrated that gender identity, un-
like other aspects of psycho-physiological development, continues to be treated as a foundational principle 
of social order. It operates as a structuring logic that organizes power, status, and intelligibility.7 Con-
sequently, interventions that appear to destabilize binary gender norms are experienced not merely as a 
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biomedical risk but as a civilizational threat. From 
this perspective, engaging directly with counter-
arguments that invoke “documented risk” and 
“systemic evidence reviews” to justify restrictions 
or deferral of GAC is important.8 

Historically, transgender encounters with 
medicine have been organized less around care 
than around classification, risk assessment, and the 
management of gender variance as a problem to be 
solved.9 Within this history, assessments of harm 
have been unevenly distributed, and evidentiary 
standards concerning GAC have been subjected 
to heightened scrutiny. Medical scholarship con-
tinues to remain internally differentiated in this 
context, with one body of research evidencing 
significant psychosocial and mental health bene-
fits for trans youth, and another body of medical 
epistemology emphasizing evidentiary uncertainty, 
potential long-term risks, and caution.10 The irony 
here thus lies in the inversion of medical reason-
ing: “Uncertainty” and “documented risk,” which 
should typically function as a catalyst for clinical 
refinement and innovation, are instead mobilized 
in GAC as a justificatory basis for denying rights. 
Ergo, the core disagreement concerning GAC is 
not over the necessity of caution itself but over how 
caution is unevenly applied and whose interests 
such applications ultimately serve.

Against this backdrop, I argue that the con-
temporary opposition around pediatric GAC 
cannot be understood as a narrow medical dispute. 
Rather, it is a convergence of multiple regimes of 
power, including biomedical authority, juridical 
paternalism, developmental psychology, and deeply 
sedimented cultural anxieties around gender non-
conformity. Within this convergence, structural 
discrimination against transgender children is (re)
produced in ways that systematically generate and 
sustain disadvantage. This discrimination operates 
not only through the denial of services but through 
the unequal distribution of risk and recognition 
within health care regimes. It is in this precise con-
text that human rights commitments to the best 
interests of gender-diverse children are critically 
strained, through the epistemic-moral disqualifi-
cation of the “child” as a knowing subject. 

Childhood, incapacity, and the politics of 
protection

Across regulatory and clinical contexts, children’s 
self-reports are frequently approached with caution 
and presumptions of diminished capacity and are 
often filtered through adult interpretations of risk 
and protection. This dynamic becomes especially 
pronounced in the case of gender-diverse children, 
resulting in the systematic invalidation of their 
capability and right to articulate gendered experi-
ences, distress, and needs. 

Human rights jurisprudence in this context 
offers a nuanced account of childhood and agency. 
The Convention on the Rights of the Child explic-
itly rejects the idea that children are merely passive 
recipients of protection.11 Rather, it advances a 
model of evolving capacities (article 5), according to 
which children’s ability to participate in decisions 
affecting them increases over time. Importantly, 
this framework dismisses the binary distinction 
between complete autonomy and total incapacity, 
instead acknowledging that children’s capacity to 
participate meaningfully in decisions that affect 
them develops relationally and contextually. 

The Committee on the Rights of the Child 
further elaborates this principle in its General 
Comment 20 on the implementation of the rights 
of the child during adolescence.12 It highlights ado-
lescents’ entitlement to participate meaningfully in 
decisions concerning their health, bodily integrity, 
and medical treatment, emphasizing that states 
must move beyond protectionist paternalism and 
ensure access to appropriate, rights-respecting 
health care services. Read together, these provisions 
underline the best interests of the child principle 
that mandates all decisions concerning children to 
prioritize their well-being and development—not 
as an exception to protection, but as integral to it.

In juxtaposition, anti-GAC arguments rep-
resent a selective application of the principle, 
repeatedly treating it as a risk-management tool, de-
valuing present and ongoing harm. This approach 
departs from the fundamental principles of human 
rights jurisprudence, which emphasize children’s 
lived experience, psychological well-being, social 
belonging, and sense of self above all else. This is 



s. deb / viewpoint, Children’s Right to Health, 11-14

  J U N E  2 0 2 6    V O L U M E  2 8    N U M B E R  1   Health and Human Rights 13

crucial in the case of gender-diverse children, who 
are continually required to justify their entitlement 
to care and credibility—entitlements that are con-
tingent on conformity to dominant gender norms 
and imagined futures of normalization. 

Thus, what appears as an appeal to medical 
caution is in reality a structural failure of rights 
realization. The failure arises from a clinical struc-
ture so rigidly organized around standardization 
and normative assumptions about gender and 
childhood that it actively disables the forms of 
knowledge most necessary for caring for gender- 
diverse children. When health care, a fundamental 
human right, is structured in this manner, access 
to care is no longer realized as a right but rendered 
conditional. For gender-diverse children, this 
results in continued invalidation of their dignity, 
suffering, and aspirations, which are treated as 
illegible and unworthy of medical care. The vulner-
abilities, anxiety, and depression of gender-diverse 
children, therefore, actually arise from regulatory 
and social constraints and not from their embodied 
identity, as commonly presumed. 

Against protective harm

Engaging critically with pediatric GAC is not 
merely a debate over clinical protocols. It is about 
medical decision-making that differentially recog-
nizes and restricts fundamental rights to health, 
bodily integrity, and dignity, thereby effectively 
violating them under the guise of ethical health 
care regulation. The harm intensifies when these 
regulations presume that clinical objectivity, risk 
assessment, and evidence standards operate inde-
pendently of social contexts. 

 This presumption is analytically untenable 
given that health care has always been socially 
and culturally embedded. Medical knowledge is 
produced within institutional norms, regulatory 
regimes, and moral frameworks. These structures 
shape how risk is defined, whose experiences are 
considered credible, and which lives are recognized 
as legitimate subjects of care.13 They not only influ-
ence care practice but also significantly structure 
its ethical and legal boundaries. Appeals that India 

too should align with “international consensus” on 
pediatric GAC thus presume that scientific evidence 
is context-free and universally transferable; they 
obscure how local legal frameworks, institutional 
capacities, and social norms shape risk, eligibility, 
and access to care. 

When discrimination-free health care is with-
held in the name of ethical regulation, the outcome 
is not mere medical caution or risk assessment but 
an immediate violation of the universal human 
rights to life, equality, and freedom of expression. 
Such regulations redistribute harm into the lives of 
young children, impacting their everyday realities 
as they concern access to education, social adjust-
ment, peer pressure, and self-image. This viewpoint 
thus calls for the recognition of gender-diverse chil-
dren as present rights holders, entitled to dignity 
and participation in decision-making concerning 
their health care, rather than as future contingen-
cies to be governed.
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viewpoint
Schools Under Fire: Armed Conflict and the 
Vulnerability of Childhood

júnia aparecida laia da mata and sayed abdul basir samimi

The attack on a girls’ school in Minab

On February 28, 2026, during coordinated US–Israeli air strikes against Iran, a girls’ school in Minab, 
southern Iran, was struck with guided weapons alongside 12 structures in an adjacent Islamic Revolu-
tionary Guard Corps compound; Iranian authorities reported 156 deaths in the school attack, including 
students, teachers, and civilians.1 The Global Coalition to Protect Education from Attack condemned the 
strike, emphasizing that military operations must adhere to proportionality, distinction, and precaution 
to safeguard the right to education.2 A subsequent legal analysis in Just Security noted that reports of a 
preliminary US military inquiry attributed the strike to a targeting error based on outdated intelligence, 
raising concerns about verification, precaution, and accountability under international humanitarian law 
(IHL).3 The attack also drew attention at the 61st session of the United Nations Human Rights Council, 
where the Global Coalition to Protect Education from Attack stated that schools are civilian objects and 
that attacks on education may violate IHL and international human rights law (IHRL).4 Beyond immediate 
casualties, attacks on educational spaces threaten children’s rights to education, protection, and physical 
and mental health.

Iranian authorities blamed the strike on US and Israeli forces, while US and Israeli officials denied 
deliberately targeting the school and stated that reports of civilian harm were under investigation.5 These 
differing accounts reinforce the need for independent investigation and accountability under IHL, given 
questions about target selection, outdated intelligence, and verification.6 They also reflect a broader pattern 
in contemporary conflicts, where disputes unfold alongside military operations while children remain ex-
posed to risks to their safety, well-being, and development. 
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Furthermore, the attack raises gendered 
implications, showing how armed conflict can 
intersect with inequalities and expose girls to 
specific vulnerabilities. In many conflict settings, 
girls’ access to education is already fragile. When 
girls’ schools become targets or are rendered un-
safe, consequences may extend beyond casualties, 
reinforcing educational exclusion, early marriage, 
and socioeconomic marginalization, while un-
dermining conditions necessary for physical, 
psychological, and social well-being.

Humanitarian consequences

This attack occurred amid a regional escalation 
marked by rising child casualties, disrupted edu-
cation, displacement, damaged infrastructure, and 
immediate and long-term impacts on women and 
girls.7 Reports and literature show that, in armed 
conflict, children, women, and girls face higher 
risks of death, injury, malnutrition, displacement, 
and physical and mental illness, affecting their 
rights to health, protection, and development.8

When military operations, including aerial 
attacks and explosive weapons, occur near civilian 
areas, they can disproportionately harm civilians 
and damage essential infrastructure, including 
schools, homes, and health facilities.9 Children 
are particularly vulnerable because of their devel-
opmental stage, dependence on adult protection, 
and exposure to both the direct and indirect effects 
of hostilities.10 As a result, children face increased 
risks of death, injury, long-term psychological 
trauma, educational disruption, and adverse devel-
opmental outcomes, with lasting implications for 
their physical and mental health.11

Attacking civilians and civilian objects, in-
cluding schools, may constitute a violation of IHL 
and IHRL and may amount to a war crime when 
attacks are intentionally directed at buildings dedi-
cated to education that are not military objectives.12 
Such attacks also engage states’ obligations to 
protect children’s rights to health, education, and 
development under IHRL. Beyond the immediate 
loss of life and injury, attacks on educational spac-
es and the destruction or military use of schools 

produce sustained disruption to learning and dis-
mantle education systems, leaving children without 
access to safe schooling.13

This compromises not only physical safety 
but also children’s cognitive, emotional, and so-
cial development, since conflict-related trauma, 
displacement, and unsafe learning environments 
undermine social-emotional development and 
cognitive functioning and weaken educational 
outcomes.14 In addition, when education is denied 
through violence, it is not merely an interruption 
of a service: it becomes an assault on children’s 
human dignity and on the conditions needed for 
holistic development and recovery during and after 
conflict, including their long-term well-being.15

An ethical debate

The effects of prolonged exposure to violence can 
produce intergenerational consequences, since 
unprocessed trauma, successive grief, and struc-
tural deprivations may compromise children’s 
development and reverberate in cycles of social 
vulnerability and psychological suffering across 
generations.16

This vulnerability is not only personal or psy-
chological; it is also political and structural. Human 
geography scholarship understands childhood and 
youth not as fixed biological stages but as dynamic 
social processes shaped by global political and 
economic conditions, including neoliberal agen-
das that shift risks and weaken public support for 
social reproduction.17 Children’s lives, bodies, and 
everyday micro-histories are therefore “folded into” 
broader transformations of power, land, resources, 
and material conditions, producing vulnerabilities 
that are social, bodily, and environmental.18 When 
schools are bombed and children become direct 
victims of military offensives, the rupture between 
ethical rationality and the strategic logic guiding 
political decisions becomes evident.

From a human rights perspective, attacks on 
schools raise an ethical question that goes beyond 
military justification: whether children can ever be 
treated as acceptable collateral harm in political 
or strategic disputes. A human dignity-centered 
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approach rejects this logic and emphasizes that 
attacks on education are not merely legal breach-
es but assaults on children’s dignity, psychosocial 
well-being, and future potential.19

Ultimately, the attack on the girls’ school 
in Minab illustrates how contemporary armed 
conflicts continue to erode the moral and legal 
boundaries that should protect civilian life. When 
educational spaces, associated with safety, learn-
ing, and the future, become targets of military 
violence, consequences extend beyond immediate 
casualties. Such acts undermine not only IHL but 
also children’s rights to health, education, and dig-
nity and the broader social commitment to protect 
childhood. Protecting children and educational 
institutions must remain a nonnegotiable legal, 
ethical, and human rights priority. Failing to up-
hold these principles risks normalizing warfare in 
which children, especially girls, bear the deepest 
costs. 
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viewpoint
Crime Is Not the Beginning: Health Rights and 
Adolescent Criminalization in Conflict-Affected 
Colombia

felipe agudelo-hernández and javier díaz-amaya

When a conflict-affected adolescent appears before a juvenile judge in Colombia, the hearing often comes 
at the end of a much longer trajectory of harm. Many adolescents have already endured displacement, 
confinement, hunger, school interruption, family rupture, coercive control by armed actors, and untreated 
psychological distress. Their contact with the justice system thus reflects not an isolated act but the cumula-
tive effects of prolonged exposure to violence, deprivation, and state neglect. In many cases, criminalization 
becomes the point at which the state finally confronts a life it has long failed to protect.1

That is the central human rights problem. The right to health does not end with clinical care follow-
ing recruitment into armed groups, detention, or punishment. For conflict-affected adolescents, health 
is inseparable from protection, food, education, housing, territory, and dignity across the life course. A 
rights-based lens changes the question. Instead of asking only how to “correct” adolescents after they enter 
punitive systems, it asks what was denied in childhood and adolescence that made punishment more likely 
in the first place.2

In Colombia, this is not an abstract concern. In the department of Chocó, armed conflict and institu-
tional neglect overlap in ways that make the problem difficult to evade. The International Committee of the 
Red Cross reported that in 2023 Chocó accounted for 44% of the country’s confined population, with direct 
effects on access to food, education, and health care.3 The Ombudsperson’s Office later reported 6,898 cases 
involving violations of fundamental rights in the department in 2024.4 Research on child recruitment in 
Colombia shows that children and adolescents are drawn into armed dynamics where coercion, economic 
vulnerability, weak state presence, and illicit economies converge.5 These are the conditions in which many 
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adolescents are socialized before the state encoun-
ters them through punishment.

In Colombia, adolescents aged 14–17 who are 
accused of or found responsible for crimes enter 
the Criminal Responsibility System for Adolescents 
(abbreviated as SRPA in Spanish), a specialized 
framework established by the Code of Childhood 
and Adolescence. Formally, the SRPA is pedagog-
ical, specific, and differentiated from the adult 
criminal system, and it is intended to guarantee re-
storative justice, truth, and reparation. Judges may 
impose a warning, rules of conduct, community 
service, assisted liberty, placement in a semi-closed 
setting, or, in limited cases, deprivation of liberty 
in a specialized center. All sanctions are legally 
defined as protective, educational, and restorative.6

This pattern reflects abandonment as much as 
resilience. The language of resilience can become 
politically convenient because it shifts attention 
away from states as duty bearers and onto the 
capacity of marginalized communities to sur-
vive repeated harm.7 Adolescent suffering is often 
framed primarily as an individual mental health 
problem, obscuring the political and moral con-
ditions that produce distress. The more distress 
is detached from those conditions, the easier it 
becomes for institutions to prioritize screening, 
diagnosis, correction, and treatment while leaving 
structural remedies aside.8 An adequate response 
therefore requires confronting the conditions in 
which these adolescents have grown up, including 
war, deprivation, and institutional neglect.

That formal architecture matters because the 
problem is not that Colombian law openly endorses 
punishment over rights. The problem is the gap be-
tween formal design and lived sequence. Although 
the Colombian juvenile justice framework is for-
mally rights based and restorative, conflict-affected 
adolescents often encounter state authority only 
once multiple rights failures have already accumu-
lated. In that sense, the system risks functioning 
as a late response to long-standing neglect rather 
than as a form of early protection.9 What many 
conflict-affected adolescents learn from the justice 
system is therefore not protection but hierarchy. 
Published research with justice-involved youth 

shows that legal institutions are often experienced 
less as spaces of rights realization than as punitive 
settings marked by weak voice, low trust, and lim-
ited respect. Under those conditions, young people 
learn that justice is something done to them, not 
something that protects them.10 In conflict-affected 
settings, that distinction matters. A state that ar-
rives late and mainly through sanction teaches a 
lesson about law that no civic education campaign 
can easily undo.

Critical children’s rights scholarship helps 
explain this pattern. In highly unequal settings, the 
formal recognition of rights often provides limited 
protection in everyday life. Conflict-affected chil-
dren frequently encounter institutions through 
categories of suspicion, punishment, and control, 
even when legal frameworks recognize them as 
rights holders. By the time rights-based language 
reaches them, much of its protective force has 
already been weakened by prolonged exposure to 
violence, exclusion, and institutional neglect.11 In 
this context, juvenile justice systems often operate 
as mechanisms for managing inequality after harm 
has accumulated, rather than as institutions capa-
ble of preventing it.

A more serious response would move 
upstream. Governments should treat forced dis-
placement, recruitment exposure, confinement, 
school exclusion, food insecurity, family incarcer-
ation, and barriers to care not merely as predictive 
risk factors but as rights-deprivation indicators 
that should trigger specific state duties. The dif-
ference is functional rather than semantic: “Risk 
factors” describe the probability of later harm, 
while rights-deprivation indicators identify fail-
ures of protection that require a public response. 
In this sense, the path from diagnosis to action 
becomes clearer. School interruption should trigger 
school-retention and school-protection measures, 
and recruitment exposure and confinement should 
trigger territorial protection, humanitarian ac-
cess, and safe mobility. Likewise, food insecurity 
should trigger nutritional and income support, 
and family rupture or incarceration should trigger 
family-based accompaniment and community 
reintegration. 
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Colombian law already requires the state to 
guarantee children’s rights, prevent their viola-
tion, restore them when breached, and ensure that 
sanctions are implemented with protective and ed-
ucational guarantees.12 Fulfilling these obligations 
demands more than the provision of mental health 
care or the management of adolescent conduct. 
Sustained disengagement from violence depends 
on institutions that are credible, reciprocal, and 
dignifying, as well as on communities that are pre-
pared to receive adolescents without reproducing 
stigma and exclusion.13 Reintegration, therefore, 
should be understood as a broader social and in-
stitutional process grounded in rights, protection, 
and recognition.

This is also the direction already set by inter-
national human rights law. General Comment 15 
understands the child’s right to health as interde-
pendent with the wider set of rights protected under 
the Convention on the Rights of the Child. General 
Comment 24 makes equally clear that every child 
accused of or recognized as having infringed the 
penal law must be treated in a manner consistent 
with dignity and worth.14

For conflict-affected adolescents in Colombia, 
this standard defines the minimum conditions for 
prevention, recovery, and non-repetition. Rights re-
quire effective protection before young people enter 
punitive systems, not simply once harm has already 
accumulated. When state action begins only after 
judicialization, institutions reinforce a pattern 
in which prior neglect is recast as an individual 
problem to be managed. In this sense, the delayed 
activation of rights reflects a broader failure of pro-
tection, recognition, and accountability.

The human rights community should be 
clearer about the stakes. Youth crime in conflict- 
affected settings should be understood as evidence 
of what happens when unprotected childhoods are 
later managed through punishment. Crime is not 
the beginning. That is precisely why punishment 
cannot be the answer.
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Abstract

Firearms are the leading cause of death among children in the United States (US). As of 2023, half of 

US states had enacted laws allowing permitless concealed carry of firearms. Our cross-sectional study 

evaluated the association between permitless concealed carry laws and child general health using data 

from the nationwide Environmental influences on Child Health Outcomes (ECHO) Cohort collected 

between 2003 and 2023. Children aged 1–21 years with caregiver- or self-reported general health status 

were included. Secondary outcomes included child internalizing and externalizing behaviors and child 

stress. Regression models estimated the association of exposure to state-level permitless concealed 

carry laws six months prior to each outcome, adjusted for individual- and area-level covariates. One-

fifth (20.9%) of the sample (n = 11,325) lived in states allowing permitless concealed carry of a handgun. 

Children living in these states were 25% less likely (OR: 0.75, 95% CI: 0.60, 0.95) to report excellent/

very good general health and had psychological stress scores 0.21 standard deviations higher (β = 0.21, 

95% CI: 0.10, 0.31) than children in other states. There was no statistically significant association with 

internalizing or externalizing behavior scores. Our study found that children living in states that allow 

permitless concealed carry of firearms had worse general health and higher stress, suggesting the need

for policy changes to address gun violence as a public health and human rights crisis.

* A full list of collaborators is available from the authors.
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Introduction

The United States (US) has the highest rates of 
firearm ownership and firearm-associated homi-
cide among high-income countries. Recent reports 
show a civilian firearm ownership rate of 120.5 per 
100 people in 2017 (compared to 34.7 per 100 people 
in Canada) and a firearm-associated homicide rate 
of 5.4 per 100,000 population in 2023 (compared to 
0.72 per 100,000 population in Canada).1 During 
the COVID-19 pandemic, firearm ownership be-
came more widespread in the United States, with 7.5 

million new gun owners, exposing over 11 million 
additional individuals to firearms.2 Since 2020, fire-
arms have been the leading cause of death among 
US children and adolescents.3 Beyond the individual 
mortality and injury associated with gun violence, 
spillover effects are incurred by communities. 
Exposure to gun violence contributes to poorer 
overall community health, with communities ex-
periencing high levels of poverty, unemployment, 
and other disadvantages being particularly at risk.4 
Several studies have shown associations between 
community gun violence and adverse child mental 
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and physical health outcomes.5 For example, among 
Black, White, and Hispanic high school students in 
the United States, witnessing community violence 
was associated with increased odds of carrying a 
firearm, substance use, and suicide risk.6 Moreover, 
a recent study from the Environmental influenc-
es on Child Health Outcomes (ECHO) Cohort 
showed that the odds of very good to excellent gen-
eral health were 20% lower among children living 
in census tracts with high gun violence.7 

In addition to the rising rates of gun ownership 
in the United States, firearm laws have loosened 
considerably over the past 20 years. For the major-
ity of US history, most states required gun carriers 
to apply for a permit, undergo background checks, 
obtain a license, or receive training to obtain and 
carry a concealed gun legally.8 However, the num-
ber of states with permitless concealed carry laws 

has risen sharply since 2010, when only two states 
had such laws in place; by the end of 2023 (Figure 1), 
half of states had enacted such laws, and currently, 
most states (29 in total) have done so. These laws 
allow concealed firearms to be carried without 
any permitting or licensure from law enforcement 
or other government officials and are often linked 
with the removal of requirements for firearm train-
ing, placing gun owners and those around them 
at increased risk. A 2024 study found that states 
that had adopted permitless concealed carry laws 
and discontinued live firearm training protocols 
experienced an increase of 32% in gun assaults, the 
equivalent of 21 gun assaults per 100,000 people.9 
Furthermore, states that had abandoned the legal 
prohibition of gun permits to individuals convicted 
of a violent misdemeanor had an 8.5% increase in 
gun assaults compared to before the prohibition 

Figure 1. Years when states enacted permitless concealed carry laws between 1903 and 2023
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was dropped.10 Another study found that after 
the legalization of carrying a concealed firearm 
without a permit in West Virginia, homicides and 
suicides increased by 48% and 22%, respectively.11 
Conversely, lower firearm mortality rates have 
been observed in states with more gun ownership 
restrictions: restrictive policies on gun ownership 
were associated with substantial reductions in 
gun-related mortality between 1991 and 2016.12

Permitless concealed carry laws lower barri-
ers for legally carrying firearms in public. In some 
states, these laws allow younger adults (18–20 years 
old), individuals without gun safety training, and 
those who have not passed background checks to 
carry concealed guns in public.13 A higher rate of 
gun ownership among younger adults and those 
not receiving a background check or training may 
lead to a higher rate of youth exposure to guns and 
gun violence.14 This, in turn, may increase fear 
and stress. Exposure to gun violence is associated 
with posttraumatic stress symptoms among chil-
dren and with increases in children’s acute mental 
health symptoms.15 Higher levels of gun violence in 
communities stymie educational attainment and 
well-being: among third graders in Syracuse, New 
York, higher rates of neighborhood gun violence 
were associated with higher rates of failure on New 
York State’s standardized tests.16 Among 15-year-
olds from 20 large US cities, community exposure 
to gun homicide was associated with lower aspi-
rations of high school graduation.17 Studies have 
shown mixed results on the association between 
exposure to gun violence and internalizing and ex-
ternalizing behaviors; to our knowledge, there have 
been no studies examining the effects of increased 
visibility of guns on child mental health outcomes.18 
It is plausible that increased exposure to guns 
themselves will result in poorer child health as well 
as manifestations of increased internalizing and 
externalizing behavior and reported stress.

As framed by the United Nations High Com-
missioner for Human Rights, gun violence is not 
only a public health crisis but an infringement of 
children’s rights to “health, education … and the 
right to participate in the cultural life of the com-
munity.”19 Scholars have called out gun availability 

and ineffective gun control policies and regulations 
as key factors in the epidemic of firearm violence 
observed in the United States compared with other 
high-income countries.20 Understanding the effects 
of firearm-related policies on child health and 
well-being is critical to addressing gun violence as 
a public health and human rights crisis. 

Given this context, our study aimed to eval-
uate the impact of permitless concealed carry laws 
on child and adolescent health. To our knowledge, 
there have been no studies examining associations 
between permissive handgun policies and individ-
ual-level child health outcomes. We sought to fill 
this gap using data from the nationwide ECHO Co-
hort. We hypothesized that permitless concealed 
carry laws would be associated with lower general 
health status, higher internalizing (e.g., anxiety, so-
cial withdrawal) and externalizing (e.g., aggression, 
defiance) behavior scores, and higher stress scores 
among children. 

Methods 

Study design and participants 
The present study leveraged data from 11,325 
children participating in the ECHO Cohort, a lon-
gitudinal study of children’s health and well-being 
in the United States.21 Participants in our sample 
were enrolled in 55 cohort sites and lived in all 50 
states (Figure 2), with data collection conducted 
from 2003 to 2023. The ECHO Institutional Review 
Board or corresponding local institutional review 
board approved the study procedures, and written 
informed consent for participation was obtained. 
The research was performed in accordance with the 
Declaration of Helsinki. 

This analysis included ECHO children with (1) 
at least one report of the general health item from 
the Patient-Reported Outcomes Measurement In-
formation System (PROMIS©) Global Health Scale, 
(2) a reported residential address six months prior 
to the PROMIS© Global Health measurement, 
(3) data on corresponding state- and year-specific 
status of permitless concealed carry law (this infor-
mation was unavailable for Washington, D.C., and 
Puerto Rico; n = 81 participants excluded), and (4) 
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non-missing geospatial covariates (n  =  25 partici-
pants excluded) (Figure 3).22 

Concealed carry exposure
Based on exposure to permitless concealed carry six 
months prior to outcome assessment, participants 
were categorized as either 1 (permits not required 
in state of residence) or 0 (permits required).23 
State-level permitless concealed carry information 
was obtained by researchers with the Center for 
Gun Violence Solutions for all 50 states from 1990 
to 2023.24 

Outcomes
Child general health. The primary outcome of in-
terest was child general health: “In general, would 
you say your (child’s) health is: Excellent, Very 
Good, Good, Fair, or Poor.”25 Responses were di-
chotomized as (1) excellent/very good and (0) poor/
fair/good.26 Child general health was reported by 
caregivers for children aged 1–7 years and self-re-

ported by children aged 8–21 years.

Child behavior. Child internalizing and external-
izing behavior was assessed using caregiver reports 
on the Child Behavior Checklist for Ages 1.5–5 
and the Child Behavior Checklist for Ages 6–18, 
which are commonly used measures of emotional 
and behavioral functioning.27 For this analysis, the 
internalizing (anxious, depressed, withdrawn, and 
somatic complaints) and externalizing (rule-break-
ing and aggressive behavior) broadband scale T 
scores were used, where higher T scores represent 
more problems. The two Child Behavior Checklist 
(CBCL) T scores, which were normed to a mean of 
50 and a standard deviation (SD) of 10, were scaled 
for analysis to represent a 1-SD change for ease of 
interpretation.

Child psychological stress. Children’s stress 
was measured using T scores (mean 50, SD 10) 
calculated from responses on the pediatric and 

Figure 2. Geographic distribution of participants by state
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parent-proxy versions of the PROMIS© Psycholog-
ical Stress Experiences (PPSE) form for ages 5–17 
years.28 The PPSE assesses a child’s thoughts and 
feelings of themselves and the world through ques-
tions relating to overwhelm, lack of control, and 
stress, with higher scores representing more stress. 
For the analysis, the PPSE T score was scaled by 10, 
the population-normed standard deviation.

Timing of outcomes and exposure. The first 
recorded observation was selected for analysis if 
multiple assessments were available. To allow for 
potential effects of the exposure to occur, six-month 
lags between the status of the permitless concealed 
carry law and the date of collection of each outcome 

were implemented. 

Covariates
Individual measures. We included the following in-
dividual-level covariates: child sex (male or female), 
caregiver-identified child race (American Indian or 
Alaska Native, Asian, Black, Native Hawaiian or 
other Pacific Islander, White, other race, or multiple 
races) and ethnicity (Hispanic or non-Hispanic), 
age at outcome assessment, maternal education 
(less than high school degree, high school degree 
or equivalent, some college but no degree, or bach-
elor’s degree and above), household income (less 
than  $30,000, $30,000–$49,999, $50,000–$74,999, 
$75,000–$99,999, $100,000–$199,999, or $200,000 

Figure 3. Flowchart of participant inclusion

Abbreviations: RUCA = rural-urban commuting area; SVI = Social Vulnerability Index
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or more), and cohort site type (sites with partici-
pants drawn from the general population, sites that 
recruited infants in neonatal intensive care units, 
sites enriched for autism spectrum disorder, or 
sites enriched for asthma). In addition, COVID-19 
pandemic timing indicators were created (outcome 
collected on or after March 13, 2020, versus before 
March 13, 2020).

Geospatial measures. States that enact permitless 
concealed carry laws are likely to differ on other 
factors that may influence child health; therefore, 
we adjusted for a robust set of area-level character-
istics. We included census tract-level measures of 
rurality using the US Department of Agriculture’s 
rural-urban commuting area codes and socioeco-
nomic status (SES) using the Centers for Disease 
Control and Prevention/Agency for Toxic Sub-
stances and Disease Registry Social Vulnerability 
Index SES theme (derived from tract-level estimates 
of poverty, unemployment, burden of housing 
cost, education, and insurance).29 We included 
state-level household firearm ownership estimat-
ed by RAND; state-level expansion of the Earned 
Income Tax Credit law (yes or no) as a proxy for 
state-level policies supporting families; and Amer-
ican Community Survey five-year estimates of 
median household income, population density, and 
total population 25 years or older with a bachelor’s 
degree and above.30 All geospatial measures were 
linked to the tract or state of the child at the time 
of the exposure. 

Statistical analysis
Missing data on household income (8.3%), maternal 
education (2.4%), child race (1.4%), and ethnicity (<1%) 
were imputed using multiple imputation by chained 
equations from the “mice” R package.31 Results were 
pooled after 25 imputations, with a maximum of 10 
iterations. Imputation models included our variables 
of interest and used family as a cluster variable to 
impute missing income and education, which were 
the same within a maternal family. 

To explore the association of permitless con-
cealed carry laws and child general health status, 
we employed logistic regression. Similarly, to ex-

plore the association of permitless concealed carry 
laws and child behavior and stress, we employed 
linear regressions. Covariates were selected based 
on prior literature, and all models were adjusted 
for corresponding state and year of permitless 
concealed carry law exposure status, COVID-19 
pandemic indicator, child sex, child race and eth-
nicity, maternal education, household income, 
cohort site type, rural/urban status and socioeco-
nomic vulnerability (Social Vulnerability Index 
SES), state-level Earned Income Tax Credit status, 
estimated firearm ownership, state median house-
hold income, population density, and population 
with bachelor’s degree or higher.32 To explore po-
tential variation in associations across cohort sites, 
we performed leave-one-out analyses. All analyses 
were run using R version 4.4.0, and an alpha-level 
of 0.05 was used.

Results

Our study population was 50.6% male and repre-
sented a diverse sample of children across race 
(1.5% American Indian or Alaska Native, 1.7% 
Asian, 17.9% Black, <1.0% Native Hawaiian or other 
Pacific Islander, 66.2% White, 1.7% other races, and 
9.4% multiple races) and ethnicity (12.7% Hispanic) 
(Table 1). The majority of children had college-edu-
cated mothers (53.9% with a bachelor’s degree and 
above). Slightly less than a third (29.0%) reported 
household income of less than $50,000, whereas 
over a third (39.0%) reported household income of 
$100,000 or more. The mean age at general health 
assessment was 9.7 years (SD = 4.3 years), with age 
ranging from 1 to 21 years, and 22.9% of the sample 
reported low general health; the majority (71.9%) of 
the sample had data collected during and after the 
COVID-19 pandemic. One-fifth (20.9%) of the sam-
ple lived in states that allowed permitless concealed 
carry of a handgun (mean year 2020, years ranging 
from 2005 to 2023). Most participants had CBCL 
data (58.1%, n = 6585), with a mean internalizing T 
score of 46.7 (SD = 10.7) and externalizing T score 
of 46.3 (SD = 10.4). Slightly under three-quarters of 
the sample (72.7%, n = 8238) had PPSE data, with a 
mean PPSE T score of 52.1 (SD = 9.4). Three-quarters 
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of the sample lived in metropolitan areas (84.6%) 
and had low vulnerability, with a mean Social Vul-
nerability Index SES score of 0.40 (SD = 0.30). Half 
of the sample (50.0%) lived in states with Earned 
Income Tax Credit laws. The average state-level gun 
ownership rate per household was 0.30 firearms 
(SD = 0.10). Overall, the states in which participants 
lived had a median household income of US$69,671 
(SD  =  US$12,157) and a mean population density 
of 266.3 people per square mile (SD = 286.4). Ad-
ditional characteristics of the subset of the study 
population with CBCL or PPSE outcome data are 
presented in Supplementary Table 1 (available from 
the authors).

Permitless concealed carry laws were signifi-
cantly associated with caregiver and self-reported 
child general health and psychological stress after 
adjusting for individual- and area-level covariates. 
Children exposed to permitless concealed carry 
laws had 25% lower odds of excellent/very good child 
health (adjusted odds ratio  =  0.75, 95% confidence 
interval (CI): [0.60, 0.95]) (Table 2). Additionally, 
children exposed to permitless concealed carry laws 
had psychological stress scores 0.21 standard devia-
tions higher (β = 0.21, 95% CI: [0.10, 0.31]). Permitless 
concealed carry laws were not statistically signifi-
cantly associated with internalizing (β  =  0.07, 95% 
CI: [-0.10, 0.23]) or externalizing (β = 0.05, 95% CI: 
[-0.10, 0.21]) scores. Analyses leaving out individual 
cohorts one at a time indicated that the results were 
robust to the influence of individual cohort sites, as 
CIs overlapped and the associations found were con-
sistent in direction and magnitude (Supplementary 
Figures 1 and 2, available from the authors).

Discussion

Independent of area- and individual-level de-
mographic and social characteristics, permitless 
concealed carry laws are associated with lower child 
general health status and higher levels of stress in 
children in a national cohort of US children. To our 
knowledge, this is the first large-scale examination 
of associations between state-level concealed carry 
laws and individual-level child health outcomes. 
We found that children living in states with per-

mitless concealed carry laws were 25% less likely 
to report excellent or very good general health 
status. This finding was comparable to the effect 
size found in a similar study that explored the 
association of community-level gun violence with 
the same outcome, which found that individuals 
living in census tracts with high gun violence were 
20% less likely to endorse excellent or very good 
general health status.33 Our study also found that 
children living in states with permitless concealed 
carry laws scored 2.1 points higher on psychological 
stress than children living in states without these 
laws, which is a modest yet meaningful difference 
for a widespread community exposure.34 

These findings highlight that all US children 
are at risk of being negatively affected by exposure 
to guns, and not just at risk of firearm-associated 
violence. In 2017, it was estimated that US civilians 
owned a total of 393.3 million firearms.35 During the 
COVID-19 pandemic, an additional 7.5 million US 
adults became first-time gun owners, which in turn 
exposed an additional 5 million children to guns.36 
The US Bureau of Alcohol, Tobacco, Firearms and 
Explosives’ National Firearms Act Division pro-
cessed 1.9 million firearm applications in 2019 and 
3.6 million in 2023.37 Additionally, in 2023, it was 
estimated that 32% of US adults owned a gun (up 
from 22% in 2015) and that 42% lived in a house with 
a gun, and in 2019, it was estimated that 6 million 
US adults carried loaded handguns in public daily.38 
Gun ownership in the United States is continuing to 
rise, and combined with the increasing visibility of 
guns through permitless carry laws, this increases 
children’s gun exposure and poses a risk that could 
be mitigated through policy intervention. 

The direct risks of these trends are clear. Fire-
arms are the leading cause of death among children 
in the United States.39 Recent US reports show that 
79% of all homicides are by firearms and that an 
average of seven children aged 1–17 die each day by 
a firearm.40 Notably, the suicide rate among ado-
lescents and young adults (10–24 years) increased 
from 2007 to 2021, and homicide rates increased 
from 2014 to 2021.41 In addition, state-level per-
mitless concealed carry laws are associated with 
higher rates of homicide, suicide, and gun assaults, 
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Variables Poor/Fair/Good General 
Health Status
n = 2,589 (22.9%)

Excellent/Very Good 
General Health Status
n = 8,736 (77.1%)

Overall
N = 11,325

Child characteristics

Child sex

Male 1,264 (48.8%) 4,466 (51.1%) 5,730 (50.6%)

Female 1,325 (51.2%) 4,270 (48.9%) 5,595 (49.4%)

Child race 

American Indian or Alaska Native 32 (1.2%) 138 (1.6%) 170 (1.5%)

Asian 47 (1.8%) 146 (1.7%) 193 (1.7%)

Black 706 (27.3%) 1,324 (15.2%) 2,030 (17.9%)

Native Hawaiian or other Pacific Islander 5 (<1.0%) 14 (<1.0%) 19 (<1.0%)

White 1,424 (55.0%) 6,068 (69.5%) 7,492 (66.2%)

Other race 54 (2.1%) 140 (1.6%) 194 (1.7%)

Multiple races 261 (10.1%) 804 (9.2%) 1,065 (9.4%)

Missing 60 (2.3%) 102 (1.2%) 162 (1.4%)

Child ethnicity

Non-Hispanic 2,173 (83.9%) 7,708 (88.2%) 9,881 (87.2%)

Hispanic 414 (16.0%) 1,019 (11.7%) 1,433 (12.7%)

Missing <5 (<1.0%) 9 (<1.0%) 11 (<1.0%)

Cohort site type

General population 1,921 (74.2%) 7,112 (81.4%) 9,033 (79.8%)

Neonatal intensive care units 297 (11.5%) 850 (9.7%) 1,147 (10.1%)

Autism spectrum disorder-enriched 127 (4.9%) 315 (3.6%) 442 (3.9%)

Asthma-enriched 244 (9.4%) 459 (5.3%) 703 (6.2%)

Maternal characteristics

Maternal highest education

Less than high school degree 176 (6.8%) 352 (4.0%) 528 (4.7%)

High school degree, General Educational Development, 
or equivalent

403 (15.6%) 990 (11.3%) 1,393 (12.3%)

Some college but no degree 788 (30.4%) 2,236 (25.6%) 3,024 (26.7%)

Bachelor’s degree and above 1,158 (44.7%) 4,950 (56.7%) 6,108 (53.9%)

Missing 64 (2.5%) 208 (2.4%) 272 (2.4%)

Household income

Less than US$30,000 630 (24.3%) 1,349 (15.4%) 1,979 (17.5%)

US$30,000–US $49,999 394 (15.2%) 910 (10.4%) 1,304 (11.5%)

US$50,000–US$74,999 379 (14.6%) 1,001 (11.5%) 1,380 (12.2%)

US$75,000–US$99,999 246 (9.5%) 1,057 (12.1%) 1,303 (11.5%)

US$100,000– US$199,999 547 (21.1%) 2,459 (28.1%) 3,006 (26.5%)

US$200,000 or more 216 (8.3%) 1,202 (13.8%) 1,418 (12.5%)

Missing 177 (6.8%) 758 (8.7%) 935 (8.3%)

Abbreviations: IQR = interquartile range; SD = standard deviation

Table 1. Participant and community demographic information by binary categorization of child general health outcome
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Variables Poor/Fair/Good General 
Health Status
n = 2,589 (22.9%)

Excellent/Very Good 
General Health Status
n = 8,736 (77.1%)

Overall
N = 11,325

Community characteristics

Rural-urban commuting area 

1 Metropolitan core (most urban) 2,009 (77.6%) 6,538 (74.8%) 8,547 (75.5%)

2 Metropolitan high commuting 223 (8.6%) 726 (8.3%) 949 (8.4%)

3 Metropolitan low commuting 19 (<1.0%) 70 (<1.0%) 89 (<1.0%)

4 Micropolitan core 122 (4.7%) 376 (4.3%) 498 (4.4%)

5 Micropolitan high commuting 62 (2.4%) 348 (4%) 410 (3.6%)

6 Micropolitan low commuting 15 (<1.0%) 44 (<1.0%) 59 (<1.0%)

7 Small-town core 62 (2.4%) 184 (2.1%) 246 (2.2%)

8 Small-town high commuting 12 (<1.0%) 41 (<1.0%) 53 (<1.0%)

9 Small-town low commuting 7 (<1.0%) 15 (<1.0%) 22 (<1.0%)

10 Rural area (most rural) 58 (2.2%) 394 (4.5%) 452 (4.0%)

Social Vulnerability Index socioeconomic status

Mean (SD) 0.5 (0.3) 0.4 (0.3) 0.4 (0.3)

Missing 0 (0%) 0 (0%) 0 (0%)

Household gun ownership

Mean (SD) 0.3 (0.1) 0.4 (0.1) 0.3 (0.1)

Missing 0 (0.0%) 0 (0.0%) 0 (0.0%)

Earned Income Tax Credit law status

No 1,266 (48.9%) 4,394 (50.3%) 5,660 (50%)

Yes 1,323 (51.1%) 4,342 (49.7%) 5,665 (50%)

Median household income in US$ 

Mean (SD) 70,141 (12,612) 69,532 (12,016) 69,671 (12,157)

Missing 0 (0.0%) 0 (0.0%) 0 (0.0%)

Population density (people per square mile)

Mean (SD) 277.9 (276.4) 262.8 (289.3) 266.3 (286.4)

Missing 0 (0.0%) 0 (0.0%) 0 (0.0%)

Population 25+ years with bachelor’s degree or higher

Mean (SD) 2,389,020 (2,182,359) 2,013,029 (2,111,933) 2,098,984 (2,133,991)

Missing 0 (0.0%) 0 (0.0%) 0 (0.0%)

Law exposure

Permitless concealed carry law status

No 2,160 (83.4%) 6,796 (77.8%) 8,956 (79.1%)

Yes 429 (16.6%) 1,940 (22.2%) 2,369 (20.9%)

Year of permitless concealed carry law status

Mean (SD) 2020.1 (2.2) 2019.4 (3.6) 2019.6 (3.3)

Median [min, max] 2020 [2005, 2023] 2020 [2005, 2023] 2020 [2005, 2023]

Missing 0 (0.0%) 0 (0.0%) 0 (0.0%)

Abbreviations: IQR = interquartile range; SD = standard deviation

Table 1. Continued
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Variables Poor/Fair/Good General 
Health Status
n = 2,589 (22.9%)

Excellent/Very Good 
General Health Status
n = 8,736 (77.1%)

Overall
N = 11,325

Outcomes

General health status score

Mean (SD) 2.8 (0.5) 4.5 (0.5) 4.1 (0.9)

Median (IQR) 3.0 (3.0, 3.0) 5.0 (4.0, 5.0) 4.0 (4.0, 5.0)

Missing 0 (0.0%) 0 (0.0%) 0 (0.0%)

Child age at general health status

Mean (SD) 11.8 (4.2) 9.1 (4.2) 9.7 (4.3)

Median (IQR) 11.3 (8.5, 15.5) 7.8 (5.9, 11.4) 8.7 (6.1, 12.1)

Missing 0 (0.0%) 0 (0.0%) 0 (0.0%)

General health status collected during COVID-19 
pandemic 

No 665 (25.7%) 2,516 (28.8%) 3,181 (28.1%)

Yes 1,924 (74.3%) 6,220 (71.2%) 8,144 (71.9%)

Internalizing behavior T score

Mean (SD) 48.9 (11.2) 45.8 (10.3) 46.7 (10.7)

Median (IQR) 48.0 (41.0, 57.0) 45.0 (37.0, 53.0) 45.0 (39.0, 54.0)

Missing 836 (32.3%) 3,904 (44.7%) 4,740 (41.9%)

Externalizing behavior T score

Mean (SD) 48.0 (10.9) 45.7 (10.2) 46.3 (10.4)

Median (IQR) 47.0 (40.0, 55.0) 44.0 (39.0, 52.0) 46.0 (39.0, 54.0)

Missing 836 (32.3%) 3,904 (44.7%) 4,740 (41.9%)

Child age at internalizing/externalizing behavior T 
scores

Mean (SD) 7.9 (5.7) 6.5 (4.6) 6.9 (5.0)

Median (IQR) 6.1 (3.0, 13.5) 5.2 (2.5, 9.0) 5.4 (2.6, 9.2)

Missing 836 (32.3%) 3,904 (44.7%) 4,740 (41.9%)

Internalizing/externalizing behavior collected during 
COVID-19 pandemic

No 1,072 (41.4%) 2,730 (31.2%) 3,802 (33.6%)

Yes 681 (26.3%) 2,102 (24.1%) 2,783 (24.6%)

Missing 836 (32.3%) 3,904 (44.7%) 4,740 (41.9%)

Psychological stress T score

Mean (SD) 55.1 (9.9) 51.2 (9.1) 52.1 (9.4)

Median (IQR) 56.1 (47.6, 62.0) 50.7 (39.6, 58.1) 52.5 (45.7, 58.5)

Missing 694 (26.8%) 2,393 (27.4%) 3,087 (27.3%)

Abbreviations: IQR = interquartile range; SD = standard deviation

Table 1. Continued
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Variables Poor/Fair/Good General 
Health Status
n = 2,589 (22.9%)

Excellent/Very Good 
General Health Status
n = 8,736 (77.1%)

Overall
N = 11,325

Outcomes

Child age at psychological stress T score

Mean (SD) 11.1 (3.3) 9.6 (3.7) 10.0 (3.7)

Median (IQR) 10.8 (8.6, 14.1) 8.8 (6.6, 11.7) 9.1 (7.0, 12.0)

Missing 694 (26.8%) 2,393 (27.4%) 3,087 (27.3%)

Psychological stress measured during COVID-19 
pandemic

No 646 (25%) 2,108 (24.1%) 2,754 (24.3%)

Yes 1,249 (48.2%) 4,235 (48.5%) 5,484 (48.4%)

Missing 694 (26.8%) 2,393 (27.4%) 3,087 (27.3%)

Abbreviations: IQR = interquartile range; SD = standard deviation

Table 1. Continued

and in general, gun death rates tend to be higher 
in states with weaker gun laws.42 Moreover, the 
nation is trending toward more permissive gun 
laws, illustrated by an additional six states enacting 
permitless concealed carry laws since 2023 and 15 
states since 2020.43 

The indirect risks of firearms for US children 
are also substantial. Community gun violence has 
been linked to an array of mental and physical 
health outcomes, including increased anxiety, de-
pression, posttraumatic stress, increased substance 
use, poorer test scores, and a worse outlook on the 
future.44 Though gun violence varies geograph-
ically and is concentrated in certain areas, gun 
exposure is widespread across the nation. Our 
findings suggest that this exposure comes with risk 
to US children: living in a state with permissive gun 
laws was associated with poorer overall health and 
increased stress. 

Promoting the health and well-being of chil-
dren is fundamentally intertwined with protecting 
their rights; gun violence remains a public health 
crisis that not only violates the rights of victims 
but also has spillover effects on society as a whole.45 
While acknowledging the tension between pro-
tecting individual liberties and promoting societal 
safety, experts generally agree that restrictive gun 
laws are essential both to protect citizens from di-
rect harm and to promote their rights to participate 
in all aspects of life.46 The United Nations Conven-

tion on the Rights of the Child—adopted in 1989, 
ratified by nearly every nation, and signed by the 
United States—establishes international standards 
for the protection of children. The treaty declares 
that states are responsible for ensuring children’s 
rights to safety, development, and well-being.47 
Specifically, article 19 requires states to “take all 
appropriate legislative, administrative, social, and 
educational measures to protect children from 
physical or mental violence, injury, abuse, neglect, 
maltreatment, and exploitation.”48 To meet this 
standard, governments are obligated to enact com-
prehensive laws that protect children from threats, 
which includes protection from gun violence. 
Previous evidence has linked permissive concealed 
carry laws to homicide, suicide, gun assaults, and 
gun deaths; our findings further suggest that per-
mitless concealed carry laws represent one type of 
modifiable legislation that worsens child health and 
well-being.49 In accordance with the Convention on 
the Rights of the Child, governments have a human 
rights duty to enact and enforce reasonable firearm 
regulations to protect children from harm. Permis-
sive gun laws should therefore be viewed not only 
as a public health concern but also as a children’s 
health and children’s rights issue. 

Limitations

This study has several limitations that should in-
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form future research. First, although we had data 
from every state from the past two decades, we 
implemented a cross-sectional analysis since we 
did not have sufficient data to examine individuals’ 
health scores before and after changes in state laws. 
As a result, quasi-experimental and longitudinal 
methods that leverage specific thresholds to evalu-
ate individuals on either side of the threshold were 
not feasible. We believe that such studies should 
be performed in the future. Second, we combined 
child self-reports and caregiver reports of child 
general health and stress to maximize the sample 
size. Parental and child reports of psychological 
constructs are not highly correlated, and combin-
ing the two may introduce measurement error. 
However, several published studies have combined 
child self-reports and caregiver reports.50 Third, 
caregiver reports of preschool behaviors on the 
CBCL in diverse samples can be subject to mea-
surement bias, and 31.2% of our sample had this 
measure, though the associations found were null.51 
Thus, due to our reliance on caregiver and self-re-
ported measurement and measurement bias, more 
in-depth assessments for general health, behavioral 
health, and stress are needed. Last, we found that 
exposure to permitless concealed carry laws was 
associated with general health and stress but not 
behavior. In our sample, only 9.1% of children with 

CBCL data were exposed to such laws, compared to 
20.9% and 18.9% with the general health and stress 
outcomes, respectively. It is possible that we were 
unable to detect an association with behavior due 
to the sample size. However, there may also be dif-
ferences in how behavior manifests in children and 
how children feel. Therefore, future research that 
explores biological mechanisms is warranted. 

Strengths

Despite these limitations, our study has many 
strengths, including the utilization of prospectively 
collected, individual-level caregiver reports and 
self-reports of child health in a large, geographical-
ly diverse sample representing all 50 US states. To 
account for unobserved differences between states 
that may lead to spurious associations, we included 
state-level effects in our models and adjusted for a 
robust set of state-level covariates, consistent with 
other studies of state-level gun policies. Due to the 
rich child outcome data collected in the ECHO 
Cohort, we were able to examine a range of health 
outcomes, including an overall measure of physical 
and mental health, behavioral outcomes, and psy-
chological stress. Moreover, our study is one of the 
first to evaluate state-level gun policies on individu-
al health outcomes, broadening our understanding 

Outcome Sample size Permitless estimate 

Odds ratio* [95% CI] p-value

General health status (excellent/very good versus poor/fair/good) 11,325 0.75 [0.60, 0.95] 0.017

Beta coefficient† [95% CI] p-value

Internalizing behaviors (scaled by 10) 6,586 0.07 [-0.10, 0.23] 0.429

Externalizing behaviors (scaled by 10) 6,586 0.05 [-0.10, 0.21] 0.513

Psychological stress (scaled by 10) 8,238 0.21 [0.10, 0.31] <0.001

Table 2. Multivariable associations of permitless concealed carry laws with child general health, internalizing behavior, 
externalizing behavior, and psychological stress

Abbreviations: CI = confidence interval; SD = standard deviation
* Estimate is an adjusted odds ratio of children exposed to permitless concealed carry laws from a logistic regression model reflecting odds being 
in excellent/very good health.
† Estimates are beta coefficients of children exposed to permitless concealed carry laws from linear regression models reflecting an SD change in 
the corresponding child health outcome (internalizing behaviors, externalizing behaviors, or psychological stress). 
Note: All models are adjusted for state and year of permitless concealed carry law exposure status, outcome-specific COVID-19 indicator, child 
sex, child race, child ethnicity, maternal education, household income, cohort type, tract-level rural/urban status, tract-level socioeconomic status, 
state-level Earned Income Tax Credit status, state-level estimated firearm ownership, state-level median household income, state-level population 
density, and state-level population with a bachelor’s degree or higher.
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of how children are negatively impacted by gun 
regulation. 

Conclusion

Guns and gun violence are pervasive in the Unit-
ed States and represent a significant threat to 
public health. Using data from a national study 
of children’s health and well-being, we found that 
state-level permitless concealed carry laws were 
associated with worse general health and increased 
stress among children living in states with such 
laws. Together with findings from other studies, 
our results suggest that enacting more restrictive 
concealed carry laws is one pathway to securing 
children’s rights to “health, education … and the 
right to participate in the cultural life of the com-
munity.”52 Following the international standard 
established by the Convention on the Rights of the 
Child, the United States has an obligation to utilize 
legislative avenues to promote child health, safety, 
and well-being.
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editorial
Accountability, Resistance, and Dissent in Public 
Health

joseph j. amon and carmel williams

In his 1970 book Exit, Voice, and Loyalty, economist Albert Hirschman observed that “under any economic, 
social, or political system, individuals, business firms, and organizations in general are subject to lapses 
from efficient, rational, law-abiding, virtuous, or otherwise functional behavior.”1 He argued that society 
must be able to “marshal from within itself forces which will make as many of the faltering actors as possi-
ble revert to the behavior required for its proper functioning.”2 

Today, as public health institutions face unprecedented attacks and the very foundations of 
evidence-based medicine are undermined by political interference, Hirschman’s framework offers critical 
insights into how public health professionals must respond when their institutions are unable to fulfill their 
fundamental duty to protect population health. 

The courage to expose injustice
The history of public health is marked by individuals who refused to remain silent in the face of institution-
al wrongdoing. John Snow’s removal of the Broad Street water pump handle in London in 1854 is taught to 
all public health students as an example of causal analysis and decisive action to end a cholera epidemic. 
Less often discussed is the fact that politicians ordered the pump handle’s return and that periodic epidem-
ics continued—a perhaps even more important lesson for students, and one reason why schools of public 
health teach human rights, policy, and advocacy alongside epidemiology and biostatistics.3

Unfortunately, the challenges faced by Snow are common among public health whistleblowers, who 
often face severe and sustained attacks when challenging authorities, whether government or private 
companies. For example, Dr. Jeffrey Wigand revealed in 1996 that Brown & Williamson, a major tobacco 
company, had intentionally manipulated its tobacco blend with chemicals such as ammonia to increase 
the addictive effects of nicotine.4 His disclosures were instrumental in the case brought by state attorneys 
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general against tobacco manufacturers, leading to 
major regulatory changes and historic financial 
settlements. But the personal cost was devastat-
ing—Wigand faced intimidation, legal threats, and 
character assassination.

In December 2019, Dr. Li Wenliang, an 
ophthalmologist, warned colleagues about a new 
SARS-like virus circulating in Wuhan, China. 
Rather than receiving support to fully investigate 
his early warning, Dr. Li was detained and repri-
manded by Chinese authorities and forced to sign 
a statement acknowledging that he had made false 
statements that disturbed the public order. Dr. Li 
later contracted COVID-19 while treating patients 
and died in February 2020. His death became a ral-
lying point for demands for freedom of expression 
in China, but only after his silencing contributed 
to delays in the global response that cost countless 
lives.5

Attacks on health researchers who are at odds 
with powerful interests often follow a predictable 
pattern that can include allegations of scientific 
misconduct, media campaigns, and administrative 
and legal assaults. The consequences for whis-
tleblowers can be severe. Research shows that 84% 
of whistleblowers experience severe depression or 
anxiety symptoms, 84% report feelings of isolation 
or powerlessness, 78% develop distrust of others, 
69% experience declining physical health, 66% 
suffer severe financial decline, and 53% report prob-
lems with family relations.6 

Retaliation tactics can be sophisticated and 
multifaceted, attacking the scientific integrity of 
whistleblowers and undermining their reputation 
and accomplishments. Government persecution of 
public health professionals—especially in the face 
of an epidemic outbreak—represents a particular-
ly dangerous threat to the right to health because 
delay can increase disease spread. Covering up 
the failures of disease surveillance systems and 
gaps in protection for vulnerable populations can 
prevent the implementation of effective strategies. 
In Ecuador, researchers who raised concerns about 
the H5N1 influenza outbreak faced disciplinary 
action.7 In Brazil, as well as many other countries, 
Ministry of Health and frontline health workers 

during the COVID-19 pandemic faced bullying, 
harassment, threats, and defamation from their 
own governments.8 

In the United States, the scale of government 
attacks on public health since President Trump has 
returned to office has been alarming, including the 
dismantling of the United States Agency for In-
ternational Development (USAID), the gutting of 
the National Institute for Occupational Safety and 
Health, the termination of federal grants, reduc-
tions in research funding, bans on gender-affirming 
care, and the removal of health information from 
government websites.9 Trump’s appointed public 
health leaders have embraced conspiracy theories, 
undermined confidence in scientists and public 
health research, and criticized universities as elitist 
institutions, contributing to the fracturing of pub-
lic trust in biomedical advances and public health 
accomplishments.10 

This is a situation different from retaliation 
against a single whistleblower. It is a political and 
ideological war against science and against social 
welfare, and quite clearly an example of what 
Hirschman characterized as a “lapse” from “ratio-
nal, law-abiding, virtuous, or otherwise functional 
behavior.” 

So how can the public health and human rights 
community “marshal from within itself” the forces 
required to “make as many of the faltering actors 
as possible revert” to sound science and respect for 
human rights? How does Hirschman’s framework 
of “exit, voice, loyalty” inform the moment we 
are in, where loyalty does not mean allegiance to 
protect rights, where voice is stifled and free speech 
is threatened, and where exit—and abandoning a 
mission to advance health and rights—is a difficult, 
last resort?

The ethical imperative for dissent

In this moment, when claims are made that 
vaccines are dangerous, access to sexual and repro-
ductive health is restricted, gender-affirming care 
is contested, budgets are slashed, environmental 
regulations are gutted, and trust in public health 
authorities is diminishing, what does resistance 
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and dissent look like?
Examples of resistance—or exit—abound. In 

August 2025, Susan Monarez, director of the Cen-
ters for Disease Control and Prevention (CDC), was 
fired after refusing to follow what her lawyers char-
acterized as unscientific directives from Health 
and Human Services Secretary Robert F. Kennedy 
Jr., triggering a wave of high-level resignations, in-
cluding those of Chief Medical Officer Dr. Debra 
Houry, Dr. Daniel Jernigan (head of the National 
Center for Emerging and Zoonotic Infectious Dis-
eases), and Dr. Demetre Daskalakis (head of the 
National Center for Immunization and Respiratory 
Diseases).11 Resignations of top public health leaders 
represent more than individual career changes—
they constitute a hemorrhaging of institutional 
expertise and leadership at precisely the moment 
when evidence-based public health guidance is 
most needed. Each departure, forced or voluntary, 
removes decades of experience and creates gaps in 
the systems designed to protect population health.

The impact was felt not only at the top. Pres-
ident Trump’s fiscal year 2026 budget proposed a 
50% cut in the CDC’s funding, slashing nearly five 
billion dollars. Chronic disease prevention funding 
was cut, along with US$12 billion for public health 
programs to states. Funding for disease surveil-
lance and vaccines for children and uninsured 
adults were similarly targeted. Resistance has also 
come from litigation, filed by organizations such as 
Public Citizen, the American Public Health Asso-
ciation, the AIDS Vaccine Advocacy Coalition, and 
the Global Health Council. Outcomes have been 
mixed. While in some cases the courts have acted 
as a safeguard for the rule of law, the process is slow 
and often met with government appeals. 

Nearly all of USAID’s 16,000 employees were 
laid off. An estimated 280,000 contractors, part-
ners, and local hires worldwide lost their jobs. The 
Environmental Protection Agency, whose mission 
is critical to the protection of public health, was 
also targeted by the Trump administration and 
forced to roll back climate change and clean air pro-
tections. Post-exit, using their voice, there are now 
over 750 former Environmental Protection Agency 
staff in the Environmental Protection Network, 

volunteering their time and expertise to develop 
science-based policies to protect the environment 
and to defend agency staff against harassment and 
intimidation.12 

Using exit, voice, and loyalty to advance 
human rights

Jonathan Mann, a pioneering voice in public health 
and human rights, and the first editor of this jour-
nal, engaged in all three strategies of Exit, Voice, 
and Loyalty in his work responding to the HIV 
pandemic. As the director of the Global Program 
on AIDS at the World Health Organization (WHO), 
he spoke out in the 1990s about the mishandling of 
the HIV pandemic by many governments and the 
decline of public health, ascribing the field’s failures 
to an ongoing “reluctance and inability to work 
directly on the societal roots of health problems.”13 

After clashing with the WHO Director-Gen-
eral Hiroshi Nakajima, Mann left WHO, and he 
again used voice to challenge those working with-
in the field of public health, writing that “while 
expanding enormously its scientific capacity to 
measure, public health may have lost clarity about 
why it is measuring, and to what purpose?”14 In es-
sence, Mann was appealing to the loyalty of public 
health practitioners and to the power of their tools, 
but exhorting them to apply those tools to realize 
the right to health for all.

Time moves on; 30 years later, WHO is also 
expressing dissent from the current anti-science 
trend with its choice of this year’s theme: “Together 
for health. Stand with science.”15 The fight now is 
not just to work on the roots of health problems but 
to maintain a workforce and resources that can un-
dertake such scientific pursuits. WHO calls on its 
global voice to fight misinformation and to “rebuild 
trust in science and public health.”16

United Nations High Commissioner for Hu-
man Rights Volker Türk told the Human Rights 
Council in February that the response needed at 
this time requires “calling out violations of inter-
national law, regardless of the perpetrators.”17 In 
stating that the rhetoric of some leaders reveals 
a belief that they are above the law, including the 
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United Nations Charter, and in accusing them of 
spreading disinformation to distract, silence, and 
marginalize, he used “voice.” 

Health and Human Rights continues Mann’s 
legacy, stands with science, and fights the silencing; 
it offers authors a publishing platform that recog-
nizes the importance of diverse voices advocating 
for a public health approach that is grounded in 
human rights and dignity and that is not simply 
technocratic but transformative. 

This issue, June 2026, comes at a time of glob-
al anxiety over ongoing conflict, attacks on health 
facilities, discrimination against minority groups, 
regression on sexual and reproductive health, in-
fectious disease outbreaks (including a resurgence 
of measles in the United States and Ebola in Uganda 
and the Democratic Republic of the Congo), men-
tal health crises, environmental catastrophes and 
disaster-related illness and injuries, and a widely 
acknowledged rollback of human rights and sup-
port for the institutions upon which accountability 
mechanisms depend. 

The right to health cannot be realized without 
robust protections for those who expose threats 
to population health.18 The papers in this issue 
highlight the importance of collective action and 
professional solidarity as the struggle for health 
rights continues around the globe. 

As Hirschman understood, institutions fail. 
They deviate from their stated purposes, they 
become captured by interests antithetical to their 
missions, they sacrifice principle for political ex-
pediency. What determines whether these failures 
lead to institutional decay or renewal is whether 
there are individuals willing to speak out, to take 
personal risks to call institutions back to their core 
purposes, and to demand—whether through exit, 
voice, or loyalty—that the right to health be assured 
for all.
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viewpoint
Trump’s War on Clean Air

richard pearshouse

Air pollution rarely appears on death certificates. With a notable exception from a London coroner’s report 
following the death of a nine-year-old girl in 2013, individual deaths are not typically attributed to air pollu-
tion.1 Yet in the United States, an estimated 100,000 to 200,000 people die prematurely each year because of 
polluted air.2 These deaths receive less attention than they merit in large part because air pollution’s effects 
are insidious, cumulative, and difficult to attribute to a single cause.

Air pollution harms lungs—causing lung cancer and exacerbating pneumonia and asthma—but it 
more frequently kills through cardiovascular pathways, including strokes and heart attacks. It also affects 
the brain, contributing to cognitive decline, dementia, and even depression. As scientific understanding 
evolves, the evidence of harm continues to expand. Even at levels below current regulatory thresholds, air 
pollution has measurable adverse health effects.

The burden of these harms is unevenly distributed. Children, older people, those with preexisting 
health conditions, and communities that are low income or racial and ethnic minorities are disproportion-
ately exposed and more vulnerable to the effects of polluted air. This unequal distribution contributes to the 
systemic masking of air pollution as a public health crisis.

If understanding the health impacts of air pollution is inherently challenging, it has become signifi-
cantly more so during President Trump’s second term. The administration has systematically dismantled 
elements of the regulatory framework designed to protect air quality, weakening multiple pollution stan-
dards and reducing the institutional capacity of the federal agency tasked with implementing the Clean 
Air Act.3 These moves represent a form of regulatory regression that is increasingly incompatible with the 
right to the enjoyment of the highest attainable standard of physical and mental health under international 
human rights law.

As early as 2000, the Committee on Economic, Social and Cultural Rights noted in its General Com-
ment 14 that the right to health includes “the prevention and reduction of the population’s exposure to 
harmful substances … and harmful chemicals or other detrimental environmental conditions that directly 
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or indirectly impact upon human health.”4 
The Environmental Protection Agency (EP-

A)’s recent rollbacks are both intricately technical 
and profoundly consequential. In 2024, the EPA 
strengthened the primary National Ambient Air 
Quality Standards (NAAQS) for fine particulate 
matter (PM2.5), lowering the allowable annual 
concentration from 12 to 9 micrograms per cubic 
meter.5 The agency’s scientific modeling estimated 
that the new standard could prevent up to 4,500 
early deaths, 800,000 cases of asthma symptoms, 
and 290,000 lost workdays annually by 2032.6

However, in November 2025, the EPA took 
the unprecedented step of asking the United States 
Court of Appeals for the District of Columbia Cir-
cuit to vacate the revised standard. In justifying its 
reversal, the EPA’s press office stated that the rule 
would cost Americans “hundreds of millions, if not 
billions of dollars” if fully implemented.7 

It is unlikely the EPA has the statutory author-
ity to consider implementation costs when setting 
NAAQS. The US Supreme Court has previously 
ruled the EPA must set NAAQS based exclusively 
on what is necessary to protect human health.8 But 
the move flagged a deeper methodological shift. 

Other rules under the Clean Air Act do permit 
the EPA to undertake a cost-benefit analysis of their 
implementation. In January 2026, the EPA final-
ized a rule limiting nitrogen oxide emissions from 
gas turbines and industrial sources.9 While the rule 
quantified emissions reductions, it departed from 
long-standing practice by declining to monetize 
the health benefits associated with those reduc-
tions.10 In effect, the agency’s cost-benefit analysis 
considered the compliance costs to industry while 
excluding the economic value of avoided deaths, 
reduced hospitalizations, and improved public 
health. The Environmental Protection Network—
an association of former EPA career staff—has 
described this as “zeroing out lives saved,” a phrase 
that succinctly captures the cooking of regulatory 
books.11

By eliminating the monetization of health 
benefits, the EPA is structurally excluding the 
value of human life and health from regulatory 
decision-making. This can be clearly seen in the 

EPA’s decision in February 2026 to rescind a recent 
strengthening of federal emissions standards for 
mercury and other toxic pollutants.12 In 2024, the 
EPA estimated that stronger rules would generate 
US$260 million in health benefits—decreased cardi-
ac and pulmonary risks, avoided mortality, avoided 
health care costs, and economic benefits associated 
with fewer missed work and school days—alongside 
US$130 million in climate-related benefits between 
2028 and 2037.13

But these benefits were effectively erased from 
the regulatory calculus when the EPA neither quan-
tified nor monetized the health impacts associated 
with increased emissions of particulate matter and 
ozone.14 This represents a clear example of how 
methodological changes can produce outcomes 
that systematically undervalue public health.

Behind the details are real and foreseeable 
human consequences. A child with asthma in 
California’s San Joaquin Valley may experience 
more frequent attacks and missed school days. A 
construction worker in Pittsburgh may develop 
chronic obstructive pulmonary disease after pro-
longed exposure to particulate pollution. An older 
adult in Fairbanks may suffer a fatal cardiac event 
during winter inversions that trap pollution close 
to the ground. 

The US government’s moves stand in stark 
tension with a growing body of international hu-
man rights law recognizing the right to health, 
and its interdependence with other human rights, 
when it comes to air pollution. In March 2026, the 
United Nations Special Rapporteur on the right to a 
healthy environment called on states to “enact and 
regularly update air quality standards and progres-
sively strengthen and avoid regressions, based on 
best available science, including World Health Or-
ganization guidelines and considering particularly 
vulnerable populations.”15 

The United States is doing the opposite. World 
Health Organization guidelines are considerably 
more stringent than EPA thresholds. For example, 
the World Health Organization recommends an 
annual average PM2.5 limit of 5 micrograms per 
cubic meter.16 The move from 9 (micrograms per 
cubic meter) to 12 is a move in the wrong direction. 
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This weakening of pollution thresholds represents a 
form of regulatory retrogression incompatible with 
the right to health. 

General Comment 14 makes clear that retro-
gressive measures are not permissible except where 
the state can show that they are fully justified by 
reference to the totality of rights in the Interna-
tional Covenant on Economic, Social and Cultural 
Rights and that the state has carefully considered 
all alternatives.17 The US has signed but not ratified 
the covenant.18 Though it is not formally bound by 
its provisions, the United States, as a signatory, has 
an obligation to refrain from taking steps that un-
dermine their “object and purpose.”19

Although the United States has historically 
resisted a right to health in US law, clean air is 
increasingly understood as interdependent with 
other human rights. For example, a recent report 
of the Special Rapporteur on the right to a healthy 
environment notes that the impacts of air pollution 
“undermine the rights to life, health, a healthy en-
vironment and an adequate standard of living, and 
to equality and non-discrimination.”20

Comparative human rights jurisprudence re-
inforces this position. In Inhabitants of La Oroya v. 
Peru, the Inter-American Court of Human Rights 
found that Peru violated numerous rights when 
failing to control air, water, and soil pollution from 
a metallurgical facility in the city of La Oroya.21 
The court not only relied on the right to health but 
derived the obligation to control pollution from a 
broader set of rights, including the right to life and 
the right to a healthy environment. The court found 
that it was sufficient for the plaintiffs to show that 
exposure to pollution created a significant health 
risk, without having to prove causation of a specific 
health condition or disease.22 

Recent jurisprudence from the European 
Court of Human Rights is also instructive. In Can-
navacciuolo and Others v. Italy, the European Court 
of Human Rights held that Italy’s failure to prevent 
and respond to widespread toxic waste pollution in 
Campania exposed residents to a real and imme-
diate risk to life, thereby violating the obligation to 
protect the right to life.23 As in La Oroya, the court 
found a violation of the right to life on the basis of 

exposure to toxic pollution rather than evidence of 
specific health impacts.24 

The Trump administration’s deregulation of 
air quality regulations demonstrates how technical 
regulatory changes can have profound consequenc-
es for human health. As international human rights 
law increasingly recognizes a right to clean air, 
these policy shifts place the United States at odds 
with emerging global standards. The right to health 
and its interdependence with other human rights 
provides a critical framework for challenging these 
changes and re-centering environmental gover-
nance on its fundamental purpose: the protection 
of human life.
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viewpoint

Disaster Epidemiology: Human Rights and the US 
Immigration and Customs Enforcement Siege of 
Minneapolis

joseph j. amon

Before its leadership and staff were gutted, the US Centers for Disease Control and Prevention provided 
technical assistance and disaster epidemiology training to state and local public health professionals.1 The 
field of public health rightly understood that its tools, including surveillance systems to detect emerging 
threats, risk assessment and vulnerability mapping to identify at-risk and vulnerable populations, and 
outbreak investigation to quickly identify causes and address risk, could be applied wherever disasters—
natural or human-made—emerged.

Public health practitioners, guided by the adage that an ounce of prevention is worth a pound of cure, 
also developed strategies for the prevention and mitigation of disasters. They routinely designed models to 
simulate how quickly a disease could spread through crowded evacuation shelters and to estimate medical 
supply needs.

Core epidemiological principles—defining populations at risk, measuring health outcomes systemat-
ically, identifying causal relationships, and evaluating interventions—provide the scientific foundation for 
evidence-based disaster management. These methods transform chaotic emergency situations into struc-
tured problems that can be analyzed and addressed systematically, ultimately saving lives and reducing 
suffering.

The same approaches need to be applied currently in Minneapolis, Minnesota, amid the ongoing 
tsunami of violence caused by Immigration and Customs Enforcement (ICE) targeting immigrants, mi-
noritized American citizens, and protesters exercising fundamental human rights to speech and assembly.

Following a disaster epidemiology approach, public health practitioners should respond to the 
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ICE-instigated epidemic of violence in Minneap-
olis by working to build resilient systems, address 
urgent needs, protect human rights, and ensure 
accountability.

Preparedness: Building resilient systems

Effective disaster preparedness requires integrated 
early warning systems coupled with comprehensive 
public education. Of course, ICE officials under-
stand this as well and act to evade such efforts, 
moving into cities with little to no warning. Cities, 
especially those where a majority of citizens did not 
vote for the current president, need to engage com-
munities, develop plans, and create early warning 
systems.2

One lesson from previous disasters, however, 
is that while coordinated efforts and alerts can save 
lives, they may be insufficient. Communities must 
understand warning signals and know evacuation 
routes. Studies following the 2004 Indian Ocean 
tsunami found that populations with traditional 
knowledge of ocean behavior and those who had 
participated in tsunami drills experienced signifi-
cantly lower mortality rates.3 In other words, be 
prepared and do not underestimate the cruelty.

Health care infrastructure resilience con-
stitutes another critical preparedness element. 
Hospitals and clinics in cities targeted by ICE must 
be prepared for mass casualties, including kinetic 
projectile impact injuries (e.g., from rubber bullets, 
beanbags, and pepper balls), chemical agent expo-
sures (e.g., tear gas and pepper spray), and physical 
and blunt force trauma (e.g., baton injuries), as well 
as long-term and psychological effects (e.g., vision 
loss, cognitive impairment from brain injuries, and 
psychological trauma). Research on the policing 
of protest crowds has found that a significant per-
centage of injuries from projectiles are severe, with 
many affecting the head and neck.4

In Minneapolis, ICE officials have shot civil-
ians with impunity, failed to provide first aid, and 
interfered with those who try to provide lifesaving 
care.5 They have followed this with lies about the risk 
posed and defamatory statements about victims, 
which have been repeated by the White House.

For those afraid to leave their homes, prepared-
ness should include stocking critical medicines at 
home and finding ways to refill prescriptions and 
food stocks. Telemedicine alternatives should be 
made available, as should online education alter-
natives for children afraid to travel to and from 
school.6

Addressing urgent health needs, protecting 
human rights, and ensuring accountability

The acute phase following an ICE siege in a com-
munity requires a coordinated emergency medical 
response, addressing, in particular, mental health 
needs. But it also requires efforts beyond disas-
ter epidemiology’s traditional view. It requires 
rebuilding communities shattered by violence but 
held together by inspiring solidarity. It must also 
reinforce human rights protections and the rule of 
law and find mechanisms of accountability.

While research has found that psychological 
first aid programs and community-based mental 
health interventions can reduce anxiety and help 
prevent progression to posttraumatic stress disorder 
and depression following a disaster, accountability 
and justice must also be addressed.7

The siege of Minneapolis violates numerous 
US constitutional and international human rights 
protections. For example, the Universal Decla-
ration of Human Rights and the International 
Covenant on Civil and Political Rights (ICCPR) 
protect the freedom of peaceful assembly, includ-
ing the right to organize and participate in peaceful 
protests.8 The ICCPR also guarantees freedom of 
expression (article 19), which covers protest speech 
and demonstration. Restrictions on these rights 
must be lawful, necessary, and proportionate to 
legitimate aims.

The US Constitution, in its Fifth and Four-
teenth Amendments, guarantees that no person 
shall be deprived of life, liberty, or property without 
due process of law.9 The use of force must be “ob-
jectively reasonable.”10 It is important to note that 
due process applies to all persons, regardless of im-
migration status, and includes a right to notice of 
charges and a hearing before deportation, a right to 
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present evidence, a right to counsel, and protection 
against arbitrary detention.

Article 9 of the ICCPR similarly protects 
against arbitrary arrest and detention, requiring a 
legal basis for any detention, the prompt notification 
of charges, the right to challenge detention before a 
court, and the humane treatment of detainees.

The United Nations Basic Principles on the 
Use of Force and Firearms by Law Enforcement Of-
ficials provide that force should be used only when 
strictly necessary; lethal force should be used only 
when strictly unavoidable to protect life; force must 
be proportional to the threat; and officials must 
identify themselves and give clear warning before 
using force.11 All of these principles have been vio-
lated in Minnesota.

Conclusion

In addition to disaster epidemiology, public health 
professionals have recognized, researched, and 
published articles on violence as a public health 
crisis.12 The siege on Minneapolis, the public health 
impacts, the human rights violations, and the 
inhumanity must end. Accountability through 
courts, as well as community forums that create 
accountability from below, must ensure that what 
has happened is accurately reported and prevented 
from occurring again, and that justice prevails.13
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viewpoint
Health Data Protection and Governance Under the 
Kenya–US Health Agreement

allan maleche, sharifah sekalala, and timothy wafula 

On December 4, 2025, Kenya and the United States signed a health cooperation framework aimed at 
“guiding collaboration to eliminate HIV, malaria, TB, and other emerging infectious diseases; strengthen 
Kenya’s health system toward self-reliance; and advance US interests abroad, including strengthening the 
US–Kenya partnership.”1 This was the first bilateral agreement signed as part of the Trump administration’s 
Make America Healthy Again campaign.2 While the Kenya–US agreement is framed as beneficial to both 
governments in detecting, preventing, and responding to emerging and existing infectious disease threats, 
the extensive data sharing obligations raise fundamental human rights questions on data protection, pri-
vacy, consent, accountability, and state responsibility with regard to the realization of the right to health.

These serious concerns about data sharing led to the High Court of Kenya issuing conservatory 
orders suspending implementation of the agreement pending the hearing and determination of the case 
challenging it.3 Underlying these concerns are fears that gaps in confidentiality, informed consent, and 
accountability in the use of health data may discourage individuals from seeking care, particularly for 
stigmatized conditions such as HIV and tuberculosis, and may therefore disproportionately harm the most 
marginalized.

Data sharing, especially around surveillance, always raises concerns that health data could be used 
to discriminate against marginalized groups and exclude them from having access to health care.4 These 
anxieties were amplified in the COVID-19 pandemic, when digital health data were used to promote dis-
criminatory processes against migrants, LGBTQ populations, and homeless people.5 Digital health data 
also risk being securitized in a way that exceeds public health objectives. During the COVID-19 pandemic, 
the governments of Israel, Kenya, Mexico, and Turkey, among others, reportedly used COVID-19 data to 
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analyze private communications under the guise of 
contact tracing.6 

The increased role of private actors in the 
collection, storage, and secondary use of big data 
also leads to fears around transparency, account-
ability, and long-term harms to vulnerable groups. 
Once data move into private ownership, they can 
be merged with other datasets for commercial 
purposes. It is then extremely difficult to create 
accountability mechanisms for misuse, especially 
in cases of future health harms such as insurance 
denials based on non-transparent risk assessments 
generated through large artificial intelligence 
health datasets.7 

Data sharing implications of the Kenya–US 
agreement 

Under the framework, Kenya will provide aggre-
gated and system-level data from national digital 
health platforms and share programmatic and out-
come data for US-supported health programs in 
Kenya.8 

This agreement enables the large-scale col-
lection, processing, and cross-border transfer of 
health data, raising questions about necessity, 
proportionality, and accountability under Kenya’s 
constitutional and international human rights 
obligations.

It contains several provisions that, on their 
face, seek to address data protection concerns. These 
include commitments that data provision will com-
ply with Kenyan law, that Kenya shall not provide 
individual-level or personally identifiable informa-
tion “to the maximum extent practical,” that the 
United States shall use the data solely for purposes 
consistent with the metrics or activities under the 
agreement, that the US government shall take all 
reasonable measures to protect the confidentiality 
of information shared, and that Kenya retains sole 
ownership of the data and all intellectual property 
rights.9 The agreement also states that Kenyan law 
prevails where there is disagreement and requires 
notification of data breaches involving personally 
identifiable information.10 However, the presence of 
formal safeguards does not, on its own, guarantee 

effective protection, particularly where enforce-
ment, oversight, and remedies remain uncertain.

Although these clauses appear to align with 
domestic legal frameworks, including the Data 
Protection Act of 2019 and the Digital Health Act of 
2023, closer scrutiny exposes substantial gaps that 
give rise to serious data protection concerns. 

Risk of sharing personal identifiable health 
information 

In Kenya, health data are classified as sensitive per-
sonal information that must be processed lawfully, 
fairly, and transparently; collected for specific and 
legitimate purposes; limited to what is necessary; 
kept accurate and up to date; retained only for as 
long as necessary; and protected from unauthorized 
transfer outside Kenya unless adequate safeguards 
or the data subject’s consent are in place.11

The Kenya–US agreement aims to limit data 
sharing to aggregate-level data, which aligns with 
the data minimization principle under the Data 
Protection Act. However, the framework appears 
to permit broad access to Kenyan health data by 
the United States despite the increasing risks of 
re-identification, especially around genomic infor-
mation and longitudinal surveillance data. 

The agreement limits US use of the data to 
the purposes specified under the cooperation 
framework and expressly prohibits any use beyond 
those purposes, consistent with the principle of 
purpose limitation under the Data Protection Act. 
However, the mechanisms for enforcing these re-
strictions remain unclear. It is not evident whether 
Kenya has effective measures in place to verify 
how the United States will utilize the health data 
collected. Furthermore, the scope of permitted ac-
cess—encompassing activities such as surveillance, 
analytics, reporting, and emergency response—is 
so broad that monitoring or verifying specific uses 
may be impracticable. In effect, compliance ap-
pears to rely largely on mutual trust and goodwill 
between the parties, raising concerns as to whether 
this provides sufficient protection against prohib-
ited use.

Such risks are not abstract. Where individuals 
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fear that their health data may be repurposed for 
surveillance, profiling, or punitive state action, 
they may avoid testing, treatment, or engagement 
with public health programs. This undermines core 
elements of the right to health, including the acces-
sibility and acceptability of health care services, 
particularly for already marginalized populations.

There are also concerns about function creep 
in the use of accessed health data. Disease-specific 
surveillance systems—particularly those relating 
to HIV, tuberculosis, and other stigmatized con-
ditions—carry heightened risks of discrimination 
and social harm, including profiling, targeting, and 
further exclusion of affected populations. Consid-
ering the United States’ recent positions on human 
rights, gender identity, and diversity, it is unclear 
what safeguards will be in place to ensure that such 
data access does not exacerbate stigma, criminal-
ization, or structural vulnerabilities. Additionally, 
there is a need for clear safeguards to establish ex-
plicit firewalls between health data systems and 
their use for law enforcement, immigration control, 
and employment-related purposes.

Data ownership without control

The Digital Health Act designates health data as a 
strategic national asset and underscores the obli-
gation to safeguard its privacy, confidentiality, and 
security in information sharing and use. While the 
Kenya–US agreement affirms that Kenya retains 
sole ownership of the data and all associated intel-
lectual property rights in the covered data systems, 
the agreement appears to cede significant control 
over the data to the United States, potentially leav-
ing Kenya without effective mechanisms to exercise 
or enforce those ownership rights. This raises con-
cerns regarding Kenya’s ability to prevent misuse, 
ensure timely deletion, or regulate the incorpora-
tion of the data into secondary datasets, beyond the 
agreed scope and duration.

In this context, data ownership without effec-
tive control risks becoming symbolic rather than 
substantive, weakening Kenya’s ability to exercise 
health data sovereignty.

Conclusion 

We recommend that the Office of the Data Protec-
tion Commissioner, which is the primary authority 
for regulating data in Kenya, play a central role in 
scrutiny and approval of these data sharing agree-
ments so that it can ensure data minimization 
and confidentiality and so that safeguards against 
re-identification in aggregate form are maintained. 
This will involve scaling up the resources of this vi-
tal service and ensuring greater collaboration with 
the Ministry of Health. 

Second, civil society has an important role to 
play in bringing together marginalized communi-
ties to participate, in enabling independent audits 
of compliance, and in ensuring and scrutinizing 
ongoing public reporting of how public health data 
are used and safeguarded. This may require clearer 
approval mechanisms for cross-border health data 
transfers, independent audits of compliance, and 
public reporting on how shared data are used and 
safeguarded.

Given the recognition of health data as a 
public good, there have been strong calls for a right 
to health approach to data sharing that prioritizes 
equitable rather than extractive practices; empha-
sizes the collective responsibilities of the state and 
private actors involved in the collection, storage, 
and processing of data; and ensures that all data 
sharing processes—including those established 
through bilateral agreements such as this one—up-
hold due process and strengthen participation and 
inclusion safeguards, particularly for marginalized 
and discriminated groups. 
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viewpoint
Prescribing Death: Israel’s Regional War on Health

mira younes, samirah jarrar, sahar saeidnia, malak makki, and nizar 
hariri

On March 13, 2026, amid Israeli preparations for a ground invasion of southern Lebanon, an airstrike killed 
two paramedics at a health facility in Al Sowana (Marjayoun District). That same night, Israeli bombard-
ments destroyed the primary health care center in Burj Qalawiya (Bint Jbeil District), one of the few still 
operating in the area. Nearly all staff present in the center (12 doctors, paramedics, and nurses) were killed 
in the strikes.1

On March 14, 2026, an official statement by the Israeli army spokesperson declared that Israel “will 
act in accordance with international law against Hezbollah’s military activity using these facilities and 
ambulances,” although independent investigations have consistently refuted claims about Hezbollah using 
health care infrastructure for military purposes.2

This declaration has provoked only limited international condemnation and mobilization—even as 
witnesses reported that Israeli special forces, wearing Lebanese military uniforms, used ambulances re-
sembling those of Hezbollah’s Islamic Health Organization to carry out a deadly raid on Nabi Chit in the 
Bekaa Valley on March 6–7, 2026.3

During the brief period from March 2 to April 14, 2026, alone, the World Health Organization has 
verified the killing of 88 health workers in Lebanon in Israeli attacks.4

These systematic killings are part of a broader pattern of repeated and routinized attacks on health 
care institutions and personnel, as documented in Gaza since October 2023, paired with a recurring justifi-
catory framework.5 Recent conflict-monitoring data show that the weaponization of health care, in violation 
of international humanitarian law, has reached unprecedented levels globally, with attacks on hospitals, 
ambulances, and health workers becoming a habitual feature of contemporary warfare.6 However, Israel 
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has presented these attacks as compatible with 
international law, under the pretext that enemy 
combatants were embedded within medical facil-
ities, a narrative designed to manufacture public 
consent for destroying health care systems.7

The recurrence of these attacks, which have 
been woven into a predictable routine both in this 
context and globally, combined with the surround-
ing propaganda, has gone hand in hand with a 
progressive erosion of public outrage.8 This shift is 
visible in Lebanon’s public response to attacks on 
health care. While the destruction of Al-Ahli Hos-
pital in Gaza prompted a national day of mourning 
in Lebanon on October 18, 2023, the destruction of 
the Burj Qalawiya health care center in March 2026 
has elicited only minimal public response.9

According to a report by the Safeguarding 
Health in Conflict Coalition, more than 470 health 
workers were reported arrested or detained across 
15 countries and territories in 2024, with over 55% 
of those arrests attributed to the Israeli military in 
the occupied Palestinian territory.10 The report also 
found that Lebanon recorded the highest number 
of health workers killed that year—“at least 408, 
accounting for nearly 50% of all reported health 
worker killings in 2024.”11 Separate reporting has 
documented the arbitrary detention, torture, ill 
treatment, and deaths in custody of Palestinian 
health workers held by Israeli authorities.12

Israel’s assertion of its power to prescribe 
death not only to health care and rescue personnel 
but to all who rely on them represents just one facet 
of what scholars have described as an expansion of 
the Israeli military’s war plan, from the “Dahiya 
Doctrine” to a “Gaza Doctrine.”13

What requires emphasis, however, is the cu-
mulative nature of attacks on health care and rescue 
infrastructure over time. Such attacks are part of a 
broader historical process of colonial destruction 
directed not only at people but also at the material 
and institutional conditions of collective survival.

Recent scholarship has situated the systematic 
targeting and degradation of Palestinian health 
care within a longer colonial history. Layth Malhis 
conceptualizes this as “de-healthification”—the 
dismantling of health systems as a condition for 

colonial rule—tracing this process from the British 
Mandate to the present.14 Malhis’s analysis includes 
the 1982 Israeli invasion of Lebanon, during which 
medical infrastructure was massively bombarded 
under the pretext of its use by the Palestine Lib-
eration Organization.15 This framework bridges 
earlier foundational studies that, rather than 
focusing solely on direct attacks, examined the 
administrative and economic policies of structural 
dependency that impeded the development of a 
robust Palestinian health system.16 Yara Asi in-
terprets this de-development as part of a broader 
strategy of dispossession.17 Constraints on patient 
and physician mobility, restrictions on medications 
and medical equipment importation, budgetary 
limitations, infrastructure destruction, and territo-
rial fragmentation exemplify the everyday systemic 
violence and control imposed on the Palestinian 
population and their health care.18

In both Lebanon and Palestine, the inten-
sification of attacks must be understood within a 
long-term process of colonial destruction, in which 
war accelerates the erosion of the very capacity of 
communities to project themselves into the fu-
ture. It also targets those who bear witness to the 
violence—health workers, rescue personnel, jour-
nalists, and gravediggers alike.

However, health has also historically been 
central to strategies of Palestinian resistance 
and national liberation. Since 2023, health care 
workers have established collectives around the 
world, either to volunteer in Gaza directly or to 
lobby their colleagues, unions, and governments 
to support the Palestinian struggle.19 Against the 
backdrop of what Joelle Abi-Rached and colleagues 
describe as “healthocide” in Gaza, Ghassan Abu 
Sitta foregrounds the response of doctors, nurses, 
and medics who continued to provide care under 
siege.20 He points to those who, after being blockad-
ed in al-Shifa Hospital for ten days without food or 
water, immediately sought to join another hospital 
upon their release. For Abu Sitta, this reflects the 
way health care in Gaza has become inseparable 
from a broader struggle to sustain life under condi-
tions of siege, destruction, and attempted erasure.21

This perspective  also extends to all  rescue 
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workers across Palestine and Lebanon, most of 
whom are unpaid volunteers. Confronted with 
colonial necropolitics, their work is, quite literally, 
an insistence on providing burials for the dead and 
a determined effort to sustain life and protect their 
people and their “landscapes of togetherness.”22 It is 
precisely because this work carries such profound 
political significance that those who perform it are 
punished by colonial powers. Killing these volun-
teers inflicts, for the same reason, a deep wound 
upon their communities.

Against the normalization of this war on 
health, we assert and defend this political under-
standing of rescue and health care work in a colonial 
context as an act of stubborn persistence. We call 
for its support and amplification through speaking 
out, international solidarity, and a collective com-
mitment from the health research community to 
ensure that the lives and labor of those who sustain 
health under deadly conditions are neither ignored 
nor erased.
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viewpoint

The Frame That Kills: Post-Abortion Care, Colonial 
Penal Law, and the Right to Health 

jessica oga, moses mulumba, stuart ssebibubbu, fatina mwebe, and 
nimrod muhumuza

On April 24, 2026, the Kenyan Court of Appeal at Malindi reinstated criminal proceedings against a girl 
who had been arrested at age 17 for receiving post-abortion care for an incomplete abortion and against 
the clinical officer who had treated her.1 The judgment in Kenya Christian Professionals’ Forum v. PAK will 
be read as a setback for abortion rights in Kenya, and in that frame, it is a setback. But the frame is the 
problem.2 PAK is not, on its facts, an abortion case. It is a post-abortion care case prosecuted under abortion 
statutes, and in this viewpoint, we argue that the court of appeal’s central failure was to allow the slippage 
between these two categories to govern the proceedings. Recognizing this slippage as the mechanism of 
harm reframes both the doctrinal failure and the violation of the right to health that the judgment entails.

The right to health imposes obligations on the state.3 General Comment 2 on Article 14 of the Maputo 
Protocol issued by the African Commission on Human and Peoples’ Rights establishes that women must 
not be arrested, charged, or prosecuted for seeking abortion services or post-abortion care, that they must 
incur no legal sanctions for benefiting from such services, and that states must train and sensitize law prac-
titioners, judges, magistrates, and police officers to give effect to this protection.4 Kenya has ratified article 
14(1) of the Maputo Protocol without reservation, and the threshold obligation is operative in domestic law 
through article 2(6) of the Constitution.5 The obligation is engaged the moment a patient is arrested for 
receiving post-abortion care or a provider is charged for offering it, regardless of whether the prosecution 
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eventually succeeds. Conviction is not the harm. 
Prosecution is.

The mechanism by which this threshold obli-
gation is violated requires careful naming. Sections 
158, 159, and 160 of the Kenyan Penal Code, under 
which the petitioners were charged, are direct 
descendants of the English Offences Against the 
Person Act 1861, transplanted into colonial Kenya 
through the 1930 Penal Code.6 They remain sim-
ilar to the 1861 act, with the Kenyan provisions 
more expansive than the English original in their 
scope of criminal liability. They were drafted more 
than 160 years ago, in a clinical environment that 
did not recognize post-abortion care as a cate-
gory.7 Post-abortion care—the management of 
complications regardless of whether the abortion 
was spontaneous or induced—emerged as a dis-
tinct clinical practice only in the late 20th century 
and was subsequently recognized by the World 
Health Organization as essential emergency obstet-
ric care.8 The Kenyan Ministry of Health adopted 
post-abortion care as official policy in 2012, and in 
2013 directed that it be made an integral part of free 
maternity services.9 

Sections 158, 159, and 160 of the Penal Code 
predate this entire architecture and contain no rec-
ognition of the distinction between procuring an 
abortion and treating its complications. The colonial 
provisions cannot, in their text, reach post-abortion 
care. Sections 158 and 160 require proof that the ac-
cused administered drugs or supplied instruments 
with the intent to procure miscarriage.10 Section 159 
requires the woman to have acted with the intent 
to procure her own miscarriage.11 The mens rea is 
temporally located at the moment of action upon a 
continuing pregnancy. A clinician treating a wom-
an after the miscarriage has already commenced or 
completed has not administered drugs to procure 
a miscarriage. The miscarriage has occurred. The 
intervention is directed at its consequences. Intent 
cannot operate retrospectively upon what has al-
ready happened.

The PAK charges nonetheless alleged the 
procurement of abortion against evidence that 
uniformly described post-abortion care. The peti-
tioner’s affidavit, the clinical officer’s affidavit, and 

the uncontroverted specialist evidence of Professor 
Joseph Karanja, an obstetrician who reviewed 
her medical records, all described an incomplete 
abortion presenting with bleeding, severe pain, and 
dizziness, managed clinically after the patient’s ar-
rival. The investigating officer’s contrary assertion 
that no post-abortion care had been provided rest-
ed on no medical foundation.12 The charges alleged 
conduct that the elements of the offenses could not 
reach. The proper response was threshold dismissal 
under the established Kenyan doctrine that pros-
ecutions disclosing no offense constitute abuse of 
process, articulated in Meme v. Republic and Com-
missioner of Police v. Kenya Commercial Bank.13 The 
court of appeal instead treated the case as a forum 
dispute about whether constitutional petitions are 
the proper vehicle for challenging prosecutions, 
accepting as given precisely what was at issue: that 
the conduct alleged matched the elements of the 
offenses charged. It did not.

The frame slippage has a chilling effect 

This is the frame slippage. A prosecution alleges 
abortion. Evidence describes post-abortion care. 
The court accepts the abortion frame, reinstates 
the prosecution, and treats the distinction between 
the two as a factual matter for trial rather than a 
legal matter for the threshold. The reinstatement is 
not neutral. It is itself the harm that the threshold 
obligation prohibits. By the time of acquittal—if ac-
quittal comes—the patient has been arrested from 
a hospital bed, subjected to forced examination, 
detained for a month in juvenile remand, and put 
through years of criminal process. The clinician has 
been arrested at the workplace, had patient records 
seized, faced months in custody, and watched their 
professional reputation collapse. Other clinicians 
watch and learn. The systematic review evidence es-
tablishes that providers anticipate criminal justice 
procedures resulting from their clinical practice 
and that criminalization produces a chilling effect 
on health care provision, with negative implications 
for the rights to life, health, and privacy of women 
seeking care.14 

The cost of this chilling is denominated in 
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deaths. Up to 14% of pregnancies in Kenya end in 
unsafe abortion, resulting in approximately 2,600 
deaths annually, with severe complications most 
common among women aged 10 to 19 and a case 
fatality rate approximately nine times the rate in 
developed regions.15 A 2024 study found that only 
46% of primary-level facilities in Kenya had staff 
trained on post-abortion care, and only 16.6% had 
functional operating theaters or manual vacuum 
aspiration rooms.16 The young, rural, economically 
marginalized women who bear this mortality share 
the petitioner’s demographic profile. The legal ar-
chitecture that the PAK judgment sustains shapes 
the clinical environment in which they live or die.

The right to health framework offers a reme-
dy that does not require expanding the contested 
constitutional jurisprudence on abortion.17 Courts 
can be asked to enforce, at the threshold of crimi-
nal proceedings, the distinction between abortion 
and post-abortion care that the clinical literature 
treats as foundational, that the colonial drafting 
of the Penal Code could not have anticipated, and 
that General Comment 2 requires states to main-
tain.18 The argument asks courts to apply ordinary 
criminal law principles—the requirement that the 
conduct alleged match the elements of the offense 
charged—in light of uncontested clinical categories 
and uncontested human rights obligations.19 It 
does not require courts to recognize abortion as a 
freestanding right; it requires only that they read 
criminal statutes faithfully.

PAK makes the requirement visible. The crim-
inal law of Kenya does not, in its text, criminalize 
post-abortion care. We contend that the court 
of appeal, by allowing the frame slippage to pass 
unchallenged, permitted the criminal process to 
operate against post-abortion care in practice. The 
right to health framework demands that this gap 
between law and practice be closed. How long it 
remains open is now a question for every court that 
follows.
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viewpoint
A Decade of Failure: Attacks on Health Care Ten Years 
After Resolution 2286

joseph j. amon and rohini j. haar

In May 2026, the Safeguarding Health in Conflict Coalition (SHCC) and Insecurity Insight issued their 
2025 annual report on attacks on health care in conflict, entitled Care in the Crosshairs: Violence Against 
Health Care in Conflict.1 The report marks an important milestone: 10 years since the unanimous adoption 
of United Nations Security Council Resolution 2286, which condemned violence against health facilities, 
patients, and health workers and demanded improved reporting, investigation, and accountability for 
perpetrators. A key finding of the report is that in the past decade, the resolution had little impact on the 
behavior of perpetrators, with 2,546 incidents of violence against or obstruction of health care documented 
across 33 countries and territories in 2025. Health facilities were damaged or destroyed on at least 790 
occasions; 455 health workers were killed; 218 were kidnapped; and 263 were arrested. State forces were 
responsible for more than half of the attacks, but nonstate armed actors, including organized criminal 
groups, were also implicated. 

The incidents documented—killings, kidnappings, and arrests of health workers; destruction of 
hospitals; and targeting of ambulances—occurred in 33 countries, including Palestine, Ukraine, Sudan, 
Myanmar, and the Democratic Republic of the Congo. In Gaza alone, 432 incidents were recorded, with at 
least 128 health workers killed and health facilities damaged or destroyed at least 97 times. Children’s hos-
pitals, field hospitals, clinics, and medical storage sites were damaged by aircraft and drone strikes, artillery 
shelling, missiles, tank fire, and gunfire. In Sudan, children’s, field, women’s, and teaching hospitals, as well 
as health centers and laboratories, were damaged or destroyed on at least 40 occasions.

While intentionally targeting health workers and facilities can violate international humanitarian law, 
it is clear that systematically destroying health systems also undermines, if not makes impossible, govern-
ment efforts to realize the right to health and improve underlying determinants of health (including access 
to clean water, sanitation, and food).2 

How did we get here? What must be done to protect health workers and facilities?
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The expansion of drone warfare and 
explosive weapons

Two years ago, SHCC’s report on attacks occurring 
in 2023 noted that drones were increasingly being 
used to target first responders and health facili-
ties.3 The report documented drone attacks in nine 
countries: Burkina Faso, Ethiopia, Lebanon, Myan-
mar, the Occupied Palestinian Territory, Sudan, 
Syria, Ukraine, and Yemen. In 2024, the number 
of drone-delivered explosives that impacted health 
care services nearly quadrupled. One hundred 
forty-eight health facilities were damaged, kill-
ing at least 59 health workers.4 In 2025, the use of 
drone-delivered explosives impacting health care 
increased even more, with 410 incidents recorded.5 
Incidents were reported in 12 countries, with new 
incidents of drone use documented in the Demo-
cratic Republic of the Congo, Iran, and Yemen.

In Ukraine, incidents where hospitals—in-
cluding maternity and children’s facilities—were 
damaged or destroyed by drones rose by 116%, from 
137 in 2024 to 296 in 2025, with peaks between June 
and September corresponding to major military 
offensives. In Sudan, drone attacks rose by 700%, 
with over 75% linked to the Rapid Support Forc-
es, particularly in the states of North Darfur and 
North Kordofan.

In Gaza, access to health care was affected 
by the Israel Defense Forces’ use of explosive-lad-
en robots—devices capable of causing extensive 
destruction—which were deployed near health 
facilities in Gaza City and Jabalia refugee camp 
in northern Gaza. The Israel Defense Forces also 
increased the use of gun drones (unmanned aerial 
vehicles specifically equipped with kinetic firearms) 
near health facilities and ambulances.

Health workers arrested and detained

In 2025, health workers also faced an alarming 
escalation in arrests or detentions. More than 260 
health workers were arrested or detained across 
17 countries and territories. The circumstances of 
these detentions were often brutal: Many health 
workers were beaten or tortured in custody, and 

at least seven died at the hands of their captors in 
Ethiopia, Gaza, Sudan, and Syria. 

Health workers were arrested during violent 
hospital raids, seized at home or while en route 
to provide care, and swept up in mass civilian 
detention campaigns. In Ethiopia, over 26% of all 
health worker arrests occurred during coordinated 
crackdowns by the Ethiopian National Defense 
Force amid nationwide protests over pay, working 
conditions, and governance in the health sector, 
illustrating how health workers become targets 
during political upheaval.

In Sudan, both parties to the conflict detained 
health staff on allegations that they supported 
opposing forces, subjecting many of them to beat-
ings, threats, and sexual abuse. Syria witnessed 
similar patterns, with interim government forces 
arresting health workers during hospital raids and 
at checkpoints. In Myanmar, arrests continued 
based on accusations of treating or having links to 
opposition forces. In Haiti, kidnappings surged in 
gang-controlled areas of Port-au-Prince.

Addressing attacks on health

Despite clear prohibitions in international humani-
tarian law, violence against health care has become 
a disturbing feature of modern conflict. Laws meant 
to protect health care are disregarded, undermined, 
and impunity for perpetrators remains the norm. 

Some have suggested approaching attacks 
on health care as a public health problem—doc-
umenting the scale and scope, identifying those 
most vulnerable, and developing preventive inter-
ventions.6 These important efforts must be coupled 
with strengthening respect for international hu-
manitarian law and ending impunity. 

The 2025 SHCC report includes several rec-
ommendations addressed to United Nations (UN) 
member states, the UN Secretary-General, and the 
International Criminal Court. Specifically, the re-
port calls for:

•	 UN member states to establish a new global 
alliance to protect health care during conflict, 
composed of a “coalition of the willing” that 
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would coordinate diplomatic pressure and ac-
tion against attacks. 

•	 the UN Secretary-General and member states to 
forcefully reject interpretations of international 
humanitarian law that undermine the protection 
of health care, including claims of broad license 
to attack hospitals based on misinterpretations 
of the law. 

•	 the International Criminal Court to prioritize 
investigations and prosecutions of war crimes 
involving attacks on health care in all situations 
under its jurisdiction. 

Conclusion

Attacks on health facilities, personnel, and trans-
port have profound impacts on the right to health 
broadly. The destruction of health facilities and the 
killing of health workers interrupt the ability of 
communities to access care and prevention services 
for days, months, and even years, jeopardizing real-
ization of the highest attainable standard of physical 
and mental health. International human rights law 
obligates states to respect, protect, and ensure the 
right to health for all, including in conflict settings.

In 2025, millions of people lost access to 
health care as a result of attacks on health and the 
international community’s inability to translate 
Resolution 2286 from noble intent to effective pro-
tection. A decade of little progress demands urgent, 
coordinated action. Change—and the protection of 
health care in conflict—remains possible, but only 
if states, international institutions, and civil society 
act expeditiously to demand accountability and 
end impunity for attacks on the wounded, the sick, 
and those who care for them.

Acknowledgments

We would like to acknowledge the efforts of all 
SHCC members and health workers in conflict set-
tings worldwide for their dedication to protecting 
workers, patients, and facilities.

References
1.	 Safeguarding Health in Conflict Coalition and In-

security Insight, Care in the Crosshairs: Violence Against 
Health Care in Conflict 2025 (2026).  

2.	 J. J. Amon and L. Rubenstein, “Drone Attacks on 
Health in 2023: International Humanitarian Law and the 
Right to Health,” Health and Human Rights 26/1 (2024); L. 
Rubenstein, R. J. Haar, and J. J. Amon, “Attacks on Health-
care in War Are Being Steadily Normalized—We Need to 
End Impunity,” British Medical Journal 390 (2025 ); M. A. 
Mamun, “How Can the Protection of Medical Personnel 
and Facilities Under International Humanitarian Law Be 
Strengthened?,” Medicine, Conflict and Survival 40/3 (2024).  

3.	 Safeguarding Health in Conflict Coalition and Inse-
curity Insight, Critical Condition: Violence Against Health 
Care in Conflict 2023 (2024).

4.	 Safeguarding Health in Conflict Coalition and In-
security Insight, Epidemic of Violence: Violence Against 
Health Care in Conflict 2024 (2025).

5.	 Safeguarding Health in Conflict Coalition and Inse-
curity Insight (2026, see note 1).

6.	 K. H. Footer and L. S. Rubenstein, “A Human Rights 
Approach to Health Care in Conflict,” International Review 
of the Red Cross 95/889 (2013).





Health and Human Rights Journal

HHr

HHR_final_logo_alone.indd   1 10/19/15   10:53 AM

  J U N E  2 0 2 6    V O L U M E  2 8    N U M B E R  1   Health and Human Rights 71

Women’s Rights and Gender Equality: A Global Index 
to Monitor Government Action 

janani shanthosh, georgia white, emma feeny, shiming zheng, uday 
adavi, jane hirst, nadia mohd rasidi, bronwyn pithey, and anna palagyi

Abstract

Globally, gender inequality is deepening, with nearly 40% of countries experiencing regression 

between 2019 and 2022 and significant backlash against women’s rights in 2025. The Convention on 

the Elimination of All Forms of Discrimination Against Women (CEDAW) provides a legally binding 

framework for accountability, yet the potential of the Committee on the Elimination of Discrimination 

Against Women—the body that monitors state compliance with CEDAW—is constrained by the absence 

of systematic monitoring tools. This paper introduces the CEDAW Index, an artificial intelligence-

supported digital dashboard designed to strengthen accountability by consolidating state reports, 
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Introduction 

Globally, gender inequality not only persists but is 
deepening. Examples from both the Global North 
and South, including restrictions on abortion 
care in the United States and a law permitting girl 
children to be married in Iraq, demonstrate some 
of the ways that women and girls’ autonomy and 
rights are being eroded around the world. Advanc-
ing gender equality enhances the health, stability, 
and prosperity of all nations. Yet as we approach 
the 2030 deadline for the Sustainable Development 
Goals, not a single indicator under Goal 5 (gender 
equality) has been fully achieved.1 Further, between 
2019 and 2022, nearly 40% of countries, home to 
over 1.1 billion women and girls, experienced ei-
ther stagnation or regression in advancing gender 
equality.2

One of the most pervasive manifestations of 
gender inequality is gender-based violence (GBV), 
which represents a major and well-documented 
public health concern. An estimated 736 million 
women—almost one in three globally—have been 
subjected to physical or sexual intimate partner vi-
olence, non-partner sexual violence, or both at least 

once in their life.3 In 2022, almost 50,000 women 
and girls worldwide were killed by their intimate 
partners or other family members—an average of 
more than five women or girls every hour.4 

GBV has profound and long-term impacts on 
women’s health. Women at risk of violence face a 
disproportionate burden of ill health, including 
depression and suicidal ideation and a twofold risk 
of being diagnosed with cervical cancer.5 They of-
ten have poor access to life-saving, quality services 
that provide health and psychosocial support, par-
ticularly in low-resource settings.6 These impacts 
extend beyond health, shaping women’s ability to 
participate fully in social and economic life.7 

The year 2025 marked the 30th anniversary of 
the seminal global blueprint for advancing women’s 
rights, the Beijing Declaration and Platform for Ac-
tion, adopted by 189 countries at the Fourth World 
Conference on Women. Three decades on, however, 
progress has been uneven and fragile. The anniver-
sary is a milestone but also a reminder that despite 
rhetorical commitments, governments have fallen 
short of delivering the systemic reforms needed to 
secure women’s rights in practice. The urgency of 
developing tools that can support advocates and 

civil society shadow reports, and committee concluding observations. The current pilot focuses on 

recommendations regarding gender-based violence, with a framework designed to be extended across 

the full scope of CEDAW. We describe how the CEDAW Index assigns implementation status to each 

recommendation; tracks variables such as region, income group, and humanitarian crisis context; 

and integrates civil society perspectives to counterbalance government reporting. Pilot analyses of 

the most recent CEDAW reviews from 117 countries between 1997 and 2020 informed the dashboard’s 

design and identified 423 laws that governments implemented or amended in response to law-related 

recommendations, representing 46% of such recommendations made by the committee during those 

reviews. We examine challenges associated with government opacity, artificial intelligence, and 

oversimplification, while arguing that the index offers a novel pathway to enhance transparency, amplify 

advocacy, and reinforce women’s rights implementation globally. 
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policy makers in advancing timebound and effec-
tive government action has become increasingly 
clear. International women’s rights scholars and 
advocates have called for the more strategic use 
of global institutions, including the Convention 
on the Elimination of All Forms of Discrimina-
tion Against Women (CEDAW), to enhance the 
accountability of United Nations (UN) member 
states with regard to women’s rights.8 Civil society 
advocates have argued that such institutions have 
the leverage and mechanisms needed to hold UN 
member states accountable.9

For over four decades, the Committee on the 
Elimination of Discrimination Against Women 
(CEDAW Committee) has monitored state com-
pliance with obligations set out in the convention, 
issuing legally binding recommendations to 189 
ratifying countries through a four-yearly periodic 
review process, as well as through individual com-
munications and inquiry procedures. Grounded in 
a treaty that spans all areas of social, economic, and 
political life, the committee’s work addresses issues 
across health, education, justice, labor, and beyond. 
GBV is not confined to a single provision of the con-
vention and is addressed across multiple articles, 
including those relating to health, equality before 
the law, and nondiscrimination, and elaborated 
through the committee’s general recommenda-
tions, which provide authoritative guidance on how 
states should interpret and implement their obliga-
tions in practice. As a result, recommendations and 
corresponding government actions relating to GBV 
are often diverse, spanning legal reform, service 
provision, data collection, and institutional change. 
This cross-sectoral approach has driven major legal 
and policy reforms in contexts as diverse as Para-
guay, Mauritius, the Netherlands, Uzbekistan, and 
Mexico, including legal and institutional changes 
to address GBV.10 However, many recommenda-
tions remain unimplemented, unacknowledged, or 
insufficiently resourced, limiting their impact and 
visibility over time.

At the same time, the CEDAW Committee’s 
work is under increasing strain. Some sessions in 
2025 were canceled due to funding shortages across 
the UN treaty body system. In a period of upheaval 

for the UN, strengthening tools that can extend and 
complement the committee’s monitoring function 
has never been more critical.

To respond to this gap, we are developing 
the CEDAW Index, a digital dashboard supported 
by artificial intelligence (AI) that is designed to 
strengthen accountability by consolidating state 
reports, civil society organization shadow reports, 
and CEDAW Committee concluding observations 
(hereafter recommendations). While these ma-
terials are publicly available, they are dispersed 
across multiple platforms and formats, making 
them difficult to access and compare over time. 
Our index goes beyond aggregation by applying a 
structured analytical framework to assess the na-
ture and extent of government action in response 
to recommendations. 

Using a combination of AI-assisted meth-
ods and expert review, the index identifies 
reported actions, categorizes them, and assigns an 
implementation status. The current pilot focuses 
on GBV-related recommendations. However, the 
framework underpinning the CEDAW Index is 
designed to assess implementation across the full 
scope of women’s rights obligations.

By translating legal obligations into transpar-
ent, comparable data, the index offers advocates, 
researchers, and policy makers a shared evidence 
base to assess progress, identify barriers, and 
sustain pressure for reform. Over time, it aims to 
reduce the analytical burden on under-resourced 
institutions and enable a more coordinated re-
sponse across civil society, research, and policy 
domains. 

This paper explores the rationale for the tool, 
the methodological processes behind data capture, 
the interpretation of outputs, and the tool’s intend-
ed application and impact. 

The need for coordinated data and tools in 
CEDAW monitoring

While the CEDAW Committee provides a com-
prehensive framework for advancing international 
women’s rights, no tool currently exists to systemat-
ically track the implementation of the committee’s 
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recommendations across the 189 state parties to the 
convention. Periodic state reports differ widely in 
scope, structure, and specificity, reflecting national 
diversity but making cross-country comparison 
challenging. The result is fragmented, descriptive 
data that can obscure whether commitments trans-
late into action. 

In this context, implementation is often diffi-
cult to evaluate. In some cases, states may take steps 
that are ineffective, poorly designed, or misaligned 
with the needs and experiences of the women they 
are intended to assist.11 Without effective scrutiny, 
government inaction or superficial reforms can go 
unchecked and unchallenged. 

Compounding the absence of a systematic 
monitoring tool, the CEDAW Committee relies 
heavily on the contributions of often under-re-
sourced civil society organizations to provide 
shadow reports that serve as a critical “reality 
check” on state party compliance.12 These reports 
often highlight discrepancies between government 
claims and lived experiences, bringing to light 
persistent barriers to implementation, including 
policy failures that undermine access and equity. 
For example, our research on state responses to 
committee recommendations identified common 
challenges, including ongoing government inac-
tion, gender-discriminatory legal provisions, and 
the chronic underfunding of health and social 
support systems.13 

A further limitation lies in the disconnect 
between different knowledge communities, in-
cluding public health researchers and human 
rights advocates. Public health and development 
researchers generate extensive evidence on violence 
against women, service delivery, and intervention 
effectiveness, while human rights advocates focus 
on legal accountability and state compliance.14 
These domains are often only partially integrated. 
Researchers may not engage directly with human 
rights frameworks, while human rights advocates 
may have limited access to comparative or evalu-
ative evidence on what interventions are effective. 
This fragmentation reduces opportunities to link 
evidence with accountability. 

Several tools already exist to rank or catego-

rize government action as it relates to CEDAW. 
For example, the Gender Legislative Index ranks 
and scores legislation against CEDAW’s inter-
national standards on women’s rights in four 
countries.15 The Danish Human Rights Institute’s 
SDG–Human Rights Data Explorer links CEDAW 
Committee recommendations to the Sustainable 
Development Goals.16 The UN Women Global 
Database on Violence Against Women and Girls 
serves as a descriptive repository of national laws, 
policies, and services, including some CEDAW 
data.17 However, none of these tools systematically 
tracks the implementation or outcomes of CEDAW 
Committee recommendations. This led us to begin 
development of the CEDAW Index. 

To address this gap, we undertook a pilot anal-
ysis of CEDAW reviews from 117 countries between 
1997 and 2020. This analysis identified 423 laws that 
governments reported implementing or amending, 
including 85 concerning GBV, the rights of refugees 
and migrants, and protections for LGBTQIA+ indi-
viduals.18 While these reforms cannot be attributed 
solely to CEDAW Committee recommendations, 
they reflect areas where domestic legal change 
aligns with issues raised through the CEDAW re-
view process. 

These findings challenge some common as-
sumptions. Implementation patterns were broadly 
similar across World Bank income groups (low-, 
lower-middle-, upper-middle-, and high-income 
countries). Governments facing resource con-
straints or humanitarian crises took meaningful 
steps, although implementation remained lower in 
crisis-affected countries, where 34% of recommen-
dations were implemented compared with 53% in 
non-crisis settings. At the same time, the presence 
of legal change does not necessarily indicate ef-
fective implementation or improved outcomes for 
women. Many reforms are under-resourced or un-
evenly enforced, limiting their impact in practice. 

By systematically structuring and analyzing 
these data, the CEDAW Index highlights both the 
potential and limitations of existing accountability 
processes. It demonstrates how more coordinated 
monitoring can reveal patterns of response across 
contexts, while underscoring the need to interpret 
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legal and policy change alongside evidence on im-
plementation and lived experience. 

The CEDAW Index: A new framework for 
monitoring implementation

The CEDAW Index will offer a systematic approach 
to tracking and analyzing the CEDAW Commit-
tee’s recommendations, government actions, and 
responses from civil society organizations. Find-
ings will be visualized through a digital dashboard 
that consolidates recommendations from periodic 
reviews, categorizing them by nature, scope, and 
extent of implementation, while distilling key in-
sights from local, regional, and global contexts. 

Here, the key unit of analysis is individual 
CEDAW recommendations. The term “index” is 
used to denote a systematic framework for orga-
nizing and analyzing implementation data across 
multiple dimensions, rather than a composite in-
dicator that aggregates performance into a single 
score.

The CEDAW Index has been designed for 
human rights advocates, researchers, and policy 
makers, as well as the CEDAW Committee itself. It 
offers a unique opportunity to monitor government 
actions on women’s rights by providing robust data 
and insights. The index will provide advocates 
with the opportunity to communicate effectively, 
craft evidence-based arguments, and contribute to 
mobilizing grassroots movements. We believe that 
these insights will be instrumental in strengthening 
women’s rights advocacy, shaping global account-
ability processes, and driving systemic change. 
At the same time, it is important to note that the 
index tracks reported state actions and patterns of 
response; it does not, on its own, measure the effec-
tiveness of those actions or their impact on women’s 
lived experiences. Rather, it provides a foundation 
that can be complemented by qualitative insights 
and outcome-focused research. 

Primary data sources
The index will draw from three key data sources: 
periodic reports submitted to the CEDAW Com-
mittee by governments (state reports), shadow 

reports submitted by civil society organizations, 
and the concluding observations issued after re-
view by the committee. All reports are publicly 
accessible through the UN Treaty Body Database, 
hosted by the Office of the United Nations High 
Commissioner for Human Rights.19

To analyze implementation, the index links 
recommendations issued in a given review cycle 
with information reported in subsequent state 
and civil society submissions (each country’s most 
recent report). State reports often describe legisla-
tive, policy, or programmatic developments since 
the previous review, while shadow reports provide 
additional context, including critiques of imple-
mentation gaps. By aligning these sources across 
reporting cycles, the index identifies instances 
where governments report legal or policy changes 
in areas addressed by prior recommendations. This 
approach allows for systematic analysis of how re-
ported actions correspond to issues raised through 
the CEDAW review process. 

Participatory development 
The development of the CEDAW Index followed 
an iterative, participatory design process involving 
researchers, data scientists, and civil society orga-
nizations to ensure both methodological rigor and 
utility for end users. In March 2024, two virtual 
workshops were held to test the dashboard’s de-
sign. The first, hosted by the George Institute for 
Global Health, focused on the needs of researchers; 
the second, co-hosted by the George Institute for 
Global Health and International Women’s Rights 
Action Watch Asia Pacific, engaged civil society 
organizations from South Africa, Kenya, India, and 
Indonesia to explore how the index could strength-
en advocacy and accountability. 

Across both workshops, participants em-
phasized methods transparency, noting that the 
tool’s credibility depends on open access to data 
protocols, clear inclusion criteria, and acknowledg-
ment of limitations. This led to the inclusion of a 
dedicated methods section within the dashboard, 
providing users with access to data sources, meth-
odology, and the rationale underpinning each 
classification. This includes brief model-generated 
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justifications alongside human analyst explanatory 
notes. Each data point links back to its original UN 
report, ensuring traceability and building trust in 
the findings. 

Accuracy and reliability were prioritized. 
Researchers recommended robust quality control 
systems for all AI-assisted processes. The index 
will therefore use a human-in-the-loop workflow, 
whereby machine learning supports, but does not 
replace, expert review. All AI-generated outputs 
are reviewed by human experts prior to inclusion, 
with particular attention given to cases where the 
classification of government actions in relation to a 
recommendation is not straightforward. 

Participants also underscored the need for 
responsiveness to end users, recommending con-
tinuous engagement through usability testing 
and feedback channels. Collaboration with civil 
society organizations was viewed as essential by 
both researchers and civil society organizations for 
expanding coverage, particularly to spotlight pop-
ulations and forms of violence underrepresented in 
human rights monitoring. The index’s data model 
will therefore accommodate perspectives from both 
government and civil society reports, and civil so-
ciety organizations can highlight implementation 
barriers and local context. 

Civil society partners highlighted the impor-
tance of going beyond implementation to measure 
the impact and effectiveness of the index. This feed-
back informed the plan to integrate case studies and 
qualitative insights from civil society organizations 
and researchers, positioning the index not only as 
an accountability tool but as a learning platform on 
what drives and hinders reform. 

Key features of the CEDAW Index dashboard
Building on the design principles developed 
through the participatory design process, the index 
will provide both summary and raw data for each 
CEDAW Committee recommendation and corre-
sponding government action. Raw data consist of 
excerpts from state and civil society reports, which 
are often lengthy and heterogeneous in format. 
These are complemented by concise summaries 
that synthesize relevant information while preserv-

ing key details, enabling users to quickly interpret 
findings while retaining access to source material. 
Each data point is linked to its original periodic re-
port via a direct hyperlink, allowing users to review 
the information in the context of the full country 
submission where needed. 

Each recommendation is assigned an imple-
mentation status based on predefined criteria:

•	 Fully implemented: The action meets all ele-
ments of the recommendation. 

•	 Partially implemented: Only some aspects are 
addressed. 

•	 Inadequate response: The action taken diverges 
from or falls short of what was recommended. 

•	 Unacknowledged: The recommendation is not 
mentioned or acted upon.

Recommendations and corresponding actions will 
be tracked across multiple variables, including 
country and region, World Bank income group, hu-
manitarian crisis status, form of GBV, and affected 
population groups. 

Technologies such as AI offer fresh oppor-
tunities to strengthen women’s movements by 
making information and solutions more acces-
sible. Over the last two years, the annual United 
Nations Commission on the Status of Women has 
convened global stakeholders to assess progress 
on gender equality through the lens of innovation, 
technology, and digital education. UN Women and 
other groups have recognized AI’s vast potential to 
transform how employment, public services, and 
education benefit women and girls. At the same 
time, they have highlighted the risks of AI, includ-
ing its relatively unregulated nature, rapid pace of 
advancement, and inequities in access to the tech-
nology and opportunities to shape it. UN Women 
has noted that the gender digital divide—where, 
for example, only 20% of people in low-income 
countries have internet access—creates a data gap 
that contributes to gender bias in AI. Who develops 
AI systems, and what assumptions or biases are 
embedded within them, can either perpetuate or 
reduce gender inequalities. These biases manifest 



j. shanthosh, g. white, e. feeny, s. zheng, u. adavi, j. hirst, n. mohd rasidi, b. pithey, and a. palagyi / 
general papers, 71-84

  J U N E  2 0 2 6    V O L U M E  2 8    N U M B E R  1   Health and Human Rights 77

in multiple ways, including discriminatory hiring 
algorithms, stereotyping in digital assistants, and 
exclusion of women’s health data from training 
datasets. Yet insufficient attention has been paid to 
how these biases can be addressed, as well as how 
we can harness the transformative potential of AI 
for women’s rights.

Analyses for the CEDAW Index will be under-
taken by health, policy, and human rights experts, 
supported by AI and large language models (LLMs). 
The analysis draws on the team’s grounding in 
global health research, particularly in areas such 
as GBV, while applying a framework that spans the 
full scope of CEDAW obligations. 

To assess how well LLMs perform across 
different tasks in the CEDAW reporting process, 
proof-of-concept workflow (Figure 1) comprises 
three components. First, using human-extracted 
CEDAW recommendations, an LLM, prompted 
using structured instructions developed and vali-
dated by a team of data scientists (SZ and UA) is 
used to assign an implementation status. Second, 
based on the same inputs, the LLM is used to gener-
ate metadata tags by classifying recommendations 
and government actions by theme, facilitating 
systematic monitoring and comparative analysis. 
Third, using human-extracted recommendations 
paired with the original state reports, the LLM is 
used to extract relevant government actions for 
inclusion in the database. 

Preliminary analyses led by SZ evaluated 
recent, well-performing open-source LLMs (LLa-
MA 3 and LLaMA 3.1 series) at the time, and the 
best-performing configurations were selected for 
each task. As an initial feasibility assessment, the 
analysis was conducted using data from five coun-
tries (n = 36) to enable a focused and controlled 
evaluation prior to scaling up the approach. All 
periodic reports used in this analysis are publicly 
available through the Office of the United Nations 
High Commissioner for Human Rights database 
in English (as well as other official UN languages), 
and no additional translation was required for this 
study. Given the limited sample size, a formal train-
test split was not performed, as the objective was to 
assess feasibility and to examine whether the tasks 

could be effectively addressed under optimized 
prompting conditions.

Model performance for the first two tasks was 
assessed using overall accuracy. The model (Llama-
3.1-70B-Instruct with 4-bit quantization) achieved 
high accuracy on the first task, correctly identi-
fying implementation status in about 91.67% of 
cases. Meanwhile, the model (Llama3-8B-instruct) 
exhibited robust performance on the second task, 
accurately categorizing recommendations across 15 
themes, such as forms of violence and population 
subgroups (e.g., women within lower socioeconom-
ic communities or lower socioeconomic status), 
with an overall accuracy of 82.93%. While accuracy 
varied for categories with few data points, these 
results establish a baseline for future analyses.

For the third task, two context-engineering 
approaches to providing context to the LLM were 
explored. In a long-context approach, the full 
document is provided as input, allowing access to 
complete contextual information, although perfor-
mance may be affected for longer or more complex 
documents. In a retrieval-augmented generation 
(RAG) approach, documents are segmented into 
smaller text units and encoded using an embedding 
model (infloat/e5-mistral-7b-instruct), and seman-
tic similarity is used to retrieve the most relevant 
segments, which are then provided as context to the 
LLM. This approach focuses the LLM on the most 
relevant portions of the text.

The performance of the third task was as-
sessed using both an automated similarity measure 
(measured as the average cosine similarity between 
the model outputs and reference text, where values 
closer to 1 indicate higher similarity) and human 
validation. The long-context approach achieved 
higher cosine similarity than the RAG approach 
(0.69 vs. 0.63), whereas human validation scores 
were higher for the RAG approach (63% vs. 60%), 
indicating improved relevance and completeness. 
Across both approaches, the model (Llama-3.1-
8B-Instruct) consistently achieved the strongest 
performance. Human validation was conducted by 
a data scientist (SZ) and a global health lawyer (JS), 
with agreement reached through consensus based 
on the proportion of extracted actions judged to be 
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correct by both reviewers.
Additional analyses were conducted for the 

third task. First, we assessed whether our solution 
introduced bias in the model’s ability to distinguish 
between cases where governments had acted and 
those where no action was taken. No statistically 
significant difference was observed between the 
two cases (p > 0.05, twoproportion Ztest), suggest-
ing that the method performs comparably across 
both scenarios without favoring one over the other. 
Second, we assessed generalizability by applying 
the approach to an independent held-out external 
dataset (n = 19) from additional countries. When 
applied to new country reports, accuracy declined, 
with long-context and RAG approaches achieving 
approximately 0.41 and 0.39 (cosine similarity), 
and 35% and 42% (human validation), respectively, 
reflecting the diversity of reporting formats and 
the limited size of the development dataset. These 
results should be interpreted cautiously. The 
evaluation applies a strict binary criterion, where 
partially correct or semantically similar outputs 
may be classified as incorrect, making the metric 
inherently conservative. Notably, in several in-
stances the model identified relevant government 
actions not captured in manual review, suggesting 
its value as a complementary analytical tool.

During the development of the dataset that 
will support the CEDAW Index, we recorded 
explanatory notes for each committee recommen-
dation, documenting the reasoning behind the 
assigned implementation status. 

The explanatory notes provide an implemen-
tation assessment—a structured reasoning process 
that documents how each recommendation’s im-
plementation status is determined. It ensures 
transparency, consistency, and traceability in the 
analyst’s judgment. 

As discussed earlier, each CEDAW Com-
mittee recommendation from cycle 1 is compared 
against the government’s cycle 2 report to assess 
what actions were taken. Analysts first identify 
the corresponding state actions and then evaluate 
the extent of implementation, classifying it as fully 
implemented, partially implemented, inadequate 
response, or unacknowledged. 

The explanatory notes record the reasoning 
behind each classification, drawing on key interpre-
tive dimensions that guide analysts in determining 
implementation quality and completeness, includ-
ing action specificity, timelines (when and over 
what period government action occurred), legal or 
institutional status (whether the measure is bind-
ing, adopted, and operational), and resourcing 
(evidence of budget allocation or implementation 
capacity).

Analysts use these dimensions to explain why 
a particular implementation status was assigned, 
especially in ambiguous cases where state reporting 
is vague or incomplete. This reasoning is document-
ed within the index dataset as a transparent “audit 
trail,” enabling others to understand the interpre-
tive logic behind each assessment by connecting 
textual evidence, contextual understanding, and 
expert judgment to produce a reproducible imple-
mentation status. 

These analyses allowed us to demonstrate, 
for example, how broad policy commitments 
without targeted measures were classified as only 
partially implemented, or how the absence of any 
state response was recorded as unacknowledged. 
By systematically applying this method across 
countries, our analysis highlighted where govern-
ments had taken meaningful action, where they 
had failed or declined to act, and where responses 
were inadequate. It also revealed recurring gaps 
in implementation, such as vague or generalized 
measures that did not address the specific focus of 
a recommendation, while situating these findings 
within wider global trends. Table 1 provides illus-
trative assessments of government responses to 
CEDAW recommendations, including the imple-
mentation status assigned in each case.

Findings of the analyses will be presented on 
the dashboard through data visualizations that en-
hance accessibility for advocates, researchers, and 
decision-makers, enabling them to easily identify 
patterns and trends. These visualizations also aim 
to foster collaboration between researchers and civ-
il society organizations, facilitating the generation 
of empirical research findings that support advo-
cacy efforts, while providing valuable real-world 
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insights into implementation challenges. 
By mapping implementation across countries, 

the index will reveal common enablers and barri-
ers—political, fiscal, cultural, and otherwise—that 
impact governments’ abilities to fulfill their 
CEDAW obligations. For instance, prior analyses 
using pilot data distinguished between instances 
where governments required additional time to 
introduce GBV legislation and those where they 
refused to implement it. Those analyses showed 
that Haiti had drafted a framework law criminal-
izing marital rape, which was awaiting inclusion 
in the next legislative agenda, while Uruguay had 
presented similar legislation to the House of 
Representatives. Conversely, the governments 
of the Democratic Republic of Congo, Malaysia, 
and Sri Lanka defended their existing legislative 
frameworks, which lacked specific provisions crim-
inalizing domestic violence and marital rape.20

Where available, civil society insights into 
government actions will accompany each of the 
index’s published recommendations and actions, 
capturing nuances related to the quality, scale, 
resources, and reasons for implementation failures 
that may not be reflected in official government 
reporting. This dual perspective offers a more com-
prehensive view of the implementation process and 
highlights persistent barriers to effective action. 
Table 2 illustrates the value of this dual perspective, 
showing how civil society reporting can provide 
detail that is absent from state reports.

Additionally, the CEDAW Index will feature 
case studies that illustrate real-world examples of 
both successes and challenges in implementation. 
Informed by data from civil society organizations 
and empirical research findings, these case studies 
will provide detailed insights into the impact of 
policies, programs, and laws, enabling the index 

Figure 1. Workflow of CEDAW Index large language models
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to be used to identify successfully implemented 
legislative and policy models (as reported by gov-
ernments) that can be replicated or scaled in other 
jurisdictions. It is hoped that over time, showcasing 
the ongoing effectiveness and acceptability of in-
terventions years after their introduction can help 
ensure that implementation is treated not as a final 
goal but rather as an ongoing process requiring 
evaluation and refinement. 

As an example, following its 2007 review of 
Brazil, the CEDAW Committee recommended the 
systematic monitoring of the Maria da Penha Law 
on domestic violence. While the Brazilian gov-

ernment highlighted at its subsequent review that 
the law had led to over 300,000 prosecutions and 
100,000 judgments, civil society organizations have 
highlighted that its benefits remain concentrated 
largely in urban areas. This uneven implementation 
raises concerns in relation to article 14 of CEDAW, 
which obliges states to ensure that rural women 
enjoy equal access to legal protections and services. 
The ongoing CEDAW review process will allow for 
continued refinement of legal and policy models 
over time.21 

Ultimately, at a systems level, the CEDAW 
Index could enhance the review process in several 

 
Example 1
Summary recommendation by CEDAW 
Committee

Government response

Develop strategies to prevent domestic 
violence-induced homelessness and 
support women affected by domestic and 
family violence. (Australia, 2010) 

“In 2013, the Tasmanian Women’s Plan 2013–2018 was launched. It focuses on six priority areas: 
economic security and financial independence; education and training; health and wellbeing; 
housing and homelessness; leadership and community participation; and safety and justice.” 
“The Australian Government provides states and territories with approximately AUD $1.3 billion 
annually under the NAHA [National Affordable Housing Agreement], including approximately 
AUD $250 million to address homelessness.” 

Implementation status: Partial	

Explanatory notes: While references are made to funding allocations and broad policy commitments related to homelessness, there is no 
evidence of specific strategies targeting homelessness caused by domestic violence. Moreover, the information provided does not address 
the impact or effectiveness of any initiatives, leaving the committee without assurance that women affected by domestic violence—and their 
children—are receiving appropriate, ongoing accommodation and integrated support. 
Example 2
Summary recommendation by CEDAW 
Committee

Government response

Widen the definition of rape in India’s 
Penal Code and remove the exception for 
marital rape. Consult widely with women’s 
groups in the process of reform. (India, 
2007)

No state action taken

Implementation status: Unacknowledged	

Explanatory notes: There is no reference to the intervention requested by the committee in the state party report.
Example 3
Summary recommendation by CEDAW 
Committee

Government response

Establish support services to meet the 
health and psychosocial needs of victims of 
female genital mutilation. (Kenya, 2011)

“A National Domestic Toll Free Short Code was allocated to Health-care Assistance Kenya by 
Communication Authority of Kenya and launched on 21st February 2013. The Toll-free helpline 
1195 enhances support for survivors of rape, defilement, FGM [female genital mutilation] and 
physical assault.”

Implementation status: Partial	

Explanatory notes: While the government’s introduction of the toll-free helpline aligns with the committee’s imprecise recommendation 
to “establish support services,” there is no indication in the state’s response about how this helpline “meets health and psychosocial needs.” 
Additionally, it is a generalized helpline, not one tailored to the needs of victim-survivors of female genital mutilation. While the committee’s 
recommendation was imprecise, “support services” connotes a broader, more direct provision of care that potentially includes the health care 
workforce.

Table 1. Illustrative assessments of government responses to CEDAW recommendations
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ways: (1) by providing historical data on previous 
periodic reports submitted by state parties, high-
lighting areas where recommendations were made 
but not implemented; (2) by providing implemen-
tation insights to inform constructive dialogue 
and the design of new recommendations; and (3) 
by providing research and information regarding 
best-practice interventions that can be used by the 
CEDAW Committee and civil society organiza-
tions in the follow-up process at the national level.

Challenges associated with the CEDAW 
Index

Despite its potential, the CEDAW Index faces sev-
eral challenges. First, governments largely control 
the narrative surrounding their human rights 
records and have been known to engage in prac-
tices that may obscure the reality of their actions, 
particularly when there are perceived political 
consequences to human rights failures.22 Where 
governments are not forthcoming about their im-
plementation of recommendations, this can hinder 
the index’s ability to present an accurate picture 

of global progress in addressing GBV. Here, the 
voice of civil society is essential: Shadow reports, 
advocacy, and independent monitoring can coun-
terbalance state narratives and provide a reality 
check that strengthens the accuracy and legitimacy 
of the index. 

Another major hurdle is the involvement of 
AI. While AI can enhance efficiency, automating 
data extraction and enabling large-scale compar-
ative analysis, it also carries inherent limitations. 
Effective use demands human oversight, rigorous 
data curation, and a commitment to ensuring data 
quality, completeness, and objectivity in model 
training. AI may be constrained in addressing the 
complex and context-dependent nature of women’s 
rights, since local gender norms, religious beliefs, 
and political power structures shape implementa-
tion in ways that AI models may not adequately 
capture. Moreover, the “black-box” nature of deep 
learning models can hinder transparency in de-
cision-making. To mitigate these risks, the index 
combines machine learning with expert human 
assessment: Models are trained only on approved 
datasets and are required to produce a replicable 

Example 1
Summary recommendation by CEDAW 
Committee

Government response

Adopt, implement, and adequately fund the 
National Action Plan to Reduce Violence 
against Women and Their Children, 
incorporating an independent monitoring 
mechanism. (Australia, 2010)

“All governments in Australia are currently implementing the National Plan to Reduce 
Violence against Women and their Children 2010–2022 ... These efforts complement a $100 
million women’s safety package.”

Civil society organization response:
“There is no specific budget allocation for the implementation of the Australian NAP [National Action Plan]. It is assumed that planning 
for, and implementation and monitoring and evaluation of NAP responsibilities will take place within existing resources … The 1st 
Australian NAP lacks a robust monitoring and evaluation framework to assess progress, achievements and impacts. The descriptive nature 
of indicators only allows for a recounting of actions undertaken under each of the five strategies.” (Women, Peace and Security)
Example 2
Summary recommendation by CEDAW 
Committee

Government response

Widen the definition of rape in India’s Penal 
Code and remove the exception for marital 
rape. Consult widely with women’s groups in 
the process of reform.

No state action taken

Civil society organization response:
“The Indian Penal Code continues to retain a rape exception when committed by a man on a wife who is over 15 years of age. Only rape 
committed within a marriage when the spouses are living separately can be punished, and then with a lower sentence than that given to 
rape outside a marriage. Courts in India have used the exception provided in Section 375 to acquit men accused of committing marital 
rape. In May 2014, a ‘fast-track’ court in Delhi designated to hear cases of sexual assault against women relied on this exception to rule that 
sexual intercourse between a legally wedded husband and wife ‘even if forcible, is not rape.’” (Amnesty International)

Table 2. Comparison of government and civil society reporting to the CEDAW Committee
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reasoning pathway (explanatory notes) that is 
reviewed by human experts before findings are 
finalized. In this way, AI augments rather than 
replaces human judgment. 

A further challenge is that while visualizing 
human rights data can support international col-
laboration and shared understanding, it also has 
drawbacks. Applying a status to complex women’s 
rights issues may oversimplify social phenomena 
and obscure rich contextual factors that are need-
ed for a comprehensive analysis.23 For example, 
countries making significant legislative reforms 
may appear to have higher implementation rates 
simply because they have more ground to cover, 
while countries with already higher levels of gen-
der equality may register fewer new reforms—a 
phenomenon often described as “the last mile.”24 To 
avoid the impression of a ranking exercise, the in-
dex does not assign comparative “scores.” Instead, 
it classifies implementation status and provides 
contextualized analyses that situate country actions 
within their specific political, legal, and social con-
texts. While the current dataset is cross-sectional, 
future iterations of the index may incorporate his-
torical data to track change over time. 

As an illustration, our pilot report using 
cross-sectional data in the Asia-Pacific region 
showed that Afghanistan—a context in which wom-
en have been prohibited from speaking in public, 
and more recently praying aloud in front of other 
women—had fully implemented 63% and partial-
ly implemented 21% of the CEDAW Committee’s 
recommendations.25 These results were higher than 
those recorded for Australia and New Zealand, un-
derscoring that the index measures willingness and 
capacity to respond to the committee’s recommen-
dations, rather than overall progress in achieving 
gender equality. To provide a more nuanced picture 
beyond the limited scope of the four-year review cy-
cle, forthcoming country case studies will integrate 
historical data to identify patterns of progress and 
regression. By incorporating these perspectives, we 
hope to contribute to more constructive and trans-
parent dialogue between the CEDAW Committee 
and government representatives. 

Another challenge lies in the ongoing push for 

sex-based frameworks within women’s rights advo-
cacy and UN processes. These frameworks, while 
presented as protective, often intentionally exclude 
trans, non-binary, and gender-non-conforming 
people from effective protections. For the index, 
resisting this narrowing of rights is essential: The 
tool is designed to reflect the diverse ways violence 
manifests across relational dynamics, geopolitical 
privilege, and economic disparities, and to avoid 
perpetuating epistemic violence. 

A final challenge in leveraging the index to 
drive change is the persistent issue of government 
inaction. Despite CEDAW imposing legal obli-
gations on state parties, the CEDAW Committee 
lacks the ability to compel states to address repeated 
implementation failures.26 While the index cannot 
enforce compliance, it can expose gaps, mobilize 
civil society, and equip advocates with the data 
needed to push for meaningful reform. By ampli-
fying the work of the committee and civil society 
organizations, and by combining data transpar-
ency with independent voices, the index aims to 
strengthen accountability through visibility and 
evidence.

Conclusion

The fight for gender equality is at a crossroads. 
Despite the significant strides made over recent 
decades, stagnation and backsliding on women’s 
rights remains a formidable challenge. While 
mechanisms such as the CEDAW review process 
provide a framework for accountability, the lack of 
systematic and accessible monitoring continues to 
hinder efforts to hold governments to account.

The CEDAW Index described here aims to 
address these challenges by providing a com-
prehensive, systematic approach to tracking and 
analyzing the CEDAW Committee’s recommen-
dations, related government actions, and civil 
society reporting. In its pilot form, this tool offers a 
unique opportunity to evaluate how well states are 
meeting their CEDAW obligations relating to GBV. 
Despite the challenges outlined above, the index 
offers a pathway to strengthening transparency 
and accountability in international women’s rights 



j. shanthosh, g. white, e. feeny, s. zheng, u. adavi, j. hirst, n. mohd rasidi, b. pithey, and a. palagyi / 
general papers, 71-84

  J U N E  2 0 2 6    V O L U M E  2 8    N U M B E R  1   Health and Human Rights 83

implementation. 
While the CEDAW review process may often 

represent a tipping point—spurring governments 
to act only after extended periods of advocacy—it 
remains one of the strongest global mechanisms 
available to leverage international legal obligations 
for women’s rights. Our review of laws implemented 
following CEDAW reviews demonstrated that 47% 
of law-related recommendations were implement-
ed in low-income countries, 48% in lower-middle 
and upper-middle-income countries, and 53% in 
high-income countries.27 Additionally, we found 
that 14 countries had implemented or amended 
laws after initially failing to acknowledge the 
CEDAW Committee’s recommendations during 
their reviews. For example, in Nepal, penalties for 
marital rape were increased from up to six months 
to five years, while Angola updated its Penal Code 
to criminalize female genital mutilation. Bolivia 
legalized abortion in cases of rape, and Lesotho 
introduced a bill addressing domestic violence. 
These examples highlight that while the process of 
women’s rights implementation is often non-linear 
and drawn out, the strategic actions of advocates 
and women’s movements continue to play a critical 
role in getting GBV reforms and essential programs 
and services over the line.28 

Ultimately, the development of tools such 
as the CEDAW Index, coupled with sustained 
advocacy efforts, offer a powerful pathway to 
enhancing the transparency, accountability, and 
impact of government actions on women’s rights. 
By providing robust, data-driven insights, fostering 
collaboration across sectors, and ensuring that 
diverse voices—particularly those of civil society—
are amplified in the process, we can move closer to 
realizing the global commitment to gender equal-
ity and advancing the rights of women and girls 
everywhere. 
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Well-Being Under Structural Constraints of Political 
Instability in the Israeli-Occupied West Bank: 
A Cross-Sectional Study

rula ghandour, abdullatif husseini, shiraz nasr, and rita giacaman 

Abstract 

The well-being of Palestinians living under prolonged Israeli occupation is deeply conditioned by the 
structures of deprivation and control that shape daily life. Using data from 3,000 adults residing in 
refugee camps and surrounding urban areas of the West Bank, this study examines how deprivation, 
political violence, and human rights violations relate to well-being as measured by the World Health 
Organization-Five Well-Being Index. Nearly three-quarters of respondents (73.8%) reported poor well-
being. Material deprivation showed the strongest association with well-being: Those reporting low or 
moderate deprivation had 1.7- and 2.4-fold higher odds of poor well-being, respectively. Household 
exposure to political violence was associated with higher odds of poor well-being with an odds ratio 
(OR) of 1.35, while human rights violations by the Israeli military and the Palestinian Authority was 
associated with higher odds of poor well-being with an OR of 1.51 and 1.72, respectively. An interaction 
between locality and displacement revealed that stable camp residents had lower odds of poor well-
being, while those displaced from camps had the highest risk. These findings show that in the West Bank 
of the Israeli-occupied Palestinian territory, well-being reflects the social geography of inequality, where 
displacement, deprivation, and ongoing political violence transform daily existence into a struggle for 
security and dignity, rendering the right to health inseparable from the right to live freely and safely.
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Introduction

The well-being of populations living under chron-
ic political instability is profoundly shaped by 
the structural constraints in which they live.1 In 
the Israeli-occupied Palestinian territory (oPt), 
decades of Israeli military occupation have frag-
mented land and services, breaking the country 
into disconnected pieces and creating overlapping 
political, economic, and social constraints that 
define the daily lives of Palestinians. Restrictions 
on movement, widespread unemployment, land 
confiscation, and unequal control over resources 
have produced a system of structural constraints 
that extends far beyond direct violence and viola-
tions.2 These constraints interact to inhibit people’s 
opportunities and systematically undermine their 
physical and mental health.3 

Within this context, human rights violations 
are widespread. Here, human rights refer to stan-
dards that define how persons should be treated.4 
In contexts of military occupation and armed 
conflict, the primary focus of the human rights dis-
course is on the relationship between the state and 
individuals, including how state agents observe or 
violate human rights under conditions of military 
occupation and, in the case of armed conflict, how 
protections are expressed in international human-
itarian law.5 Under the prolonged Israeli military 
occupation of the Palestinian territory, such vio-
lations have become embedded within the social, 
economic, and institutional fabric of daily life, 
producing what can be described as structural con-
straints on well-being.6 Human rights violations 
in the oPt are various and are manifested through 
restrictions on movement, economic marginal-
ization, spatial segregation, and unequal access to 
resources—conditions that constrain life opportu-
nities and systematically undermine well-being.7

Published research related to the oPt has also 
largely prioritized exposure to political violence 
and its effect on health and well-being.8 Although 
the political conditions that Palestinians endure 
under Israeli occupation and colonization are 
particularly harsh—affecting all aspects of life and 
generally undermining both well-being and phys-
ical health—exposure to political violence is not 

the only form of harm to which Palestinians, and 
others worldwide, are subjected. Evidence shows 
that violence from family and community mem-
bers, over and above the violence perpetrated by 
the Israeli military and the Palestinian Authority, 
is also important and contributes to the suffering 
that Palestinians experience throughout their 
lives.9 This suffering produces what we call the 
invisible wounds inside a person, which can nega-
tively influence health and well-being and need to 
be considered when examining the effects of viola-
tion, regardless of the perpetrator.10

Deprivation is another key dimension of harm 
in this context, encompassing the material, eco-
nomic, social, and political restrictions that shape 
daily life under prolonged political instability. In 
the oPt, deprivation is not limited to poverty or lack 
of resources but also includes restricted movement, 
limited access to services, political fragmentation, 
and constraints on freedom and dignity.11

These personal and collective experiences of 
deprivation and violence reinforce cycles of vul-
nerability and limit opportunities for recovery and 
well-being.12 In this sense, deprivation itself can be 
understood as a chronic violation of the rights to 
health, security, and dignity, linking inequalities 
directly to human rights violations. 

This study builds on a research trajectory 
that we at the Institute of Community and Public 
Health at Birzeit University have pursued over the 
past several years. Our work has sought to under-
stand how political instability, exposure to political 
violence, and deprivation interact with human 
rights violations to shape health and well-being 
among Palestinians living under occupation. This 
broader approach situates well-being as a reflection 
of structural constraints, including deprivation, 
gendered power relations, and prolonged political 
instability.

This study forms part of a broader research 
project that investigates the well-being of adults 
living in the West Bank of the oPt and the fac-
tors associated with their well-being, as assessed 
through participant reports using the World Health 
Organization-Five Well-Being Index (WHO-5). 
The study also examines the relationship between 



r. ghandour, a. husseini, s. nasr, and r. giacaman / general papers, 85-103

  J U N E  2 0 2 6    V O L U M E  2 8    N U M B E R  1   Health and Human Rights 87

these well-being reports and human rights viola-
tions by four categories of potential perpetrators, 
using a locally developed and validated instrument 
that understands human rights violations in an 
ecological and locally grounded way and captures 
violations across family, community, governing au-
thority, and military occupation levels. In addition, 
the study assesses exposure to political violence, 
deprivation, and other demographic and socioeco-
nomic characteristics and how they are linked to 
well-being. In doing so, the study illuminates how 
persistent human rights violations, deprivation, 
and political instability together shape the well-be-
ing of Palestinians living under one of the world’s 
most enduring military occupations.

Methods 

This is a cross-sectional study conducted between 
June 15 and July 31, 2025, in Palestinian refugee 
camps and surrounding urban areas in the north, 
center, and south of the Israeli-occupied West Bank. 
We used the World Health Organization’s frame-
work on the social determinants of health to guide 
our understanding of how political, economic, 
social, and material conditions shape well-being.13 
We also drew on the socio-ecological framework 
to conceptualize the multilayered nature of human 
rights violations and to organize the measured 
variables across personal, household, community 
and locality, and broader contextual levels. This 
framework is rooted in Urie Bronfenbrenner’s 
ecological systems theory from the 1970s and was 
later adapted to the health sciences in the 1980s; 
it conceptualizes health as shaped by interacting 
influences across multiple levels, including intra-
personal, interpersonal, institutional, community, 
and policy levels.14 

We examined human rights violations across 
different social and political levels, including 
violations attributed to family, community, the 
Palestinian Authority, and the Israeli military oc-
cupation.15 personal-level variables included age, 
sex, marital status, number of children, education, 
employment status, and chronic disease. House-
hold-level variables included household exposure 

to political violence and material deprivation. 
Community- and locality-level variables included 
governorate, locality, refugee status, displacement, 
and community-level human rights violations. 
Broader contextual variables included human 
rights violations by the Palestinian Authority 
and the Israeli military occupation, sociopolitical 
deprivation, and Oslo area classification. The study 
did not aim to measure all levels of the socio-eco-
logical framework exhaustively, such as personal 
behaviors or policy-level variables; rather, we used 
the framework to support a layered interpretation 
of exposure and to organize the variables measured 
in this survey.

Target population and sample 
The study population included Palestinian men 
and women aged 18 years or older who lived in 
one of six areas across the northern, central, and 
southern regions of the West Bank. These areas 
included three Palestinian refugee camps and their 
surrounding urban areas. In the north, we selected 
the Jenin refugee camp and the surrounding urban 
area of Jenin City. In the center, we selected the al-
Am’ari refugee camp for its proximity to the twin 
cities of Ramallah and al-Bireh. In the south, we 
selected al-Dheisheh refugee camp and the sur-
rounding urban area of Bethlehem city. 

The sample size was calculated separately for 
each of the six strata using a simple random sam-
pling formula, based on the estimated prevalence 
of poor well-being from a 2022 study, a 95% confi-
dence level, and a 5% margin of error.16 The initial 
minimum required sample size across the strata 
was 2,244 participants (see Table 1). To account for 
the clustered sampling design, we increased this by 
20%, resulting in a minimum required sample of 
approximately 2,693 participants. We therefore tar-
geted 3,000 participants, with approximately 500 
participants sampled from each stratum. 

Data collection
Within each stratum in the central and southern 
regions and the urban regions in the north, we se-
lected clusters using systematic random sampling 
based on Palestinian Central Bureau of Statistics 
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enumeration units. We then systematically selected 
households within each cluster and selected one 
participant per household using the Kish table. In 
the Jenin refugee camp, household selection dif-
fered due to large-scale displacement following the 
2023 war on Gaza and the subsequent escalation 
of Israeli military violence in the West Bank. Data 
collection relied on displacement lists obtained 
from the camp’s popular committee, as approxi-
mately 75% of camp residents were displaced at the 
time of the study. Sampling within and outside the 
camp was conducted proportionally to cluster size 
to achieve the target sample size for each stratum. 
Data were collected by trained fieldworkers using 
electronic tablets and the Kobo Toolbox platform.

Study instrument
We assessed well-being using the validated Arabic 
version of WHO-5. Item scores were summed, 
transformed to a 0–100 scale, and then dichoto-
mized into poor versus good well-being using a 
cut-off score of 50.17 Human rights violations were 
measured using locally developed instruments, in-
cluding a general human rights violations scale and 
four perpetrator-specific subscales. In this analysis, 
human rights violations refer to reported violations 
across four perpetrator levels—family, community, 
Palestinian Authority, and Israeli military occupa-
tion—capturing exposure across different social 
and political contexts. Each scale included up to 15 
items reflecting violations relevant to the specific 
context or ecological level. Scale scores represented 
the number of reported violations and were recoded 
into binary variables, with 0 indicating no reported 

violations and 1 indicating the presence of at least 
one violation.18 

We also used a scale measuring exposure to 
political violence, which captures personal and 
household exposure to political violence, as well 
as exposure through witnessing political violence. 
For each reported exposure, participants were 
asked to identify the perpetrator, with response 
options including the Palestinian Authority, the 
Israeli military occupation, and Israeli settlers.19 
Additionally, we used a nine-item deprivation scale 
with two main subscales: sociopolitical deprivation 
and material deprivation.20 All of these scales were 
developed by the Institute of Community and Pub-
lic Health, building on qualitative research, and 
were piloted and validated using factor analysis to 
ensure validity and reliability. Detailed scale items 
are presented in Tables 2, 3, and 4.

The instrument also included several demo-
graphic and socioeconomic variables, including 
age group (18–24, 25–40, 41–60, 61–92), sex (man, 
woman), marital status (never married, currently 
married, widowed/divorced), number of children 
(none, 1–3, 4–6, 7 or more), and education level (less 
than higher education (Tawjihi), passed Tawjihi, 
post-Tawjihi). Additional variables included work 
status (working, unemployed, housewife, other), 
reported economic status (excellent/good, less 
than good, bad), governorate (Jenin, Ramallah 
and al-Bireh, Bethlehem), locality (urban, refugee 
camp), and area classification based on the Oslo 
Accords of 1995 (Area A, Area B, Area C).21 Ques-
tions on displacement in the past two years, refugee 
status, health insurance coverage, and the presence 

Stratum Low well-being prevalence 
(p)

Required sample size (n₀) Formula applied

Urban – north 0.418 374
Urban – center 0.376 360
Urban – south 0.400 369
Camp – north 0.470 383
Camp – center 0.538 382
Camp – south 0.571 376

Table 1. Sample-size calculation by stratum using simple random sampling (95% confidence interval, 5% margin of 
error)

𝑛𝑛! =
1.96"𝑝𝑝(1 − 𝑝𝑝)

0.05"  
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of chronic disease were also included. Fieldwork-
ers were trained in administering the research 
instruments following piloting to ensure clarity, 
relevance, timing, reliability, and consistency.

Statistical analysis 
Descriptive (univariate) analyses were first per-
formed to summarize participants’ demographic, 
socioeconomic, and health characteristics. Bivari-
ate analyses were then conducted to examine the 
associations between each independent variable 
and the WHO-5 well-being outcome, using chi-
square tests (see Table 5). WHO-5 was analyzed 
as a binary variable. Independent variables were 
selected based on the socio-ecological framework 
and the World Health Organization’s framework 

on the social determinants of health, encompass-
ing factors at the personal, household, community, 
and broader contextual levels. Scales measuring 
exposure to political violence and human rights vi-
olations were recoded as binary indicators (0 = not 
exposed, 1 = ever exposed), while deprivation items 
were analyzed as ordinal variables. A factor anal-
ysis of the deprivation items yielded two distinct 
components: material deprivation and sociopoliti-
cal deprivation.

All multi-item scales demonstrated acceptable 
internal consistency, with Cronbach’s alpha values 
higher than 0.65. A multiple binary logistic regres-
sion model was then fitted to identify independent 
predictors of poor well-being. Adjusted odds ratios 
(ORs) with 95% confidence intervals (CIs) were re-

General human rights 
scale

Prompt: Have you ever experienced deprivation or violation of any of the following rights?
Response options: 1 = not at all; 2 = a little; 3 = a lot; 4 = an extreme amount 
Items:
1.	 The right to be treated with respect
2.	 The right to have your decisions be respected regardless of gender, age, or ideas
3.	 The right to have your personal freedoms respected 
4.	 The right to safety
5.	 The right to education
6.	 The right to freedom of expression
7.	 The right to health
8.	 The right to have adequate infrastructure (e.g., sewage, water, electricity, and road networks)
9.	 The right to be treated with equality and without discrimination
10.	The right to movement and mobility without restrictions
11.	The right to live
12.	The right to work
13.	The right to live with freedom
14.	The right to maintain your dignity 
15.	The right to practice political rights without any restrictions

Scale building: 
•	 Responses of 3 or 4 are recoded to “yes,” with a code of 1.
•	 Responses of 1 and 2 are recoded as “no,” with a code of 0.
•	 Scores are summed to create a scale ranging from 0 to 15. 
•	 The scale can be analyzed continuously, with a range from 0 to 15, or can be recoded into binary variables, with 0 = 

no violation and 1 = at least one violation. 

Perpetrator-specific 
subscales

Any participant who answers 2, 3, or 4 in the general scale is asked:
Who deprived you of your right to [mention the right that was violated]? 

Response options: family, society, Palestinian Authority, Israeli occupation [participant may select all that apply] 
Four different specific scales can be generated: 
Human rights violations by the family 
Human rights violations by the community
Human rights violations by the Palestinian Authority 
Human rights violations by the occupation 
Scale building: 
Each scale can be analyzed continuously, with a range from 0 to 15, or can be recoded into binary variables, with 0 = 
no violation and 1 = at least one violation.

Table 2. Human rights violation scale
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Table 3. Political violence exposure scale

Personal exposure to 
political violence scale

Prompts:
1.	 Have you been beaten by the Israeli army?
2.	 Have you been beaten by the Palestinian Authority?
3.	 Have you been used as a human shield?
4.	 Have you been exposed to tear gas?
5.	 Have you been exposed to sound bombs?
1.	 Have you been body searched?
6.	 Have you been shot at and/or hit?
7.	 Have you been detained and/or arrested?
8.	 Have you been humiliated (cursed, bullied, shoved, dragged)?
9.	 Have you been stripped in public?
10.	Have you been interrogated?
11.	Have you been tortured?

Response options: 0 = never experienced; 1 = once; 2 = twice or more

Scale building:
•	 This scale is computed as the unweighted sum of all 12 items. 
•	 Scores range from 0 to 24.
•	 Higher scores indicate greater direct personal exposure to political violence.
•	 Internal reliability is assessed using Cronbach’s α.
•	 The scale can be recoded into binary variables, with 0 = no exposure and 1 = at least once.
•	 The scale asks about whether participants were “ever exposed” and is not linked to a specific time reference. 

Household exposure to 
political violence scale

Prompts:
1.	 Has your house ever been searched?
2.	 Has your house ever been occupied while you were in it?
3.	 Has your house ever been occupied and you were thrown out?
4.	 Has your house ever been sealed or demolished?
5.	 Has your house ever been shot at?
6.	 Has your house ever been burnt?
7.	 Has your house ever been bombed or shelled?
8.	 Has your neighborhood ever been shelled?

Response options: 0 = never experienced; 1 = once; 2 = twice or more

Scale building:
•	 This scale is computed as the unweighted sum of all 8 items. 
•	 Scores range from 0 to 16.
•	 Higher scores indicate greater exposure to household-level political violence.
•	 Internal reliability is assessed using Cronbach’s α.
•	 The scale can be recoded into binary variables, with 0 = no exposure and 1= at least once.
•	 The scale asks about whether participants were “ever exposed” and is not linked to a specific time reference. 

Witnessing political 
violence scale

Prompts:
1.	 Have you seen or witnessed shooting?
2.	 Have you seen or witnessed explosions or shelling directly (not on television or social media)?
3.	 Have you seen a family member being humiliated?
4.	 Have you seen a family member being arrested?
5.	 Have you seen a family member being injured?
6.	 Have you seen a family member being killed?
7.	 Have you seen a friend or neighbor being humiliated?
8.	 Have you seen a friend or neighbor being arrested?
9.	 Have you seen a friend or neighbor being injured?
10.	Have you seen a friend or neighbor being killed?
11.	Has a member of your family been killed by the occupation during your lifetime?
12.	Has a member of your family been injured by the occupation during your lifetime?
13.	Has a member of your family been imprisoned by the occupation during your lifetime?
Response options: 0 = never experienced; 1 = once; 2 = twice or more

Scale building:
•	 This scale is computed as the unweighted sum of all 13 items. 
•	 Scores range from 0 to 26.
•	 Higher scores indicate greater exposure to witnessed political violence.
•	 Internal reliability is assessed using Cronbach’s α. 
•	 The scale can be recoded into binary variables, with 0 = no exposure and 1 = at least once.
•	 The scale asks about whether participants were “ever exposed” and is not linked to a specific time reference. 
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ported. Correlations between deprivation, political 
violence, and human rights violation variables were 
examined, and multicollinearity diagnostics were 
assessed before fitting the final multivariate model. 
Variance inflation factors were within acceptable 
limits, suggesting that multicollinearity was not a 
concern in the final model. A Spearman correlation 
heat map was also generated to visually assess the 
degree of overlap between these variables (see Fig-
ure 1). All analyses were conducted using Stata 18. 

Ethical considerations 
Ethical approval was obtained from the Research 
Ethics Committee at the Institute of Community 
and Public Health, Birzeit University (Ref. 2025(2-
1)). Verbal informed consent was obtained from all 
participants in accordance with Birzeit University’s 
ethical guidelines on confidentiality, anonymity, 
and voluntary participation.

Results 

Of the 3,147 persons invited to participate, 3,000 
consented (95.3%). The mean age was 41 ± 24 years; 
most were aged 25–40 (38.5%) or 41–60 (31.7%), and 
51.4% were women. Most participants were mar-
ried (65.8%), and about half had fewer than four 
children. Half had less than a high school educa-

tion, and 40.5% were employed, while 34.2% were 
housewives. Economically, 31.3% reported good or 
better status, 39.9% less than good, and 28.8% bad 
compared with people around them. Participants 
were evenly distributed across Jenin, Ramallah, 
and Bethlehem, with half living in urban areas and 
half in refugee camps or displaced settings. Most 
lived in Area A (73.4%); 18.2% had been displaced in 
the past two years; 68.4% were registered refugees; 
79.2% had health insurance; and approximately 
one-third reported being diagnosed with a chronic 
illness. (See Table 6.)

As shown in Figure 2, most participants (77.1%) 
reported experiencing at least one form of human 
rights violation. Violations by family members were 
the least common, reported by 18.2% of participants, 
followed by violations by the Palestinian Author-
ity (32.3%) and the community (33.8%). The most 
frequently reported human rights violation was by 
the Israeli military occupation (74.1%). With regard 
to exposure to political violence, 77.1% of partic-
ipants reported at least one personal exposure to 
such violence. Nearly 60% of participants reported 
household-level exposure, and 81.1% reported direct-
ly witnessing political violence outside the media. 
Moderate to high material deprivation was reported 
by 40.5% of study participants, and 58.4% reported 
moderate to high levels of sociopolitical deprivation.

Table 4. Deprivation scale

Prompts:
1.	 Do you feel deprived in general?
2.	 Do you feel deprived of material things such as money, food, house, or clothes?
3.	 Do you feel deprived because of an inability to find work?
4.	 Do you feel deprived because of an inability to pursue education?
5.	 Do you feel deprived because of an inability to move easily within the West Bank?
6.	 Do you feel deprived because of an inability to move between the West Bank and the Gaza Strip?
7.	 Do you feel deprived because of the Palestinian political split?
8.	 Do you feel deprived because of the Israeli occupation?
9.	 Do you feel deprived because of the lack of democracy in Palestine?
10.	Do you feel deprived because of the conservative nature of society and constraints on personal freedom?

Response options: 0 = not at all; 1 = a little; 2 = a lot; 3 = an extreme amount

Scale building:
•	 The material deprivation scale is computed as the unweighted sum of items 2, 3, and 4. Scores range from 0 to 9, with higher scores indicating 

greater reported material deprivation.
•	 The sociopolitical deprivation scale is computed as the unweighted sum of items 5 to 10. Scores range from 0 to 18, with higher scores 

indicating greater reported sociopolitical deprivation.
•	 Internal consistency is assessed using Cronbach’s α.
•	 Each scale can be recoded into binary variables, with 0 = not deprived and 1 = deprived. 
•	 The scale asks about whether participants were “ever exposed” and is not linked to a specific time reference. 
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Description Categories N (%) poor well-
being
score ≤ 50

N (%) good
well-being
score > 50

p-value

Age group 18–24 326 (65.2) 174 (34.8) < 0.001
25–40 841 (72.8) 315 (27.2)
41–60 732 (76.9) 220 (23.1)
61–92 316 (80.8) 75 (19.2)

Sex Man 1,097 (75.2) 361 (24.8) 0.088
Woman 1,118 (72.5) 424 (27.5)

Marital status Never married 511 (67.8) 243 (32.2) < 0.001
Currently married 1,483 (75.2) 490 (24.8)
Widowed/divorced 220 (80.9) 52 (19.1)

Number of children None 836 (69.3) 371 (30.7) < 0.001
1–3 612 (73.9) 216 (26.1)
4–6 569 (79.4) 148 (20.6)
7–17 184 (81.1) 43 (18.9)

Educational level Less than Tawjihi 1,197 (79.2) 315 (20.8) < 0.001
Passed Tawjihi 347 (69.1) 155 (30.9)
Post-Tawjihi 671 (68.1) 315 (31.9)

Work status Working (full/part time) 886 (72.9) 329 (27.1) 0.018
Unemployed 301 (80.5) 73 (19.5)
Housewife 752 (73.3) 274 (26.7)
Other (retired, disabled, 
student, not seeking work)

275 (71.8) 108 (28.2)

Reported economic status Excellent/good 564 (60.3) 372 (39.7) < 0.001
Less than good 924 (77.5) 268 (22.5)
Bad 719 (83.4) 143 (16.6)

Governorate Jenin 747 (74.7) 253 (25.3) < 0.001
Ramallah 776 (77.6) 224 (22.4)
Bethlehem 692 (69.2) 308 (30.8)

Place of residence Urban 1,068 (71.2) 432 (28.8) 0.001
Refugee camp 1,147 (76.5) 353 (23.5)

Area according to Oslo Accords Area A 1,605 (73.0) 595 (27.0) 0.008
Area B 31 (59.6) 21 (40.4)
Area C 50 (75.8) 16 (24.2)
Do not know 527 (77.7) 151 (22.3)

Displacement since 2023 Yes 456 (83.7) 89 (16.3) < 0.001
No 1,757 (71.6) 696 (28.4)

Refugee status Refugee 1,555 (75.8) 496 (24.2) < 0.001
Non-refugee 660 (69.7) 287 (30.3)

Health insurance Yes 1,772 (74.6) 603 (25.4) 0.076
No 443 (71.1) 180 (28.9)

Chronic disease None 1,368 (70.0) 587 (30.0) < 0.001
At least one 847 (81.1) 197 (18.9)

Human rights violations by family No 1,765 (72.0) 685 (28.0) < 0.001
At least one 446 (81.8) 99 (18.2)

Human rights violations by community No 1,385 (69.8) 598 (30.2) < 0.001
At least one 826 (81.6) 186 (18.4)

Human rights violations by Palestinian 
Authority

No 1,419 (69.9) 610 (30.1) < 0.001
At least one 792 (82.0) 174 (18.0)

Human rights violations by Israeli military 
occupation

No 498 (64.1) 279 (35.9) < 0.001
At least one 1,713 (77.2) 505 (22.8)

Table 5. Bivariate analyses
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Table 5. Continued

Description Categories N (%) poor well-
being
score ≤ 50

N (%) good
well-being
score > 50

p-value

Personal exposure to political violence No 497 (73.2) 182 (26.8) 0.533
At least once 1,705 (74.4) 587 (25.6)

Household exposure to political violence No 832 (67.9) 394 (32.1) < 0.001
At least once 1,383 (78.0) 391 (22.0)

Witnessing exposure to political violence No 412 (73.3) 150 (26.7) 0.653
At least once 1,789 (74.2) 621 (25.8)

Material deprivation None (score 0) 675 (62.0) 414 (38.0) < 0.001
Score 1–2 511 (73.5) 184 (26.5)
Score 3–9 1,026 (84.7) 186 (15.3)

Sociopolitical deprivation None (score 0) 219 (66.0) 113 (34.0) < 0.001
Score 1–8 639 (69.8) 276 (30.2)
Score 9–18 1,355 (77.5) 394 (22.5)
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Figure 1. Spearman correlation matrix of main exposure variable
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Variable Category n (%)
Age group (years) 18–24 500 (16.7)

25–40 1,156 (38.5)
41–60 952 (31.7)
61–92 391 (13.0)

Sex Man 1,458 (48.6)
Woman 1,542 (51.4)

Marital status Never married 754 (25.1)
Currently married 1,973 (65.8)
Widowed/divorced 272 (9.1)

Number of children None 1,207 (40.5)
1–3 828 (27.8)
4–6 717 (24.1)
7–17 227 (7.6)

Educational level Less than Tawjihi 1,512 (50.4)
Passed Tawjihi 502 (16.7)
Post-Tawjihi 986 (32.9)

Work status Working (full/part time) 1,215 (40.5)
Unemployed 374 (12.5)
Housewife 1,026 (34.2)
Other (retired, disabled, student, not seeking work) 383 (12.8)

Reported economic status Excellent/good 936 (31.3)
Less than good 1,192 (39.9)
Bad 862 (28.8)

Governorate Jenin 1,000 (33.3)
Ramallah 1,000 (33.3)
Bethlehem 1,000 (33.3)

Locality Urban 1,500 (50.0)
Refugee camp 1,500 (50.0)

Oslo area classification* Area A 2,200 (73.4)
Area B 52 (1.7)
Area C 66 (2.2)
Do not know 678 (22.6)

Displacement in the past two years Yes 545 (18.2)
No 2,453 (81.8)

Refugee status Refugee 2,051 (68.4)
Non-refugee 947 (31.6)

Health insurance Yes 2,375 (79.2)
No 623 (20.8)

Chronic disease None 1,955 (65.2)
At least one 1,044 (34.8)

Table 6. Descriptive characteristics

* Areas A, B, and C refer to the Oslo Accords’ classifications of West Bank land: Area A is under Palestinian Authority control, Area B is under 
Palestinian civil and joint security control, and Area C is under full Israeli control. These areas are fragmented and noncontiguous across the West 
Bank.
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Figure 3 shows a smoothed kernel density dis-
tribution of WHO-5 scores, with the curve peaking 
at lower scores and gradually declining toward 
higher scores. The median WHO-5 score was 28, 
with an interquartile range of 16–52, and 74% of 
participants scored ≤ 50, indicating low well-being, 
while 26% scored > 50, indicating good or moderate 
well-being.

The multivariate logistic regression showed 
that having more children increased the odds of 
poor well-being (OR = 1.09, 95% CI: 1.03–1.15). Sec-
ondary education (OR = 0.79, 95% CI: 0.63–0.99) 
and being a housewife (OR = 0.68, 95% CI: 0.50–
0.91) were associated with lower odds compared 
with post-secondary education and employment, 
respectively. Poorer economic status was strongly 
associated with poor well-being, with higher odds 
among those reporting “less than good” (OR = 1.63, 
95% CI: 1.31–2.02) and “bad” conditions (OR = 1.90, 
95% CI: 1.44–2.50). Region was also significant, as 
residents of Ramallah and al-Bireh had higher odds 
of poor well-being than those in Jenin (OR = 3.68, 
95% CI: 2.63–5.17).

Having at least one chronic illness was asso-

ciated with higher odds of poor well-being (OR = 
1.35, 95% CI: 1.07–1.71). Among forms of political vi-
olence, only household exposure was significantly 
associated with poor well-being (OR = 1.35, 95% CI: 
1.08–1.69), whereas personal exposure or witness-
ing violence was not. Material deprivation showed 
a strong gradient: low deprivation was associated 
with higher odds of poor well-being (OR = 1.70, 
95% CI: 1.33–2.18), increasing to more than twofold 
among those with moderate to high deprivation 
(OR = 2.38, 95% CI: 1.81–3.13). Sociopolitical depri-
vation was not significant. Exposure to human 
rights violations was also associated with poor 
well-being, including violations by the Palestinian 
Authority (OR = 1.72, 95% CI: 1.34–2.20) and the Is-
raeli military (OR = 1.51, 95% CI: 1.19–1.93) (Table 7).

Our findings showed a significant interaction 
between residence locality and displacement status 
in relation to well-being. Urban non-displaced par-
ticipants served as the reference group. Compared 
with this group, displaced urban residents had low-
er odds of poor well-being (OR = 0.36, p = 0.003), as 
did residents of stable refugee camps who were not 
recently displaced (OR = 0.50, p < 0.001). In con-
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Note: Percentages based on available responses per variable (N ranges from 2,971 to 2,996).
The panels on material and sociopolitical deprivation show stacked distributions across severity levels.

Figure 2. Distribution of human rights violations, political violence, deprivation, and well-being in the study sample (N = 
3,000)
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trast, participants originating from refugee camps 
who had been displaced within the past two years 
had higher odds of poor well-being (combined OR 
= 1.59, p < 0.001), reflecting the combined effects of 
camp origin, displacement, and their interaction 
(Table 8).

Discussion 

In this study, we found high levels of poor well-be-
ing among adults living in three Palestinian refugee 
camps and their surrounding urban areas in the 
West Bank, with nearly three-quarters reporting 
poor well-being. These findings emerged during 
a period of intensified political violence, coin-
ciding with the war on the Gaza Strip that began 
in late 2023. The results highlight the central role 
of economic and material conditions in shaping 
well-being. Poorer well-being was associated with 
lower economic status, higher levels of material 
deprivation, residence in the central West Bank, 
and specific combinations of locality and displace-
ment status, particularly among displaced refugee 
camp residents. Household exposure to political 
violence and human rights violations—whether 

by the Palestinian Authority or the Israeli mili-
tary occupation—was also associated with poorer 
well-being, underscoring how direct exposure to 
violence and violations permeates everyday fami-
ly life. At the personal level, living with a chronic 
disease or condition was likewise associated with 
lower well-being.

As noted above, nearly three-quarters of study 
participants reported poor well-being, a high esti-
mate compared with other national and regional 
studies, but comparable to findings from areas 
with high war intensity or high levels of political 
instability. For example, an earlier study in the oPt 
found that 33.8% of adults reported poor well-being 
based on the WHO-5 index during a period with-
out significant political escalation in the West Bank 
(2012–2013).22 A cross-sectional study from Syria, 
conducted during the Syrian conflict that began in 
2011, found a drastic decline in mental well-being 
compared to previous years. Key indicators from 
the study, which analyzed data from 2008 to 2015, 
showed a 41.4% increase in negative emotions and 
a 50% reduction in life satisfaction. Additionally, 
hope levels declined significantly, reflecting a perva-
sive sense of despair among the study population.23 
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Figure 3. Kernel density estimate of WHO-5 well-being scores
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Variable Category Adjusted
OR (95% CI)

p-value

Age Continuous 1.00 (0.99–1.00) 0.314
Sex Men (ref.) — —

Women 1.04 (0.81–1.35) 0.756
Marital status Married (ref.) — —

Never married 0.92 (0.70–1.21) 0.547
Widowed/divorced 1.16 (0.80–1.70) 0.430

Number of children Continuous 1.09 (1.03–1.15) 0.002
Education Post-Tawjihi (ref.) — —

Passed Tawjihi 0.77 (0.59–1.01) 0.056
Less than Tawjihi 0.79 (0.63–0.99) 0.043

Employment status Employed (ref.) — —
Unemployed 0.83 (0.59–1.16) 0.276
Housewife 0.68 (0.50–0.91) 0.010
Other 0.88 (0.64–1.19) 0.400

Reported economic status Excellent/good (ref.)
Less than good 1.63 (1.31–2.02) < 0.001
Bad 1.90 (1.44–2.50) < 0.001

Region Jenin (ref.)
Ramallah 3.68 (2.63–5.17) < 0.001
Bethlehem 1.16 (0.86–1.56) 0.323

Locality* Urban (ref.)
Refugee camp 0.50 (0.39–0.64) < 0.001

Displacement (past two years)* No (ref.)
Yes 0.36 (0.18–0.70) 0.003

Interaction* Camp × Displaced 8.84 (4.32–18.12) < 0.001
Chronic disease None (ref.)

At least one 1.35 (1.07–1.71) 0.013
Personal exposure to political violence None (ref.)

At least once 0.79 (0.61–1.03) 0.087
Household exposure to political violence None (ref.)

At least once 1.35 (1.08–1.69) 0.008
Witnessing political violence (personal) None (ref.)

At least once 0.81 (0.61–1.07) 0.144
Material deprivation None (score 0) (ref.)

Score 1–2 1.70 (1.33–2.18) < 0.001
Score 3–9 2.38 (1.81–3.13) < 0.001

Sociopolitical deprivation None (score 0) (ref.)
Score 1–8 1.19 (0.84–1.68) 0.325
Score 9–18 1.21 (0.85–1.72) 0.292

Human rights violation by the family None (ref.)
At least one 1.25 (0.95–1.66) 0.116

Human rights violation by the community None (ref.)
At least one 1.20 (0.95–1.51) 0.122

Human rights violations by the Palestinian Authority None (ref.)
At least one 1.72 (1.34–2.20) < 0.001

Human rights violations by the Israeli military occupation None (ref.)
At least one 1.51 (1.19–1.93) 0.001

Table 7. Multiple binary logistic regression analysis of factors associated with low well-being (N=2,935)

* The interaction results are explained in Table 8 and within the text. 
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Similarly, a study in northern Uganda found that 
approximately 75% of internally displaced persons 
reported experiencing “overthinking,” a condition 
linked to trauma that can lead to severe mental 
health issues.24 These studies, along with our study, 
illustrate how political instability and war can dra-
matically deteriorate mental well-being. 

In our study, the assessment of structural 
constraints emphasized that place matters. Re-
gional differences emerged even after adjusting for 
socioeconomic and political variables. Residents 
of Ramallah and al-Bireh Governorate, in the cen-
tral West Bank, had markedly higher odds of low 
well-being compared with those living in Jenin, in 
the northern West Bank. Although Ramallah and 
al-Bireh Governorate is the administrative and 
economic center of the West Bank, it is also char-
acterized by extreme socioeconomic stratification, 
high living costs, the dense presence of Palestinian 
Authority structures, and frequent Israeli military 
offensives and invasions, factors that generate daily 
stressors and uncertainty.25 In contrast, Jenin Gov-
ernorate in the northern West Bank and Bethlehem 
Governorate in the southern West Bank are char-
acterized by strong community cohesion, extended 
kinship networks, and shared collective coping 
mechanisms that might act as social buffers that 
help sustain well-being despite high levels of politi-
cal violence and other structural constraints.26

Regression results also showed significant 
spatial disparities in well-being. The interaction 
between locality of residence, defined as urban area 
or refugee camp, and displacement status showed 
a differentiated pattern of vulnerability that can-
not be understood without considering the social 
meaning of place in the West Bank. People living in 

urban areas who were displaced from their original 
place of residence showed lower odds of low well-be-
ing compared with urban residents who were not 
displaced. This might reflect a possibility that this 
displacement was associated with a move to a rel-
atively safer urban neighborhood, with improved 
security and greater access to resources, which 
temporarily enhanced their well-being despite the 
hardship of the displacement.27 This finding should 
not be interpreted as displacement being protective 
in itself. Rather, it may indicate that some dis-
placed urban residents had moved away from more 
threatening or insecure conditions and that their 
reported well-being reflected relative relief from 
prior fear, threats, or exposure to violence.

Our results also showed that refugee camp 
residents who were not displaced, primarily those 
in the central and southern West Bank, had lower 
odds of poor well-being than non-displaced urban 
residents. This finding may reflect the protective 
role of social cohesion and community-based sol-
idarity in refugee camps, which tend to provide 
emotional and practical support under chronic 
adversity. Studies from Palestine and elsewhere 
have similarly documented this protective role. A 
qualitative study conducted in West Bank refugee 
camps during the COVID-19 pandemic found that 
strong community engagement and collaboration 
among local refugee camp committees fostered 
solidarity and acted as a protective factor for resi-
dents’ psychological well-being. The study suggests 
that the social fabric and collective organization 
within refugee camps can provide a sense of secu-
rity and belonging that helps buffer the effects of 
chronic stress and instability.28 Similarly, a study 
in Cameroon found that internally displaced per-

Group OR (vs. urban non-displaced) Interpretation
Urban, non-displaced 1 (ref.) Reference
Urban, displaced 0.36 (0.18–0.70) Lower odds of poor well-being among displaced urban residents; may reflect 

relocation from more threatening conditions

Camp, non-displaced 0.50 (0.39–0.64) Lower odds of poor well-being among non-displaced camp residents; may reflect 
stable social networks and community solidarity

Camp, displaced 1.59 Highest-risk group (0.36*0.5*8.84)

Table 8. Interaction between locality and displacement
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sons with higher levels of community solidarity 
reported improved psychological health outcomes 
and greater community satisfaction and that this 
solidarity served as a protective factor against psy-
chological distress. The findings suggest that the 
social cohesion fostered within these communities 
provides essential emotional and practical support, 
which is crucial in mitigating the adverse effects of 
displacement.29 

In contrast, people who had been living in 
Palestinian refugee camps and were displaced, 
primarily from the northern refugee camps, had 
the highest combined odds of low well-being. 
This group experienced displacement from en-
vironments that are typically protective to them. 
Expulsion from socially dense, collectively orga-
nized communities into more fragmented and 
uncertain settings may involve the sudden loss of 
a major psychosocial resource, which could wors-
en well-being among Palestinians experiencing 
forced displacement.30 This pattern challenges 
dominant global displacement frameworks, which 
often conceptualize displacement as uniformly 
harmful or focus predominantly on material loss-
es while overlooking the protective role of stable 
social ecologies.31 Our findings suggest that the 
impact of displacement is deeply conditioned by 
the characteristics of the place from which people 
are uprooted and the structural conditions of the 
places to which they relocate. 

Moreover, our results highlight that material 
deprivation and poor relative economic status 
consistently predicted lower well-being. This find-
ing is consistent with extensive evidence from the 
oPt and other settings suggesting that material 
deprivation, rather than sociopolitical deprivation, 
is the strongest and most consistent determinant 
of mental health and subjective well-being. In the 
oPt, evidence indicates that both material and 
subjective deprivation exert powerful effects on 
psychological well-being.32 Similarly, a global me-
ta-review confirmed that material and subjective 
deprivation were stronger predictors of depression 
and low well-being than social or political vari-
ables.33 A study in Switzerland found that restricted 
standards of living were significantly associated 

with poorer psychological health even among the 
employed population, showing that deprivation 
impacts well-being independently of employment 
status.34 Research in Ethiopia and Indonesia has 
further shown that perceived low social and eco-
nomic status strongly correlates with poorer mental 
health among adolescents and families, indepen-
dent of structural constraints.35 In a study in Wales, 
researchers using a large population survey to 
assess how financial strain shapes psychological 
well-being found that persons experiencing mate-
rial deprivation had nearly double the prevalence 
of low well-being compared with those who were 
financially secure, showing how economic hard-
ship alone can generate a substantial mental health 
burden.36 Together, this evidence suggests that the 
lived experience of economic scarcity and com-
parison to others profoundly affects psychological 
well-being. The consistent pattern across contexts 
confirms that material deprivation functions as a 
core structural determinant of mental health in 
protracted crises.

While material deprivation clearly under-
mines well-being by limiting access to basic needs 
and security, its effects are deeply intertwined with 
exposure to political violence, which shapes daily 
life in the West Bank of the oPt. Our findings indi-
cate that household exposure to political violence, 
rather than personal experience or witnessing po-
litical violence, was the key predictor of well-being, 
suggesting that the impact of war and political in-
stability in the oPt is collective as well as personal. 
This aligns with broader evidence showing that vi-
olence echoes through families, communities, and 
shared living environments, creating a sustained 
atmosphere of fear and insecurity. Earlier evidence 
from a large survey of Palestinian adolescents sim-
ilarly found that while both personal and collective 
exposure to political violence worsened mental 
health, collective or household exposure affected 
psychological well-being through shared instability 
and disrupted social functioning.37 

Similarly, research across Palestinian house-
holds has found that human insecurity and 
economic deprivation, experiences typically shared 
within families, have stronger associations with de-
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pressive-like symptoms and trauma-related stress 
than does direct personal exposure to violence.38 
Household exposure magnifies psychological bur-
den because family members’ suffering through 
displacement, loss, or violence extends trauma into 
the collective emotional fabric of the home, deep-
ening feelings of helplessness and loss of control.39 
This pattern mirrors global findings from other 
conflict zones, where collective or familial trauma 
predicts more persistent and severe distress than 
isolated personal experiences because it erodes the 
social and emotional support systems essential for 
resilience and recovery.40 

The negative association between household 
exposure to political violence and people’s well-be-
ing in the oPt becomes more complex when human 
rights violations are understood as an embedded part 
of that exposure. Violations stemming from both 
internal and external sources—family, community, 
the Palestinian Authority, and the Israeli military 
occupation—collectively shape the psychosocial en-
vironment.41 Although family- or community-level 
human rights violations were not significantly associ-
ated with poor well-being in our study, this does not 
mean that these violations are unimportant; rather, 
this may reflect the strong cohesion and mutual sup-
port within Palestinian families and communities in 
this population, which often buffer the psychological 
impact of interpersonal or localized stressors. In 
contrast, violations committed by governing or occu-
pying authorities showed stronger associations with 
poor well-being and may overwhelm these coping 
mechanisms by targeting entire households and com-
munities through systemic and prolonged oppression. 
Studies confirm that persistent human rights abuses, 
such as arbitrary arrests, home demolitions, and mo-
bility restrictions, undermine well-being and create 
chronic insecurity, which predicts depression, trauma, 
and a sense of “being broken or destroyed” among 
Palestinians.42 Therefore, human rights violations, 
especially when enacted by authorities or occupying 
powers, extend beyond physical harm, institutionaliz-
ing poor psychological well-being and reinforcing the 
cycle of collective distress already rooted in household 
exposure.

It is important to note that some person-

al-level characteristics, such as age and sex, were 
not significantly associated with well-being in this 
study, while chronic illness, poorer economic sta-
tus, and material deprivation remained important 
predictors. This pattern suggests that well-being 
in the Palestinian context is shaped less by fixed 
demographic characteristics than by socioeco-
nomic, collective, and political conditions. In 
most high-income and low- and middle-income 
country settings, higher education, income, and 
social capital are consistently associated with better 
self-rated health and subjective well-being, even 
among people with chronic illness.43 Studies show 
that disparities in well-being are often explained by 
socioeconomic resources and access to care rather 
than illness alone.44 However, the significance of 
chronic illness in Palestine reflects the intersection 
of health vulnerability and structural deprivation. 
Under conditions of prolonged occupation, move-
ment restrictions, economic instability, and health 
care shortages, managing chronic disease becomes 
a source of continuous psychological distress rather 
than simply a medical concern.45

Research in the oPt and other politically con-
strained and conflict-affected contexts has shown 
that barriers to health care access, medication 
shortages, and the erosion of medical infrastructure 
exacerbate both physical suffering and emotional 
strain.46 This is consistent with findings from other 
protracted crises, such as Ethiopia, where anxiety 
and depression among displaced populations are 
better explained by displacement frequency and 
social support than by demographic characteris-
tics.47 Taken together, these findings suggest that in 
the Palestinian context, chronic illness functions as 
both a medical and psychosocial burden, reflecting 
how enduring instability transforms health vul-
nerability into a continuous source of stress that 
reinforces broader cycles of collective distress.

Conclusion 

This study has shown that in the Palestinian context, 
well-being is shaped by cumulative socioeconomic 
and political vulnerabilities. Consistent with earli-
er research, our study suggests that daily stressors, 
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material deprivation, poverty, and political violence 
are far stronger predictors of well-being than most 
fixed demographic characteristics, such as age and 
sex.48 Our findings show that displacement, pover-
ty, political violence, and human rights violations 
are powerful structural and political determinants 
of low well-being. Displacement, however, is not 
uniformly harmful; its effects depend on social and 
spatial contexts. Long-lasting Palestinian refugee 
camps often provide cohesive environments that 
buffer against distress, whereas displacement from 
such protective spaces, combined with ongoing 
instability, deepens psychological suffering.49 These 
patterns highlight that place, stability, and collec-
tive belonging are critical dimensions of health 
under prolonged occupation.

While addressing structural constraints 
that undermine health and well-being remains 
essential, this may be difficult to target or achieve 
under current political and social conditions. Still, 
there are practical steps that can help reduce daily 
hardship and promote well-being. Strengthening 
social protection systems is important for easing 
material deprivation, especially for displaced fam-
ilies who remain excluded from formal safety nets. 
Supporting community-based networks of solidar-
ity and collective strength can also help sustain 
psychosocial well-being during ongoing adversity. 
Integrating contextually and culturally appropri-
ate mental health care into primary care, through 
community-led and locally grounded approaches, 
may further promote recovery and preserve dignity 
in local settings.

Improving well-being in Palestine requires 
recognizing that displacement, fragmentation, 
and continuing political violence are not only 
political or social issues but central public health 
concerns. The right to health depends on address-
ing long-term structural constraints, in addition to 
enhancing the collective strength of communities 
to protect life and dignity under occupation.

Strengths and limitations 

This study has several strengths. We relied on a 
large, diverse sample and used locally validated 

measures that captured the lived realities of Pal-
estinians under occupation. By integrating the 
socio-ecological framework and the World Health 
Organization’s framework on the social deter-
minants of health, we highlighted how structural 
constraints affecting groups in the population, rath-
er than personal traits affecting individuals, shape 
well-being. However, the purposive sampling limits 
generalizability, and the cross-sectional design 
prevents causal inference. Self-reported data may 
involve bias, and mobility restrictions constrained 
access to some areas. 

In relation to exposure to political violence, 
although the survey captured the reported perpe-
trator of political violence, including Israeli settlers, 
settler violence was not analyzed separately in this 
paper because the selected study locations were 
more directly exposed to military occupation prac-
tices, while settler violence is more geographically 
concentrated in specific areas of the West Bank and 
was less frequently reported in our sample.
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Expanding Safe Hospital Access for Overdose Care in 
Lebanon

michelle wazan, tatyana sleiman, dima el hajj, and ramzi haddad

Abstract

In Lebanon, the criminalization of drug use and the misapplication of ministerial directives have led 

hospitals to report overdose cases to law enforcement, deterring people who use drugs from seeking 

urgent medical care and increasing the risk of preventable death. This paper examines overdose response 

as a right to health issue, using civil society advocacy in Lebanon to illustrate how law enforcement 

involvement in health care settings undermines access to emergency care. Drawing on repeated 

nationwide mappings of hospital practices when receiving overdose cases conducted between 2016 and 

2024, the paper documents patterns of compliance and noncompliance with Ministry of Public Health 

directives prohibiting the reporting of overdoses to the police. While sustained advocacy has contributed 

to multiple policy milestones, including ministerial and syndicate circulars reaffirming hospitals’ duty 

of care without police involvement, implementation has remained uneven. Although more hospitals 

have stopped reporting overdose cases to the police, continued reporting remains tied to limited staff 

awareness, fear of liability, and stigmatizing attitudes toward people who use drugs. The Lebanese case 

highlights both the critical role and the structural limits of civil society monitoring in safeguarding 

access to emergency medical care under conditions of criminalization, crisis, and weak accountability. 

We argue that incremental protective policies are insufficient where emergency care remains entangled 

with punitive drug policy.

Michelle Wazan, LLB, is drug policy program manager at Skoun Lebanese Addictions Center, Beirut, Lebanon.

Tatyana Sleiman, MSc, is executive director of Skoun Lebanese Addictions Center, Beirut, Lebanon.

Dima El Hajj is a master of public health candidate at the American University of Beirut, Lebanon.

Ramzi Haddad, MD, is a professor of psychiatry at the Lebanese University, Beirut, Lebanon.

Please address correspondence to Ramzi Haddad. Email: ramzi.hadd@gmail.com.

Competing interests: None declared.

Copyright © 2026 Wazan, Sleiman, El Hajj, and Haddad. This is an open access article distributed under the terms of the Creative Commons 
Attribution-Noncommercial License (http://creativecommons.org/licenses/by-nc/4.0/), which permits unrestricted noncommercial use, 
distribution, and reproduction in any medium, provided the original author and source are credited.



m. wazan, t. sleiman, d. el hajj, and r. haddad / general papers, 105-112

106
J U N E  2 0 2 6    V O L U M E  2 8    N U M B E R  1   Health and Human Rights

Introduction

The United Nations Office on Drugs and Crime 
World Drug Report 2025 estimates that 316 million 
people used an illicit drug in 2023, representing a 
28% increase over the past decade.1 Drug overdoses 
remain a critical global public health issue, with an 
estimated 100,000–150,000 cases annually, placing 
a significant burden on health systems.2

Despite these alarming figures, evidence con-
sistently shows that emergency services are often 
not contacted during drug-related emergencies. 
Studies in Canada have found that emergency ser-
vices are called in less than half of overdose cases.3 
Fear of police presence, potential criminal charges, 
and negative past encounters with law enforcement 
are cited as key barriers.4 In the United States, a sur-
vey examining incarceration in a county jail within 
six hours following an emergency medical service 
response reported that 21% of people experiencing 
stimulant-involved overdoses were subsequently 
incarcerated.5 Together, these findings underscore 
the significant role that law enforcement involve-
ment plays in shaping health decisions, ultimately 
increasing the risk of overdose-related mortality.

In response to this reluctance to seek emer-
gency care, several countries have introduced legal 
protections aimed at encouraging calls for help 
during overdoses. One prominent example is “good 
Samaritan” laws (GSLs) adopted by numerous US 
states that provide limited immunity from arrest 
or prosecution for drug possession when emer-
gency services are contacted.6 Evidence suggests 
that jurisdictions implementing GSLs experience 
a 14% lower incidence of overdose-related fatalities 
compared to those that have not implemented 
such laws.7 However, persistent deterrents remain 
in jurisdictions where GSLs are passed.8 Studies 
continue to document fears related to police pres-
ence at overdose scenes, risk of arrest, and limited 
knowledge of or trust in GSLs.9

In Lebanon (population just over 5 million), 
where the use of drugs and possession for personal 
use is criminalized and carries prison sanctions of 
up to three years, data on drug use prevalence and 
overdose rates are scarce. The most recent estimates 
suggest that there are 9,000 people nationwide who 

inject drugs.10 In 2015, the estimated number of 
people who injected drugs in Greater Beirut was 
approximately 3,000.11 More than 195 individuals 
reported having experienced a non-fatal opioid 
overdose in the same year.12 In Lebanon, the risk 
of overdose is closely linked to incarceration, prior 
treatment experiences, and repeated arrests, reflect-
ing interconnected risks faced by communities of 
people who use drugs and providing critical context 
for examining the country’s overdose response.13 

The International Guidelines on Human 
Rights and Drug Policy, endorsed by several United 
Nations agencies, affirm that, in line with the right 
to health under international human rights law, 
particularly the Universal Declaration of Human 
Rights and the International Covenant on Econom-
ic, Social and Cultural Rights, states must ensure 
that individuals who experience or witness an 
overdose are protected from criminal prosecution 
or punishment when seeking medical assistance.14 
These standards clarify that people who use drugs 
hold an inalienable right to health and that states, 
including Lebanon, are obligated to ensure safe ac-
cess to emergency medical care during overdoses.

Nevertheless, criminalization reinforces stig-
ma and discrimination that extends beyond the 
criminal justice system into health care settings, 
effectively “undermin[ing] access to services for 
people who use drugs.”15 Criminalization thus 
impedes the enjoyment of human rights, including 
access to emergency medical services.

Over the past two decades, the legal framework 
governing overdose reporting to law enforcement 
in Lebanon has evolved, yet significant implemen-
tation challenges persist. In 2006, the Ministry of 
Interior issued Circular 55/1, requiring hospitals 
to report emergency cases resulting from “harm 
caused by others” to the Internal Security Forces.16 
Although this provision does not apply to overdose 
or drug-related cases, its vague wording, coupled 
with entrenched stigma, has led many hospitals 
to report drug overdoses to law enforcement. As a 
result, police have visited emergency departments 
to interrogate or arrest patients following over-
dose events. This practice has fostered a climate of 
fear that discourages people who use drugs from 
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seeking urgent medical care, increasing the risk 
of preventable death. A 2015 unpublished survey 
conducted by Skoun—a harm reduction and outpa-
tient treatment center operating in Lebanon since 
2003—among 300 service users of harm reduction 
centers in Lebanon found that 57% of those who 
had experienced an overdose did not seek hospital 
care during their first overdose for fear of arrest.

To mitigate the documented harms of crimi-
nalization, public health and human rights experts 
have increasingly advocated for the decriminaliza-
tion of drug use as part of a rights-based approach 
to drug policy. Decriminalization is widely under-
stood to reduce barriers to harm reduction services, 
including access to emergency medical care, and 
to improve health outcomes.17 The United Nations 
Committee on Economic, Social and Cultural 
Rights has repeatedly linked the criminalization of 
drug use to impediments to the right to health and 
to increased engagement in risky practices that in-
crease the likelihood of drug-related emergencies.18 
The recognition of these harms has led a growing 
number of countries and jurisdictions to pursue 
varying drug use decriminalization models.19 Por-
tugal is frequently cited as a leading example of 
decriminalization, where results have shown a 
significant decrease in overdose deaths since 2001.20

This paper uses advocacy conducted in 
Lebanon as a case study to examine how legal 
ambiguity, institutional practices, and stigma con-
verge to undermine access to emergency care and 
to explain why overdose-linked protective policies 
are insufficient without broader structural reform. 
In doing so, it contributes to ongoing debates on 
drug policy and human rights by foregrounding 
overdose response as a site where the consequences 
of criminalization are both immediate and fatal.

Civil society advocacy and monitoring in 
Lebanon

Survey of service users
In 2015, in response to growing concerns among 
service users and their families about overdose, 
Skoun conducted a survey among 300 service users 
of harm reduction centers operating in Lebanon to 

better understand drivers and obstacles to emer-
gency-seeking behavior. The survey found that 35% 
of service users had overdosed and that 49% knew 
someone who had overdosed. Among those who 
overdosed, 57% did not go to a hospital the first 
time they overdosed, 21% did not go the second 
time they overdosed, and 13.3% refrained from go-
ing to a hospital on their third overdose. The main 
stated reason for this reluctance was fear of arrest. 
Of those who reported going to the hospital or 
knowing someone who overdosed and went to the 
hospital, 32% reported that the police were called.

As a result of these findings, and in partner-
ship with Embrace—a Lebanese nongovernmental 
organization working on mental health and suicide 
prevention—and the National Mental Health Pro-
gram at the Ministry of Public Health, Skoun held 
a panel in 2016 with ministerial representatives as 
well as representatives from two major hospitals 
in Lebanon to discuss the life-threatening con-
sequences of the misapplication of the ministry’s 
2006 circular. The panel’s conclusion was that 
reporting overdose cases to the police contravened 
the Hippocratic Oath and violated medical ethics. 
Accordingly, the Ministry of Public Health released 
Circular 44/2016 to clarify that overdose cases fall 
outside the scope of Circular 55/1, since they do 
not constitute “harm caused by others.”21 However, 
even after this clarification, many hospitals contin-
ued to disregard the policy.

In 2016, Skoun launched a series of initiatives 
to ensure safe and timely access to emergency 
medical care—without fear of arrest—in cases of 
overdose for people residing in Lebanon. These 
efforts consist of conducting repeated mappings 
of hospitals to document those that implement 
the ministerial directives, as well as advocating 
with decision-makers and governmental entities 
to secure additional guarantees and directives that 
protect the rights of people who use drugs when 
accessing health care services. 

“Safe hospitals” mapping
To assess the implementation of the Ministry of 
Public Health’s Circular 44/2016 prohibiting the 
reporting of overdose cases to law enforcement, 
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Skoun initiated repeated mappings of hospital prac-
tices across Lebanon beginning in 2016. The initial 
2016 mapping served as a pilot phase, through 
which the methodology was refined, with subse-
quent rounds from 2018 onward producing more 
consistent and reliable data. The mappings aimed 
to document whether hospitals report overdose and 
drug-related emergencies to law enforcement upon 
admission to emergency departments and to iden-
tify patterns of compliance, noncompliance, and 
underlying justifications. The number of hospitals 
successfully reached varied across mapping rounds 
due to a variety of factors, including non-response 
and broader health system disruptions, particularly 
in the context of Lebanon’s overlapping economic 
and political crises (see Table 1). In the first round, 
Skoun targeted all 141 private and public hospitals 
listed on the Ministry of Public Health’s website; 
subsequent rounds targeted the 133 hospitals that 
responded during the first round. The final sample 
reflects those that were reachable and responsive at 
the time of data collection. 

The mappings were conducted through struc-
tured phone surveys by Skoun’s outreach team 
using a standardized questionnaire focused on 
reporting practices for overdose and drug-related 
emergencies, as well as awareness of relevant minis-
terial circulars. The unit of analysis was the hospital. 
Interviews were conducted with the most senior 
emergency department staff available, typically one 
or two individuals per hospital (a senior doctor or a 
senior emergency room nurse), as they are the pri-
mary decision-makers regarding whether to report 
cases to law enforcement. In some instances, emer-
gency staff indicated that such decisions required 
referral to hospital administration, in which case 
Skoun contacted the administration directly. This 
purposive selection aimed to capture institution-
al practice through those with decision-making 

authority, rather than to survey a representative 
sample of all emergency department staff.

A hospital was classified as “safe” for people 
who use drugs if overdose and drug-related emer-
gency cases were not reported to law enforcement, 
irrespective of staff familiarity with the circulars 
themselves. This classification was used as an op-
erational proxy for whether individuals could seek 
care without risk of legal repercussions. Where 
reporting occurred, reasons and areas of concern 
were documented. In cases where multiple respon-
dents were interviewed within the same institution 
and provided contradictory responses, the hospital 
was conservatively classified as “unsafe,” reflecting 
the potential risk faced by individuals in practice.

In parallel with data collection, the mappings 
served an advocacy and accountability function. 
Hospitals that were unaware of the circulars were 
informed of their content and of the human rights 
and health implications of reporting overdose cas-
es. Copies of the relevant directives were shared 
with emergency staff and hospital administrations 
to foster internal dissemination and compliance.

Once identified, lists of hospitals that did not 
report overdose cases were compiled and dissem-
inated through social media and harm reduction 
networks to enable people who use drugs to access 
emergency care without fear of arrest. 

Repeated mappings were conducted between 
2016 and 2024, with interruptions during periods 
of compounded crisis, economic collapse, the 
COVID-19 pandemic, and intensified conflict, al-
lowing for the observation over time of trends in 
compliance and institutional practice.

Growth of a national network of “safe 
hospitals”

Figure 1 shows that after 2018, there was a sharp 

Year Number of hospitals contacted Number of hospitals that responded
2018 141 133
2022 133 107
2023 133 91
2024 133 100

Table 1. Number of hospitals contacted and responding per mapping round
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increase in the percentage of hospitals considered 
“safe” and a sharp decrease in the number of hos-
pitals declaring not to have received the Ministry 
of Health’s 2016 circular. The number of hospitals 
that received the circular but nevertheless contin-
ued to report overdose cases to the police decreased 
between 2018 and 2024. 

The mappings coincided with sustained ad-
vocacy that led to additional normative measures 
reinforcing the right of people who use drugs to 
access emergency medical care. The increase in 
the number of hospitals refraining from reporting 
overdoses appears to be driven by three factors: 
the issuance of complementary circulars in 2019 
by the Ministry of Public Health and the Ministry 
of Interior clarifying non-reporting obligations 
and law enforcement jurisdiction; the repetition 
of mappings, which reinforced awareness of these 
obligations among hospital staff; and the 2024 cir-
cular issued by the Syndicate of Hospitals, which 

provided further institutional reassurance to 
hospital administrations. These measures directly 
responded to concerns raised by hospitals during 
the mappings and were pursued through targeted 
advocacy with relevant stakeholders. 

Reasons for continued reporting 
Despite the increase in the number of “safe 
hospitals,” structural impediments to the imple-
mentation of the circular persisted. Over the years, 
interviews with staff in private and governmental 
hospitals revealed a consistent pattern of reporting 
overdose cases to law enforcement, often driven by 
lack of awareness of the Ministry of Public Health 
and Ministry of Interior circulars and a widespread 
belief, sometimes driven by social and political 
pressure, that notifying the police is part of their 
duty. Hospital staff often expressed worry that they 
would face prosecution for not reporting or that 
the hospital would be legally liable for the same 

Figure 1. Hospitals’ compliance with Ministry of Health circular, 2018–2024
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reasons. A hospital director echoed the social and 
political pressures they face, with one explaining 
that “the tongue of people is stronger than the law” 
and another admitting fear of media exposure: “If 
someone dies of an overdose and [we] didn’t report, 
what will the media say?”

Additional justifications for reporting in-
cluded suspicion of suicide attempts or poisoning, 
patient agitation, or behavior deemed unusual. 
Many respondents conflated overdose and drug use 
with violence, stating that they report cases when 
“[the patients] are violent, or if they come alone and 
stay for a long time,” or claiming that they report 
because drug use suggests accompanying criminal 
activity, as reflected in comments such as “because 
this person might be harming someone else.”

In heavily militarized areas, hospital staff 
noted that “having the Army at the hospital check-
point means we must report” or “there is a police 
checkpoint at the entrance, they already know.” 
Regular oversight by security agencies was also 
cited. For instance, one hospital highlighted that 
local law enforcement “regularly comes in to check 
on what’s happening and ask about death cases 
and overdose cases.” Several admitted reporting 
to multiple parties, including hospital security, 
the Lebanese Army’s Intelligence Directorate, the 
Internal Security Forces’ intelligence unit, and the 
General Security Directorate, raising serious con-
cerns about breaches of patient confidentiality.

Stigmatizing opinions and attitudes among 
medical staff members are particularly concerning 
because they directly hinder access to medical 
services but could also translate into defiance of 
the Ministry of Public Health’s circulars. One staff 
member argued that “these circulars are a mistake, 
and these cases should be reported to the police, if 
not to arrest them, at least to take them to treat-
ment.” Another declared more harshly that “people 
who use drugs should be killed … it’s against reli-
gion, and they’re harming others and might harm 
children.” Surprisingly, that staff member worked 
at a hospital that did not report overdose cases to 
the police, yet he was adamant about expressing his 
disagreement with the hospital’s policy during the 
survey.

Mapping in crisis and conflict 
The economic collapse of Lebanon triggered a 
severe medical brain drain in 2021, with approxi-
mately 40% of physicians and 30% of nurses leaving 
the country.22 This exodus contributed to high staff 
turnover and fragmented awareness of ministerial 
directives among emergency department personnel. 
As of 2022, the results of the mappings documented 
disruptions in the continuity of overdose response 
practices within health care institutions, reflect-
ed in inconsistent compliance across mapping 
cycles. Hospitals previously identified as “safe” 
no longer appeared on “safe hospitals” list due to 
staff changes, hospital closures, or the suspension 
of emergency departments. Conflict escalation 
starting in late 2023 further affected health care in-
stitutions, demonstrating that in contexts of crisis 
and conflict, protection directives are ineffective 
without sustained institutionalization, monitoring, 
and reinforcement.

Advocacy

Skoun’s advocacy efforts were informed by findings 
from its repeated mappings and targeted institu-
tions identified as central to addressing health care 
workers’ fears and institutional hesitations around 
non-reporting. In 2019, following sustained advo-
cacy, the Ministry of Public Health reiterated its 
directives through Circular 76/2019, reaffirming 
that hospitals should refrain from reporting over-
dose cases to the police. The Ministry of Interior 
subsequently issued a complementary circular ad-
dressed to law enforcement agencies, clarifying 
that overdose cases reported by hospitals fall out-
side their mandate and explicitly acknowledging 
the right to health of people who use drugs.

Subsequent mappings conducted between 
2022 and 2024 demonstrated that despite these di-
rectives, continued advocacy remained necessary. 
In August 2024, Skoun engaged key stakeholders 
to strengthen dissemination and monitoring of the 
circulars, resulting in the Syndicate of Hospitals 
issuing Circular 22/2024 reminding all private hos-
pitals of their duty of care and of their obligations 
under the ministerial directives. In parallel, Skoun 
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launched a video addressed to health care workers, 
emphasizing their role in safeguarding the lives of 
people who use drugs and reinforcing compliance 
with non-reporting policies.23

Lessons learned 

The Lebanese case illustrates how criminalization 
continues to produce adverse health outcomes even 
where policies formally seek to mitigate its effects. 
Protective policies, while necessary, are insufficient 
when they are not embedded within institutional 
practice. The mapping of “safe hospitals” revealed 
that ministerial directives prohibiting the report-
ing of overdoses to law enforcement were often not 
integrated into hospital protocols, staff training, 
or internal accountability mechanisms. This lack 
of institutionalization undermined continuity, 
weakened knowledge among health care workers, 
and allowed discretionary and arbitrary practices 
to persist. This is particularly relevant in a context 
of crisis and conflict where staff turnover is high.

The absence of systematic monitoring and en-
forcement by relevant ministries further weakened 
accountability, allowing hospitals to selectively 
interpret or disregard official guidance with few 
consequences. While Skoun’s mapping played a 
critical role in disseminating life-saving informa-
tion and reminding health care institutions of their 
obligations, it also exposed the limits of civil society 
action in the absence of formal state endorsement. 
In several cases, hospital administrations ques-
tioned the legitimacy of a nongovernmental 
organization to assess or publicize compliance with 
ministerial directives.

At a deeper level, the Lebanese example un-
derscores how criminalization operates not only 
through law but through social norms and profes-
sional cultures. Moralizing attitudes among health 
care workers toward people who use drugs reinforce 
fear, stigma, and discriminatory practices, effec-
tively reproducing the harms of criminalization 
within health institutions themselves. This dynam-
ic captures the core harm of punitive drug policy in 
the context of health: Even where protective poli-
cies exist, criminalization reshapes perceptions of 

deservingness, trust, and care, ultimately placing 
lives at risk.

Finally, it was not possible to assess the impact 
of protection directives and the growing network 
of “safe hospitals” on overdose-related mortality, as 
drug overdoses remain systematically underreport-
ed due to stigma and the absence of consistent data 
collection mechanisms.

Conclusion 

Across jurisdictions that criminalize drug use and 
possession, evidence shows that protection direc-
tives aimed at safeguarding the fundamental right 
to health of people who use drugs are insufficient 
on their own. While contexts and contributing fac-
tors may vary, the common denominator remains 
the criminalization of drug use. Punitive drug pol-
icies continue to shape health-seeking behavior and 
health outcomes. In a context of criminalization, 
overdose deaths can result from foreseeable and 
preventable rights violations. Only by embracing 
evidence-based and rights-based approaches to 
drugs can states reduce overdose mortality, protect 
human dignity, and uphold their international 
commitments.
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Intentions to Care, Structures That Restrain: The 
Reality of Secure Units in Residential Social Care 
Institutions in Slovenia

juš škraban and andraž kapus

Abstract

Despite ongoing criticism, the practice of involuntary admissions to locked units remains widespread 

globally. In this paper, we focus on secure units within residential social care institutions in Slovenia, 

which are intended to provide special protection for individuals deemed dangerous to themselves or 

others. We conducted semi-structured individual and group interviews with institutional management, 

secure unit staff, and residents in all secure units across the country. The findings reveal three key 

issues. First, the spatial congregation of residents within secure units tends to exacerbate, rather than 

reduce, risk. Second, instead of addressing the specific risks that prompted admission, secure units often 

implement generalized restrictions aimed at maintaining internal safety. Third, the overall institutional 

structure significantly limits the provision of individualized care and constrains both staff and resident 

agency. Although secure units are formally defined as protective environments, the study suggests that 

they function primarily as institutional containers. As such, they are not only in violation of human 

rights but are also ineffective in fulfilling their intended purpose due to inherent institutional limitations. 

We argue that secure units should be abolished and replaced by community-based services.
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Introduction

Since the mid-20th century, social movements, es-
pecially those led by people with disabilities, have 
advocated for the right to live in the community, 
rather than in institutions.1 This stance has been giv-
en special emphasis by article 19 of the Convention 
on the Rights of Persons with Disabilities (CRPD) 
and continuously by the activities of the Commit-
tee on the Rights of Persons with Disabilities.2

Despite the significance of the CRPD, its 
implementation has faced substantial challenges 
and obstacles.3 In practice, people’s rights are often 
not upheld, particularly for people with the most 
intensive needs, who are frequently denied the 
opportunity to live in the community and instead 
remain segregated in institutional settings.4 This 
remains the case despite increased research atten-
tion in recent decades on restrictive and coercive 
practices and a broad international consensus 
on the need to reduce their use.5 While some dis-
agreement persists regarding the circumstances 
under which nonconsensual treatment may be 
permissible, there is universal agreement that such 
treatment must not be justified on the basis of dis-
ability or perceived disability.6 Despite a growing 
body of evidence suggesting that such practices 
can be significantly reduced or even abolished alto-
gether, institutionalization and coercion continue 
to serve as cornerstones of contemporary mental 
health services.7

Social work and other helping professions in 
mental health are characterized by an immanent 
contradiction between care and control. This ten-
sion marks a point of collision between divergent 
social and ethical positions and mirrors the dual 
mandate of these professions.8 On one hand, prac-
titioners are tasked with supporting individuals in 
becoming as independent as possible within soci-
ety, while on the other hand, they simultaneously 
exercise responsibilities on behalf of the state that 
represent a form of social control. This contra-
diction has been well documented in scholarship 
addressing risk, institutional care, and coercive 
practices.9

This paper is based on qualitative research 
conducted in locked “secure units” within residen-

tial social care institutions (RSCIs) in the Central 
European country of Slovenia. These settings offer 
a valuable context for examining how care and 
control operate in practice within institutional 
environments. 

The paper pursues two aims. First, its scholarly 
aim is to examine the implications of “care” deliv-
ered behind closed doors for both residents and 
staff. This inquiry is urgent from a scientific point 
of view because this type of care is highly neglected 
in research while at the same time representing the 
most intrusive and restrictive “support” setting for 
people with disabilities. Second, the paper has a 
practical objective. Given that our research is guid-
ed by human rights and social justice perspectives, 
we aim to analyze the limitations of institutional 
care in secure units to inform and influence chang-
es toward a rights-based mental health policy and 
to support the development of community-based 
alternatives. To address these dual aims, we ask the 
following research questions: (1) How does formally 
coercive care in secure units shape care practices? 
and (2) What effects does formally coercive care in 
secure units have on residents?

The service and legal national context

Mental health services in Slovenia are marked by 
a division between acute treatment in psychiatric 
hospitals and long-term placement in RSCIs. The 
number of beds in psychiatric hospitals began to 
decline in the 1970s, as long-term patients were 
increasingly transferred to RSCIs that had been 
established after the Second World War. Today, 
Slovenia—a country with around two million in-
habitants—still relies heavily on institutional forms 
of care. As of 2023, 4,565 children and adults with 
intellectual and mental disabilities lived in RSCIs, 
with the vast majority (75%) living in facilities 
housing more than 25 residents.10

Institutional care in Slovenia, as defined 
by the Social Care Act, encompasses all forms of 
assistance provided in an institution, by another 
family, or in another organized setting that replac-
es or supplements the functions of a person’s home 
and family. This includes, in particular, accom-
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modation, organized meals, care, and health care. 
RSCIs provide institutional care for adults with 
intellectual and psychosocial disabilities. RSCIs 
predominantly consist of open units, where only 
voluntary placements are permitted under the So-
cial Care Act. However, most of these institutions 
also include locked “secure units.”

Locked units are not a recent phenomenon 
in Slovenia. RSCIs in which secure units operate 
today were traditionally—until the early 2000s—
entirely closed, with residents’ movement restricted 
and departure from the institution permitted only 
with staff authorization. In addition, RSCIs had 
various prototypes of secure units serving different 
functions, such as admission units, units for per-
sons with “challenging behavior,” and units used 
for disciplinary purposes. 

The first Mental Health Act, adopted in 2008, 
defined secure units within RSCIs as the only 
setting in which the formal deprivation of liberty 
was permitted. As stated in the act’s explanatory 
memorandum, the key principles underlying this 
formalization were proportionality, the use of the 
least restrictive measures, and the requirement that 
restrictions be imposed solely on the basis of a court 
decision.11 As we demonstrate in our paper, how-
ever, this legalization did not achieve its intended 
effect. While RSCIs formally opened their doors, 
closed and restrictive spaces within them—secure 
units—were preserved.12 

Slovenia represents a rather unique legal 
situation in Europe since we are not aware of any 
other European country where it is possible to 
formally deprive persons of their liberty if they 
are not in need of acute psychiatric treatment. In 
most countries in which deprivation of liberty 
in the social care sector is lawful, it is regulated 
through mental capacity legislation according to 
which a person can be formally detained if they 
lack capacity to consent.13 However, formal social 
care detention internationally largely applies to 
“community settings,” while the Mental Health 
Act applies to detention in psychiatric—that is, 
medical—institutions.14 

According to the Mental Health Act, a secure 
unit is a unit in a social care institution (e.g., an 

RSCI) where people, due to their needs, receive 
continuous special protection and care and cannot 
leave the institution of their own free will (article 
2(17)).15 As established in article 74, admission to a 
secure unit requires meeting the following cumula-
tive criteria: the person has completed or does not 
need acute psychiatric treatment; the person re-
quires continuous care and protection that cannot 
be provided elsewhere; the person poses a danger 
to themselves or others; the danger results from a 
mental disorder impairing their judgment and be-
havior control; the danger cannot be mitigated by 
other forms of care; and the person meets the other 
conditions for admission to a RSCI. Admission to 
secure units may be either voluntary or involuntary 
under the Mental Health Act. Additionally, the use 
of mechanical restraints with belts and seclusion is 
permitted (article 29).

Detention in secure units therefore regulates 
living arrangements (and is not intended to “cure” 
a “mental illness,” as is the case with mental health 
detention), which makes it aligned with the stated 
rationale of social care detention internationally.16 
However, the fact that it is implemented within a 
social care institution may be explained by the 
institutional model, which predominated in Slove-
nian social care since the aftermath of the Second 
World War.

In Slovenia, there are 13 secure units within 
six RSCIs, with a total capacity of 187 beds.17 The 
average number of beds per unit is 14.4 (minimum 
5, maximum 24). In 2023, 69% of the units were op-
erating over capacity, with an average occupancy of 
130%. Single rooms are rare; most rooms accommo-
date two or three residents. Because the doors are 
kept closed, the units are often spatially cramped, 
with limited common areas.

Secure units have received limited research 
attention to date, a gap that this paper seeks to 
address. A legal analysis conducted as part of 
this research found that secure units significantly 
violate the rights enshrined in the CRPD.18 Quanti-
tative data further reveal concerning trends: a high 
rate of involuntary admissions (98%), a substantial 
proportion of residents deprived of their legal 
capacity (67%), and two dominant pathways to 
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admission—44% of residents were admitted follow-
ing discharge from psychiatric hospitals and 34% 
were transferred from open units within the same 
RSCI.19 The data also point to prolonged confine-
ment in secure units, with an average duration of 
64 months and a notably low discharge rate (14%), 
particularly to community-based settings.

In this paper, we draw on findings from the 
research project “Transformation of Secure Units 
into Community Services for Adults and Children 
with Disabilities”—the first national-level study 
focused on secure units within RSCIs. The study 
addresses a significant gap in qualitative data 
concerning secure units, particularly in relation 
to the discrepancy between their legally defined 
role under the Mental Health Act and their imple-
mentation in practice. We seek to illuminate the 
everyday realities of life within secure units, with 
specific attention to institutional practices, obsta-
cles to individualized care, and limitations on user 
autonomy.

Methods

We conducted qualitative research in secure units. 
We gathered empirical data in all six RSCIs with 
secure units in Slovenia. In each RSCI, we con-
ducted semi-structured group interviews with the 
institutional management (directors, heads of staff, 
and head nurses) and staff members in secure units 
(nurses, social care assistants, and social workers). 
We also conducted individual semi-structured 
interviews with heads of the unit and group or in-
dividual semi-structured interviews with residents 
in secure units.

We constructed interview guidelines for each 
target group. Interview guidelines for the mem-
bers of institutional management included the 
following themes: the history of the institution’s 
secure units; challenges in managing the secure 
units; views about the role of secure units in the 
system of health and social services; and views on 
the future of secure units. Interview guidelines 
for the staff members in secure units included the 
following themes: users’ needs before and during 

placement in a secure unit and for a successful dis-
charge; methods of and approaches to care; the use 
of seclusion and restraint; examples of successful 
interventions; and collaboration with other actors. 
Interview guidelines for the heads of secure units 
included the following themes: spatial character-
istics of the secure units; organizational aspects 
of care; information about the staff; and the role 
of secure units within the institution. Interview 
guidelines for users included the following themes: 
life before the placement; the perception of every-
day life at the unit; and hopes for future.

A total of 30 members of institutional man-
agement, 31 secure unit staff members, 10 heads of 
secure units, and 30 residents in secure units par-
ticipated in the study. Interviews with institutional 
management were conducted without sampling, 
as the intention was to include all members of the 
management team. For interviews with staff mem-
bers in secure units, we sought participation from 
key roles, including the head of the unit, a social 
worker, a nurse, and a social care assistant. In the 
case of residents within secure units, we employed 
a more flexible, convenience sampling approach. 
Upon entering the unit, we spent time engaging 
with residents and explaining the purpose of the in-
terview. We interviewed only those who expressed 
interest in participating. Interviews took place in 
a location of their choice within the unit, without 
the presence of staff members. Additionally, we 
conducted rapid participant observation (up to two 
hours) in each secure unit. We produced thick de-
scriptions immediately after each observation.

Data collection lasted from March to Sep-
tember 2024. Interviews were audio recorded and 
transcribed. In a few cases in which participants 
(mostly residents) did not want to be audio record-
ed, a thick description of the interview was written. 
We analyzed the data using thematic analysis.

All participants received information about 
the study and provided either their written or oral 
informed consent. The study was granted ethics 
approval by the University of Ljubljana Faculty 
of Social Work Ethics Committee (approval no. 
033-3/2023-26).
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Results

Theme 1: Congregation of residents and 
consequent problems
Residents of secure units represent a highly diverse 
population, with the sole common denominator 
being that they meet the legal requirements for 
involuntary placement—namely, that they pose a 
danger to themselves or others. This heterogeneity 
is often perceived by staff as a significant chal-
lenge: “There is the problem that our secure units 
are too mixed. There are people with addictions, 
older people, younger people, and each needs spe-
cific support, and also people who have had forensic 
treatment” (head of staff).

The accumulation of residents with diverse 
needs has numerous consequences, ranging from 
minor everyday challenges in the provision of care 
to serious safety issues: “There is a woman with 
intellectual disability. She is undressing herself and 
there is a young guy after forensic treatment who 
can get irritated by a smallest thing” (head nurse).

This congregation of people in closed space 
complicates the provision of care; it also sig-
nificantly impacts the daily life within the unit 
and can lead to increased tensions and frequent 
disturbances. A resident of a secure unit reported 
that “we hardly get any rest because we have no 
room for it, only in seclusion room you can be alone, 
but there is always a camera.” Rapid participant ob-
servation in secure units clearly showed that these 
problems are structural in nature and depend less 
on how the units are arranged, the type of spaces 
they offer, how modern or welcoming these spaces 
are, or how overcrowded they are.

In some cases, tensions escalate into the use 
of restrictive practices. In one unit, staff reported a 
case of a resident constantly banging on the door, 
throwing himself on the floor, crying, and scream-
ing for hours on end. Staff reported:

In the case of our loud resident who disturbs the 
whole unit—in most cases we put him in the 
seclusion room for the very reason of protecting 
him. We withdraw him so that he does not get hurt 
by other residents. Sometimes we do it more to calm 

the whole unit down, to leave him alone and to get 
him to back off. (head of secure unit)

Theme 2: Controlling risk in secure units
Generalized restrictions. In order to manage po-
tential risks, all secure units implement generalized 
restrictions, which include the prohibition of belts, 
shoelaces, cables and cords, and any object that 
could potentially cause injury. In some units, plates 
are made of unbreakable material. Cigarettes are 
distributed according to a schedule and lit by staff, 
while lighters are attached to the courtyard fence 
because residents are not allowed to have them on 
their person. There are also restrictions on the use 
of phones, which residents are allowed to use only 
at certain times.

Some restrictions are written in house rules. 
In some cases, house rules appear to override leg-
islation, since they restrict residents more than is 
required by law and deprive them of important 
rights guaranteed by the law. During our research, 
we detected notable restrictions on phone and in-
ternet access, along with limitations on visits. In 
one case, phone use was limited to twice a day for 
half an hour, and visits were limited to one hour 
daily. Some users considered the measures too 
strict, while staff emphasized that all measures were 
implemented in the best interest of the residents, as 
they help prevent dangerous situations.

Crisis management. In secure units, verbal com-
munication is the primary method employed by 
staff to manage crisis situations. During interviews, 
staff emphasized their awareness of the importance 
of providing individualized support during such 
episodes. In addition to conversation, staff also em-
ploy various non-verbal strategies to help residents 
de-escalate, including engagement in structured 
activities, participation in interest groups, and 
accompanied walks—all aimed at promoting re-
laxation and redirecting attention.

When these approaches are insufficient, more 
intensive interventions are used, such as admission 
to a psychiatric hospital or the use of seclusion and 
mechanical restraint. These measures are used, 
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according to interviewees, only in exceptional 
situations—primarily in cases of severe self-harm, 
repeated suicide attempts, or aggression toward 
others. However, admissions to acute treatment in 
psychiatric hospitals during placement in a secure 
unit remain relatively infrequent, affecting only 
14% of residents per year.20 The use of seclusion and 
restraint varies significantly across secure units. 
An analysis of secondary data obtained from the 
competent ministry indicated that in 2023, one 
institution did not employ any such measures, a 
second used seclusion with one resident, a third 
with two residents, and a fourth institution applied 
both seclusion and mechanical restraint with twen-
ty-one residents. Data from two institutions are 
unavailable. Our study identified the need for imp-
rovements in both the ministry’s methodology for 
obtaining official records and the record-keeping 
practices of the institutions themselves.

The variation in practices across institutions 
indicates that the use of seclusion and restraint 
depends largely on the working methods in indi-
vidual secure units. In one interview, it was noted 
that staff tend to prefer using the seclusion room 
over physical restraint. Staff explained that they 
perceive seclusion as a “softer” form of restriction. 
Interviewees at several other institutions pointed 
out that physical restraint is also more demanding 
to implement from an organizational perspective, 
given that it requires at least five staff members. 
This may be another reason why staff more often 
choose seclusion over restraint.

Theme 3: Institutional limits to care
Restricted time for individual support. Staff 
believe that having a good relationship with users 
plays an important role in ensuring quality care 
and a pleasant environment. They consider it im-
portant to adapt to individual needs, build trust, 
and create a positive atmosphere that enables coop-
eration. In interviews, staff highlighted their efforts 
to establish an individualized approach to each 
resident, paying attention to specific needs, com-
munication styles, and personal characteristics. 
They see staff flexibility and in-depth knowledge of 
the residents as the key to a successful relationship. 

Spending the entire day with residents allows them 
to gain insight into residents’ current mood and to 
focus on what matters in the moment, rather than 
on past incidents. As one head of unit—reflecting 
a broader sentiment among interviewees—noted, 
“We engage in a lot of conversation and strive for 
cooperation. It is the only way we can function” 
(head of unit). In order to create a pleasant atmo-
sphere, staff also spend time with users through 
shared activities such as board games, walks, and 
watching television.

Staff provide care to residents within a fixed 
institutional schedule, which includes medica-
tion dispensation, meals, escorted leave from the 
unit, occupational therapy, and other structured 
activities. As described by one head of unit, ser-
vice delivery is heavily dependent on daily staff 
routines, which are primarily institution-centered 
rather than person-centered:

I must arrange in the morning to distribute 21 
residents to three employees. But if two residents 
have one-to-one attention, there’s a big difference, 
don’t you think? It would provide much better-
quality care. But in the morning, you are tied to 
certain hours, for example already in terms of 
medication … Basically, the problem is that there 
is not much time to spend with users, to be honest. 

More focused attention is typically provided only in 
acute crises or in situations of residents’ increased 
needs, when a staff member works individually 
with a resident to de-escalate and provide emotion-
al support: “Residents always come to us because 
of deteriorating health or mental health—threats 
of self-harm or even attempted suicide or whatev-
er. Above all, they need us. To take your time, but 
that’s the hardest thing” (head of unit). However, 
such responses are reactive rather than part of a 
sustained, individualized care approach. 

Limitations to person-centered care. Staff in 
secure units reported that, in addition to their 
general approaches, they primarily use two social 
work methods to assess situations and provide 
individualized care: individual planning and risk 
assessment, both required by national sub-reg-
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ulations. Individual care plans are created by 
multidisciplinary teams—including social workers, 
therapists, and care staff—and aim to reflect a 
particular user’s interests, needs, and goals. Users 
are involved in the planning process when they 
express preferences, and relatives or key staff may 
contribute based on their close knowledge of the 
individual. Risk assessments are used to identify 
individual risks and tailor the environment and 
support strategies—for example, adapting furni-
ture or checking footwear to prevent falls. Staff 
make adjustments such as lowering beds or pro-
viding helmets, cushions, or railings, and regularly 
reevaluate these measures as residents’ conditions 
change. In cases where a safety measure presents 
more risk than benefit, alternatives are sought. The 
overarching goal is to ensure safety while respect-
ing the individual’s needs and supporting a more 
autonomous and meaningful life.

A pronounced institutional paradox is evident 
within secure units. On one hand, staff operate 
within a framework of rules, regulations, and struc-
tured daily schedules that shape their routines and 
constrain available time. On the other, some staff 
members express a clear commitment to provid-
ing individualized support to residents; however, 
such personalized care is often constrained by the 
institutional context itself. This tension becomes 
particularly salient in light of residents’ expressed 
needs and desires, which predominantly concern 
life outside the unit. In interviews, residents fre-
quently articulated wishes such as being able to 
visit shops, attend events, reconnect with family or 
friends, or return home. In essence, they were artic-
ulating a desire for ordinary, everyday experiences. 
Yet secure units can offer only controlled activities 
that mimic such experiences—a regulated simula-
crum of everyday life.

Theme 4: Challenges to user choice, agency, and 
empowerment

Doing time
Residents in secure units mostly spend time in 
common areas or hallways with couches (watching 
television or playing board games); some remain in 

bed after breakfast until the next meal or smoking 
time. This pattern of “hanging around” was ob-
served across all secure units included in the study. 
Residents participate in various activities, usually 
within the secure unit itself, including occupation-
al therapy sessions where they can draw, create, and 
occasionally earn small allowances. They may also 
help with daily tasks such as folding bibs or clean-
ing floors. For those unable or unwilling to attend 
occupational therapy, there are alternatives aimed 
at encouraging independence, such as the super-
vised use of the kitchen to prepare food or coffee, as 
observed in two units. Overall, the lives of residents 
remain largely confined to the secure unit.

Institutions differ in the extent to which they 
prioritize activities outside the unit—such as vaca-
tions, excursions, public events, sports activities, 
religious gatherings, performances, or shopping 
trips—which staff consider important for socializa-
tion. However, data show that there is no uniform 
practice across institutions; access to such activities 
varies from one unit to another and depends on the 
willingness of the management and staff.

Restricted capacity for activities outside the unit. 
Since secure units operate under locked-door poli-
cies that restrict residents’ movement, the question 
of leave from the unit (e.g., short walks, day trips, or 
weekend stays with family) often arises in practice. 
Leave may be accompanied or unaccompanied. 
Some institutions allow one staff member to ac-
company all residents at a time, while others limit 
accompaniment to no more than three residents 
per staff member. One institution allowed three 
residents unaccompanied leave, reportedly follow-
ing a court suggestion. Another had a resident who 
regularly went home for several days at a time: “It is 
not just going out for a coffee, it is going home for 
several days” (head of staff).

Participation in outside activities was re-
peatedly highlighted by staff and management as 
good practice. An important part of the activities 
in institutions are daily leave or walks; however, 
they also expose the limitations of secure units in 
providing individualized support. Staff reported 
that although they try to ensure that residents go 
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outside daily, not all residents have this opportuni-
ty: “Those who do not get a turn on a given day can 
go next time” (social worker). Limited staff and the 
unit’s organization restrict residents’ opportunities 
to exit the unit: “They don’t allow it. They don’t 
even allow me visits without their escort ... So, it 
is very poorly arranged for me” (resident). In one 
institution, the lack of physical accessibility was the 
primary reason some residents did not go outside—
the secure units were on the first and second floors, 
there was no elevator, and there was no terrace 
attached to the units. We observed that residents 
with limited mobility who used wheelchairs had 
not been outside the unit for a long time.

Decision-making concerning leave varies 
across secure units. In one institution, a profes-
sional board approve leave requests; in others, the 
psychiatrist’s opinion is decisive. As one social 
worker noted, “The previous psychiatrist used to 
approve unaccompanied exits. Now the current 
psychiatrist does not choose to do that” (social 
worker). In some cases, institutions have deferred 
leave decisions to the courts, which may approve 
or reject requests based on their interpretation of 
movement restrictions. However, the Supreme 
Court has held that the courts are responsible only 
for determining whether admission to a secure unit 
complies with the conditions set out in the Mental 
Health Act, leaving decisions about (un)accompa-
nied leave to the discretion of professionals within 
the institution.21

General lack of autonomy. Similar to the issue of 
exits, other examples demonstrate that residents 
in secure units lack autonomy in decision-making 
about their own lives. Institutional control extends 
to daily activities, care provision, medication, and 
living arrangements: “You cannot choose who you 
are in a room with ... They just make sure men and 
women are not mixed” (resident). Consequently, 
residents’ freedom to make decisions is significant-
ly limited. While some residents have contact with 
mental health advocates, their efforts often fail to 
bring about meaningful change, as ultimate deci-
sions rest with the professional team in agreement 
with the psychiatrist.

However, some positive examples exist. In one 
institution, assemblies allow residents to express 
wishes and needs, fostering increased participa-
tion—for example, a resident who had previously 
avoided going out expressed a desire to spend more 
time outside. Another institution holds group dis-
cussions to gather residents’ feelings and opinions, 
including those of non-verbal residents, whose 
perspectives are gleaned through facial expressions 
and behavior: “Yes, they are present. We observe 
their facial expressions—they express discomfort 
very clearly” (registered nurse). One institution 
reported that residents participate in all decisions, 
including financial matters, with written and 
signed agreements on money for cigarettes, coffee, 
and personal needs, which residents can review 
anytime.

Discussion

As we can deduce from the findings, the concept 
of risk is central to understanding the function 
and rationale of secure units. These facilities can 
be characterized as “containers” for individuals 
deemed “risky,” a designation rooted in the Mental 
Health Act, which permits admission to secure 
units only for those assessed as posing a risk to 
themselves or others. This approach is not unique 
to Slovenia; rather, it reflects a broader trend, both 
across European Union member states and globally, 
where risk or danger constitutes a common crite-
rion for involuntary admission to mental health 
facilities.22 Our findings strongly suggest that the 
concentration of “risky” users exacerbates, rather 
than mitigates, risk.

As has been suggested, a court order that 
places a person in a secure unit makes care more 
vigilant to risks, and, ultimately, the notion of risk 
is likely to overrule the notion of care.23 This reflects 
a well-documented trend in health and social care, 
whereby care practices become “defensive” in the 
face of an intensified focus on risk.24 Consequent-
ly, the concept of risk has been heavily criticized 
as morally conservative and repressive.25 In the 
context of secure units, this critique is particularly 
relevant, as the management of “risky” residents 
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renders care more defensive and less inclined 
to embrace risk-taking, resulting in generalized 
restrictions, limited activities outside the unit, con-
strained leave, and a general lack of user autonomy.

The presence of generalized restrictions and 
other risk-management strategies within secure 
units might appear logical due to their stated 
protective role implied by their legal definition. 
However, social work theory emphasizes that risk 
is situated primarily within situations and contexts 
rather than being an inherent characteristic of an 
individual.26 Admission to a secure unit does not, 
in itself, alter or address the underlying risk-re-
lated situations that initially led to the admission; 
rather, it removes the person from those contexts 
and places them behind the closed doors of the 
unit. For example, while the data are rich about 
general restrictions within the unit, no profession-
al reported efforts to address the risks identified 
as the reason for placement as defined by a court 
order. This has important implications for social 
policy, particularly in relation to the effectiveness 
and appropriateness of secure care as a means of 
managing risk.

While the Mental Health Act defines secure 
units not only in terms of risk but also with refer-
ence to the provision of continuous protection and 
care, our findings suggest a significant divergence 
between this stated objective and the realities of 
practice. The research did not reveal deficiencies 
in staff capacity or motivation to deliver individ-
ualized support. Rather, it is the structural and 
institutional design of secure units that inherently 
limits the possibility of such care by constraining 
attention to specific needs, communication styles, 
and personal characteristics due to scheduled ac-
tivities such as medication dispensation, meals, 
and escorted group leaves. The institutional con-
text, defined by fixed daily schedules and house 
rules (which in some cases override restrictions 
posed by the legislation), offers little opportunity 
for spontaneous, authentic human interaction 
between staff and residents, which is essential for 
recovery.27 Moreover, the secure setting imposes 
significant constraints on the application of core so-

cial work methods—particularly person-centered 
planning—which were developed for, and are most 
effectively implemented within, community-based 
and non-restrictive environments.28

As our research demonstrates, residents in 
secure units are offered limited access to daily 
activities, face significant restrictions in accessing 
external services, and are generally deprived of 
opportunities for meaningful agency. These 
conditions reflect the enduring influence of an 
institutional model of “care,” which continues 
to shape practice despite longstanding critiques. 
Indeed, the experiences documented in our study 
closely mirror the dynamics described by Erving 
Goffman in his seminal analysis of total institu-
tions, suggesting that despite the passage of time, 
many of the core features he identified remain 
present in contemporary secure care settings.29 The 
institutional environment, routines, and enclosed 
spaces do not support residents in recovery but 
instead require them to adapt to the rules and re-
strictions imposed by secure units. In other words, 
our study suggests that care is not the main task 
but a secondary activity within the framework of 
protection and institutional management in secure 
units. Care adapts to security and institutional 
culture, and not the other way around. Despite the 
introduction and widespread influence of normal-
ization theory several decades ago, the aspiration 
of “gloriously ordinary lives” remains elusive for 
many individuals with disabilities, particularly 
those with high or complex support needs.30

While staff noted that limited personnel 
constrain their ability to devote sufficient time to 
individual residents, we contend that increasing 
staffing levels would only partially address the 
underlying structural problems. The challenges 
are primarily structural in nature and do not de-
pend on staffing level and unit design; rather, they 
stem from the institutional character of the units. 
In short, secure units not only breach the human 
rights of residents but fundamentally undermine 
residents’ recovery and the ability of staff to facil-
itate that recovery.
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Implications for practice and research

Our implications for practice are grounded in 
human rights as articulated in the CRPD. The 
noncompliance of secure units with the CRPD, 
together with the ineffectiveness of institutional 
“containment” strategies for individuals deemed 
“risky,” as suggested by our findings, carries signif-
icant implications for social policy in Slovenia. In 
particular, the Mental Health Act, which currently 
provides the legal basis for secure units, requires 
fundamental reform. Our research highlights 
the urgent need to establish intensive, commu-
nity-based care that avoids congregating users; 
ensures housing and support within the commu-
nity; eliminates generalized restrictions; delivers 
individualized, person-centered care (addressing 
people’s diverse needs); and promotes meaningful 
activities, community inclusion, and flexible sup-
port without imposing unnecessary limitations on 
residents’ freedom of movement. 

We believe that such a shift would ensure com-
pliance with article 19 of the CRPD. Beyond their 
indisputable noncompliance with the CRPD, se-
cure units should be abolished due to their inherent 
structural limitations in providing care and their 
prioritization of protection over individualized 
support; efforts should focus on replacing these 
units, as opposed to merely improving conditions 
within them.31 Intensive, community care, once 
established, must be fully integrated into networks 
of community-based services. An increase in users’ 
needs should not result in institutionalization. Ad-
ditionally, any service designed to provide intensive 
support should be grounded in principles other 
than “risk,” considering the substantial criticism 
of this concept and its repressive implications in 
practice.32 This approach aligns with the CRPD’s 
emphasis on autonomy and inclusion.33

In short, while human rights provide a crucial 
normative foundation, deinstitutionalization offers 
a practical framework for implementing necessary 
future reforms. Within the broader framework of 
the deinstitutionalization of RSCIs, residents in 
secure units must be prioritized for resettlement, 
and secure units themselves should be prioritized 
for closure. This is imperative, as these settings are 

associated with the most severe breaches of human 
rights enshrined in the CRPD, particularly articles 
12, 14, 15, and 19. Establishing this priority is par-
ticularly important given international evidence 
indicating that, in practice, individuals with less 
complex support needs are often prioritized in 
deinstitutionalization processes, while those in 
secure units are frequently overlooked.34 We recog-
nize that this entails a fundamental shift in society’s 
approach to long-term mental health crises—one 
that extends well beyond incremental reform.35

Our implications for future research arise 
from the observation that secure units have received 
limited scholarly attention. First and foremost, 
sustained research on secure units and their alter-
natives is urgently needed at the national level to 
build a robust evidence base for reform. To support 
this process, it is essential that decision-makers, 
service users, practitioners, and researchers collab-
oratively develop a core set of indicators to guide 
and evaluate reform. This dataset should include 
high-quality data on the use of seclusion and me-
chanical restraint, as these are the most invasive and 
restrictive practices currently in use. Crucially, the 
minimal dataset must incorporate both quantita-
tive and qualitative data to ensure a comprehensive 
understanding of the practices, their impacts, and 
potential alternatives.

Strengths and limitations

While the sample included all RSCIs with secure 
units and key staff members within them, making 
the data representative of secure units in RSCIs, the 
study does have some limitations. First, the study 
design did not adequately capture the perspectives 
of residents themselves. Consequently, it may be 
critiqued as yet another study conducted about 
people with disabilities rather than with them, 
lacking a collaborative or participatory research 
approach.36 Second, a more ethnographic meth-
odology involving long-term researcher presence 
might have yielded richer, more nuanced, and con-
textually grounded data, thereby reducing reliance 
on staff-reported accounts.37 Third, there is a need 
for concrete strategies to facilitate meaningful in-
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ternational comparison. This remains challenging 
due to the structural organization of mental health 
care provision in Slovenia, particularly the division 
between acute care provided in psychiatric hospi-
tals and long-term care in RSCIs.

Conclusion

Although secure units are formally defined as pro-
tective environments for individuals whose support 
needs cannot be met elsewhere, our findings indi-
cate that they primarily function as institutional 
containers for individuals labelled as “risky” or 
“challenging.” Rather than providing meaningful 
support, these units serve to isolate service users 
from the community and congregate them for the 
purposes of control and management.

Our data indicate that care adapts to security 
and institutional culture, which enforces a form of 
control that goes beyond what the law anticipates, 
significantly restricting the individual and violat-
ing their human rights. Secure units, therefore, are 
not only rights-violating but also ineffective due 
to their structural limitations, which prioritize 
protection and containment over individualized, 
person-centered support. These observations are 
informed by a human rights perspective grounded 
in the CRPD, as well as by empirical evidence and 
the structural constraints of institutional care, 
which is disabling for both residents and staff.

We argue that secure units, like other insti-
tutional forms of care, should be abolished and 
replaced with community-based services. The 
deinstitutionalization of residential social care in-
stitutions must start with residents in secure units 
because they endure the most severe rights viola-
tions and are often neglected in reform efforts that 
favor individuals with less complex support needs.
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Examining Staff Attitudes Toward Human Rights in 
Lithuanian Mental Health Care Facilities
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Abstract

This study explores the attitudes of mental health care professionals in Lithuania toward human rights 

principles, provisions, and standards as defined by the United Nations Convention on the Rights of 

Persons with Disabilities (CRPD) and their application in mental health care. Employing a mixed-

methods convergent design, the study integrates survey data (n = 390) with qualitative findings from 

six focus groups with professionals and service users (n = 36). The results reveal notable differences 

across professional roles, institutional settings, and experience levels. Medical psychologists consistently 
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Introduction

Across the world, people with mental health condi-
tions or psychosocial disabilities often face stigma, 
discrimination, and limitations on their political, 
civil, social, and economic rights.1 Fostering their 
human rights is essential to advancing overall 
well-being. Mental health care professionals have 
a key role in this process: They are responsible 
for ensuring that human rights principles guide 
mental health care interventions.2 In light of recent 
global crises affecting health, economic stability, 
and social justice, it is more important than ever to 
recognize and prioritize the rights of persons who 
use mental health care services.3

The United Nations Convention on the 
Rights of Persons with Disabilities (CRPD) has 
significantly reshaped the global understanding, 
implementation, and protection of the rights of 
people with psychosocial disabilities.4 Its core aim 
is to ensure that all individuals with mental health 
conditions and disabilities fully and equally enjoy 
their human rights and fundamental freedoms, 
while also promoting respect for their inherent 
dignity.5

Although human rights in mental health 
care have only recently begun to receive broad-
er recognition, their importance is increasingly 

acknowledged across the world.6 While human 
dignity is a foundational principle, research indi-
cates that it is not always safeguarded or promoted 
within mental health systems and services.7 The 
World Psychiatric Association has highlighted the 
protection of human rights in mental health care as 
one of its primary concerns.8

In the past decade, growing recognition of 
the rights of persons with mental health condi-
tions and psychosocial disabilities has brought 
traditional psychiatric practices under scrutiny.9 
A key point of contention within the human rights 
community is whether coercive interventions, such 
as involuntary hospitalization and treatment, can 
ever be considered compatible with human rights 
standards.10 Some mental health care professionals 
and advocates argue that such practices may be 
justified if they are necessary, proportionate, and 
implemented with strong legal safeguards.11 Others 
maintain that coercion is inherently a violation 
of human rights and can never be justified.12 This 
ongoing debate has led to a significant standstill 
in the human rights discourse, often referred to as 
the “Geneva impasse.”13 A relatively new direction 
in academic research on the promotion of human 
rights in mental health care may offer a way to 
resolve this impasse, which has dominated discus-
sions in the field in recent years.14

demonstrated more human rights-supportive attitudes, while nurse assistants and professionals in large 

inpatient facilities were more likely to endorse coercive practices and question the full implementation 

of rights in practice. Additionally, mid-career professionals and those working in smaller facilities 

expressed greater openness to reform and the practical utility of the CRPD. Qualitative findings further 

highlighted systemic barriers such as stigma, biomedical dominance, and resource constraints. These 

findings underscore the importance of targeted training, institutional reform, and sustained political 

will to align Lithuania’s mental health care services with international human rights standards. Further 

longitudinal research is warranted to examine how attitudes toward human rights in mental health care 

evolve, especially in response to policy changes, reforms, and targeted training initiatives.
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In the case of Lithuania, the government rat-
ified the CRPD and its Optional Protocol in 2010, 
prompting significant legal and systemic reforms, 
including updates to quality standards for services 
within the health care system. A clear political 
commitment to improving mental health care and 
protecting human rights is reflected in the 19th 
Government Program of 2024. These priorities are 
further embedded in national development strate-
gies, which outline specific targets to be achieved 
by 2030. Key goals include strengthening mental 
health literacy, combating stigma, improving 
primary-level mental health care, expanding and 
diversifying specialized outpatient services, and 
streamlining inpatient care. According to the Min-
istry of Health, these objectives are central to the 
ongoing reform of Lithuania’s health care sector.

Since 2021, Lithuania has been conducting 
human rights monitoring in mental health care 
facilities using the QualityRights methodology of 
the World Health Organization (WHO), which 
aims to support countries in reforming their health 
care systems to be more person-centered, recov-
ery-oriented, and respectful of human rights.15 The 
initiative aims to drive lasting change in attitudes 
and practices, empowering stakeholders to pro-
mote dignity, rights, and recovery for individuals 
with mental health conditions and disabilities.16 In 
2023, Lithuania’s Ministries of Health and Social 
Security and Labor adopted official guidelines for 
assessing, monitoring, and providing methodolog-
ical support to ensure that mental health and social 
care services meet human rights standards, demon-
strating a firm national commitment to improving 
both the quality of services and the protection of 
human rights.

Although some progress has been made 
globally, stigmatizing attitudes and human rights 
violations continue to occur within mental health 
care facilities.17 Across many countries, mental 
health care professionals face significant barriers 
to implementing practices grounded in human 
rights, often working within systems shaped by 
paternalistic values. For example, in Spain, mental 
health care professionals cite a lack of financial and 
human resources, limited social support, and the 

persistence of paternalistic and biomedical models 
as key obstacles to upholding service users’ human 
rights; they also identify stronger professional 
training as a potential pathway to address these is-
sues.18 Across South American countries, progress 
has been made in reducing coercive practices, but 
further improvements in service quality are still 
needed.19 Recognizing the role of human rights in 
supporting the well-being of both service users and 
professionals is essential for advancing these stan-
dards. In India, implementing new mental health 
legislation faces major hurdles due to underfunded 
services, insufficient social support, and a shortage 
of trained personnel; sustained political will is 
critical to improving care quality and protecting 
human rights.20

On a global scale, achieving human rights-
based mental health care requires much broader 
and ongoing commitment from health care pro-
viders, families, social stakeholders, policy makers, 
and the wider public.21 Emerging evidence suggests 
that professionals’ attitudes play a critical role 
in shaping everyday practices, including the use 
of coercion, respect for autonomy, and support 
for decision-making. Studies have shown that 
stigmatizing or paternalistic attitudes among 
mental health professionals are associated with 
the persistence of rights-restrictive practices, 
whereas more rights-oriented attitudes are linked 
to improved quality of care and recovery-oriented 
approaches.22 Studies have shown that personal 
attitudes and socially constructed norms strongly 
influence whether professionals intend to apply 
human rights principles and standards in their 
work.23 As a result, mental health care practitioners 
frequently encounter challenges when striving to 
uphold human rights in their day-to-day practice.24

In Lithuania, too, despite recent progress 
and initiatives, deeply entrenched stigmatizing 
attitudes continue to pose a major barrier to the 
effective realization of the rights of people with 
mental health conditions and psychosocial disabil-
ities. This issue is particularly evident in national 
assessments of the mental health care system.25 A 
study commissioned by the Mental Health Centre 
at the Lithuanian Institute of Hygiene found that 
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discriminatory and human rights-averse views 
are still widespread among the general public and 
mental health care professionals.26

Until the present study, no research in Lith-
uania had specifically examined mental health 
care professionals’ attitudes toward human rights 
principles or their implementation in practice. 
Our study addresses that gap by evaluating these 
professionals’ views on human rights in everyday 
service delivery. Lithuania’s mental health system 
is undergoing a transition from institutional to 
community-based care, reflecting broader dynam-
ics seen in Central and Eastern Europe. That said, 
rather than aiming for direct generalizability, the 
study contributes to the limited empirical evidence 
on how professionals’ attitudes are shaped by train-
ing, institutional culture, and reform processes, 
while offering context-sensitive insights to inform 
comparative research on the barriers and enabling 
conditions affecting human rights implementation.

The specific objectives of this paper are as 
follows: 

•	 to evaluate how mental health care professionals 
perceive the principles, provisions, and stan-
dards for ensuring human rights as defined by 
the CRPD, and how these are applied within 
mental health care services;

•	 to assess professionals’ attitudes toward potential 
reforms in mental health care services, wheth-
er organizational, managerial, or clinical, that 
would bring practices into greater alignment 
with the CRPD principles, provisions, and stan-
dards; and

•	 to explore the associations between, on the one 
hand, professionals’ attitudes toward human 
rights and service reforms and, on the other, 
their sociodemographic characteristics, as well 
as the organizational features of the facilities in 
which they work.

Methods

Study design
We utilized a convergent mixed-methods design.27 

The quantitative component involved a survey ad-
ministered online, by telephone, and in person by 
the market research company RAIT.28 It provided 
statistical insights into the prevalence and patterns 
of human rights implementation and professionals’ 
attitudes. The qualitative component was explor-
atory and grounded in an experiential framework.29 
It included six focus group discussions with men-
tal health care professionals and service users, as 
well as open-ended questions within the survey.30 
Including qualitative methods enabled a deeper 
investigation of participants’ attitudes and the un-
derlying reasons behind the quantitative findings.31 
They also captured subtle systemic and sociocul-
tural dynamics, as well as other human factors, that 
numbers alone may not reveal.32

This paper is part of a broader study titled 
“Protection of Human Rights in Mental Healthcare 
Facilities,” for which the research team developed a 
methodology based on the human rights standards 
outlined in the CRPD, along with relevant tools 
from the WHO QualityRights initiative.33

Survey 
Drawing on the CRPD and the methodological tools 
developed under the WHO QualityRights initiative, 
we developed a survey questionnaire consisting of 
30 closed-ended questions and two open-ended 
questions. Ten questions were dedicated to collect-
ing sociodemographic and workplace-related data; 
another 10 questions were formulated to evaluate 
participants’ knowledge of relevant human rights 
principles, provisions, and standards, as well as 
their relevance to mental health care; and a further 
10 questions were used to evaluate participants’ at-
titudes toward human rights and reforms in mental 
health care services. (Supplementary materials are 
available from the authors, including Supplementa-
ry Table 1 on the collected sociodemographic and 
workplace-related data, and Supplementary Tables 
2, 3, and 4 on the specific questions and attitudinal 
statements presented in the survey.) 

Additionally, the two open-ended questions in 
the survey asked participants, “What do you know 
about the CRPD, and what are its key principles, 
provisions, and standards relevant to providing 
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mental health care services?” and “What should be 
changed or improved first and without delay in the 
provision of mental health care services in Lithua-
nia to implement human rights?”

For the specific analysis presented in this pa-
per, we drew on the responses to 20 closed-ended 
questions, including 10 sociodemographic ques-
tions, and one open-ended question. These were 
the questions focused specifically on participants’ 
“attitudes” rather than their “knowledge.” 

We collected the data using three survey 
formats: 

•	 Online survey: Participants completed the 
questionnaire independently online. The survey 
was distributed through email invitations sent 
to health care institutions and representatives 
of target groups; links shared in professional 
social media groups; phone calls to health care 
institutions inviting participation; and snowball 
sampling. 

•	 Telephone survey: Participants were contacted 
directly and invited to answer the questionnaire 
over the phone. Trained interviewers read the 
survey questions aloud and recorded partici-
pants’ responses in real time. This format helped 
reach professionals who may not have had access 
to or who preferred not to use the online format.

•	 Self-administered paper-based survey: Par-
ticipants completed printed questionnaires 
independently. Paper surveys were delivered to 
staff representatives of several hospitals, who 
then distributed them to members of the target 
group.

Focus groups
The fifth and sixth authors conducted six focus 
group discussions (FGDs), each involving an 
average of six participants, for a total of 36 partic-
ipants. We used FGDs as a qualitative method to 
explore participants’ experiences, perceptions, and 
opinions in greater depth, allowing for a detailed 
examination of key themes and the underlying fac-
tors shaping them. 

Five FGDs were conducted online with mental 

health care service providers via Microsoft Teams 
platform. One FGD with service users was held in 
person in Vilnius. Although the primary focus of 
the study was on professionals’ attitudes, the in-
clusion of service users helped contextualize those 
attitudes by relating them to lived experiences 
of care and to the everyday realization of human 
rights within mental health services.

We used purposive sampling to select FGD 
participants, which helped ensure a diverse rep-
resentation of service providers across different 
institutions, professions, levels of care (inpatient 
and outpatient), and geographic regions. Profes-
sionals from Vilnius, Kaunas, Klaipėda, Alytus, 
Šiauliai, and Panevėžys took part. We recruited 
participants through email and telephone. The 
service user group included individuals with at 
least five years of experience using mental health 
services and who reported no recent deterioration 
in their mental health at the time of the study. 
(Participants’ sociodemographic information is 
summarized in Supplementary Table 5, available 
from the authors). 

The FGDs lasted approximately 90 minutes 
each and took place between October and Novem-
ber 2024. They were guided by a semi-structured 
protocol that included a set of guiding questions 
but allowed facilitators flexibility when participants 
introduced personally meaningful topics. In such 
cases, the conversation was allowed to flow natu-
rally before being gently steered back to the core 
discussion points. Throughout the sessions, the 
research team made conscious efforts to foster a 
psychologically safe and supportive environment. 
The facilitators acted as active listeners, using 
questions primarily to encourage reflection, clarify 
responses, and guide the dialogue, while prioritiz-
ing participants’ voices and experiences. 

All discussions were audio-recorded, tran-
scribed verbatim, and analyzed using reflexive 
thematic analysis. 

Quantitative data analysis
We analyzed the survey data to examine relation-
ships between participants’ attitudes toward mental 
health care practices and human rights, particular-
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ly in the context of Lithuania’s implementation of 
the CRPD. We assessed responses by gender, age, 
professional experience, workplace location, and 
institution type and size. Descriptive statistics in-
cluded absolute (n) and relative (%) frequencies for 
categorical variables. We tested bivariate associa-
tions using the chi-square or Fisher’s exact tests, as 
appropriate. Our main method was binary logistic 
regression, in which 10 attitudinal statements served 
as dependent variables and were dichotomized into 
agreement versus non-agreement. We included 
sociodemographic and workplace characteristics 
as independent variables and estimated odds ratios 
(Exp(b)). We applied a significance level of α = 0.05 
and conducted analyses using SPSS.

Qualitative data analysis
We conducted a reflexive thematic analysis of the 
qualitative survey data and focus groups using the 
MAXQDA software. The first author repeatedly re-
viewed the open-ended responses and transcripts, 
coded text segments, and organized them into 
themes using an inductive approach. We then 
formulated and reviewed the themes as a team, 
discussing and refining them in light of emerging 
patterns both within and across thematic categories.

Data integration strategy
In this mixed-methods study, we employed a 
convergent data integration strategy to ensure 
a comprehensive understanding of the research 
topic. We collected and analyzed quantitative and 
qualitative data separately but concurrently and 
brought together the findings during the interpre-
tation phase. This allowed us to compare, contrast, 
and complement statistical patterns with narrative 
insights, enriching the overall analysis. Integra-
tion took place at the level of interpretation and 
discussion, where themes emerging from FGDs 
and open-ended survey responses were used to 
contextualize and explain trends observed in the 
quantitative data. 

This strategy facilitated a more nuanced 
exploration of human rights implementation in 
mental health care facilities, ensuring that both 
measurable outcomes and the lived experiences of 

participants informed our conclusions.

Research team and reflexivity
The authors of this study contribute a diverse range 
of personal and professional expertise spanning 
the fields of human rights, mental health, disabil-
ity, public health, health care service evaluation, 
academic scholarship, and civic activism. Several 
of us have been directly involved in advancing the 
rights of persons with mental health conditions and 
psychosocial disabilities in Lithuania, including 
through work on deinstitutionalization, monitor-
ing human rights conditions in mental health and 
social care institutions, and advocacy related to 
the implementation of the CRPD. This multidisci-
plinary background is a key asset, consistent with 
the principles and values of qualitative research, 
which acknowledge and harness researchers’ sub-
jectivity as an integral part of the research process. 
Rather than aiming for neutrality, we acknowledge 
that our perspectives shape how data are collected, 
interpreted, and understood.34

The study is therefore informed by a shared 
commitment to a human rights-based and re-
covery-oriented approach to mental health care, 
taking a critical stance toward practices that re-
strict autonomy, such as involuntary treatment, 
institutionalization, and limits on legal capacity. 
These normative commitments shaped how we 
interpreted concepts such as risk, care, and pro-
tection and may have influenced the analysis, 
particularly when examining practices normalized 
within psychiatric systems. At the same time, our 
experience within and alongside mental health 
services fostered awareness of the structural, legal, 
and ethical constraints faced by professionals. This 
dual positioning—both critical of and engaged 
with these systems—enabled the examination of 
tensions between human rights standards and ev-
eryday clinical practice without reducing them to 
individual attitudes alone.

We actively practiced reflexivity throughout 
the research process. We engaged in ongoing dis-
cussions to examine how our values, assumptions, 
and professional positions shaped data collection, 
coding, and interpretation. Particular attention 
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was given to moments where participants’ per-
spectives diverged from our own, ensuring that 
these views were presented accurately even when 
they did not fully align with a human rights-based 
analytical framework. This approach balanced a 
critical human rights lens with methodological 
rigor, transparency, and respect for the field’s 
complexity.

Research ethics
All research participants provided their informed 
consent to participate. All personal information 
and any data shared by participants in the survey 
or during the focus groups were treated as strictly 
confidential and were accessible only to members 
of the research team involved in data collection and 
analysis. 

To protect participants’ privacy, we do not 
use the real names of individuals, locations, or 
institutions in this paper or any other publications 
arising from the study. When describing partici-
pants, we provide only general sociodemographic 
information.

Ethical approval for the study was obtained 
from the Ethics Committee for Research Compli-
ance of the Institute of Sociology and Social Work 
and the Institute of Educational Sciences, Faculty 
of Philosophy, Vilnius University (Protocol No. 
(1.13E)250000-KT-162, September 25, 2024).

Results

Quantitative results
A total of 390 mental health care professionals 
participated in the survey, including psychiatrists, 
medical psychologists, social workers, nurses and 
nurse assistants working in the mental health 
care sector. Of these, 89 participants completed 
paper-based questionnaires, 84 participated via 
telephone interviews, and 217 filled out the online 
survey.

Figure 1 shows the general distribution of 
attitudinal statements and their evaluation by pro-
fessional group.

Statistically significant results reveal that 
medical psychologists show the lowest agreement 

with stigmatizing or coercive practices, such as 
the belief that people with psychosocial disabilities 
are dangerous (Exp(b) = 0.116, p < 0.0001) or that 
involuntary treatment and restraints are necessary 
(Exp(b) = 0.107, p < 0.0001). Psychiatrists and social 
workers also demonstrate lower agreement with 
stigmatizing views in some cases. In contrast, nurs-
es (Exp(b) = 2.225, p = 0.019) and nurse assistants 
(Exp(b) = 4.719, p = 0.005) are more likely to agree 
with statements endorsing coercive measures, such 
as the use of physical or mechanical restraints.

Professionals working in public psychiatric 
inpatient settings are more likely to support coer-
cive measures and hold stigmatizing views (Exp(b) 
= 2.877, p = 0.001). In contrast, those based in 
public mental health centers tend to disagree with 
such statements (Exp(b) = 0.353, p = 0.001). Staff 
in institutions with more than 200 beds are more 
likely to perceive persons with mental health con-
ditions as dangerous (Exp(b) = 6.274, p < 0.001) and 
see physical or mechanical restraints as necessary 
(Exp(b) = 3.221, p < 0.001). Further, professionals 
in institutions with more than 200 beds (Exp(b) = 
2.524, p = 0.016) and those in institutions with more 
than 200 employees (Exp(b) = 2.929, p = 0.012) are 
more likely to support restrictions on people’s legal 
capacity.

Those with 6–10 years of professional experi-
ence are significantly less likely to agree with the 
need for involuntary hospitalization (Exp(b) = 
0.224, p = 0.001). Professionals aged 26–35 are less 
likely to believe that the ratification of the CRPD 
has no practical significance (Exp(b) = 0.318, p = 
0.036). Professionals from larger facilities are more 
likely to agree with statements suggesting a limited 
impact of the CRPD (Exp(b) = 2.524, p = 0.016) and 
the need for coercive measures (Exp(b) = 3.221, p < 
0.001).

Moreover, results show that medical psychol-
ogists consistently express more rights-oriented 
views. They are significantly less likely to agree 
with statements suggesting that patient choices are 
not essential for quality care (Exp(b) = 0.195, p = 
0.003), that human rights are already well protected 
in Lithuania (Exp(b) = 0.427, p = 0.008), or that full 
human rights protection in practice is impossible 
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(Exp(b) = 0.438, p = 0.007). On the contrary, nurse 
assistants show higher agreement with more skepti-
cal or system-supportive statements across multiple 
areas, including the perceived impossibility of fully 
ensuring human rights (Exp(b) = 3.158, p < 0.000) 
and believing that it is not necessary to take into ac-
count each patient’s wishes and choices in order to 
provide quality mental health care services (Exp(b) 
= 4.689, p < 0.000).

Qualitative results
Some survey participants (n = 228) provided their 
opinions on what should be changed or improved 

in the provision of mental health care services in 
Lithuania to implement human rights. Our analy-
sis of their answers in conjunction with the results 
of the six focus groups revealed five main themes: 

•	 From control to respect: shifting professional 
mindsets

•	 From knowledge gaps to empowered practice

•	 Broadening the spectrum of services

•	 Caring for the caregivers: addressing staff needs 
and rights 

Figure 1. Distribution of participants who responded “agree” or “more agree than disagree” to specific attitudinal state-
ments, by profession (n = 390)
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•	 Systemic misalignment between policy ideals 
and everyday realities

Themes. 
•	 From control to respect: shifting professional 

mindsets

The first theme captures a critically needed trans-
formation identified by both professionals and 
service users in the study. Rather than merely 
describing attitudes, this theme reveals how these 
attitudes are actively constructed and negotiated 
within institutional cultures. Many professionals 
acknowledged the need to move away from pater-
nalistic attitudes and toward a human rights-based 
approach in mental health care. This includes re-
thinking the culture of care, reducing stigma, and 
promoting respect in everyday interactions with 
patients and colleagues alike. Participants high-
lighted the limited autonomy often experienced 
by service users, calling for greater involvement in 
care planning, supported decision-making, and the 
recognition of their preferences. These accounts il-
lustrate a tension between normative commitments 
to human rights and the persistence of routinized 
practices that limit autonomy. 

Service users, in turn, pointed to persistent 
gaps in the system, such as professionals’ lack of 
competence in communicating legal rights. The 
quality of care, as perceived by service users, varies 
significantly between facilities, with some settings 
demonstrating exemplary communication and 
shared decision-making. This variability under-
scores the uneven translation of human rights 
principles into practice across different institution-
al contexts. 

Many service users also underscored the 
importance of generational change in the med-
ical workforce, expressing hope that younger 
professionals would bring more progressive 
attitudes. Practices such as physical restraint in 
hospitals were described with fear and disapproval, 
further reinforcing the demand for humane, em-
powering, and rights-based approaches.

•	 From knowledge gaps to empowered practice

The second theme highlights a persistent discon-
nect between human rights principles and their 
practical application in mental health care, rooted 
in the fragmented education of professionals. This 
theme extends beyond identifying knowledge 
gaps by demonstrating how limited or informal 
knowledge translates into inconsistent and some-
times contradictory practices. While professionals 
across disciplines acknowledged the importance of 
human rights, many lacked a clear understanding 
of the CRPD, with most learning about it only 
through informal channels, occasional training, or 
workplace audits. 

Psychiatrists, psychologists, and nursing staff 
frequently operate without explicit reference to the 
CRPD, often relying on ethical intuition rather than 
structured knowledge. This reliance on individual 
judgment contributes to variability in practice and 
reflects the absence of a shared, system-wide hu-
man rights framework. As a result, rights such as 
informed consent, privacy, freedom from coercion, 
and access to appropriate care are not consistently 
upheld. 

Professionals strongly emphasized the 
need for targeted, ongoing education for all staff, 
especially for older professionals and nursing 
personnel, as well as the need to embed the CRPD 
into institutional policies, job regulations, and ac-
ademic curricula. Despite these challenges, some 
professionals (particularly social workers and 
nurses) demonstrated proactive engagement by 
independently organizing training and promoting 
awareness. These examples highlight the presence 
of agency and bottom-up efforts for change, even 
within structurally constrained environments. 

•	 Broadening the spectrum of services

The third theme reflects a strong call from both 
professionals and service users for more diverse, 
accessible, and person-centered mental health 
care services. It illuminates how current service 
limitations directly shape experiences of exclusion, 
dependency, and restricted choice. Profession-
als emphasized the need to expand day hospital 
options, outpatient services, and continuous ser-
vices (particularly in underserved regions) and 
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to strengthen interdisciplinary, team-based care 
models. 

There was a shared emphasis on increasing the 
availability of nonmedical interventions, such as 
psychotherapy and social support, especially for in-
dividuals for whom medication is not appropriate. 

Service users expressed a desire for more ho-
listic and recovery-oriented services, highlighting 
the value of emotional support, non-pharmacolog-
ical treatments, and therapeutic options that foster 
inclusion, autonomy, and dignity. 

These perspectives demonstrate that the re-
alization of human rights is closely linked to the 
availability and diversity of services rather than 
solely to individual professional attitudes. Partic-
ipants also emphasized the value of drawing on 
international promising practices, such as mobile 
crisis teams that provide home-based support to 
the entire family, thereby reducing the need for 
hospitalization and preserving the individual’s 
social environment. 

•	 Caring for the caregivers: Addressing staff needs 
and rights

This theme highlights the significant challeng-
es faced by mental health care professionals in 
safeguarding both patient rights and their own 
well-being. The findings demonstrate that pro-
fessionals’ attitudes and practices cannot be 
understood in isolation from the conditions under 
which they work. 

Participants across professions reported 
overwhelming workloads, low pay, high burnout 
risk, unclear professional boundaries, and a lack of 
systemic support. Psychiatrists described the mor-
al and professional dilemmas arising from being 
tasked with both therapeutic and legal responsi-
bilities, such as participating in court proceedings 
related to forced treatment or legal capacity, under-
mining their trust-based relationship with patients. 

Psychologists and social workers saw them-
selves as advocates and intermediaries for service 
users, often compensating for systemic gaps in 
rights protection, yet felt limited in their power 
to influence decisions or systemic reforms. Social 
workers emphasized their role in promoting human 

rights and social inclusion but noted increasing 
marginalization within interdisciplinary teams. 
Nurses, who spend the most time with patients, 
offer vital emotional and practical support, yet 
their role is often undervalued in discussions about 
rights-based care. 

•	 Systemic misalignment between policy ideals 
and everyday realities

Participants identified a broad spectrum of sys-
temic gaps that hinder the effective realization of 
human rights principles within mental health care 
services. This theme synthesizes how structural 
factors mediate the relationship between formal 
commitments to human rights and their practical 
implementation. 

Despite policy advances and formal frame-
works inspired by the CRPD, everyday practice 
remains fragmented and inconsistent across insti-
tutions and professionals. Key systemic challenges 
include chronic shortages of human and financial 
resources, lengthy waiting times, uneven region-
al service accessibility, insufficient intersectoral 
collaboration, data management issues, and confi-
dentiality concerns. 

While some psychiatrists noted regulatory 
changes and human rights audits as steps forward, 
many felt that these did not translate into palpable 
improvements in patient care. Psychologists and 
social workers similarly acknowledged growing 
awareness and training on mental health and hu-
man rights, while noting that practical application 
on the frontline often falls short, with lingering 
stigma and discriminatory attitudes affecting 
treatment decisions. Nurses observed positive 
shifts in privacy, communication, and patient-cen-
tered approaches, although these were seen as 
unevenly implemented. Participants also pointed 
to structural barriers, such as a lack of physical 
and informational accessibility and the complex 
dilemmas around legal capacity, where rights such 
as voting are retained symbolically while broader 
autonomy is restricted. 

Taken together, these findings demonstrate 
that gaps in human rights implementation are not 
solely due to individual attitudes but are deeply 
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Theme Selected quotes from the survey (n = 228) Selected quotes from focus groups (n = 36)

1) From control 
to respect: shifting 
professional mindsets

“There is a severe lack of respect toward patients. Many 
pointless restrictions that limit people’s choices.” (nursing 
assistant, psychiatric inpatient facility in the public 
sector) 
“The entire culture needs to change: one where mobbing, 
indifference, and abuse of power are the norm and part of 
everyday life. Staff cannot treat patients better than they 
treat themselves or each other.” (psychiatrist, psychiatric 
inpatient facility in the public sector)

“The first thing is the attitude toward the person: Do I see 
a person, or do I see the disability first?” (social worker, 
FG 5) 
“Those old doctors from Soviet times have already 
stepped back from the hospital—young people have taken 
over, with new attitudes, new methods, and everything’s 
become easier.” (service user, FG 1)

2) From knowledge gaps 
to empowered practice

“It is necessary to improve the qualifications of medical 
staff, provide education in the field of human rights, and 
raise the minimum requirements for employees working 
with patients.” (psychiatrist, psychiatric inpatient facility 
in the public sector) 
“There is a need to organize more communication skills 
training for staff.” (medical psychologist, psychiatric 
inpatient facility in the public sector)

“In all the places I’ve worked, I don’t think I’ve ever 
come across a situation where we really had in-depth 
discussions about ethics or human rights issues.” (medical 
psychologist, FG 4) 
“I would say that … all that information … remains at—
and I’ll put it quite bluntly—the level of higher-qualified 
professionals. But as we move down the hierarchy, we 
often encounter particular communication issues, for 
example, some basic, rather coarse remarks that could 
definitely be avoided.” (medical psychologist, FG 1)

3) Broadening the 
spectrum of services

“I see the importance of offering as many different 
interventions as possible, because not everyone 
needs/benefits from/is suited to medication and/or 
psychological counseling. I believe there should be more 
group-based, artistic, physical, social, and occupational 
services. So that people have somewhere to go/something 
to do after being discharged from the hospital following a 
severe relapse.” (medical psychologist, community mental 
health center in the private sector) 
“There is a need to strengthen outpatient health and 
social support through real action. Especially for patients 
who are alone or rejected by their families: after inpatient 
treatment, they are left ‘hanging’ between a poor and 
a tolerable mental state.” (nurse, psychiatric inpatient 
facility in the public sector) 

“It was written into the government’s program that there 
would be mobile teams that would come to people’s 
homes. So, the knowledge is there, it’s in the program, 
but who’s going to implement it … In this case, I would 
really hope that one day this would be at least partially 
implemented in Lithuania.” (service user, FG 7)

4) Caring for the 
caregivers: addressing 
staff needs and rights

“Pay more attention to the experiences, needs, and 
expectations of professionals working in mental health 
centers. The workloads are heavy.” (social worker, 
community mental health center in the public sector) 
“Improve working conditions, workload, and salaries 
for staff. Burnt-out and exhausted professionals provide 
lower-quality services.” (psychiatrist, psychiatric inpatient 
facility in the public sector)

“And all these roles [as a psychiatrist], at certain points of 
contact, contradict one another. And then the interaction 
with the patient, the patient’s willingness to accept help, 
to recover, is automatically severely affected … because, 
well, you can’t be both good and bad at the same time.” 
(psychiatrist, FG 4)

5) Systemic 
misalignment between 
policy ideals and 
everyday realities

“There is a shortage of professionals, which is due to 
low salaries.” (medical psychologist, community mental 
health center in the public sector) 
“[There is a need for] more professionals who would 
agree to go and work in the regions.” (social worker, day 
hospital in the public sector) 
“[There is a need for] interagency cooperation among all 
professionals.” (medical psychologist, community mental 
health center in the public sector)

“[The facility] has received all kinds of complaints about 
physical inaccessibility in general … and for about 10 
years there has been no response … It’s politely said 
[to the patients] that if it doesn’t suit you, you can go 
somewhere else.” (medical psychologist, FG 4) 
“Professionals are overworked and sometimes don’t do 
certain things or deliberately avoid making diagnoses 
because it would mean more paperwork, more workload.” 
(medical psychologist, FG 1) 
“… if a psychiatrist asks me what’s written in the law, then 
clearly something’s not right with the system.” (service 
user, FG 7)

Table 1. Selected quotes from the survey (n = 228) and focus groups (n = 36)
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embedded in systemic, organizational, and poli-
cy-level misalignments. Table 1 presents selected 
quotes illustrating each of the five themes.

Discussion

This mixed-methods study aimed to explore and 
assess the attitudes of mental health care profes-
sionals in Lithuania toward human rights defined 
in the CRPD and their application in mental health 
care settings. This is the first empirical study in the 
country to examine how professional, institution-
al, and sociodemographic factors influence these 
attitudes. Importantly, the integration of quali-
tative and quantitative findings allows for a more 
comprehensive understanding of not only what at-
titudes are held but also how they are constructed, 
negotiated, affected, and enacted within everyday 
practice contexts.

The study shows that profession is one of the 
strongest predictors of mental health care profes-
sionals’ attitudes toward patients’ human rights. 
Medical psychologists show the lowest agreement 
with stigmatizing or coercive practices, such as 
beliefs that people with psychosocial disabilities 
are dangerous or that involuntary treatment and 
restraints are necessary. Psychiatrists and social 
workers also demonstrate lower agreement with 
stigmatizing views in some cases. In contrast, nurs-
es and nurse assistants are more likely to endorse 
coercive measures, including the need for physical 
or mechanical restraints.

These results are consistent with other studies, 
where mental health care professionals with psy-
chological or social work training have often shown 
more rights-aligned attitudes, likely reflecting their 
training in person-centered and recovery-ori-
ented approaches.35 Conversely, nurses are more 
likely than other professionals to support coercive 
practices, possibly due to their frontline roles in 
enforcing such measures and feelings of unsafety.36 
In line with global trends, this underscores the 
need for targeted, specialized rights-based train-
ing, including de-escalation techniques, across 
professions in both academic curricula and con-
tinuous professional development.37 The qualitative 

findings support this division: Professionals and 
service users emphasize ending paternalistic prac-
tices, fostering supported decision-making, and 
recognizing physical restraints as harmful, while 
pointing to an urgent need for humane, rights-
based approaches. Beyond reinforcing quantitative 
patterns, these insights show how professional 
roles are embedded in everyday moral reasoning, 
highlighting tensions between care, control, and 
responsibility that sustain coercive practices and 
demonstrating that attitudes are actively negotiated 
within institutional and relational contexts.

Generational differences are also evident, with 
younger professionals less likely to believe that rat-
ification of the CRPD has no practical significance, 
indicating greater sensitivity to international 
human rights commitments. This is contrary to 
some former studies, where older staff expressed 
lower support for coercive practices.38 In the pres-
ent study, service users expressed optimism about 
generational change in the workforce, linking it to 
more progressive attitudes and greater awareness 
of service users’ rights. Some findings may suggest 
that educational curricula are evolving to better 
incorporate human rights discourse, although this 
may also reflect broader societal changes in dis-
ability and inclusion. The qualitative data further 
deepen this insight, illustrating how generational 
shifts are experienced in practice through differ-
ences in communication styles, openness to shared 
decision-making, and willingness to question es-
tablished hierarchies. This suggests that potential 
changes in attitudes are intertwined with broader 
cultural and systemic transformations rather than 
solely individual-level factors.39

The impact of years of professional experience 
revealed a nuanced pattern. Professionals with 
16–20 years of experience demonstrated greater 
support for involuntary treatment and physical re-
straint, whereas those with 6–10 years of experience 
were less likely to endorse the need for involuntary 
hospitalization and other coercive measures. These 
findings are echoed in the qualitative data, where 
professionals spoke of heavy workloads, ethical 
dilemmas, and unclear professional boundaries, 
which may contribute to greater tolerance of co-
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ercive or expedient practices under the systemic 
pressure. The divergence observed in this study 
may reflect the influence of institutional culture, 
professional burnout, or changes in the policy en-
vironment over time.40 Importantly, the qualitative 
findings illuminate the mechanisms underlying 
this pattern, showing how prolonged exposure to 
resource constraints and risk-management pres-
sures can normalize coercive practices over time, 
not as a result of individual attitudes alone but as 
an adaptation to structural conditions.

Institutional context, including facility type 
and size, also shapes attitudes. In this study, profes-
sionals in public psychiatric inpatient settings were 
more likely to endorse coercive and stigmatizing 
views, while those in public mental health centers 
expressed more rights-supportive perspectives. 
This aligns with international findings showing 
that inpatient settings tend to foster more custodial 
attitudes, partly due to environmental stressors, 
high patient acuity, and risk-management pres-
sures.41 The qualitative data in this study provide 
critical insight into how these environments shape 
practice, with participants describing institutional 
routines, staffing shortages, and safety concerns 
that constrain the implementation of rights-based 
approaches, even when professionals express sup-
port for them.

Notably, staff in large institutions (i.e., those 
with more than 200 beds or employees) were more 
likely to simultaneously endorse both perceived 
legal protections and coercive measures, revealing 
a potentially contradictory stance. The qualitative 
data echoed this contradiction, with participants 
acknowledging a gap between legal frameworks 
and daily practices, shaped by fragmented services, 
regional disparities, and limited intersectoral 
coordination. This ambivalence has also been re-
ported in other post-institutional reform contexts 
in Central and Eastern Europe, where human rights 
commitments coexist with long-standing institu-
tional cultures and resource limitations.42 Taken 
together, the qualitative and quantitative findings of 
this study suggest that this apparent contradiction 
reflects not only an attitudinal inconsistency but a 
systemic dissonance between policy-level commit-

ments and practice-level realities. This underscores 
the importance of addressing structural conditions 
alongside professional attitudes.

Conclusion

In Lithuania, professionals’ attitudes toward 
human rights in mental health care vary mean-
ingfully across professional roles, workplace sizes, 
and levels of experience. Medical psychologists and 
professionals in smaller institutions tend to support 
more rights-based approaches, while nurse assis-
tants and those in larger facilities are more likely to 
endorse the current system or see limitations in the 
potential of human rights implementation. 

These findings underscore the complex in-
terplay between professional identity, institutional 
environment, and individual attitudes toward hu-
man rights in mental health care. They highlight 
the need for targeted interventions, such as pro-
fessional training, institutional reform, and policy 
advocacy, to promote a stronger alignment with 
the principles of the CRPD. Future research should 
explore how specific institutional dynamics and 
professional development pathways influence the 
adoption of rights-based practices in mental health 
systems in different geographical and cultural envi-
ronments. Moreover, further longitudinal research 
is warranted to examine how attitudes toward hu-
man rights in mental health care evolve, especially 
in response to policy changes, systemic reforms, 
and targeted training interventions.

Strengths and limitations

This is the first empirical study in Lithuania to 
examine mental health care professionals’ atti-
tudes toward human rights principles enshrined 
in the CRPD, addressing a key gap in national and 
regional research. The convergent mixed-methods 
approach enabled a comprehensive understanding 
by integrating quantitative data with qualitative 
insights from focus groups. Including both profes-
sionals and service users enriched interpretation, 
while the inclusion of a broad range of profession-
als across different institution types and regions 
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enhanced the relevance of the findings. Ground-
ing the research in international human rights 
frameworks, particularly the CRPD and the WHO 
QualityRights initiative, further strengthened its 
conceptual and ethical foundation.

Despite the strengths, the study also has some 
limitations. Some professional groups or institu-
tional types may be over- or under-represented. 
Moreover, all data were self-reported and may 
therefore have been influenced by social desirability 
bias, especially on sensitive topics such as coercion 
and stigma. In addition, the quantitative data were 
gathered using different formats (telephone, on-
line, and self-administered paper questionnaires), 
which may have introduced interviewer effects or 
mode-related variations in how openly participants 
responded. Finally, some subsamples in the analy-
sis were small, which may have affected the stability 
of statistical estimates in the logistic regression 
models.
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Abstract

In Khyber Pakhtunkhwa, Pakistan, religious leaders play a significant role in shaping public attitudes 

toward khwaja sira, people who identify as third gender. This study explores the perspectives of Muslim 

religious scholars and leaders in District Mansehra, Khyber Pakhtunkhwa, on the human rights of 

khwaja sira. Applying a rights-based framework, we conducted 40 semi-structured, in-depth interviews 

with Muslim religious scholars and leaders. Through abductive analytical techniques, we identified three 

key themes: (1) perceptions of human rights for khwaja sira in Pakistan; (2) third gender recognition in 

Islam; and (3) third gender recognition by the state. Our findings illuminate tensions between human 

rights frameworks and local religious understandings, while also suggesting that the views of religious 

scholars and leaders may be leveraged to shape public opinion on cisheteronormative notions of gender 

and sexuality in the Pashtun context.
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Introduction

The term “khwaja sira” is a culturally specific term 
in South Asia, particularly in Pakistan, that is used 
to describe individuals who do not conform to 
conventional gender binaries.1 It is historically as-
sociated with communities recognized as a “third 
gender.” Constitutional rights (enshrined in articles 
8–28), judicial activism, and statutory protections 
provide legal recognition of third gender persons in 
Pakistan. 	

Shaped by legal reforms, landmark judicial in-
terventions, and a shifting sociopolitical discourse 
on gender diversity, Pakistani policies on gender, 
health, and human rights have changed dramati-
cally over the past two decades. In a landmark 2009 
decision, Khaki v. Government of Pakistan, the Su-
preme Court of Pakistan formally recognized the 
right of individuals to register as a third gender on 
various forms of identification, including voting 
registration cards and national identity cards.2 
In 2012, the chief justice of the Supreme Court of 
Pakistan declared that individuals identifying as a 
third gender are equal citizens under the law and 
entitled to constitutional protections.3 In 2018, 
a petition was filed in the Federal Shariat Court 
seeking to safeguard the rights of third gender 
people, including their right to safety (article 9), 
respect for human dignity (article 14), and property 
(article 24(1).4 The petition followed increasing con-
temporary discourse and legal attention regarding 
the human rights of khwaja sira, with greater 
visibility in international human rights debates.5 
Additionally, the Transgender Persons (Protection 
of Rights) Act of 2018 affirmed the right to gender 
self-identification, secured inheritance rights, and 
prohibited discrimination in education, employ-
ment, and health care.6 The Pakistani government 
also mandated affirmative action policies, expand-
ing socioeconomic opportunities for the third 
gender community. The law further allows khwaja 
sira to receive formal legal recognition of their gen-
der on their identity cards. 

However, the implementation of this act has 
been hampered by bureaucratic inefficiencies and 
societal resistance. Ambiguities in the law have 
raised concerns about its practical application and 

potential for misinterpretation.7 Progressive legal 
reforms have come into tension with conservative 
Islamic interpretations of gender and sexuality.8 
The act has been explicitly rejected by multiple 
religious political parties and groups, who argue 
that it contradicts Islamic teachings.9 A second 
petition filed in the Federal Shariat Court in 2023 
challenged provisions in the Transgender Persons 
Act that endorsed gender fluidity and self-identifi-
cation. The Sharia Court called for a review of the 
law to ensure its alignment with Islamic principles. 
Since then, debates over the act’s religious legitima-
cy have intensified, reflecting deeper cultural and 
theological divisions over gender identity. 

Additionally, individuals who identify as a 
third gender in South Asia are often excluded from 
religious spaces and denied basic rituals, such as 
inclusion in funeral prayers, burials in community 
graveyards, and spiritual counseling, further deep-
ening their alienation.10 In rural parts of Khyber 
Pakhtunkhwa, such as Mansehra, religious author-
ities continue to wield significant influence over 
communal norms, political discourse, and law en-
forcement practices, contributing to the exclusion 
of khwaja sira.11

Theoretical framework

This study applies an international human rights 
framework, as outlined in the United Nations Uni-
versal Declaration of Human Rights, emphasizing 
the protection of individuals from persecution.12 
Rather than relying on the benevolence or discre-
tion of those in power, such an approach asserts 
that minorities possess inalienable entitlements.13 
This inclusivity is particularly important for sexual 
and gender minorities. Nonetheless, human rights 
frameworks can be limited in their applicability 
because these rights may be constrained or chal-
lenged by local cultural and religious practices. 

Islamic moral and legal norms are often essen-
tialized as being at odds with international human 
rights principles.14 Many Islamic scholars argue that 
an interpretation of human rights that aligns with 
Islamic values should support culturally grounded 
understandings of rights.15 Applying the human 
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rights framework to the rights of khwaja sira helps 
to make sense of how gender-diverse people in the 
Pashtun context are othered by social and legal 
institutions. In light of the recent passage of the 
Transgender Persons (Protection of Rights) Act, 
this study sought to explore how Muslim religious 
scholars and leaders in Khyber Pakhtunkhwa, 
Pakistan, understand issues regarding the human 
rights of khwaja sira.

Materials and methods

This study was conducted in District Mansehra, 
a central district of the Hazara region in Khyber 
Pakhtunkhwa, in collaboration with the nongov-
ernmental organization Social Empowerment 
through Education and Knowledge (SEEK). We 
conducted 40 semi-structured interviews with 
Muslim religious scholars and leaders to explore 
their understandings of human rights issues af-
fecting khwaja sira. Participants were recruited 
through convenience sampling.

Data collection	

We conducted semi-structured interviews between 
April 2022 and January 2023. All participants met 
the following inclusion criteria: (1) at least eighteen 
years old; (2) resident of Mansehra; (3) proficient in 
speaking Urdu; and (4) self-identified as a religious 
leader or a religious scholar. Of the 205 individuals 
initially contacted, 159 declined to participate and 
six could not be reached. After providing their in-
formed consent, 40 individuals ultimately agreed to 
participate in semi-structured in-depth interviews. 

Data analysis

All interviews were digitally audio-recorded in 
Pashto or Urdu and then translated and tran-
scribed directly into English. After reviewing the 
first 10 transcripts, five evaluators—including 
the principal investigator, two research assistants 
based in the United States, and two researchers in 
Pakistan—collaboratively developed a codebook 
rooted in themes related to human rights frame-

works. We conducted line-by-line coding to break 
the data down into manageable analytic units. We 
then revised, consolidated, and removed codes as 
needed using the qualitative data analysis software 
Dedoose. Any coding discrepancies were resolved 
through consensus among the research team. 

Results

We identified three themes in our interviews with 
religious scholars and leaders: (1) perceptions of 
human rights for khwaja sira; (2) perspectives re-
garding gender and sexual diversity in Islam; and 
(3) third gender recognition by the state.

Perceptions of human rights for khwaja sira 
Muslim religious leaders (ulema) play a pivot-
al role in shaping societal attitudes in Khyber 
Pakhtunkhwa.16 Several scholars emphasized that 
khwaja sira are “creations of Allah” and therefore 
deserve respect and dignity. As one scholar noted:

My opinion is that just as there are boys and girls in 
creation, khwaja sira are another creation of Allah 
Almighty. (interview 4, April 10, 2023)

Several participants expressed the belief that khwa-
ja sira should be entitled to the same fundamental 
rights as other Pakistani citizens. For example, 
another scholar said:

My personal point of view is that, as human beings, 
we should give everyone their rights and protect 
those rights. As human beings, we should treat them 
[khwaja sira] well. (interview 5, April 24, 2023)

Some scholars affirmed the idea that Islamic prin-
ciples uphold the human rights and dignity of all 
people, regardless of their gender. In the words of 
one scholar:

As for guarding the rights and dignity of khwaja 
sira, Islam does not permit oppression, harassment, 
or looking down upon any individual. In Islam, 
there is equality among all people. No one is 
superior to another simply because of their gender 
or identity. Regarding the fatwas issued by the 
respected scholars and muftis, it is evident that they 
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have conducted research before issuing such verdicts 
... Therefore, I respect their decisions. (interview 16, 
July 1, 2023)

This respondent framed respect for khwaja sira as a 
religious obligation in line with modern principles 
requiring that all members of society be treated 
equitably. This respondent believed that Islamic 
teachings regarding the respect for persons should 
apply across social and gender identities, citing 
respect for the authority of muftis to issue fatwas, 
or religious decrees issued by experts in Islamic 
jurisprudence. This scholar affirmed the legitimacy 
of religious scholars and emphasized the Islamic 
values of equality, fairness, and human dignity. 

Participants further argued that the Paki-
stani government has a duty to protect the rights 
of khwaja sira, particularly given this population’s 
continued exposure to systemic injustices that rein-
force cycles of poverty and marginalization:

First and foremost, the state and government need 
to create policies and enact effective laws to protect 
the rights of khwaja sira and ensure their inclusion 
in society. (interview 14, Jun. 25, 2023)

The right to gender self-determination, al-
though not internationally recognized, involves the 
state’s recognition of an individual’s gender identity 
and is considered a “positive” human right. In the 
words of one participant:

It is essential for the Pakistani state to provide them 
with a place in society, legally safeguard their rights, 
and first and foremost, resolve the issue of their 
identification. (interview 12, May 15, 2023)

Access to gender-affirming care was identi-
fied as another positive right, with the state being 
viewed as responsible for ensuring equal access. 
Some participants argued that access to gender-af-
firming health care should be understood both as 
a medical necessity and as a fundamental human 
right that should not be denied under Muslim 
jurisdictions:

These people should not be denied their rights, 
medical surgery or hormonal treatment. There is 

nothing like that in Islam. (interview 19, July 15, 
2023)

Under this perspective, access to gender-affirming 
care, and access to evidence-based health care at 
large, should be conceptualized as a fundamental 
human right and a medical necessity, not only for 
khwaja sira but for all Pakistani citizens. 

Alongside positive rights that require state 
involvement, the state also has a responsibility to 
protect negative rights by preventing human rights 
violations and safeguarding khwaja sira from 
systemic discrimination. Negative rights include 
freedoms from undue interference, such as freedom 
from discrimination, arbitrary arrest, and institu-
tional exclusion. Multiple scholars reported that 
khwaja sira regularly experience discrimination in 
health care settings. Some of these discriminatory 
health care practices revolve around their associ-
ation with HIV, reflecting long-held tropes about 
trans populations and HIV status. One respondent 
explained:

The community is wrongly associated with HIV and 
other illnesses, fueling fear and avoidance. People 
already considered khwaja sira to be patients, 
thinking they had various sexual diseases, like HIV 
and AIDS. People were afraid to approach them. 
The government made no special arrangements 
for them, and neither the general public nor NGOs 
took tangible steps on their behalf. Some people 
even thought the pandemic was a punishment 
from Allah because of the moral depravity of the 
khwaja sira community. The community was the 
most affected by the Corona pandemic. (interview 
2, March 30, 2023)

Beliefs regarding the khwaja sira community’s 
perceived filthiness shape their treatment within 
health care settings. These beliefs are often linked 
to their perceived infectiousness. Expectations to 
be mistreated in healthcare settings discourage 
khwaja sira from engaging with services at all: 

Many khwaja sira avoid hospitals altogether due to 
fear of humiliation or neglect. (interview 18, July 
10, 2023)

The avoidance of health care is not simply a mat-
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ter of personal discomfort but a learned survival 
strategy, shaped by repeated experiences of being 
mocked, misgendered, and dismissed by health 
care workers. For many participants, medical fa-
cilities are sites of risk rather than of safety, where 
their bodies are scrutinized and their identities 
questioned.

Third gender recognition in Islam
Perspectives among religious scholars regarding 
third gender recognition vary widely, often mirror-
ing broader theological debates on gender identity 
and expression.17 Some respondents argued that 
Islamic teachings recognize individuals who do 
not conform to binary gender categories. They 
referenced fiqh, or Islamic jurisprudence, which 
addresses the existence of mukhannath (effeminate 
men) and khunsa (intersex individuals), as evidence 
that gender diversity has historically been recog-
nized within Islamic traditions. One participant 
reported:

Fiqh delves into the rights of khwaja sira as 
prescribed by Islamic jurisprudence, within our 
Muslim society. In practice, it is the government’s 
responsibility to implement these rights. If they 
create a platform or mechanism in accordance with 
these principles, khwaja sira can indeed access their 
rights. It’s not about whether the Quran explicitly 
mentions them, but rather about discussing their 
issues within the framework of Islam. (interview 5, 
April 24, 2023) 

Similar views were reflected by another participant:

Islam and Sharia have given all the rights to the 
khwaja sira that a man, a woman, and a human 
being get in a Muslim society. Our religious leaders, 
our mulvis, our muftis do not talk about these 
rights and do not treat them well. They incite hatred 
towards these people, arguing that their supposed 
immorality has no place in Islam. Islam and Sharia 
have given all rights to khwaja sira. If we study fiqh, 
we can see that entire chapters have been devoted 
to the problems of khwaja sira and their rights. 
(interview 26, August 23, 2023)

According to these perspectives, rights are guar-
anteed to khwaja sira by Islamic jurisprudence; it 

is the intolerant behavior of local religious leaders 
who fail to acknowledge these rights. Nonetheless, 
khwaja sira may be unable to get married:

According to Islam, khwaja sira are the only ones 
who are called khunsa mushkil in Arabic, those who 
are difficult to recognize as a man or a woman. It 
is very difficult for them to enter into a marriage 
contract with a man or a woman. (interview 27, 
August 25, 2023)

Although the Quran does not explicitly ad-
dress the rights of khwaja sira, religious scholars 
in Khyber Pakhtunkhwa tended to agree that 
recognizing their human rights is consistent with 
Islamic legal principles. This perspective challenges 
dominant global narratives portraying Islam as op-
posed to queer rights. One scholar challenged these 
hegemonic views about the intolerance of Muslims 
toward queer communities:

From the point of view of Islam, all human beings 
are equal, and no single human being has the 
right to oppress or discriminate against another 
human being on the basis of gender, race or caste. 
(interview 23, August 6, 2023)

Several scholars also emphasized that Islam 
prohibits discrimination against the inhumane 
treatment of khwaja sira. Some argued that because 
women are granted rights under Islam, khwaja sira 
should likewise be entitled to similar protections, 
including equal ownership and inheritance rights. 
One participant observed:

It is not written anywhere in Islam that on the 
basis of gender, a woman will get more rights and 
a man will not, or a man will get more rights, and 
a woman will not get those rights … Just as a man 
gets these basic human rights, a woman does too. 
No distinction in rights is made on the basis of 
gender. (interview 19, July 15, 2023)

Several scholars asserted that it is the government’s 
responsibility to uphold these rights. As one respon-
dent explained in relation to the right to education 
and to earn a living:

In Khyber Pakhtunkhwa, many Islamic scholars 
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believe that just as a common man has the right 
to live, so do khwaja sira. They should be given 
their rights, including the right to education and to 
operate a business. There should be no restrictions 
on them. (interview 31, September 4, 2023)

Religious leaders who support third gender reg-
istration highlighted the practical challenges 
involved in implementing such policies, as reflected 
in the following account:

I mentioned earlier that the neocolonial system in 
our country and in this region has given rights only 
to specific groups. For example, consider the weaker 
and impoverished class, particularly those who are 
sexually marginalized. Society doesn’t accept them. 
So, who can secure their rights? (interview 7, May 
15, 2023)

Some scholars argued that only “real” or authentic 
khwaja sira should be entitled to full legal rights 
and protections. One respondent stated:

My personal view aligns with what Islam, scholars, 
and the Shariah say. Real khwaja sira, those 
born neither male nor female, should be given 
rights, protection, and legitimate employment 
opportunities. They should be provided with the 
same facilities to progress in life as any other person. 
However, those who adopt the guise of khwaja sira 
for worldly or sexual desires should be identified 
and, if possible, stopped through psychological 
treatment. (interview 34, September 16, 2023)

While the distinction between “real” and “fake” 
khwaja sira remains contested, public discourse 
frequently frames individuals as being “authentic” 
khwaja sira if they are presumed to have been born 
intersex, as opposed to those who have undergone 
gender affirmation surgeries (namely, the removal 
of the penis or testicles). One respondent echoed 
this view:

Those who have made themselves khwaja sira are 
not real khwaja sira, and this negatively impacts 
the rights of real khwaja sira. When scholars talk 
about the rights of real khwaja sira, people often 
misunderstand and think they are advocating 
for those involved in immoral activities. Thus, 

our religious community cannot speak for them. 
(interview 23, August 6, 2023)

While “authentic” members of this group are 
constructed as being intersex, the vast majority 
of khwaja sira are actually not born intersex but 
rather identify as a third gender. This confounding 
of identities, namely intersex versus transgender, is 
reflected in the views of scholars:

In reality, they are khwaja sira, those who are 
intersex individuals. They identify as a third gender, 
known by various names. They are indeed a creation 
of Allah, but they are individuals with sexual 
disabilities. They, too, should be granted the same 
rights as other people, such as access to education, 
health care, freedom, employment, participation in 
politics, religion, and all other social and human 
rights. We should also ensure their rights are 
protected. (interview 3, April 5, 2023)

In the above case, the participant labels khwaja sira 
as intersex individuals—a common interpretation 
of gender diversity in the South Asian context and 
reflecting a differing social construction of sexual 
orientation and gender identity from Western con-
texts—one that nonetheless sees gender diversity 
as a “sexual disability.” Khwaja sira are encouraged 
to engage in “psychological treatment,” with the 
expected benefit being the resolution of their ho-
mosexual or gender-nonconforming tendencies.

Some respondents emphasized that the ab-
sence of legal recognition further deepens the 
marginalization of khwaja sira. As one noted:

While the Quran identifies only two genders, male 
and female, it is necessary to recognize and provide 
rights to the third gender that exists. We cannot 
ignore their existence or force them into the binary 
categories of male or female. It is better to accept 
them as a third gender and provide them with 
human rights. (interview 32, September 8, 2023)

Previous research indicates that some Pakistani reli-
gious leaders view advocacy for the rights of khwaja 
sira as a secular or foreign agenda that threatens 
the moral fabric of the Muslim community.18 Such 
advocacy is often perceived to be the adoption of 
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Western perspectives on queer issues, allowing for 
moral “corruption” associated with homosexuality 
and gender nonconformity. Respondents in this 
study acknowledged this tension:

This is a nuanced question, and I do not want to 
discuss it much, but I must say that people in our 
society are very narrow-minded. Even if some 
scholars stand up for the rights of khwaja sira, 
society will say that religious leaders are following 
the agenda of a foreign country or that he is an 
agent of a foreign country. (interview 38, February 
10, 2023)

This resistance has implications not only for health 
and social service access but also for the mental 
well-being of khwaja sira, who frequently experi-
ence exclusion and shame.19

Other religious leaders expressed concern over 
the broader implications of third gender registra-
tion, viewing it as a challenge to traditional gender 
roles and family structures. They argued that gen-
der self-identification is inconsistent with Sharia 
(Islamic law) and could contribute to the perceived 
moral decline of society. As one respondent stated:

It is an illegal act and it is against the morals and 
values of our society. Because what they are doing 
is not right. It is neither halal nor permissible. 
(interview 27, August 25, 2023)

Some religious leaders resist acknowledging the 
self-determined gender identities of khwaja sira, 
viewing such recognition as incompatible with 
prevailing Islamic interpretations. These scholars 
oppose the notion that individuals should have the 
authority to define their own gender identity. One 
respondent explained:

Many people who are born as men or women later 
rebel against the creation of Allah and identify 
themselves differently. This is un-Islamic, and there 
is no provision in Islam for someone to rebel against 
the creation of Allah and make their identity 
something else. (interview 20, July 20, 2023)

Some respondents, like the participant above, 
questioned whether contemporary interpretations 
of gender identity align with Islamic teachings and 

emphasized the importance of achieving scholarly 
consensus before endorsing such interpretations. 
Those scholars who opposed the recognition of a 
third gender identity often cited corrupting West-
ern influences to have caused these acts of perceived 
moral depravity.

Third gender recognition by the state
This theme demonstrates how state-level recogni-
tion, particularly access to official identification, 
functions as a decisive structural mechanism that 
shapes the lives of khwaja sira in Pashtun society. 
Legal recognition of gender identity is a fundamen-
tal right that enables individuals to access essential 
services, including education, employment, voting, 
and travel. The Transgender Persons Act intro-
duced a significant shift by allowing individuals 
to self-identify as “male,” “female,” or a third gen-
der (“X”) without undergoing medical testing or 
interventions. However, obtaining the official “X” 
identification marker remains a significant barrier 
for many khwaja sira in Pakistan. Without nation-
al identity cards, khwaja sira are excluded from 
numerous aspects of civic participation and social 
engagement within Pashtun society. One respondent 
described the situation:

The first issue is that they don’t have identity cards 
so they can’t access government services, enroll in 
schools, or get admitted to hospitals. They are often 
expelled from their homes … Schools and madrasas 
[religious schools] don’t admit them, citing the 
environment or social norms. Their religious 
education is also affected. In hospitals, they face 
issues in both men’s and women’s wards. They are 
denied jobs in shops, factories, and government 
offices. Despite laws prohibiting discrimination, the 
Federal Sharia Court has nullified these protections. 
(interview 21, July 25, 2023) 

Legal recognition is contested not only at the 
bureaucratic level but also within religious-legal 
institutions. 

Recent rulings by the Federal Sharia Court 
have contested protections provided by the law, 
questioning whether legal identity from a state au-
thority can operate when in conflict with a religious 
authority. This dynamic reveals how state recogni-
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tion and the denial of human rights frameworks 
become moral and political judgments about who 
counts as deserving of full protection of the law. As 
one respondent explained:

The Federal Sharia Court has also issued decisions 
refusing to recognize [khwaja sira] as human. 
In fact, they have been denied the right to obtain 
a national identity card, violating national laws 
and fundamental human rights recognized by 
international law. This means that, according to 
the current perspective of religious scholars, khwaja 
sira are no longer considered human beings, raising 
important ethical and legal issues. (interview 19, 
July 15, 2023)

Some scholars noted that social safety net 
programs, such as the Pakistani public benefit pro-
gram Ehsaas, could help khwaja sira achieve a basic 
standard of living. However, khwaja sira who are 
unable to obtain official identification are prevent-
ed from accessing these benefits:

The government started the Ehsaas program, 
providing 12,000 rupees to poor, daily wage workers, 
and women. However, nothing specific was done 
for the khwaja sira community because they often 
do not have national identity cards. Consequently, 
they received no assistance from the government. 
(interview 21, July 25, 2023)

Some scholars advocated for vocational pro-
grams to support the social inclusion and economic 
independence of khwaja sira, without necessarily 
challenging traditional religious frameworks. One 
respondent stated:

They cannot easily integrate into public spaces, 
and the government does not provide them with 
separate residential or housing societies or systems. 
[Having such systems in place would mean that] the 
threat to their well-being is reduced and they could 
also receive financial assistance and psychological 
support. (interview 10, May 6, 2023)

While religious discourse may offer a degree of 
formal recognition, khwaja sira continue to face 
discrimination in accessing public benefits. One re-

ligious group, Tanzeemi Ittehad-Ulema-e-Ummat 
Pakistan (also known as Tanzeemi Itte-
had-e-Ulamat), took a strong stand on these issues. 
As a respondent explained:

The organization known as Tanzeemi Ittehad-
Ulema-e-Ummat Pakistan is a group of scholars 
that has grown to about 500 members. I agree with 
their recommendation that harassing or persecuting 
khwaja sira is a crime against Islam. Harassing any 
individual, committing violence, or oppressing them 
is a crime in Islam. (interview 17, July 5, 2023)

Another participant commented on the phenome-
non of recognizing the human rights of khwaja sira, 
noting that refusing to acknowledge their rights 
conflicted with Islamic notions regarding the 
equality of humanity:

As for guarding the rights and dignity of khwaja 
sira, Islam does not permit oppression, harassment, 
or looking down upon any individual, including 
khwaja sira. In Islam, there is equality among 
all people. No one is superior to another simply 
because of their gender. Regarding the fatwas 
issued by the respected scholars and muftis [that 
approve of transgender marriage], it is evident 
that they have conducted research before issuing 
such verdicts. They are knowledgeable scholars who 
are well-versed in Islamic jurisprudence and have 
issued these fatwas, based on their expertise and 
understanding of Islamic teachings. Therefore, I 
respect their decisions. (interview 16, July 1, 2023)

This speaker emphasizes the authority of religious 
scholarship, noting that fatwas issued by scholars 
and muftis represent a legitimate form of Islamic 
jurisprudence. Ultimately, as is evident in the nar-
ratives of our participants, the positions of religious 
scholars and leaders can work to either uphold or 
negate the health needs and human rights of khwa-
ja sira.

Discussion

The findings from our interviews with religious 
scholars and leaders in Khyber Pakhtunkhwa 
demonstrate the ongoing tensions within Muslim 
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religious circles regarding how gender and sexu-
ality are understood. Our findings demonstrate 
that the successful recognition of the human 
rights of khwaja sira in Pakistan depends on both 
addressing the concerns of religious leaders and 
amplifying the voices of marginalized communi-
ties. Religious authorities in Pakistan often act as 
gatekeepers in defining the limits of gender expres-
sion, thereby influencing how and to whom rights 
are extended.20 We found that religious scholars 
framed the rights of khwaja sira within condi-
tional moral and religious frameworks, granting 
support only when such rights were perceived to 
align with Islamic teachings. While tensions re-
main between embracing human rights discourse 
and upholding religious doctrine, some religious 
communities have embraced the need to recognize 
human rights for khwaja sira. For example, the 
Lahore-based religious organization Tanzeemi It-
tehad-Ulema-e-Ummat Pakistan, led by Chairman 
Ziaul Haq Naqshband, has taken a notably progres-
sive stance in advocating for the rights of khwaja 
sira. 

In the following sections, we highlight four 
main implications of our findings: (1) lack of uni-
formity in Islamic jurisprudence; (2) lack of legal 
gender recognition; (3) increasing awareness of 
human rights of khwaja sira; and (4) advocacy for 
khwaja sira rights.

Lack of uniformity in Islamic jurisprudence
There are multiple understandings of the human 
rights of khwaja sira from the perspectives of re-
ligious scholars and leaders. Islamic jurisprudence 
on gender diversity is not uniform but is instead 
historically layered and deeply contested.21 As some 
scholars and institutions reject the recognition of 
gender-diverse identities and call for rollbacks to 
the legal recognition of third gender identities, oth-
ers articulate more inclusive theologies embedded 
in imperatives of non-harm, justice, and human 
dignity. Khwaja sira frequently deploy religious 
discourse as a modality of resilience, claiming a 
right to live with dignity and to be protected from 
persecution. 

Lack of legal gender recognition
Our findings illustrate how the denial or delay of 
legal gender recognition constitutes a significant 
structural barrier for khwaja sira communities in 
Pakistan. While the Transgender Persons (Protec-
tion of Rights) Act is a progressive shift in social 
policy, its implementation has been inconsistent, 
and recent legal challenges have undermined its 
validity. Khwaja sira communities often remain 
invisible in policymaking, reinforcing the pattern 
of conditional empathy, as echoed in the present 
study.22 

Within discussions with religious scholars and 
leaders, there was often a conflation of the identities 
of being intersex and being transgender. While fiqh 
does not explicitly condemn individuals who iden-
tify as gender non-binary, societal interpretations 
of Islamic teachings often continue to cast khwaja 
sira as being homosexual, leading to suspicion and 
stigma against khwaja sira communities.23 

Our research also validates findings that 
demonstrate how khwaja sira experience barriers 
to obtaining public benefits.24 Before the passage of 
the Transgender Persons Act in 2018, the Pakistani 
government required “medical examinations” to 
confirm the gender identity of khwaja sira for of-
ficial documentation, namely being able to register 
as a third gender person on one’s national identity 
card, to qualify for state benefits. Such biomedi-
cal definitions serve to essentialize gender as an 
ascribed byproduct of anatomy, rather than an as-
pect of identity. Despite these legal advancements, 
institutional practices and societal attitudes have 
not consistently aligned with the law. Documented 
cases demonstrate how khwaja sira have still been 
subjected to medical verification, particularly when 
inconsistencies or doubts arise in official records.25

Experiences of marginalization are also pres-
ent within the criminal justice system, where many 
khwaja sira report police harassment and abuse 
because they lack official identification with their 
selected gender identity.26 Taken together, these 
patterns show that without secure documentation 
and accompanying forms of legal recognition in 
state institutions, khwaja sira remain systematical-
ly outside of the boundaries of full citizenship.
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Increasing awareness of human rights for 
khwaja sira 
Intersectional frameworks are critical to address-
ing the layered oppression faced by khwaja sira 
communities.27 Awareness-raising campaigns led 
by the government and civil society can play a vi-
tal role in dismantling stereotypes and promoting 
inclusion for khwaja sira. For example, national 
media campaigns could highlight the lived experi-
ences of khwaja sira to assist in humanizing their 
struggles.28 

The gap between law and practice is deepened 
by a lack of awareness of these rights, resulting 
in persistent police harassment, corruption, and 
bureaucratic neglect.29 Educational initiatives that 
foster a more nuanced understanding of gender 
diversity within Islamic contexts are essential for 
long-term cultural transformation. Professional 
development workshops for service providers and 
educators can help address these issues. Programs 
should be designed to sensitize employers to address 
structural barriers to well-being, citizenship, and 
full civic inclusion.30 Public institutions and health 
care facilities should introduce anti-discrimination 
policies, gender-neutral facilities, and equitable 
hiring practices.31 Community dialogue with local 
leaders can further strengthen social acceptance 
and encourage communities to treat transgender 
individuals with dignity and respect. 

To strengthen enforcement of the Transgen-
der Persons Act, additional investment is needed 
in training lawyers, government officials, and ad-
vocates to handle discrimination claims effectively. 
Establishing accessible and free/low-cost legal aid 
services and community-based support networks 
can empower khwaja sira to assert their rights.32 By 
fostering dialogue and emphasizing shared values 
of justice and compassion, religious leaders can 
work toward a more inclusive and equitable society 
that recognizes the human rights of khwaja sira 
and other gender-diverse people in Pakistan.

Advocacy for khwaja sira rights
While recent policy reform and advocacy efforts of-
fer promise for social change, significant obstacles 
remain in dismantling the systemic discrimination 

faced by khwaja sira. Our findings suggest that sus-
tained advocacy is needed not only to strengthen 
legal protections for khwaja sira but also to address 
their social exclusion. Although Pakistan’s legal 
framework has begun to acknowledge the human 
rights of the khwaja sira community, entrenched 
social prejudice and institutional bias continue to 
undermine the effective protection and enforce-
ment of those rights. For example, khwaja sira 
are often excluded from rites of passage, such as 
funerals and marriages. In Muslim communities, 
corpses are traditionally bathed by family members 
in preparation for their burial through a process 
known as ghusl. With khwaja sira, their own fam-
ilies may refuse to claim their bodies and mosques 
may refuse to perform their funeral and burial 
rites. This often leaves khwaja sira in the position of 
having to bury their dead on their own, without the 
formal recognition of local Muslim communities 
of their death rituals. In other spheres, khwaja sira 
navigate these conditionalities strategically to gain 
access to essential services and social acceptance.33 
To counter these harms, the state can strengthen 
protections against hate speech, misgendering, and 
discrimination in employment.34 

The khwaja sira community in Khyber 
Pakhtunkhwa has also continued to resist margin-
alization through collective action and advocacy.35 
Trans Muslims reclaim spaces of religion, faith, 
and theology to affirm their non-binary exis-
tence, offering counter-narratives that challenge 
dominant religious interpretations and pres-
ent alternate readings of Islamic precedence.36 
Local community-based organizations, such as 
Blue Veins, TransAction, and Gender Interactive 
Alliance, have played a pivotal role in mobilizing 
community members and raising awareness. Op-
erating under Pakistan’s 1882 Civil Societies Act, 
these organizations interact with state institutions, 
collaborate with international donors, and imple-
ment structured programs aimed at increasing 
social welfare and rights-based development. 

However, even with the involvement of these 
organizations, legal recognition of third gender 
people remains inconsistent. Legal victories are 
often accompanied by societal backlash, under-
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scoring the complexity of gender identity rights in 
South Asian and Muslim contexts.

Ultimately, discrimination against khwaja sira 
runs counter to both constitutional guarantees and 
Islamic ethical principles.37 Clarifying and strength-
ening legal safeguards would uphold the dignity of 
khwaja sira and reduce their vulnerability.38 

Efforts to support khwaja sira communities 
must also be grounded in a commitment to social 
justice and inclusivity. Addressing these challenges 
requires comprehensive reforms grounded in in-
ternational human rights law, alongside sustained 
support for civil society organizations working to 
protect the dignity, safety, and overall wellbeing of 
the khwaja sira community. Religious leaders hold 
a powerful position in shaping moral thinking in 
Pakistani communities, as imams can play a central 
role in resolving stigma against these communities. 

Religious scholars could advocate for the hu-
man rights of khwaja sira in their khutbahs (weekly 
Friday sermons). Khutbahs have long been used 
as a forum for social change and a space for moral 
reflection. Research on khwaja sira communities in 
Pakistan has shown how religious exclusion, such 
as the lack of access to mosques and the denial of 
burial rites, causes deep emotional injury and sys-
tematic social exclusion. When respected religious 
figures challenge the mocking, misgendering, and 
abuse of khwaja sira in public forums and through 
the engagement of religious rites, they publicly ac-
knowledge the human rights of khwaja sira.

Conclusion

This research contributes to ongoing discussions 
regarding Islamic perspectives on human rights, 
as well as existing scholarship that explores how 
gender-diverse communities engage with religious 
discourse and moral authority. By engaging reli-
gious leaders in meaningful dialogue, we highlight 
how khwaja sira identities are understood in the 
context of Islamic teachings and how these rights 
are met by the state and other nongovernmental 
organizations. While Pakistan’s Transgender Per-
sons (Protection of Rights) Act marks a significant 
milestone in ensuring these rights, the social ac-

ceptability of this policy is limited by competing 
religious formulations, cultural resistance, and 
selective implementation. 

Ultimately, we underscore the importance of 
recognizing the human rights of third gender peo-
ple in Pakistan and envision khwaja sira as active 
agents in constructing this recognition.39 

This research also explores the significance 
of translating human rights frameworks into lo-
cal epistemologies, especially in Muslim-majority 
contexts.40 Our findings indicate that policy efforts 
addressing gender diversity in Pakistan could 
benefit by leveraging religious actors to strengthen 
human rights recognition.41 Ultimately, this study 
demonstrates that although legal recognition of 
gender diversity exists in Pakistan, the human 
rights of khwaja sira are not yet fully recognized, 
as evidenced by the views of religious scholars and 
community leaders in Khyber Pakhtunkhwa.
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Defending Informed Consent: Civil Society’s Victory 
Against Emergency Research Deregulation in South 
Korea

young su park, doris schroeder, orla drummond, and ock-joo kim

Abstract

Informed consent is both a foundational principle of research ethics and a human right grounded in 
self-determination and bodily integrity. During the COVID-19 pandemic, legislative attempts were 
made in South Korea to bypass informed consent and ethics review requirements for research involving 
patients with infectious diseases. Framed as emergency measures to accelerate biomedical innovation, 
the proposals sparked resistance from a broad coalition of civil society actors, including human rights 
advocates, patient organizations, labor unions, medical professionals, and bioethics scholars. This 
coalition, drawing on international bioethics norms and lessons from past research ethics controversies, 
mounted a coordinated public response, warning that such deregulation could erode fundamental ethical 
safeguards and set a concerning precedent. Their efforts helped prevent the proposed legislation from 
advancing in the parliamentary process. This defense of informed consent must be understood within 
the context of South Korea’s post-authoritarian democratic evolution. Decades of civic struggle—from 
resistance to military dictatorship to the response to a constitutional crisis triggered by a martial law 
declaration in 2024—have shaped a politically conscious and ethically engaged public. This case study 
illustrates how informed consent can function not simply as a technical or procedural requirement but 
as a hard-won civil right anchored in democratic participation. South Korea’s experience offers globally 
relevant insights into the role of civic vigilance in safeguarding human rights, especially during public 
health crises and emergency rule.
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Introduction

Informed consent is a cornerstone of ethical re-
search and a pillar of human rights, as affirmed in 
both the Declaration of Helsinki and the Universal 
Declaration on Bioethics and Human Rights.1 Yet 
in times of public health crisis, it can be among the 
first ethical safeguards to be called into question.2 
The COVID-19 pandemic saw many countries 
re-evaluate long-standing protections in the 
name of urgency, efficiency, and the public good.3 
Among them was South Korea, an internationally 
praised model for pandemic response that never-
theless struggled with the boundaries of consent 
and the reach of state authority.4 The legislative 
proposals at the center of the South Korean case 
directly implicated internationally recognized 
human rights—including the rights to self-deter-
mination, bodily integrity, and participation in 
health-related decision-making—raising import-
ant questions about the limits of emergency powers 
and the obligations of states under international 
human rights law.

In 2021, a South Korean legislative proposal 
sought to permit the use of biospecimens collected 
during infectious disease outbreaks without indi-
vidual informed consent.5 The proposal, framed 
as a pragmatic step to enhance research readiness, 
sparked an intense and coordinated backlash from 
bioethicists, civic organizations, and human rights 
advocates.6 While the proposed bill lapsed at the 
end of the parliamentary session and was ulti-
mately never enacted, the opposition it triggered 
highlighted broader concerns about the erosion of 
democratic accountability and ethical governance.

This paper examines how South Korean civil 
society successfully defended informed consent 
against legislative attempts at deregulation during 
the COVID-19 pandemic. In this paper, we define 
“civil society” as a broad constellation of nonstate 
actors—including professional associations, advo-
cacy organizations, and grassroots groups such as 
labor unions, women’s groups, health justice advo-
cates, and environmental organizations—engaged 
in public advocacy and collective action. We argue 
that the South Korean defense of informed consent 
occurred at the intersection of research ethics, 

human rights, and democratic governance—three 
domains that are analytically distinct yet deeply in-
terdependent in practice. Informed consent, as the 
case demonstrates, is simultaneously a procedural 
safeguard in research ethics, a legal expression of 
the right to self-determination under internation-
al human rights law, and a marker of democratic 
accountability. South Korea’s civic mobilization in 
defense of informed consent suggests how these di-
mensions may converge in practice when a society 
draws on its history of democratic struggle to de-
fend ethical and human rights norms, even under 
conditions of national emergency.

The human rights and ethical stakes of 
emergency research deregulation

Informed consent is not merely a procedural norm 
within biomedical research governance—it is a 
right grounded in international human rights law 
and constitutional protections. Establishing this 
legal and normative foundation is essential to 
understanding why the legislative proposals de-
scribed below were met with such immediate and 
organized opposition.

International human rights framework
Free, prior, and informed consent is a human rights 
norm that derives from the fundamental rights to 
self-determination and to be free from discrimina-
tion guaranteed by the International Covenant on 
Civil and Political Rights, the International Cove-
nant on Economic, Social and Cultural Rights, and 
the International Convention on the Elimination of 
All Forms of Racial Discrimination.7

Constructed as a pillar right, self-determi-
nation ensures the rights of peoples and nations 
to be free from coercion of any sort and to live in 
dignity.8 Essentially, this entails the right to be fully 
informed and the freedom to either accept or re-
fuse, without coercion, any offers, plans, projects, 
programs, or proposals affecting individuals or 
their resources.9

From a global human rights perspective, the 
pandemic tested the contemporary understanding 
of the right to the highest attainable standard of 
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health, enshrined in article 12 of the International 
Covenant on Economic, Social and Cultural Rights, 
to which South Korea is a signatory. The Commit-
tee on Economic, Social and Cultural Rights had 
previously noted in General Comment 14 that the 
right to the highest attainable standard of health 
explicitly grants both freedoms and entitlements, 
including the right to control one’s health and body 
and the right to be free from nonconsensual med-
ical treatment and experimentation.10 There is a 
further requirement that health services be cultur-
ally acceptable to individuals and communities.11 
The World Health Organization similarly identifies 
informed consent, bodily integrity, and participa-
tion in health-related decision-making as core state 
obligations under the right to health.12

It is widely accepted that the rights to self-de-
termination, dignity, and bodily integrity underpin 
the fundamental aspects of informed consent from 
a legal perspective. As Antonio Sandu has argued, 
informed consent constitutes the normative ba-
sis for human rights protection in medical and 
biomedical research, having developed from a 
narrow civil law concept into an indispensable 
instrument in human rights protection.13 Informed 
consent is presented as a legal expression of au-
tonomy or self-determination, representing an act 
through which the patient or research participant 
expresses agreement for a medical intervention 
or participation in a study—a complex process of 
communication and deliberation, not merely a pro-
cedural formality.14

South Korea’s constitutional protections
The aforementioned global norms are reinforced 
by South Korea’s constitutional order.15 Article 
36(3) of the South Korean Constitution does not 
explicitly declare a fundamental right to health, 
but it has been interpreted by courts and scholars 
as providing constitutional support for such a right 
through the state’s duty to protect citizens’ health.16 
Article 10 clearly sets the legal grounds for the right 
to self-determination, expressed explicitly around 
human dignity and values (존엄과 가치)—the exact 
formulation of the constitutional text.17 As Chai-
hark Hahm has observed, the current South Korean 

Constitution of 1987 stands as the culmination of 
the hard-won fruit of generations of democratic 
struggle—a testament to the enduring resolve of 
South Korean citizens who steadfastly endeavored 
to subordinate state power to constitutional rule.18

Why the 2021 proposals were perceived as 
rights‑threatening
Against this backdrop, the 2021 legislative proposals 
to permit the use of biospecimens collected during 
infectious disease outbreaks without individual 
informed consent were not just viewed as technical 
adjustments to research governance. They were 
understood as potential infringements on human 
rights that had been hard‑won through democratic 
mobilization. Allowing the use of biospecimens 
without consent, or exempting such research from 
ethics review, appeared to conflict with constitu-
tional values grounded in human rights and with 
international human rights obligations, as dis-
cussed below.

For many civil society actors, the proposals 
signaled a troubling precedent: that emergency 
conditions could be used to justify bypassing fun-
damental protections. This concern—rooted in 
both legal principle and historical experience— 
became a central driver of the civic mobilization 
that followed. 

The legislative proposals and their ethical 
implications
On March 2, 2021, Representative Byun Jae-il and 
10 lawmakers introduced two legislative proposals 
aimed at facilitating infectious disease research in 
South Korea. The first, an amendment to the In-
fectious Disease Control and Prevention Act (Bill 
No. 2108444), would have authorized the Korea 
Disease Control and Prevention Agency to permit 
research on pathogens derived from infectious dis-
ease patients without written informed consent.19 
The Ministry of Health and Welfare justified the 
proposal by arguing that obtaining written consent 
during emergencies is “realistically impossible for 
frontline healthcare workers,” and cited the United 
States’ Health Insurance Portability and Account-
ability Act, the European General Data Protection 
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Regulation, and Japan’s Next-Generation Medical 
Infrastructure Act as examples of systems that 
allow limited research use of pseudonymized data 
without consent. 

However, these foreign frameworks in-
clude strict safeguards—such as proportionality, 
necessity, anonymization, and independent over-
sight—that were absent from the Korean proposal. 
Critics argued that the bill selectively imported the 
exceptions while omitting the protective mecha-
nisms that give those exceptions ethical and legal 
legitimacy.20 Indeed, the US Health Insurance Por-
tability and Accountability Act and the Common 
Rule permit consent waivers only upon inde-
pendent ethics review confirming minimal risk, 
practical necessity, and adequate de-identification 
protections.21 The European General Data Pro-
tection Regulation similarly conditions research 
exceptions on proportionality, necessity, data mini-
mization, and independent supervisory oversight.22 
Japan’s Next-Generation Medical Infrastructure 
Act, far from eliminating consent, requires all med-
ical data to be processed by government-certified 
anonymization agents and covers only anonymized 
data, not physical biospecimens.23 The Korean pro-
posal, by contrast, authorized consent-free research 
on biospecimens without mandatory ethics review, 
proportionality assessment, or certified ano-
nymization, reproducing the deregulatory outcome 
of these foreign frameworks while dispensing with 
the ethical architecture that makes such exceptions 
internationally defensible.

The second proposal, an amendment to the 
Act on the Promotion of Collection, Management 
and Utilization of Pathogenic Resources (Bill No. 
2108443), sought to redefine “pathogenic resources” 
to include specimens such as blood, plasma, serum, 
saliva, urine, and sputum collected from infectious 
disease patients.24 By shifting these materials from 
the Bioethics and Safety Act to the Pathogenic Re-
sources Act, the amendment would have removed 
them from the category of “human-derived mate-
rials” and thereby exempted related research from 
ethics review oversight.

Taken together, the two proposals reflected a 
technocratic logic that prioritized research speed 

and administrative efficiency over established 
ethical safeguards such as the right to self-deter-
mination, informed consent, and ethics review. 
Although framed as temporary crisis measures, 
they risked normalizing a legal environment in 
which core protections could be bypassed. The 
absence of clear limitations, safeguards, and ac-
countability mechanisms raised serious concerns 
among bioethics scholars, patient advocacy groups, 
and human rights organizations. 

Civil society’s ethical reasoning and advocacy
The legislative proposals introduced in early 2021 
sparked swift and organized opposition from aca-
demic and civic sectors in South Korea. On March 
19, four major scholarly societies—the Korean 
Bioethics Association, the Korean Association of 
Medical Law, the Korean Society for Medical Ethics, 
and the Korean Association of Institutional Review 
Boards—released an exceptional joint statement 
denouncing the proposed bills.25 The statement 
warned that the legislation undermined interna-
tionally recognized ethical standards, including 
standards promoted through the Declaration of 
Helsinki and South Korea’s own Bioethics and Safe-
ty Act. In particular, it highlighted article 8 of the 
2013 version of the Declaration of Helsinki, which 
states that while the primary purpose of medical 
research is to generate new knowledge, “this goal 
can never take precedence over the rights and inter-
ests of individual research subjects.”26 In the view 
of the professional organizations, the bypassing of 
informed consent—even under emergency con-
ditions—represented a dangerous precedent that 
could erode public trust and institutional integrity.

Just 11 days later, a broad civil society coali-
tion—including disability rights groups, labor 
unions, health justice advocates, and civil society 
organizations—issued their own public statement.27 
This coalition emphasized that public health emer-
gencies do not justify the suspension of ethical 
norms.

Their opposition was grounded in the view 
that the proposed bills violated core principles of 
biomedical ethics—particularly informed consent 
and prior ethics review—as enshrined in interna-
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tional standards. The joint statement warned that 
exempting infectious disease samples from these 
safeguards could lead to the exploitation of patients 
who are already in vulnerable situations. Signatory 
organizations, including those representing in-
fectious disease patients, people with disabilities, 
low-income groups, and other marginalized pop-
ulations, stressed that public health emergencies 
must not be used to justify the erosion of funda-
mental human rights.

Beyond their legal critiques, the two academic 
and civil society statements addressed the broader 
ethical and social implications of the proposed 
legislation. The statement issued by professional 
organizations drew on established bioethical and 
legal standards, emphasizing the importance of 
informed consent and prior ethics review within in-
ternationally recognized frameworks. By contrast, 
the civil society statement framed its opposition in 
terms of lived experience, social vulnerability, and 
the potential consequences of weakening protec-
tions for those most at risk. 

Taken together, these statements combined 
formal legal and ethical critique with broader con-
cerns about public accountability and the rights to 
self-determination and dignity. They highlighted 
specific risks associated with the proposed leg-
islation, including the normalization of research 
without informed consent, the disproportionate 
impact on marginalized populations, and the ero-
sion of trust in public health institutions during a 
time of crisis. 

The statements also referred to South Korea’s 
past experiences with authoritarian governance, 
during which science and public health policies 
were implemented without sufficient public con-
sultation. These references served to situate the 
proposed legislative changes within a wider his-
torical and political context, rather than as purely 
technical regulatory adjustments. 

A broad-based coalition beyond the academic 
sphere
What made the resistance to the legislative pro-
posals particularly significant was the breadth and 
diversity of the coalition that emerged. Beyond 

academic societies, 29 civil society organizations 
opposed the deregulation bills. As noted above, this 
coalition included medical professionals (e.g., the 
Association of Physicians for Humanism), grass-
roots health and justice advocates (e.g., the Center 
for Health and Social Change and the Network for 
the Right to Health), and groups representing peo-
ple with disabilities and consumer rights.

The coalition’s unified message was that pub-
lic health emergencies do not justify circumventing 
informed consent or weakening research oversight. 
Instead, crisis conditions demand stronger ethi-
cal protections, not weaker ones. Drawing from 
their organizational histories rooted in South 
Korea’s democratization movements, these groups 
emphasized civic participation, government ac-
countability, and the centrality of human rights in 
public health governance.

The coalition demonstrated impressive or-
ganizational coordination. Joint statements were 
carefully worded to bridge professional ethics and 
grassroots human rights concerns. Press releases 
were published, media coverage followed, and a 
substantial number of public comments were sub-
mitted through official legislative channels. These 
activities indicate that the issue moved beyond ex-
pert debate and entered broader public discussion. 
This expansive coalition showed that informed 
consent was not merely a technical safeguard but 
a symbol of democratic governance. In uniting 
diverse voices under a common ethical banner, 
the campaign set a precedent for rights-based civil 
resistance in the bioethical domain.

The 29 organizations represent a broad spec-
trum of Korean society, categorized into six types 
by locus of ethical concern and civic engagement.

First, labor and professional organizations 
(n = 3), including the Korean Confederation of 
Trade Unions—one of the country’s largest and 
most influential labor unions—demonstrated that 
concerns about informed consent extended beyond 
traditional bioethics communities. Their support 
reflected a broader worker-rights framework that 
emphasizes human rights and democratic partici-
pation in decision-making processes.

Second, organizations representing disabil-
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ity, poverty, and marginalized groups (n = 4) 
brought perspectives rooted in lived experiences 
of structural exclusion. Organizations such as 
Solidarity Against Disability Discrimination and 
Homeless Action have historically challenged med-
ical paternalism and emphasized the importance of 
informed consent and rights-based service delivery 
for those whose voices are often disregarded in 
policymaking.

Third, HIV/AIDS and human rights orga-
nizations (n = 9) formed the largest category of 
signatories. These groups—including KNP+ (the 
Korean Network of People Living with HIV/AIDS), 
the Korean Youth Community of People Living 
with HIV, and Hi-Friends—have long been at the 
forefront of the struggle for medical rights, privacy, 
and protection from stigma. Their opposition to 
the legislative waiver proposals drew on decades 
of advocacy defending the bodily integrity and 
autonomy of sexual minorities and people living 
with HIV/AIDS. The proposed consent waiver was 

perceived as a direct threat to people already living 
with stigmatized infectious conditions, for whom 
the nonconsensual use of biological samples car-
ried particular historical and personal weight.

Fourth, civic watchdog and participatory pol-
icy organizations (n = 3), such as People’s Solidarity 
for Participatory Democracy and the Korean Pro-
gressive Network Jinbonet, framed the issue within 
a larger critique of state overreach and democratic 
erosion. These groups emphasized procedural jus-
tice and the need for public accountability when 
revising legal frameworks that affect human rights, 
particularly in emergencies.

Fifth, consumer and patient rights organi-
zations (n = 3), including the Korea Consumer 
Federation, highlighted the ethical and legal ex-
pectations that citizens hold toward the health care 
system. Their inclusion signaled that informed 
consent is not merely a professional guideline but a 
social contract grounded in trust and transparency 
between institutions and the public.

Category Organizations

Labor and professional organizations (n = 3) Korean Confederation of Trade Unions 
Labor City Solidarity
Digital Information Committee of Lawyers for a Democratic Society 

Organizations representing disability, poverty, and 
marginalized groups (n = 4)

Homeless Action
Korean People’s Solidarity Against Poverty
Our Stories
Solidarity Against Disability Discrimination

HIV/AIDS and human rights organizations (n = 9) Korean Youth Community of People Living with HIV 
Center for Sexual Rights and Reproductive Justice 
Different Bodies
HIV/AIDS Human Rights Activists Network
Human Rights Movement Sarangbang
Human Rights Network Baram
Gwangju Human Rights Group “Hwaljjak”
KNP+ (Korean Network of People Living with HIV/AIDS)
Hi-Friends

Civic watchdog and participatory policy groups (n = 3) Criticism Group Vision
Korean Progressive Network Jinbonet
People’s Solidarity for Participatory Democracy

Consumer and patient rights organizations (n = 3) Headquarters of the Movement for Free Medical Care
Korea Consumer Federation
Welfare State Made by Us

Health and human rights advocacy and research 
networks (n = 7)

Association of Physicians for Humanism
Center for Health and Social Change
Health and Medical Policy
Network for the Right to Health
Korean Pharmacists for a Healthy Society
Network for a Healthy World
The People’s Health Institute

Table 1. Civil society organizations that signed the 2021 joint statement opposing legislative waivers of informed consent
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Finally, health and human rights advocacy 
and research networks (n = 7), such as the Center 
for Health and Social Change, the Association of 
Physicians for Humanism, and the Network for the 
Right to Health, contributed expert knowledge and 
long-standing commitment to public health eth-
ics. These organizations provided the conceptual 
and empirical foundation for the joint statement, 
drawing from both domestic and international 
standards, including global human rights norms.

Taken together, the diversity and breadth 
of these organizations show that resistance to the 
legislative waivers was not limited to academic 
bioethicists or legal professionals. Rather, it reflect-
ed a deeply rooted civic ethic in South Korea—an 
ethic grounded in lived experience, participatory 
democracy, and transnational ethical norms.

Public objections and media engagement
In addition to formal statements by academic and 
civic organizations, individual citizens also played 
an active role in opposing the legislative proposals. 
During the official public comment period on the 
National Assembly’s website (March 3–12, 2021), 
the two bills attracted strikingly different levels of 
public response. The proposed amendment to the 
Infectious Disease Control and Prevention Act 
(Bill No. 2108444)—which would have permitted 
research on infectious disease pathogens without 
written consent—received 2,654 individual objec-
tions, an exceptionally high number in the context 
of South Korean legislative processes. This volume 
of participation reflected in part the digital orga-
nizing capacity of civil society networks, whose 
coordinated use of the National Assembly’s online 
comment system amplified public opposition at 
scale.28 

By contrast, the proposed amendment to the 
Pathogenic Resources Act (Bill No. 2108443), which 
concerned ethics review oversight, received only 
seven comments. This disparity is significant: It re-
flects the fact that the consent waiver provision was 
immediately legible to the public as a direct threat 
to self-determination and bodily integrity, while the 
ethics review exemption—a more technical gover-
nance matter—generated far less public concern. 

For communities already living under the stigma 
of infectious disease, particularly people living 
with HIV/AIDS, the prospect of nonconsensual use 
of their biological materials was experienced as an 
existential threat, not an abstract policy question. 

Most bioethics- or health-related bills typical-
ly receive only a handful of comments, and it is not 
uncommon for such amendments to pass without 
any public input. This unusually high volume of en-
gagement signaled widespread public concern over 
the ethical implications of the proposed deregula-
tory changes and reflected a broader consensus that 
the human right to self-determination must remain 
nonnegotiable, even in emergencies.

The controversy also drew notable media at-
tention—an uncommon development for technical 
amendments concerning research governance. 
National outlets such as Medipana News and Ko-
rea Biomedical Review not only reported the legal 
details but also highlighted the intensity of civic 
backlash, framing the issue in both ethical and 
constitutional terms.29 Rather than offering un-
critical coverage, many articles incorporated civic 
commentary and ethical critique, thereby helping 
mobilize public awareness beyond academic and 
professional spheres.

This convergence of citizen protest and media 
engagement was rare in South Korea’s legislative 
landscape, where many laws are revised with min-
imal public scrutiny. In this case, however, the 
synergy between digital activism, civil society 
advocacy, and press coverage generated a robust 
democratic response. Ultimately, both bills failed 
to reach a committee vote and lapsed automatically 
at the end of the parliamentary session—a proce-
dural outcome that itself reflected the weight of 
sustained public and professional opposition. The 
event serves as a compelling reminder that public 
ethics and civic agency can meaningfully influence 
lawmaking, even during a global crisis.

Discussion: Historical roots and global 
implications

The speed, breadth, and effectiveness of South 
Korea’s civic mobilization raises an important 
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question: What made this response possible? The 
answer lies not in the specific circumstances of 2021 
but in the longer arc of South Korean democratic 
and ethical development. This section contextual-
izes the case within South Korea’s political history 
and draws out its implications for global debates 
on research ethics, human rights, and democratic 
governance.

South Korea’s historical path to ethical vigilance 
and civic resistance
South Korea’s contemporary civic and ethical land-
scape cannot be understood without considering 
its turbulent modern history. Prior to Japanese 
colonization in the early 20th century, the Korean 
peninsula had been governed by a succession of 
unified dynasties—including Unified Silla, Goryeo, 
and Joseon—for over a millennium, fostering a deep 
sense of cultural and political continuity.30 From 
1910 to 1945, Korea was under Japanese colonial 
rule, a period marked by severe cultural, political, 
and institutional suppression. In the aftermath of 
World War II, the country was forcibly divided 
along the 38th parallel. This division crystallized 
into two separate states in 1948, making the Korean 
peninsula one of the last enduring vestiges of the 
Cold War.

Shortly after its founding, South Korea was 
devastated by the Korean War (1950–1953), which 
left millions dead and the country in ruins. Amid 
postwar poverty, the country embarked on a rapid 
process of economic modernization. However, this 
came at a high cost to civil liberties. From 1961 to 
1987, South Korea was ruled by successive military 
regimes. Under Presidents Park Chung-hee and 
Chun Doo-hwan, dissent was violently suppressed. 
The 1980 Gwangju Uprising, in which civilian pro-
testers were massacred under martial law, became 
a symbol of the brutal cost of authoritarian rule.31 
During this period, many students, labor organiz-
ers, and intellectuals were imprisoned, tortured, or 
disappeared. A generation of South Koreans—in-
cluding this paper’s corresponding author—came 
of age during this era, witnessing firsthand the fear 
and repression of a government willing to sacrifice 
human rights for state power and economic growth.

South Korea’s democratic transformation be-
gan in earnest with mass protests in 1987, leading to 
constitutional reforms and the election of a civilian 
president in 1992. Since then, democratic institu-
tions and civil society organizations have expanded 
significantly. 

The country’s ethical governance infrastruc-
ture developed more slowly. It was not until the 
Hwang Woo-Suk scandal of 2005–2006 that South 
Korea experienced a reckoning with research 
ethics.32 Hwang, a nationally celebrated stem cell 
researcher, was found to have fabricated data in 
two landmark papers published in Science, while 
also obtaining eggs from female junior research-
ers under ethically compromised conditions. The 
scandal—which unraveled despite initial state 
backing and intense national pride—exposed 
deep structural failures in research oversight and 
triggered a public debate about the relationship be-
tween scientific ambition, state support, and ethical 
accountability. 

The public’s response was profound, reflecting 
a renewed demand for scientific integrity and the 
recognition of human rights and contributing to 
legislative and institutional reforms in bioethics. 
This shift has been described by Korean scholars as 
an “ethical modernization.”33 The incident catalyzed 
the establishment of new oversight bodies and, in 
2013, prompted South Korea to amend its Bioethics 
and Safety Act to bring domestic regulations into 
closer alignment with internationally recognized 
bioethical standards, including the principles ar-
ticulated in the Declaration of Helsinki regarding 
informed consent. This foundational legal reform 
would later provide the normative anchor for the 
academic and civic coalition statements of 2021.34 
The scandal also marked a pivotal moment in public 
engagement with biomedical ethics and highlight-
ed the role of media and civil society in demanding 
accountability from the scientific community.

A decade later, the 2015 outbreak of Middle 
East respiratory syndrome (MERS) provided an ad-
ditional formative experience that further shaped 
public expectations regarding ethical governance. 
The government’s initial response was widely 
criticized for a lack of transparency, particularly 
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its failure to disclose information about affected 
hospitals and transmission pathways.35 This was 
perceived as prioritizing institutional and political 
interests over public trust, leading to widespread 
criticism and a rapid erosion of confidence in pub-
lic health authorities.36

The MERS experience underscored the ethical 
and political importance of transparency, account-
ability, and effective risk communication in public 
health crises. In its aftermath, reforms were intro-
duced to improve information disclosure, public 
engagement, and participatory governance in epi-
demic response.37

During the COVID-19 pandemic, South 
Korea’s prior experience with MERS initial-
ly prompted a transparent and participatory 
response.38 The government emphasized open com-
munication and citizen cooperation rather than 
coercion or lockdowns.39 This established a high 
standard of public trust and ethical responsiveness. 
South Korea’s reliance on digital contact tracing 
and public disclosure of movement data did raise 
privacy concerns, but these measures were subject 
to public debate and oversight.40 The balance struck 
between technological surveillance and democratic 
accountability reflected a maturing ethical infra-
structure shaped by earlier public health crises and 
civic engagement.41

The layers of historical trauma and civic 
awakening provide the necessary context to un-
derstand the powerful civil society response to 
the 2021 legislative proposals aimed at waiving 
informed consent for infectious disease research. 
The proposed amendments were not merely tech-
nical revisions—they triggered historical memory, 
ethical commitments, and constitutional instincts. 
South Korea’s civil society, forged through decades 
of struggle against authoritarianism, acted deci-
sively to defend human rights norms, even during 
a global emergency.42 Their success underscores the 
enduring connection between democracy, ethics, 
and public health.

Governance lessons and global significance
South Korea’s experience also speaks to wider con-
cerns about the relationship between emergency 

powers and democratic erosion, in particular the 
absence of meaningful prior public consultation 
before the legislative proposals were introduced. 
In South Korea, as in many democracies, major 
legislative changes affecting health and research 
governance are typically subject to stakeholder 
consultation and parliamentary deliberation. The 
2021 bills were introduced without such a process, 
which itself became a focal point of civil society 
criticism. The coalition statements explicitly de-
manded participatory policymaking—not merely 
the withdrawal of the bills, but a commitment to 
future co-deliberation.43 This points to a broader 
governance lesson: The legitimacy of research eth-
ics frameworks depends not only on their substance 
but on the process by which they are made.

South Korea’s case illuminates the relation-
ship between three analytically distinct but deeply 
interconnected domains: research ethics, human 
rights, and democratic governance. Research ethics 
norms—particularly informed consent and ethics 
review—provided the immediate grounds for op-
position. Human rights law, both international and 
constitutional, supplied the normative authority 
that gave those norms legal weight and political 
force. And democratic governance, forged through 
decades of civic struggle, provided the institutional 
capacity and collective will to act. 

The 2021 mobilization can be understood as 
having been effective in part because these three 
domains converged, enabling civil society actors 
to simultaneously invoke bioethical standards, 
human rights obligations, and constitutional 
principles in a single coherent argument. It is this 
convergence that distinguishes the South Korean 
case from technocratic policy debates and gives it 
broader significance for wider discussions on re-
search governance, democratic resilience, and the 
protection of human rights during public health 
emergencies.

At the level of global research governance, the 
concerns articulated in the South Korean case res-
onate with broader international efforts to address 
the ethical challenges of public health emergencies. 
The 2024 revision of the Declaration of Helsinki, 
which includes expanded attention to research in 
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emergency contexts and the role of community 
engagement, reflects an ongoing attempt to clarify 
the conditions under which research may proceed 
without undermining fundamental protections.44 
Similarly, the PREPARED Code: A Global Code 
of Conduct for Research During Pandemics pro-
vides practical guidance for researchers and ethics 
committees navigating these tensions, including a 
dedicated chapter on the code’s core principles.45 
The analysis presented in this paper contributed to 
discussions that informed aspects of this broader 
work, situating the South Korean experience with-
in an evolving global conversation about pandemic 
ethics. 

Conclusion

Giorgio Agamben’s theory of the “state of excep-
tion,” Michel Foucault’s analysis of biopolitics, 
and Hannah Arendt’s warnings about the condi-
tions that give rise to totalitarianism all caution 
against the instrumental use of insecurity to jus-
tify authoritarian measures.46 As Erich Fromm has 
observed, fear and instability can lead citizens to 
relinquish autonomy in exchange for a false sense 
of protection.47 The Korean example underscores 
how even democracies, when gripped by national 
emergencies, may veer toward exceptionalism, 
undermining the very ethical and legal safeguards 
that define open societies.48 Importantly, South 
Korea’s overall COVID-19 governance had been 
recognized internationally as a model response, 
which makes the 2021 legislative proposals all the 
more striking.49 The South Korean resistance to de-
regulatory reforms serves as a reminder that ethical 
norms must not be suspended but rather reinforced 
during moments of national vulnerability.

At the domestic level, the events examined 
in this paper may be understood within a longer 
trajectory of democratic development and civic en-
gagement in South Korea. Historical experiences of 
authoritarian governance, together with subsequent 
processes of democratization, have contributed to a 
political culture in which public scrutiny and par-
ticipation play an important role in shaping policy 
decisions. In this context, the 2021 mobilization can 

be interpreted as one instance of a broader pattern 
of civic vigilance in the face of perceived threats to 
rights and accountability.

This pattern is further illuminated by two 
pivotal episodes that bracket the case examined 
here. In 2016–2017, sustained mass candlelight pro-
tests—drawing millions of citizens across South 
Korea—led to the constitutional impeachment and 
removal of President Park Geun-hye, demonstrat-
ing that institutional accountability mechanisms 
could be activated through organized civic pressure 
even in the face of entrenched political power.50 In 
December 2024, when the sitting president declared 
martial law in an attempt to suspend parliamenta-
ry governance, citizens and lawmakers once again 
mobilized with remarkable speed, and the declara-
tion was overturned within hours.51 These episodes, 
though distinct in domain—constitutional gover-
nance, bioethics, and research regulation—reflect 
a shared democratic infrastructure: South Korean 
civil society possesses both the institutional mem-
ory and the organizational capacity to recognize, 
name, and resist perceived violations of rights. The 
2021 defense of informed consent is best understood 
as part of this same tradition of civic vigilance—
one in which the protection of rights, whether in 
the research ethics arena or in the constitutional 
order, is treated as a nonnegotiable civic obligation.

South Korea’s experience offers a set of in-
sights that may be relevant beyond the specific case 
examined here. It suggests that the resilience of 
ethical and legal protections during crises depends 
both on formal regulatory frameworks and on the 
presence of engaged civil society actors, institution-
al accountability, and public trust. In this sense, 
informed consent is not merely a technical require-
ment but part of a broader normative architecture 
that supports democratic governance.

In times of crisis, the challenge lies in up-
holding ethical standards under conditions of 
uncertainty and urgency. The South Korean case 
indicates that sustained civic engagement and 
adherence to internationally recognized ethical 
principles can help ensure that responses to public 
health emergencies remain aligned with human 
rights and democratic values.
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Governing Difference: Traditional Peoples’ Rights and 
the Institutionalization of Traditional Medicine in 
South America

pedro crepaldi carlessi, vitor henrique pinto ido, and islândia maria 
carvalho de sousa

Abstract

Since the 1970s, the World Health Organization (WHO) has advanced “traditional medicine” as a global 
policy category for culturally grounded health care. In South America, this framework has encountered 
a distinct political landscape in which traditional peoples have emerged as collective subjects mobilizing 
around rights, territorial claims, and expanding conceptions of citizenship. This paper examines how 
the codification of “tradition” from an identity category into a health regulatory term reconfigures 
the conditions under which difference can be expressed, claimed, and sustained. Drawing on archival 
research across 10 South American countries, as well as WHO and United Nations documentation, the 
study traces how the global framework has been incorporated, requalified, or displaced across distinct 
national contexts. The analysis reveals a spectrum of regulatory arrangements in which institutional 
incorporation and the political force of collective difference are not commensurate, ranging from 
frameworks that engage with the political projects through which traditional peoples have sought to 
reshape citizenship to those in which “tradition” operates as a market authorization criterion detached 
from the subjects who sustain it. The codification of tradition into governable categories does not simply 
extend recognition to those who bear it; it reconfigures the terms under which they can act as political 
subjects.
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Introduction

In a 2009 interview reflecting on Indigenous par-
ticipation in Brazil’s 1988 National Constituent 
Assembly, Ailton Krenak compared the state to a 
beast: “one of those beasts that can be restrained 
but, from time to time, still devours someone.”1 
The comparison was made without metaphor. The 
Krenak people were, at the time of that interview, 
facing the imminent risk of being devoured them-
selves. In that same year, 2009, while two decades 
of constitutionally recognized Indigenous rights 
in Brazil were being celebrated, the Brazilian Su-
preme Court was considering the possibility of 
summarily retracting them.2 Far from hyperbolic, 
Ailton Krenak’s image served as a reminder that, 
for certain identities, the distance between being 
devoured and almost being devoured remains per-
ilously narrow. Recognizing that a restrained beast 
never ceases to be a beast is, therefore, a prudent 
way to avert danger.

Although constantly aware of such threats, 
the Krenak people in Brazil, like the Aymara in 
Peru, the Kichwa in Colombia, the Montubio in 
Ecuador, and other groups engaged in struggles for 
life and territory against latifundia and biopiracy, 
witnessed a regional shift as many South American 
states began to incorporate cultural difference into 
their legal and institutional frameworks. While not 
without ambiguity, this shift signaled a new political 
moment in the region in which the long-standing 
pressure to dissolve difference into a homogenized 
nation-state gave way to its formal recognition as a 
constitutional principle and the basis for collective 
rights.3

In much of South America, this reconfigura-
tion was articulated through the idea of “tradition” 
(or “traditionality”). Despite its diffuse conceptu-
alization, the term proved politically productive 
precisely because of its openness, allowing hetero-
geneous groups to organize their distinct projects 
of autonomy under a shared political front. En-
compassing Indigenous, Afro-diasporic, mestizo, 
peasant, and other local communities, the category 
of “traditional people” became a key marker of 
identity from the 1980s onward, enabling histor-
ically marginalized groups to assert themselves 

as political subjects within the national political 
arena. 

During this same period, the World Health 
Organization (WHO) intensified its framing of 
“traditional medicine” as a strategic concept for 
achieving culturally grounded health care. The 
encounter between WHO’s conceptualization 
and South American traditional peoples’ agenda 
became a key vector in public debates, linking 
processes of citizenship pluralization to the incor-
poration of medical pluralism into public policies. 

Previous studies have shown that the refram-
ing of “tradition” within global health governance 
tends to displace its political and relational di-
mensions.4 The South American context calls for 
closer attention to this dynamic. In the region, 
the notion of “tradition” is deeply embedded 
in long-standing struggles over the very terms 
of citizenship—struggles that have produced 
constitutional transformations, collective rights 
instruments, and expanding arenas of political 
participation. 

This paper examines how the institutional-
ization of WHO’s concept of traditional medicine 
across 10 South American countries intersects with 
broader processes of citizenship pluralization in 
the region, and what that intersection does to the 
political projects through which traditional peoples 
have sought to reshape the terms of belonging.

Tracing the institutional life of “traditional 
medicine”: Sources, scope, and analytical 
approach

This study focuses on South American countries 
that explicitly reference “traditional medicine” in 
their public health policies, encompassing both 
highly institutionalized frameworks (Bolivia, Bra-
zil, Chile, Colombia, Ecuador, Peru, and Venezuela) 
and more circumscribed regulatory approaches 
(Argentina, Paraguay, and Uruguay).

Through archival research, we selected public 
policies, health programs and regulations, and 
development plans and government reports. The 
selection prioritized documents that reflect the 
institutional consolidation of traditional medicine 
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within public policy, including legislation and other 
instruments that make this consolidation observ-
able. Particular attention was given to documents 
that reveal how regulatory forms intersect with the 
operationalization of rights and the participation of 
traditional peoples.

We identified documents using the term 
“traditional medicine” as endorsed by WHO, 
alongside regionally specific terminologies such 
as “ancestral medicine,” “Andean medicine,” “In-
digenous medicine,” “traditional knowledge,” and 
“traditional practices.” To address terminological 
variation, the study assumes equivalence not at the 
level of meaning but at the level of policy function: 
Since all countries in the corpus engage with the 
WHO category—whether by adopting, requalify-
ing, or displacing it—the term functions less as a 
fixed referent than as a site where the relationship 
between global regulatory frameworks and nation-
ally situated political projects becomes legible. The 
variation in how countries mobilize, reframe, or 
depart from WHO’s formulation is part of what the 
analysis seeks to trace.

We conducted online searches in Portuguese, 
Spanish, and English, using official government 
portals and other relevant digital platforms. Among 
the 249 documents identified, we paid particular 
attention to a subset of 87 documents published 
between the 1990s and 2010s. This period captures 
the moment when the international consolidation 
of traditional medicine as a policy category became 
most pronounced, coinciding with the democratic 
reopening and the simultaneous intensification of 
neoliberal reforms across South America—what 
Evelina Dagnino has described as a “perverse con-
fluence.” In this context, the adoption of the WHO 
framework produced its most consequential and 
ambivalent effects on the processes through which 
traditional peoples were asserting themselves as 
political subjects.5 Documents published after 
2010 were incorporated where relevant to trace 
subsequent regulatory developments and their im-
plications for the relationship between therapeutic 
institutionalization and citizenship pluralization. 

The analysis follows a twofold orientation. 
It examines how the WHO framework travels 

downward into national policies and whether the 
regional innovations in traditional peoples’ rights 
find upward resonance within global health gover-
nance or remain marginal to it.

Analytically, the study addresses “traditional 
medicine” as a political category whose effects are 
not fixed but emerge from the contexts in which it 
is mobilized. The analysis therefore examines how 
traditional medicine operates within institutional 
frameworks to frame the recognition of culturally 
differentiated subjects and their citizenship claims. 
The central move is to track how groups for whom 
“traditional” is a self-ascribed marker of identity 
are positioned within these frameworks—as ben-
eficiaries, providers, rights holders, or sources of 
evidence—and what that stance does to the condi-
tions under which they can act as political subjects.

Contributing to studies on citizenship and 
pluralism, this paper argues that the codification of 
“tradition” into a governable policy category does 
not simply extend recognition to those who bear 
it; it reconfigures the conditions under which dif-
ference can be expressed, claimed, and sustained.6 
Although these effects vary according to the social 
configurations and national frameworks of each 
country, they consistently operate across a spec-
trum of possibilities in which greater institutional 
incorporation does not necessarily preserve, and 
may actively reconfigure, the political force of those 
who sustain these practices.7 What is at stake, ulti-
mately, is not whether recognition occurs but under 
what conditions, and whether those conditions al-
low difference to remain a living political force or 
instead render it governable at the cost of its own 
dynamism.

Forging a global path

In its earliest formulations, developed between the 
1960s and the late 1970s, WHO’s category of “tradi-
tional medicine” referred to a heterogeneous set of 
locally embedded health practices and knowledge 
systems.8 Particularly attentive to the multiethnic 
configurations that had emerged from colonial rule 
in Southeast Asia and Sub-Saharan Africa, WHO 
approached cultural difference as both an obstacle 
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and a strategic resource.9 Within this framework, 
the term “traditional” pointed to difference from 
Western medicine, while “medicine” functioned 
as an aggregating category, gathering diverse care 
regimes defined less by their distinctions than by 
their pragmatic convergence.10 

The conceptualization remained openly unset-
tled—traditional medicine was variously described 
as “the sum total of all the knowledge and practic-
es, whether explicable or not, used in diagnosis and 
prevention,” as “a solid amalgamation of dynamic 
medical know-how and ancestral experience,” or as 
“the sum total of practices, measures, ingredients, 
and procedures of all kinds”—yet WHO advanced 
a resolute assertion that “the essential differences 
among the various systems of medicine arise not 
from differences in their goals or effects, but from 
the cultures of the people who practice them.”11 
Aligned with the internationalist ethos of the 
United Nations, this formulation located medical 
difference in the populations who sustain it, while 
framing such diversity as compatible with integrat-
ed health governance. Within the horizon of the 
Global Strategy for Health for All by the Year 2000, 
traditional medicine was conceived as a pathway to 
universalize health coverage.12

From the 1990s onward, WHO increasingly 
rearticulated traditional medicine as a domain 
capable of policy integration and transnation-
al circulation. This process reached its clearest 
expression in the Traditional Medicine Strategy 
2002–2005, in which WHO reformulated the cat-
egory as “a comprehensive term used to refer both 
to traditional medicine systems such as traditional 
Chinese medicine, Indian Ayurveda and Arabic 
Unani medicine, and to various forms of Indige-
nous medicine.”13 Here, the place of difference was 
simultaneously redefined. No longer anchored in 
the subjects who sustained these practices, “tradi-
tion” was recast as a resource to be integrated into 
national health systems and emerging therapeutic 
markets. This redefinition was not only about 
who sustains the tradition being referred to but 
also about where the term is applied: “‘traditional 
medicine’ is used when referring to Africa, Latin 
America, South-East Asia, and/or the Western 

Pacific, whereas ‘complementary and alternative 
medicine’ is used when referring to Europe and/or 
North America (and Australia).”14 That geography 
is not incidental; it maps a distinction about how 
recognition claims could be made, where, and by 
whom, quietly displacing the broader disputes over 
political belonging that had driven the mobilization 
of “tradition” in its earliest global formulations.

From the mid-2010s onward, this trajectory 
culminated in a further inflection of the category it-
self. Rather than stabilizing the distinction between 
“traditional” and “complementary and alternative” 
medicine established in the 2002 strategy, subse-
quent WHO publications progressively blurred it, 
producing a proliferating polysemy: “complemen-
tary and alternative medicine,” “traditional and 
complementary medicine,” “traditional medicine/
complementary and alternative medicine,” and 
“traditional and complementary medicine” co-
exist across WHO documentation without stable 
definitional boundaries.15 Far from a merely ter-
minological question, this drift reflects a gradual 
repositioning of the term “traditional” within a 
broader regulatory horizon.

The consolidation of this trajectory became 
particularly visible in the First Traditional Med-
icine Global Summit, convened by WHO in 2023 
in Gandhinagar, India. The summit revealed how 
major powers are now projecting the category 
onto a shifting geopolitical landscape in which the 
global governance of health is itself being reconfig-
ured by emerging stakeholders. India and China 
showcased distinct yet convergent models: China 
promotes a state-sanctioned “tradition” centered 
on Han medicine within a framework of health 
commodification, while India reframes Ayurveda 
within a Hindu-nationalist agenda. Despite their 
differences, both models expand the global circu-
lation of their medical systems through the export 
of educational frameworks, regulatory models, and 
pharmaceutical products.16

Thus, the mediating role of regional insti-
tutions acquires particular significance at this 
juncture, where global health governance progres-
sively redefines tradition as a strategic category 
detached from the subjects who sustain it.
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PAHO and WHO: A distant embrace 

In South America, the Pan American Health 
Organization (PAHO) functions as the primary 
institutional bridge between WHO’s global agen-
da and the region’s own political configurations.17 
Repeatedly caught between the political demands 
of traditional peoples whose claims have become 
increasingly present in the region’s institutional 
arena and the global regulatory frameworks within 
which it operates, the organization has rarely fully 
aligned with either. The Health of the Indigenous 
Peoples Initiative offers a particularly illustrative 
case of this pattern.

From 1993 to 1997, two PAHO resolutions—
CD37.R5 and CD40.R6—formally recognized the 
structural inequities shaping Indigenous peoples’ 
access to health care and committed member states 
to addressing them. More than instruments for ex-
panding service coverage, they stood out for their 
political framing, affirming Indigenous peoples’ 
right to self-determination, calling for the recog-
nition of their distinct therapeutics, and requiring 
governments to establish mechanisms for Indige-
nous representation in the design of health care 
systems.18 In the years that followed, this political 
momentum found initial institutional expression 
in a work plan developed for 2000–2001, which still 
maintained the specificity of its agenda, positioning 
so-called Indigenous medicine as a distinct area of 
engagement alongside (but not subsumed within) 
the broader category of “traditional, complementa-
ry and alternative medicine,” each carrying its own 
questions and constituencies.19

That specificity, however, proved difficult to 
sustain. As the hybridized concept of traditional, 
complementary, and alternative medicine gained 
increasing institutional density, expanding into na-
tional departments, international frameworks, and 
dedicated policy instruments, Indigenous medicine 
has remained largely confined to its own domain. 
This compartmentalization has had a specific con-
sequence. The political claims that had originally 
shaped the Indigenous agenda—benefit-sharing, 
prior informed consent, and collective rights over 
knowledge—have never been systematically ex-
tended to the very regulatory domains where they 

are most at stake. Traditional, complementary, and 
alternative medicine frameworks—herbal medi-
cine above all—have advanced without engaging 
these claims, even as they draw extensively on the 
knowledge systems of the peoples whose rights they 
leave unaddressed.

In a context where the particular dimensions 
of Indigenous claims had lost institutional trac-
tion, interculturality emerged from the turn of the 
millennium as a bridging concept that carried the 
promise of a mutually valorizing encounter be-
tween distinct therapeutic traditions.20 In practice, 
however, it has operated in a way that deepens rath-
er than resolves the existing compartmentalization. 
By framing traditional medicine primarily as a 
space of convergence between therapeutic systems, 
interculturality has progressively disconnected it 
from the collective subjects and the rights most di-
rectly associated with traditional peoples—claims 
that have been increasingly confined to the domain 
of Indigenous medicine, while non-Indigenous tra-
ditional peoples have been largely left outside both 
formulations. What had been a terrain where recog-
nition, belonging, and rights could be contested has 
been recast as an approach to the administration 
of cultural difference, with traditional medicine 
repositioned as a therapeutic category rendered 
compatible with the expanding frameworks of 
complementary and alternative medicine.21 Insti-
tutional recognition of difference thus proceeds on 
terms that constrain its political scope, gradually 
requiring a certain dispossession of alterity as the 
price of legibility within the health system.

This dynamic has produced what may be de-
scribed as a double distancing. PAHO’s progressive 
alignment with global regulatory logics has moved 
the organization away from the demands of tra-
ditional peoples, who had mobilized traditional 
medicine as a site of political struggle. At the same 
time, the region’s distinctive political innovations 
have found little resonance within WHO’s global 
architecture, where PAHO’s limited influence 
has constrained their upward circulation.22 South 
American demands have remained distant from 
PAHO, just as PAHO has remained distant from 
WHO, reproducing at each level the conceptual 
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divergences that have hindered effective strategic 
alignment between the two agendas.23 

At this intersection, one can observe how 
global regulatory logics do not simply absorb local-
ly grounded demands; they reconfigure the terms 
under which those demands can be expressed. How 
national governments across South America have 
navigated this double distancing, and with what 
consequences for the relationship between medical 
pluralism and the broader political projects of citi-
zenship pluralization unfolding in the region, is the 
question to which the analysis now turns.

Traditional peoples’ rights and the 
institutionalization of traditional medicine 
in South America

From the 1980s onward, South American coun-
tries progressively responded to WHO’s call to 
develop national policies addressing traditional 
medicine. Although this agenda was widely adopt-
ed across the region, its implementation followed 
divergent timings and trajectories that cannot be 
understood apart from the broader institutional 
transformations unfolding during the same peri-
od, particularly those associated with democratic 
reopening and the progressive consolidation of 
difference as an organizing principle of citizenship 
pluralization across the region. 

Ecuador, Bolivia, and Colombia represent 
the cases where constitutional transformation 
went furthest, and it is precisely in these cases that 
traditional medicine has been most deeply articu-
lated with broader political projects of citizenship 
pluralization, yet through distinct institutional 
pathways.24

In Ecuador, whose 2008 Constitution estab-
lished plurinationality as a foundational principle 
of the state, institutionalization proceeded through 
hybridization. The National Directorate of Inter-
cultural Health and Equity incorporated hombres 
y mujeres de sabiduría into the Ministry of Public 
Health under a dedicated ethical code that reframed 
biomedical categories, such as “medicine,” “ethics,” 
“diagnosis,” and “specialization,” recasting them 
through concepts and distinctions drawn from 

Indigenous cosmologies.25 This process conferred 
significant institutional legitimacy upon these 
subjects through a logic that was, at its core, one of 
translation—and translation, as Viveiros de Castro 
argues in discussing the asymmetries of intercul-
tural encounters, is always a form of betrayal.26 The 
ethical code itself acknowledges that in adopting 
this denomination—código de ética—its authors 
are translating their practice into terms legible to 
the surrounding Ecuadorian society, while insist-
ing that the document expresses something that 
cannot adequately be rendered in Castilian. In this 
case, the categories through which difference is 
recognized belong to one of the two worlds being 
bridged, and the bridge runs in one direction. Dif-
ference is acknowledged, but on terms that make it 
fully administrable, a recognition secured through 
the internal reconfiguration of the very practices it 
claims to recognize.

Bolivia’s trajectory suggests a different in-
stitutional logic. Its 2009 Constitution, the first 
in the region to establish the state as explicitly 
plurinational and to constitutionalize Indigenous 
self-government as a foundational right rather than 
a policy concession, created the normative condi-
tions under which traditional medicine could be 
institutionalized on different terms. 

The Law on Bolivian Ancestral Traditional 
Medicine (Law 459 of 2013) did not simply incor-
porate traditional practitioners into the national 
health system; it created devices that attempted 
to preserve the relational conditions under which 
these practices make sense. Remuneration, for 
instance, was regulated in accordance with “the 
mode that makes sense for each nation,” explicitly 
accommodating non-monetary forms of exchange 
rather than converting reciprocity into a wage re-
lation. Similarly, accreditation was structured as a 
community process. It is the community, not the 
state, that validates the practitioner. 

Yet the critical notes within Bolivia’s own in-
stitutional documents regarding the incorporation 
of traditional practitioners into national health 
settings highlight the political limitations of this 
framework. The 2016–2020 Strategic Plan, aimed 
at operationalizing the Plurinational Constitution 
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and consolidating health concerns raised since the 
pre-constituent assemblies, acknowledged plainly 
that the health sector had consistently failed to 
assume traditional medicine as an operative part 
of its structure—and that, in practice, traditional 
medicine remained separate from official services, 
with the attendant risk of becoming little more than 
the defense of corporate interests.27 Even where nor-
mative devices attempt to preserve relational logics, 
their encounter with biomedical infrastructure 
produces reconfigurations that the framework it-
self acknowledges as problematic.28 

Notably, Bolivia and Ecuador are also among 
the countries whose policy arguments make least 
reference to the WHO framework, constructing 
instead a normative repertoire more directly tied to 
the constitutional transformations that redefined 
citizenship in both countries.

Colombia occupies an analytically distinct 
position. Its 1991 Constitution recognized the 
multiethnic nature of the state and established 
collective rights, producing a constitutionalism in 
which alterity is recognized within the state rath-
er than becoming partially constitutive of it. This 
distinction is legible from the outset in the institu-
tional architecture of health policy. 

With Resolution 5078 of 1992, Colombia’s 
Ministry of Health separated “traditional medical 
cultures” from “alternative therapeutics,” inscrib-
ing cultural difference as a criterion of recognition 
irreducible to the logic of professional certifica-
tion.29 This opening created a space of expanding 
citizenship, in which new collective actors were 
incorporated into state provision. The case of Af-
ro-Pacific midwifery regulation illustrates both 
the reach and the limits of this incorporation.30 
Its recognition as cultural heritage induced a dis-
placement from the field of health, where specific 
categories for traditional practices had advanced 
without inscribing their practitioners within a 
system of autonomous collective rights, toward a 
framework in which the link between knowledge 
and the rights of those who hold it as a community 
could be formally established. As this case suggests, 
alterity is recognized on its own terms only insofar 
as the available instruments permit, and not as far 

as the recognized subjects might claim.
In Brazil and Argentina, traditional medicine 

has been inscribed within institutional arrange-
ments structured primarily by a universalizing 
logic of rights that creates openings for the inclu-
sion of difference without producing the conditions 
for alterity to operate as a self-sustaining political 
force.

In Brazil, the 1988 Constitution established 
health as a universal right, producing the institu-
tional architecture of the Unified Health System 
and, within it, a logic of inclusion that tends to 
absorb difference as a variant of the universal 
rather than recognize it on its own terms. This is 
most visible in the institutional separation between 
two distinct policy trajectories. Complementary 
and alternative medicine—nationally designated as 
práticas integrativas e complementares em saúde—
was institutionalized through a 2006 national 
policy and has since expanded to make Brazil the 
country with the largest number of institutional-
ized complementary and alternative medicines 
among WHO member states, incorporating glob-
ally circulating practices such as Ayurveda and 
acupuncture and 26 others through the universalist 
logic of access.

Indigenous health, by contrast, was constitut-
ed as a separate subsystem—SasiSUS, established 
in 1999—structurally centered on biomedical care 
adapted to Indigenous contexts, within which 
Indigenous therapeutic and diagnostic systems 
remain without formal recognition as constituent 
parts of the subsystem and without dedicated state 
support. This separation is not merely organiza-
tional. It reflects a configuration in which the most 
globally mobile therapeutic practices are absorbed 
into the universal right to health, while practices 
most directly tied to collective identity and territo-
rial belonging are lateralized within it.31

Argentina’s 1994 Constitution recognized 
the ethnic and cultural preexistence of Indige-
nous peoples and established collective rights as a 
foundational principle. The country has no specific 
framework concerning traditional medicine; in-
stead, its regulatory architecture is limited to herbal 
medicine. The National Administration of Drugs, 
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Food and Medical Devices’ 2015 phytotherapeutic 
regulation, strongly influenced by the European 
Medicines Agency framework, introduced the 
criterion of “long tradition of use” as the basis for 
herbal drug registration without clinical evidence, 
a formulation that reveals how the universaliz-
ing logic through which traditional knowledge 
enters the national regulatory field is shaped by 
evidentiary standards produced entirely outside 
the communities whose practices they purport to 
govern.32 

Taken together, these cases suggest that the 
relationship between institutionalization and po-
litical agency is neither linear nor uniform. Where 
institutionalization was grounded in constitution-
al transformations that repositioned traditional 
peoples as collective subjects of rights, and where 
those peoples sustained organized forms of agency 
capable of shaping the terms of recognition, the 
encounter between traditional medicine and state 
frameworks produced configurations in which 
difference retained, at least partially, its capacity 
to operate as a living political force. Where insti-
tutionalization proceeded through the adoption 
of globally circulating regulatory frameworks, 
disconnected from collective rights instruments 
and from the political struggles that had produced 
them, recognition tended to operate as accommo-
dation, extending institutional space to difference 
while constraining the conditions under which it 
could be claimed and sustained. What varies across 
these cases is not whether recognition occurs but 
the degree to which its terms remain open to con-
testation by those who bear it.

The political imagination of legal subjects

The redemocratization processes that reshaped 
South American political life coincided with a 
significant expansion of international binding 
agreements that progressively extended the politi-
cal horizon of citizenship. The near-simultaneous 
adherence of all countries examined here to the 
Convention on Biological Diversity throughout the 
1990s, and to the Nagoya Protocol in the following 

decades, consolidated within the regional juridical 
architecture concepts such as traditional knowledge, 
prior informed consent, community sovereignty 
over biological resources, and benefit-sharing 
arrangements. These concepts were not merely 
extensions of existing human rights frameworks 
but carried within them a different understanding 
of the subjects of rights, one more compatible with 
the non-Western cosmologies that modern legal 
tradition had historically rendered invisible.33 

Several countries went further than environ-
mental protection, constitutionalizing collective 
subjects as inseparable from the territorial and eco-
logical relations in which they are embedded.34 The 
political imagination behind this original formu-
lation was one in which citizenship is grounded in 
ecological relations.35 From this, the subject of rights 
is not abstracted from the territory that sustains it, 
and health cannot be governed as though detached 
from the conditions of collective life. Yet even 
where this imagination was constitutionalized with 
greatest depth, it remained bounded. The broader 
regulatory frameworks governing traditional med-
icine did not incorporate this body-territory nexus, 
and the constitutional vision did not migrate into 
the general regulatory architecture. What was 
recognized in one register was contained in an-
other, granted a bounded institutional space that 
left the dominant ordering of the health system 
undisturbed. 

Nothing in the available juridical architecture 
made this outcome necessary. The international 
instruments ratified during the same period—In-
ternational Labour Organization (ILO) Convention 
169 (1989), the Convention on Biological Diversity 
(1992), the Declaration on the Rights of Indigenous 
Peoples (2008), and the Nagoya Protocol (2010)—
offered a juridical language through which the 
regulation of traditional medicine could have been 
coordinated with the territorial and ecological 
frameworks that the region’s constitutions were 
simultaneously constructing. During the same 
decades in which South American countries were 
ratifying instruments that recognized collective 
subjects as sovereign over their biological resourc-
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es and traditional knowledge, WHO’s traditional 
medicine agenda was consolidating in a direction 
that systematically bypassed these frameworks. 
Tellingly, ILO Convention 169 is absent from WHO 
programmatic documents on traditional medicine, 
and the Declaration on the Rights of Indigenous 
Peoples appears only marginally in the most recent 
WHO report.36 Global health governance and the 
international legal instruments governing col-
lective rights for traditional peoples developed in 
parallel, without sustained articulation, and this 
disjunction has reproduced itself regionally.

The Peruvian case documents this reproduc-
tion with particular precision, since it allows the 
disjunction to be traced as a historical process with 
a visible turning point. In 2008, the National Health 
Institute convened the First Forum on Research 
and Biotrade in Traditionally Used Medicinal and 
Food Plants, gathering the Ministry of Health, the 
Ministry of Commerce, the National Biocommerce 
Program, and the National Commission Against 
Biopiracy. The commission’s representative ground-
ed his intervention explicitly in the Convention on 
Biological Diversity, describing it as the instrument 
that had “changed the global paradigm” by recog-
nizing state sovereignty over genetic resources and 
affirming that “traditional knowledge belongs to 
the peoples who developed it.”37 

What the consolidated regulatory framework 
retained from that encounter was the product, not 
the subject. The registration system distinguished 
between unprocessed plant materials, which could 
circulate without sanitary authorization provid-
ed they carried no therapeutic indication, and 
processed natural health products, which required 
registration and proof of pharmacological activity. 
For the latter, a 2000 decree introduced a further 
provision. Products lacking clinical studies could be 
commercialized bearing the label “traditionally used 
for,” a formulation that translates traditional knowl-
edge into a regulatory threshold, detached from any 
reference to the communities that hold it.38 

In the following decades, the binding interna-
tional instruments continued to deepen traditional 
peoples’ rights in other domains of Peruvian state 

action: the creation of the Intercultural Affairs 
Ministry in 2010, charged with promoting compli-
ance with ILO Convention 169 and implementing 
the right to prior consultation, and the approval 
in 2026 of the National Policy for Indigenous and 
Native Peoples to 2040, structured around the Con-
vention on Biological Diversity statements, tracing 
a trajectory of progressive recognition that has 
never reached the regulated pharmaceutical sector. 
The registration system has developed according to 
its own logic, insulated from the democratic inno-
vations reshaping other areas of state recognition.

This pattern has not been confined to Peru. 
Across the region, the binding instruments that 
reshaped the juridical horizon of citizenship in 
other domains have left the regulated pharmaceuti-
cal sector structurally untouched—one grounding 
tradition in collective rights, the other converting 
it into a privately certifiable good. The result is not 
contradiction but compartmentalization, and it 
is in that compartmentalization that the political 
force of difference is most consistently contained.

Recognition and its limits

South American citizenship pluralization also un-
folds through disputes over the status, ownership, 
and circulation of knowledge. In this context, the 
regulation of traditional medicine becomes a key 
site where competing frameworks define what 
counts as “tradition” and which institutional actors 
are entitled to authorize its use.

The regulatory model governing traditional 
herbal products, first established by the European 
Medicines Agency and subsequently reinforced 
by WHO for its member states, introduced an al-
ternative route for pharmaceutical registration in 
which “documented traditional use” substitutes for 
clinical evidence.39 In this framework, “tradition” 
is no longer anchored in the communities that sus-
tain it but in the temporal continuity of a practice 
as established through documentary records. The 
terminological displacement is telling: from “med-
icine” to “product,” from collective knowledge to 
certifiable property, and from lived practice to doc-
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umentary record, raising the prior question of who 
holds access to such archives and who is recognized 
as their legitimate author.40 What disappears in this 
process is precisely what the binding international 
instruments sought to protect: the collective subject 
as sovereign over its own knowledge and the terri-
torial relations that give that knowledge meaning.

In Brazil and Uruguay, this regulatory re-
codification operated more immediately, aligning 
national regulatory frameworks with the European 
model and dissociating the therapeutic product 
from the rights and recognition of the communities 
that generated it. Yet this alignment was not achieved 
without contestation. In Brazil, traditional peoples 
and their organizations sought throughout the 
first decade of the 21st century to articulate health 
regulation with the expanding citizenship that had 
been under construction since redemocratization, 
bringing that demand into institutional spaces of 
representation and political participation.41 That 
coordination was never achieved. While tradi-
tional peoples and their organizations pressed for 
the inclusion of their demands within the regula-
tory framework, the national health surveillance 
authority moved in a parallel and contrary direc-
tion, deepening its alignment with international 
regulatory harmonization spaces, progressively 
constraining the regional particularities that those 
disputes sought to introduce.42

In countries where constitutional recognition 
of collective subjects went further, the operation 
is more complex. The Ecuadorian case illustrates 
this with particular clarity. Its plurinational con-
stitutional framework, established in 2008, did 
not merely recognize cultural diversity within a 
pre-given state order; it subjected the foundations 
of that order to renegotiation. Yet even within such 
a framework, the regulatory architecture governing 
pharmaceuticals followed a more limited trajecto-
ry. The framework concerning herbal medicine 
aligned with the logic of industrially simplified 
registration based on documented traditional use, 
extending sanitary authorization to products whose 
therapeutic legitimacy rested on bibliographic re-
cords of local practices, requiring these medicines 
to be registered and commercialized under health 

authority surveillance.43 Even in earlier versions of 
this regulatory framework—more closely aligned 
with the international harmonization that con-
solidated around the standard established by the 
European Medicines Agency in 2004—rather than 
constructing a direct link between this registration 
system and the collective subjects who generated 
the knowledge it drew upon, the Ecuadorian state 
established itself as co-owner of any herbal med-
icine patent, entitled to receive the corresponding 
royalties.44 

This provision was explicitly framed as a 
response to the threat of international biopiracy, 
consistent with Andean Community Decision 391, 
a regional instrument concerning access to genetic 
resources registered within the framework of the 
World Intellectual Property Organization. Yet in 
both cases, by positioning the state and market 
rather than the traditional peoples themselves 
as the effective holders of co-ownership rights, it 
constructs a chain of institutional mediations be-
tween the knowledge and its generators, enacting 
at the regulatory level the dynamic that marks cit-
izenship pluralization across the region, where the 
admission of difference and the containment of its 
political force are one and the same operation. 

What these cases reveal, taken together, is 
a specific mode of incorporating difference that 
liberal frameworks of recognition tend to obscure. 
Ghassan Hage has argued that multicultural recog-
nition does not redistribute power but confirms it.45 
The subject who recognizes remains at the center, 
while the recognized is positioned at the periphery 
of a structure the recognizer controls. What is at 
stake is not whether recognition occurs but what 
kind of political subject it produces. Across the 
region, traditional medicine has been admitted 
into the institutional architecture of health gov-
ernance, but on terms that fix the “traditional” in 
a given position rather than allowing its presence 
to reconfigure the conditions of its own recogni-
tion.46 Citizenship has pluralized; the regulatory 
frameworks through which that pluralization has 
been institutionalized have not followed. What has 
expanded is not the capacity of traditional peoples 
to define the terms of their own participation but 
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the capacity of existing structures to accommodate 
their presence without being transformed by it.

Conclusion

The institutionalization of traditional medicine in 
South America has unfolded at the intersection 
of two processes that do not move together: the 
expansion of citizenship to encompass collective 
difference, and the progressive codification of “tra-
dition” into regulatory categories shaped by global 
health governance. 

This paper has traced, across national frame-
works and international institutions, not simply a 
gap between rights and regulation but the specific 
ways in which that codification reconfigures the 
terms under which difference can be expressed, 
claimed, and sustained. 

The spectrum of configurations documented 
here—from normative architectures that attempt 
to preserve the relational conditions of tradition-
al practices to frameworks in which “tradition” 
operates exclusively as a market authorization 
criterion—reveals that what is at stake is not the 
recognition of difference but the conditions under 
which difference can remain a living force within 
the broader political projects through which tradi-
tional peoples have sought to reshape the terms of 
citizenship in the region.
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Abstract

The United States stands apart from other nations in opposing the right to health under international law, 

with longstanding conservative opposition to a human right to health holding back policy efforts to realize 

health care and underlying determinants of health—at home and throughout the world. Over the past 80 

years, American conservative ideology has presented persistent political obstacles to the advancement of 

health as a human right, challenging who is entitled to rights and what those rights entail. This ideological 

opposition has reframed health as a narrow privilege for some rather than an expansive right for all. 

Examining the historical evolution of the right to health since the end of World War II, this paper analyzes 

how shifting conservative opposition over the years has undermined human rights in health policy and 

culminated in existential challenges for health systems. The paper concludes that the guarantee of health 

as a human right must be codified as a defining principle of American democracy, enshrining constitutive 

commitments to health as a foundation for a healthier future under law. 
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Introduction

The advancement of health as a human right has 
long been challenged in the United States by con-
servative ideologies, which have sought to limit 
the right to health in domestic policy and global 
governance. While the justifications for this oppo-
sition have shifted over time and across political 
parties—alternatively grounded in individualism, 
neoliberalism, and nationalism—US conservative 
opposition has persisted through the years, pre-
senting recurring obstacles to the development and 
implementation of the right to health. This endur-
ing ideological opposition to the right to health in 
US policy has expanded in scope and impact with 
the rise of right-wing populist nationalism, as the 
US government is now taking rapid steps to limit 
health and human rights in domestic and global 
health policy, presenting an existential challenge 
to the foundational notion of health as a human 
right. To understand these current retrogressive 
measures, it is imperative to examine historical 
American opposition to the right to health, with 
past failures to progressively realize human rights 
in health policy offering lessons to shape future 
advocacy to ensure health as a human right.

The right to health encompasses intercon-
nected freedoms and entitlements that support 
the realization of health care and underlying 
determinants of health. These government respon-
sibilities for health have come to be codified under 
international law, shifting the public health debate 
from political aspiration to binding obligation. 
Through the evolving development of the right to 
health under international law, the US government 
has worked with other states under the United Na-
tions (UN) to establish a common global vision for 
public health. Yet, in stark contrast to the progres-
sive trajectory of other high-income nations, this 
US advancement of the right to health has faced 
continuing conservative opposition over who is en-
titled to rights and what rights should be upheld by 
the state—with this opposition framing health as a 
privilege of wealth rather than a fundamental right 
for all. Such ideological opposition has repeatedly 
limited health advancements in US policy, reflect-
ing an American interpretation of human rights 

that has constrained the notion of health as a uni-
versal human right and an essential government 
responsibility. This selective US conceptualization 
of rights holders and state obligations in health has 
shaped conservative opposition over the past 80 
years, with past obstacles to the right to health now 
presenting new challenges: for the US public health 
system, in foreign health assistance, and through 
global health governance. 

This paper analyzes the long evolution of 
the right to health in US policy, examining the 
persistent opposition of American conservative 
ideology that has laid the foundation for the current 
US abandonment of human rights in domestic and 
global health policy. Beginning in the aftermath 
of World War II, the first section frames early US 
efforts to establish human rights and public health 
as central to a new international order. However, in 
contrast with the health policy trajectory in other 
high-income nations, this postwar vision for health 
and human rights faced early challenges from 
American conservatives, with the second section 
detailing this opposition amid Cold War tensions. 
The third section examines the increasing politici-
zation of health in the United States, beginning in 
the 1980s amid a surge of Republican Party support 
for neoliberal economic policies and conservative 
religious ideologies and giving rise to new Re-
publican attacks on Democratic health initiatives 
and global health governance. The 21st century 
reshaped this Republican attack on the right to 
health, with the fourth section investigating how 
the securitization of health amid the US “War on 
Terror” reframed global health engagement as ei-
ther a security imperative or religious charity. 

Despite an unprecedented expansion of do-
mestic health care access under the 2010 Affordable 
Care Act, this Democratic effort to progressively 
realize access to health coverage reignited sweeping 
Republican attacks on health policy, leading into 
the 2016 election of President Trump. The fifth sec-
tion traces the populist policies of the first Trump 
administration, considering the lasting implica-
tions of the US rejection of the right to health amid 
the COVID-19 response. Despite subsequent efforts 
to address determinants of health under the Biden 
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administration, President Trump would return to 
office following the 2024 election, with this right-
wing populist governance now threatening public 
health science, human rights protections, and glob-
al health institutions. These ongoing populist 
attacks on health and human rights, a culmination 
of past conservative opposition, will outlast this ad-
ministration. In responding to these longstanding 
political obstacles to the right to health, threaten-
ing universal rights and health entitlements, this 
paper concludes that ideological constraints on the 
right to health will endure in US conservativism 
until health is reconceptualized under US law as a 
fundamental human right and a central foundation 
of American democracy. 

Roosevelt’s dream of health for all as a 
human right

The initial conceptualization of a right to health 
under international law arose in the context of 
World War II, as the United States positioned itself 
in the allied fight against tyrannical governments 
as a beacon for the advancement of individual 
freedoms, international institutions, and health 
protections.1 However, postwar efforts to codify 
health and human rights were stymied by conser-
vative attacks on health-related human rights and 
opposition to universal health care systems. 

From “four freedoms” to human rights
Even before the United States entered World 
War II, US President Franklin Delano Roosevelt 
proclaimed to the world in January 1941 that the 
postwar era would be founded on four “essential 
human freedoms”: freedom of speech, freedom 
of religion, freedom from fear, and freedom from 
want.2 The last of these “Four Freedoms”—free-
dom from want—heralded a state obligation to 
provide for the health of its peoples. As the Great 
Depression and ensuing World War transformed 
the United States, Roosevelt cited this “freedom 
from want” as central to a “Second Bill of Rights,” 
looking to uphold economic and social rights as 
central to a “New Deal” under US law, with the 
understanding that “a necessitous man is not a free 

man.”3 Roosevelt intended this Second Bill of Rights 
to serve as a constitutive commitment—rather than 
a constitutional amendment—embedding new 
responsibilities into American institutions and val-
ues.4 While proclaiming such values as universal, 
extending across all nations, Roosevelt sought to 
ensure these rights in the United States, calling on 
Congress in his 1944 State of the Union address to 
enshrine “the right to adequate medical care and 
the opportunity to achieve and enjoy good health.”5 
Drawing from this conceptualization of social and 
economic guarantees, the United States worked 
with allied nations to establish human rights as a 
foundation of global governance.6

Developing human rights to advance health 
The Charter of the United Nations—signed by na-
tions in June 1945, just after the passing of President 
Roosevelt—would be the first international treaty 
to codify human rights, with human rights serving 
as one of the central pillars of UN governance.7 
Framing health among these human rights, states 
sought to develop a specialized health agency un-
der the UN. The United States would host the final 
International Health Conference to establish this 
new UN health agency, with US President Harry 
Truman echoing Roosevelt and imploring repre-
sentatives in his opening message to see health as 
a right:

The right to adequate medical care and the 
opportunity to achieve and enjoy good health 
should be available to all people. For this objective I 
can assure you is in the interest and the support of 
the United States.8

Through the unprecedented declaration that “the 
enjoyment of the highest attainable standard of 
health is one of the fundamental rights of every 
human being,” the July 1946 Constitution of the 
World Health Organization established the man-
date of the World Health Organization (WHO) 
as the “directing and coordinating authority on 
international health work.”9 The founding states 
of WHO envisioned an expansive role for human 
rights in realizing “a state of complete physical, 
mental and social well-being and not merely the 
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absence of disease of infirmity.”10 
In advancing these rights through the UN, 

former US First Lady Eleanor Roosevelt was in-
strumental in shaping the postwar human rights 
framework through the 1948 Universal Declaration 
of Human Rights (UDHR). Following the death of 
her husband, President Truman appointed Eleanor 
Roosevelt as a delegate to the newly established UN, 
where she was elected chair of the Human Rights 
Commission in 1946—and came to be known as 
the “First Lady of the World.”11 Roosevelt led del-
egates in developing the UDHR, which framed a 
human right to “a standard of living” adequate for 
health, encompassing both a right to medical care 
and underlying determinants of health.12 

However, Roosevelt’s rights-based vision was 
not embraced throughout the US government.13 
Conservative politicians across political parties 
opposed efforts to expand international human 
rights law beyond civil and political rights, as the 
comprehensive vision of rights in the UDHR was 
seen as a threat to US institutions of racial segrega-
tion and a ploy for the international advancement 
of communist ideals.14 These conservative critics 
attacked Roosevelt as a “menace to liberty” and 
an “un-American communist,” and the electoral 

impact of these attacks shifted US policies in ways 
that limited the realization of the right to health.15 

Abandoning universal health care
Even as President Truman became the first US pres-
ident to propose a comprehensive national health 
plan—outlining in 1945 a five-point program to 
advance medical education, health insurance, and 
public health services—this effort to realize univer-
sal health care for all Americans was abandoned 
amid rising conservative opposition. Nations 
across the Western world were rapidly rebuilding 
from the destruction of World War II through the 
development of national health systems, as seen in 
the British establishment of the National Health 
Service to provide free care to all “ordinarily res-
idents” (British citizens and permanent residents, 
with specific provisions for visitors, refugees, and 
asylum seekers).16 However, without US congressio-
nal support for universal guarantees of health, the 
United States instead pursued incremental efforts 
to expand segregated health care systems through 
the 1946 Hospital Survey and Construction Act, 
funding hospitals in underserved communities in 
exchange for the provision of free emergency care.17 
With the US Congress shifting to Republican con-

Figure 1. Eleanor Roosevelt at the Third Session of UN Human Rights Commission in 1948 (Franklin D. Roosevelt Presi-
dential Library and Museum)
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trol in the 1946 midterm elections, breaking up the 
“New Deal coalition” that sought to protect social 
security for the working classes over the previous 
decade, the United States abandoned comprehen-
sive health insurance efforts similar to those of 
postwar European nations.18 This solidifying 
conservative opposition to universal health care 
found support from medical practitioners in the 
American Medical Association, which feared a loss 
of physician profits under “fee-for-service” care.19 

The American Medical Association developed 
nationwide campaigns against universal health 
care, equating health insurance subsidies and 
government health insurance with “socialized med-
icine.” This coordinated conservative opposition 
undermined health reform efforts and challenged 
the right to health at home and abroad.20 

Conservative opposition to “socialized 
medicine”

Attacks against “socialized medicine” became a 
hallmark of US health policy. Undercutting the 
UDHR’s promise of universal human rights, the 
international development of health-related rights 
would be challenged by Cold War divisions be-
tween Western capitalist democracies and Soviet 

communist regimes, with the US government look-
ing to prevent the rise of “health rights” as a basis 
to contain the spread of communism.21 Following 
the 1952 election of Republican President Dwight 
D. Eisenhower, the United States withdrew from 
the development of international human rights 
treaties, abandoning UN cooperation to codify 
international standards in order to prioritize ideo-
logical conflict amid the Cold War.22 These Cold 
War divisions impacted both the conceptualization 
of the right to health under international law and 
the implementation of human rights in US health 
policy.23 

Cold War politics 
Soviet criticism of US health inequalities fueled 
conservative challenges to the very idea of health as 
a universal entitlement to be progressively realized 
through government action. Questioning whether 
health was a genuine human right or merely a po-
litical aspiration, the United States pushed for the 
codification of international legal obligations only 
for civil and political rights, individual freedoms 
from government intrusion that were long protect-
ed by the US Constitution.24 This US rejection of 
health-related rights contributed to the temporary 
withdrawal of Soviet states from WHO, with the 

Figure 2. American Medical Association political cartoon (Sid Hix, 1949) and record jacket for a radio announcement 
opposing universal health care (American Medical Association, 1961)
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Soviet Union arguing in February 1949 that its with-
drawal was forced by WHO’s lack of focus on the 
underlying economic and social determinants of 
health.25 Without Soviet engagement, internation-
al efforts to address social determinants of health 
would have no voice in World Health Assembly 
debates, shifting WHO toward disease eradication 
initiatives and limiting efforts to examine public 
health under a rights-based framework.26 

Even as Soviet states returned to WHO, the 
United States sought to contain the influence of 
communist (so-called “red”) health initiatives—
through both bilateral assistance to advance public 
health and multilateral influence to limit the right 
to health. With the United States pursuing bilateral 
health assistance to undermine the influence of 
“communist health initiatives,” Democratic Presi-
dent John F. Kennedy’s establishment of the United 
States Agency for International Development (US-
AID) in 1961 galvanized US foreign assistance for 
public health in low-income nations.27 However, 
the rise of USAID was met by conservative oppo-
sition, as conservatives in Congress rapidly called 
for a “retrenchment in aid,” framing USAID as a 
waste of taxpayer resources to “placate ungrateful 
nations.”28 Facing political opposition at home 
to advancing health abroad, the United States 

pushed WHO to abandon UN negotiations to 
codify the right to health under international law. 
Such US opposition to expansive Soviet proposals 
resulted in a constrained individual right to the 
“highest attainable standard of health” under the 
1966 International Covenant on Economic, Social 
and Cultural Rights.29 Challenged by US political 
pressure, WHO’s repeated proclamations of the 
“non-political” nature of public health and its at-
tempts to avoid political debates on human rights 
limited multilateral efforts to achieve universal 
health care throughout the world.30 

Opposition to universal health care 
By the mid-1960s, worldwide attention was again 
focused on health inequalities as a violation of 
human rights. The fight for human rights in the 
United States became intertwined with the struggle 
for racial equality, with Black Americans system-
atically denied a wide range of rights, including 
social and economic rights to education, housing, 
and health.31 Seeking to address rising inequities 
through health care reforms, Democratic Presi-
dents Kennedy and then Lyndon B. Johnson made 
universal health care a political priority in US 
policy.32 Conservative members of Congress, how-
ever, sought to limit these universal care initiatives, 

Figure 3. Maintenance staff clean graffiti from the outside of the WHO Regional Office for the Americas, the Pan Ameri-
can Health Organization, Washington, DC (Associated Press, 1961)
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condemning efforts to establish a “welfare state” 
as the first step in the spread of communism to all 
aspects of life and reducing the health policy debate 
from public health to medical coverage.33 This op-
position, often couched in implicitly racist terms, 
led President Johnson to abandon universal health 
care reforms and focus instead on narrower health 
programs for specific vulnerable populations, with 
interconnected 1965 legislation providing for the 
rights of the elderly through Medicare and the 
rights of the impoverished through Medicaid.34 
The American Medical Association supported 
this proposed government medical assistance for 
the elderly but actively opposed any expansion of 
assistance to other populations, framing efforts 
to ensure health care for all as compromising the 
control of physicians and insurance companies in 
setting fees.35 While the final creation of Medicaid 
provided federal funding to state governments to 
facilitate medical coverage for impoverished Amer-
icans, compromises in congressional negotiations 
resulted in inadequate financing for care and state 
discretion on coverage, allowing health inequities 
and racial discrimination to persist.36 

These divisive conservative attacks on health 
equity initiatives, pushing Southern white voters 
toward the Republican Party and leading to the 
narrow 1968 election of Republican President 
Richard Nixon, would frustrate efforts to expand 
welfare guarantees under the US Constitution, as 
US health care reform debates shifted toward the 
expansion of private health insurance.37 As do-
mestic health policy became stymied by partisan 
divisions, these conservative attacks extended 
globally, with American conservatives turning 
against international health policy developments 
under WHO governance.38

A “new international health order” 
Following the election of a new WHO Direc-
tor-General in 1973, the WHO Secretariat looked to 
human rights to advance public health for impov-
erished populations throughout the world. WHO 
sought to navigate tensions between the Cold War 
superpowers while also addressing the concerns of 
“developing countries,” as these long marginalized 

states came together to restructure international 
development cooperation in the pursuit of a “new 
international economic order.”39 With these devel-
oping countries voting together in the World Health 
Assembly to advance health as a universal human 
right, the WHO leadership held out human rights 
as central to a political campaign for public health, 
extolling international legal obligations as a clarion 
call for the realization of primary health care. This 
renewed rights-based vision for health would shape 
WHO’s 1978 International Conference on Primary 
Health Care, in Alma-Ata, USSR. Drawing from 
the united advocacy of low- and middle-income 
countries, the resulting Declaration of Alma-Ata 
detailed a multisectoral imperative to address un-
derlying determinants of public health, delineating 
government obligations to promote health as a 
human right.40 

WHO leaders saw this moment as the “onset 
of the health revolution,” with scholars examining 
the Declaration of Alma-Ata as heralding a “new 
international health order.”41 This new order for in-
ternational health found early support in a renewed 
US commitment to human rights and global gov-
ernance, with Democratic President Jimmy Carter 
inaugurating his presidency in 1977 under the 
commitment to “guarantee the basic right of every 
human being to be free from poverty and hunger 
and disease and political oppression.”42 While the 
Carter administration continued to advance the 
right to health under WHO, amid broader US sup-
port for economic and social rights in the late 1970s, 
the 1980 election of Republican President Ronald 
Reagan—and with it, renewed conservative oppo-
sition to WHO’s regulatory activities—closed any 
opportunity to implement the Declaration of Al-
ma-Ata and realize primary health care throughout 
the world.43

Republican attacks against public health 
and “global” health

The Reagan administration saw the ascendance of 
the “New Right” in the Republican Party, which 
brought together two opposing ideological tenets of 
conservatism: “neoliberalism,” an economic con-
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servatism that sought freedom from government 
intervention, and “moralism,” a social conservatism 
that advanced government authority to further 
traditional moral and social values.44 These contra-
dictory conservative ideals led to inconsistencies 
across health policy, as US policies simultaneously 
liberalized the market for privatized health services 
and imposed right-wing religious ideologies to at-
tack sexual and reproductive rights and LGBTQ+ 
populations.

Challenging WHO governance and US welfare 
policy
As health care became increasingly privatized un-
der the neoliberal economic model—prioritizing 
free market liberalization with minimal govern-
ment intervention—the Reagan administration 
presented new obstacles to health, treating health 
services as a transactional commodity rather 
than a fundamental right. This economic model 
for health, advanced forcefully by the Heritage 
Foundation, a conservative nongovernmental 
think-tank, was integrated across the US health 
system, as corporations gained greater control over 
health determinants and the government stepped 
back from public health, disregarding structural 

barriers to health for marginalized populations.45 
Although these policy shifts purported to promote 
economic efficiency, the subordination of human 
rights to market forces served to undermine prima-
ry health care, developing-nation health systems, 
and WHO governance.46

Impacting health throughout the world, the 
Reagan administration first pushed back against 
WHO regulation of commercial determinants of 
health, with the United States standing alone in 
opposition to the 1981 WHO International Code of 
Marketing of Breastmilk Substitutes, which aimed 
to regulate transnational formula corporations in 
order to prevent infant death.47 Thereafter cutting 
back US financial support for WHO, the Reagan 
administration threatened the stability of WHO fi-
nancing, criticizing the organization for its alleged 
limitations of free markets and shifting US financial 
commitments away from general budget support 
and toward targeted funding for US priorities.48

	 In applying this neoliberal model to the US 
health system, the “Reagan Revolution” sought the 
privatization and decentralization of government 
health programs: the US Department of Health and 
Human Services faced large budget cuts, the federal 
government provided grants directly to states for 

Figure 4. Democratic US Senator Edward Kennedy with WHO Director-General Halfdan Mahler, Alma-Ata, USSR 
(World Health Organization, 1978)
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health programming, and Medicare and Medicaid 
eligibility were sharply reduced.49 These neoliberal 
cost-cutting measures shrank the federal govern-
ment’s share of the nation’s health budget, cutting 
Medicaid by more than 10% and welfare spending 
by more than 17%, at the expense of rights-based 
conceptions of health, with the government sin-
gling out specific groups as “unworthy” of health 
entitlements.50 The Reagan administration often 
justified these cuts to the “welfare state” in racial-
ized terms, repeatedly demonizing impoverished 
Black women as “welfare queens” who were seek-
ing to abuse the welfare system and take from 
“hardworking Americans.”51 Framing poverty as a 
personal moral failure rather than a foundational 
government responsibility, the administration 
narrowed the definition of health to focus only on 
medical care, increased barriers for impoverished 
Americans, and disregarded underlying determi-
nants of health. 

Religious attacks on sexual and reproductive 
rights 
These limitations on health extended to reproduc-
tion and sexuality, as the Reagan administration 

looked to conservative social values to attack sexual 
and reproductive rights, seeking to constrain the 
expansion of women’s rights and reimpose tradi-
tional gender roles. Invoking conservative religious 
ideologies that opposed gender equality, contracep-
tion, and abortion, the administration abandoned 
domestic family planning programs and raised 
new obstacles to abortion access.52 Such attacks 
on reproductive rights, responding to the 1973 US 
Supreme Court decision in Roe v. Wade and sup-
ported by a “moral majority” movement, were seen 
as central to a larger social conservative battle to 
protect the traditional, heterosexual “nuclear fam-
ily” and preserve the patriarchal, male-dominated 
familial dynamic.53 This politicization of women’s 
rights impacted health throughout the world, as the 
United States sought to block foreign assistance to 
any organization that performed, promoted, or dis-
cussed abortions in any country. Announcing this 
policy shift at the 1984 International Conference 
on Population in Mexico City, the so-called Mex-
ico City Policy (or Global Gag Rule) constrained 
family planning programs throughout the world 
and expanded the administration’s attacks on re-
productive rights globally.54 

With these attacks extending to sexual rights, 

Figure 5. Heritage Foundation studies from 1985, 1986, and 1987 seeking to reshape US engagement with WHO gover-
nance (Heritage Foundation)



b. m. meier and d. mcbride / general papers, 179-197

188
J U N E  2 0 2 6    V O L U M E  2 8    N U M B E R  1   Health and Human Rights

the Reagan administration’s inaction in the early 
days of the HIV/AIDS response reflected an ex-
plicit rejection of the rights of gay, bisexual, and 
transgender populations that were disproportion-
ately impacted by the disease.55 The administration 
saw these populations as morally “sinful” and, 
through this right-wing religious lens, rejected the 
equal dignity and rights of affected populations— 
stigmatizing vulnerable communities, denying 
timely information, and neglecting the right to 
health.56 Six years after the first cases were iden-
tified, WHO was rallying the world to develop a 
rights-based Global Strategy for the Prevention 
and Control of AIDS, but—with more than 20,000 
Americans already dead—President Reagan still 
had not publicly said the word “AIDS.”57 Despite 
repeated pleas from affected populations asserting 
a human right to government support, the admin-
istration continued to attribute the disease to a “gay 
lifestyle,” denying necessary research, care, and 
support amid the rapid rise of a pandemic threat.58 
This targeted health neglect at home was extended 
by neoliberal development policies that exacerbated 
health inequities globally.

Neoliberal health reforms amid structural 
adjustment programs 
Shifts under the Reagan administration furthered 
the “neoliberal era” in economic development pol-
icy, as US-led international financial institutions 
exacerbated health disparities within and between 
countries. This “Washington Consensus” of neolib-
eral policies—seeking to liberalize the economies 
of developing countries through deregulation, 
marketization, privatization, and decentralization—
decimated fragile health and social infrastructures 
throughout the world.59 Pushing these neoliberal 
reforms on fragile governments in return for loan-
based debt assistance, the International Monetary 
Fund demanded that low-income countries adopt 
“structural adjustments” that rapidly reduced 
government expenditures, scaling back the public 
health systems necessary to respond to rising health 
burdens. These market-oriented conservative policy 
reforms, undertaken to service debt without regard 
for human rights, limited government action to 

ensure basic needs.60 Under such “structural adjust-
ment programs,” the International Monetary Fund 
was able to “demand cuts in government expendi-
ture, including axing or abolishing programmes for 
education, health, housing and public sector devel-
opment, like sewage disposal and public housing.”61 
Even as these programs failed to stoke economic 
growth, the dramatic scaling back of government 
commitments to uphold public health left in its wake 
weakened national public health infrastructures un-
able to bear the burden of rising health challenges.62 

The end of the Cold War at the start of the 1990s, 
followed by the election of Democratic President Bill 
Clinton in 1992, offered the promise of ending US 
opposition to human rights in global health. De-
claring a new post-Cold War consensus on human 
rights, delegates at the 1993 World Conference on 
Human Rights sought to bridge the divide between 
civil and political rights and economic, social, and 
cultural rights. The resulting Vienna Declaration 
and Programme of Action declared that all human 
rights are “universal, indivisible and interdependent 
and interrelated” and should be treated “on the same 
footing, and with the same emphasis.”63 The Clinton 
administration, seeking to establish a “Third Way” 
movement at the center of the political spectrum, 
looked in this moment of sweeping global change 
to renew US leadership in multilateral health gov-
ernance: playing a leading role in advancing the 
HIV/AIDS response through the 1994 creation of 
the Joint United Nations Programme on HIV/AIDS 
(UNAIDS); spearheading the UN’s Fourth World 
Conference on Women in 1995 and strengthening 
the United Nations Population Fund (UNFPA); and 
supporting a united international front against cli-
mate change through the 1997 Kyoto Protocol.64 

Yet despite this renewed leadership and finan-
cial support, the conservative legacy of the neoliberal 
approach to health persisted across US political 
parties. When the Clinton administration sought 
to reform health care at home, it proposed only an 
incremental, market-oriented approach to universal 
care, prioritizing efficiencies in private health in-
surance coverage while conspicuously avoiding the 
language of human rights.65 As Republican lawmak-
ers and interest groups scaled back their support for 
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the individual elements of this reform package, the 
comprehensive bill failed, and in the wake of this 
failure, Congress passed the 1997 State Children’s 
Health Insurance Program to provide health cov-
erage to uninsured children whose family income 
was too high to qualify for Medicaid.66 Throughout 
the world, the US government continued to address 
health as a means to economic development rather 
than as a right—an end unto itself. This neoliberal 
“health for growth” model elevated health, nutrition, 
and population funding under the World Bank while 
strengthening pharmaceutical patent protections 
under the World Trade Organization.67 As authority 
in global health governance continued to shift from 
WHO to international financial institutions, the 
WHO Secretariat sought to reorient itself—from the 
unquestioned leader to a necessary coordinator in a 
crowded global health governance landscape.68

Global health security: “Compassionate 
conservatism” abandoned 

Amid this leadership vacuum in global health 
governance, the global health architecture in the 
21st century shifted toward greater US hegemony 
in global health policy, with commentators in-
creasingly noting that “the US domestic agenda is 

driving the global agenda” in health.69 Terrorist at-
tacks against the United States realigned this rising 
US engagement in global health, refocusing public 
health through the lens of national security even 
as Republican President George W. Bush sought to 
expand lifesaving treatments abroad as a religious 
imperative. Yet despite this increasing Republican 
attention to global health, subsequent Democratic 
Party efforts to expand health care access in the 
United States would be attacked relentlessly by 
conservatives as a “threat to freedom,” giving rise 
to a new anti-government populist movement that 
opposed the right to health and prevailed in the 
2016 US elections.

Terrorist attacks and the securitization of public 
health 
The attacks of September 11, 2001, redefined US 
interests in public health, as Al-Qaeda terrorist 
attacks against the United States (alongside a bio-
terrorist “anthrax scare” in the days that followed) 
upended global health engagement under the Bush 
Administration, reframing public health as a na-
tional security imperative.70 Although President 
George W. Bush had presented his administration 
as the foundation of a new “compassionate con-
servatism,” advancing social conservative values 

Figure 6. US First Lady Hillary Clinton addresses delegates at the 1995 World Conference on Women in Beijing (Sharon 
Farmer, Clinton Presidential Library)
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alongside government assistance to those in need, 
these attacks reshaped foreign policy amid a self-de-
clared “War on Terror,” in which public health 
was redefined to address the fear of bioterrorism 
and disease “invasion.”71 The Bush administration 
rapidly responded to this rising fear by developing 
the Model State Emergency Health Powers Act, a 
federal template for state public health law reforms, 
which was seen to prioritize the state’s police pow-
ers to protect “health security” at the expense of 
individual autonomy, civil liberties, and human 
rights.72 The resulting state public health policy de-
bates under this model act demonized immigrants 
and minority populations—especially Arab and 
Middle Eastern populations—as Islamic terrorist 
sympathizers, carriers of disease, and national se-
curity threats.73 The War on Terror would lead to 
widespread violations of human rights at home and 
abroad, as the securitization of health was seen to 
require human rights limitations to protect public 
health, even as the United States sought to reshape 
foreign assistance through an unprecedented bi-
partisan commitment to HIV treatment.

A religious imperative for HIV treatment
The Bush administration remained eager to ad-
vance global health as a religious imperative, but 

it was unwilling to delegate substantive health 
authority to international organizations.74 Moving 
away from international institutions as mecha-
nisms for distributing lifesaving treatments, the 
United States bypassed these multilateral organi-
zations in pursuing an ambitious expansion of its 
foreign health assistance, increasingly making US 
bilateral assistance a singular force in global health 
governance. As the G8 established the Global Fund 
to Fight AIDS, Tuberculosis and Malaria in 2001, 
the US government was rapidly moving to create 
new health institutions outside of the UN system, 
over which it would have greater control.75 This bi-
lateral approach to humanitarian assistance found 
bipartisan support in 2003 through the President’s 
Emergency Plan for AIDS Relief (PEPFAR), which 
would become a principal mechanism of US global 
health funding. 

The launch of PEPFAR represented an un-
precedented Republican commitment to scaling 
up programs for the care and treatment of HIV. 
Although PEPFAR was not presented as a basis to 
realize the right to health, bipartisan support for 
this initiative increased US government spending 
on a scale that rivaled any other American effort in 
global health, serving as the largest commitment by 
any nation to fight a single disease.76 

Figure 7. President Bush shakes hands with then-Senator Joseph Biden following the PEPFAR reauthorization (Getty, 
2008)
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The Democratic dream of universal health care 
gives rise to right-wing populism
The election of President Barack Obama presented 
the opportunity to achieve a longstanding Dem-
ocratic Party goal: universal health care for all 
Americans. Revitalizing debates on the “moral 
commitment” of government to secure the health 
of every American, the 2010 Patient Protection 
and Affordable Care Act (ACA) advanced the 
realization of health as a human right, marking 
the most expansive reform of the US health care 
system in decades.77 Yet while the ACA offered  
an unprecedented expansion of access to health 
care services, drawing from progressive rights-
based health reforms across US states, it did not 
stray from the neoliberal market-based approach, 
working through private health insurance systems 
to expand access to health coverage.78 Despite this 
market-based approach, with roots in past Repub-
lican proposals, the Republican Party nevertheless 
attacked the “Obamacare” legislation as a threat to 
freedom and a violation of the US Constitution.79 
Even though the Obama administration intention-
ally avoided justifying its policy reforms through a 
commitment to rights and freedoms, never invok-
ing human rights to frame congressional debates, 
the ACA reflected a comprehensive effort to rein in 
insurance costs and improve equitable health out-
comes, bringing the United States closer to other 
nations in realizing a right to health care.80 

Following the passage of the ACA, President 
Obama harkened back to President Roosevelt in 
speaking before the UN General Assembly, declar-
ing explicitly that “freedom from want is a basic 
human right,” as the 2011 US report to the UN’s 
Universal Periodic Review heralded the enactment 
of the ACA as a reflection of America’s commit-
ment to progressively realize the right to health.81 
Beyond this advancement of government respon-
sibility for health care at home, human rights 
became a renewed focus of US policy to advance 
health throughout the world, as President Obama 
strengthened global health policy through a  
coordinated strategy for US engagement with glob-
al health security.82 This proclaimed commitment 
to human rights offered a moral justification for 

US bilateral leadership in building the capacity of 
African health institutions and for US multilateral 
support in developing global resolutions to advance 
universal health coverage, sexual and reproductive 
health, and climate change mitigation.83 Human 
rights had become a foundation for renewed US 
leadership in public health; however, these health 
policy advancements galvanized populist oppo-
sition, as conservative activists, under the banner 
of a “Tea Party” revolution, relentlessly attacked 
government efforts to expand access to health as a 
fundamental threat to freedom.84 The Trump pres-
idential campaign adopted this populist rhetoric 
in attacking the ACA, riding a right-wing populist 
wave to capture the Republican nomination, with 
the 2016 US election turning on opposition to health 
care reforms and leading to profound transitions in 
public health policy.85

The populist threat to public health 

The first Trump administration threatened the 
human rights that underlie public health, in the 
United States and throughout the world. Rejecting 
the fundamental notion that all people are equal 
in dignity, the administration rapidly pursued 
discriminatory policies that targeted marginalized 
populations, denied health services, and redefined 
“unalienable rights.”86 The administration also at-
tacked the foundations of health policy, pursuing 
cuts in health research, prioritization of corporate 
deregulation, and withdrawal from global initia-
tives.87 These violations of human rights, challenges 
to public health, and isolationism in international 
affairs undermined the US government’s response 
to the COVID-19 pandemic. The failures of the 
pandemic response shaped the 2020 election, after 
which the Biden administration sought to renew 
US leadership in global health and human rights. 
Yet the 2024 elections again presented an existential 
crossroads for the United States, offering divergent 
paths for continuing US engagement with health 
and human rights.

Violating human rights, undermining health 
science, and rejecting global governance
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With populist leadership dividing the United 
States, the first Trump administration threatened 
universal human rights and weakened public health 
protections.88 President Trump opened his presi-
dency in January 2017 by issuing an executive order 
to establish a “Muslim ban” that restricted refugees 
and immigrants from seven Muslim-majority 
countries, and these political attacks on immigrants 
would expand in the years that followed, as the gov-
ernment prosecuted migrants, separated families, 
and uprooted lives.89 Undermining domestic public 
health systems, the administration pre-empted 
state public health laws while reducing the power of 
federal health agencies to prevent disease and pro-
mote health.90 This populist threat to human rights 
and public health extended globally through iso-
lationist policies, with the Trump administration 
reducing foreign assistance, flouting international 
norms, abandoning international partnerships, 
and weakening international organizations.91 As 
seen in attacks on sexual and reproductive health 
and rights, President Trump expanded the “Global 
Gag Rule” to restrict American reproductive health 
assistance, closed US programs addressing HIV/
AIDS, maternal and child health, and LGBTQ+ 
health, and withheld funding to UNFPA.92 Ad-
vancing an “America First” foreign policy, the 
administration rejected a range of international 
policies and organizations, as the United States 
withdrew from several UN agencies and abandoned 
global efforts to address the cataclysmic threat of 
climate change under the Paris Agreement.93 These 
attacks on human rights, public health, and global 
governance proved catastrophic in responding to 
the COVID-19 pandemic.

Challenging international human rights amid a 
public health emergency 
When faced with this new threat, the administra-
tion reacted with division and discrimination. The 
president referred to COVID-19 as the “Chinese 
virus” (in ways that stoked attacks against Asian 
Americans), dismissed public health data and ex-
pertise (initially denying the severity of the disease 
before rejecting prevention measures, promoting 
unproven treatments, and attacking health offi-

cials), and undermined international collaboration 
through global governance (initially halting WHO 
funding before calling for US withdrawal from 
WHO).94 Abandoning global health governance in 
responding to a shared health crisis, the Trump ad-
ministration rejected WHO public health guidance, 
instituted international travel bans, and blocked 
health data sharing in the pandemic response.95 
Isolated in facing this public health emergency, 
the administration pursued repressive measures 
in ways that undercut democratic guarantees, ne-
glected vulnerable populations, and exacerbated 
health inequities in violation of human rights ob-
ligations.96 In an effort to redefine rights to reflect 
administration priorities, the US government’s 
newly established Commission on Unalienable 
Rights released a 2020 report that sought to delimit 
human rights to a narrow conceptualization of 
rights rooted in a Christian interpretation of nat-
ural law, disregarding subsequent advancements of 
rights under international law (that protect wom-
en, children, and minorities), promoting religious 
freedom as a paramount right, and refuting the hu-
man rights that underlie health.97 Advancing this 
redefinition of rights globally, the administration 
in 2020 introduced the Geneva Consensus Decla-
ration as a basis to form an international coalition 
of conservative countries that would work together 
to reorient women’s health around conservative 
values, explicitly rejecting abortion as a human 
right.98 These compounding policies weakened 
US influence in international affairs, constrained 
the global response to the COVID-19 pandemic, 
and threatened the international vision of human 
rights, with the future of health and human rights 
hanging in the balance. 

A fleeting moment of renewed leadership
The 2020 election of President Joseph Biden pro-
vided a brief opening to reinstate US leadership as 
a basis for human rights, public health, and global 
solidarity. Following a contentious presidential cam-
paign amid a catastrophic pandemic response—a 
response that had already seen millions of lives lost 
and left the United States dangerously disconnected 
from its past international leadership—the public 
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health and human rights communities sought to 
support the rebuilding task ahead.99 Yet even as 
President Biden looked to reshape US leadership 
under the right to health, the United States con-
tinued to be impacted by health inequities driven 
by the COVID-19 pandemic.100 The Biden admin-
istration immediately sought to reintegrate human 
rights into public health through value-based 
care, prioritizing scientific integrity, health equity, 
and evidence-based policymaking.101 Advancing 
health globally, the administration reversed the US 
withdrawal from WHO, repealed the Global Gag 
Rule, reauthorized PEPFAR, rejoined the Paris 
Climate Agreement, and took unprecedented steps 
to mitigate the climate threat through the Inflation 
Reduction Act of 2022.102 Given the detrimental 
global health impacts of COVID-19, the US gov-
ernment increased bilateral foreign assistance for 
health and joined with other WHO member states 
to strengthen pandemic preparedness multilateral-
ly through 2024 amendments to the International 
Health Regulations and negotiations that led to the 
2025 WHO Pandemic Agreement.103 

However, health and human rights contin-
ued to face systematic obstacles as the 2024 US 
elections approached, with the Trump campaign 
explicitly threatening to confront the public health 
scientists, human rights protections, and global 
governance institutions that underlie health in the 
United States and throughout the world.104 This de-
structive vision for a second Trump administration 
was laid out in detail by the Heritage Foundation 
in its “Project 2025” manifesto, which presented a 
detailed path to consolidate right-wing power in 
the US government by reshaping democratic prin-
ciples, reducing the government workforce, and 
withdrawing from global governance in ways that 
would threaten health and human rights.105 That 
vision is now rapidly being carried out in US policy.

Conclusion

Eighty years of conservative opposition to the no-
tion of health as a human right, challenging who 
is entitled to rights and what those rights include, 
have led to this uncertain moment, as the Trump 

administration attacks public health science, 
fundamental human rights, and global health 
governance. These attacks are not an aberration 
but a culmination, extending past conservative op-
position to its ultimate policy solution: the end of 
health as a human right. Rather than reframing or 
reducing existing institutions of health and human 
rights, as seen in past conservative administrations, 
this administration now seeks to destroy the very 
institutions that shape the realization of the right to 
health, eviscerating scientific research structures, 
persecuting human rights defenders, and abandon-
ing global health engagement.106 In the absence of 
congressional action, the administration’s rapid re-
shaping of US health policy—through the rejection 
of health expertise, defunding of scientific research, 
deregulation of harmful industries, privatization of 
health services, abandonment of foreign assistance, 
and withdrawal from global governance—will 
exacerbate health challenges in the United States 
and threaten millions throughout the world.107 This 
decline of US leadership to promote health and hu-
man rights will outlive the present administration, 
undermining health outcomes for generations and 
widening health inequities at home and abroad.

These attacks on the right to health should be 
seen as undermining core American values, where 
health is a foundational underpinning of rights en-
shrined in the US Constitution and Bill of Rights. 
While not explicitly enumerated in the nation’s 
founding documents, principles of individual free-
dom, a core American value, cannot exist without 
public health.108 Presidents have recognized this 
before. Facing the twin challenges of the Great 
Depression and World War II, President Roosevelt 
explicitly proclaimed that the “land of the free” 
cannot ensure freedom when people live in want.109 
The US government serves to uphold that freedom 
from want by ensuring the conditions essential for 
public health. The right to health must be seen not 
just as an international obligation but as a foun-
dation of American democracy. Supporting this 
foundation in 1944, Roosevelt called for a Second 
Bill of Rights, not to challenge the original Bill of 
Rights but to build on its foundations by guaran-
teeing the opportunity to achieve good health. 
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Ensuring this equality of opportunity today will 
require a social minimum for all individuals and 
a rights-based allocation of resources for health.110 

It will be necessary for the United States to 
enshrine the right to health as central to American 
democracy, looking to both federal and state laws 
to unite the nation to realize the highest attainable 
standard of health. With more than 110 countries 
already guaranteeing specific rights for the pro-
gressive realization of health, the right to health 
is widely codified as a core value, explicit right, or 
fundamental entitlement in national constitutions 
and foundational documents across the world.111 
Within the United States, a rising number of states 
have already developed constitutional and legisla-
tive entitlements to ensure health-related rights for 
those whose rights are not protected by the federal 
government.112 This evolving recognition of the 
right to health has raised a nationwide imperative, 
learning from past opposition, to recognize the 
right to health as a core government commitment. 
Such constitutive commitments under domestic 
law will be necessary to make the right to health 
a reality in the United States, building on past 
movements to overcome continuing conservative 
opposition.113 In this rising American movement to 
ensure the right to health, there is a crucial role for 
the political engagement of public health leaders, 
building a national campaign to ensure that health 
for all can become a unifying vision to define 
America’s future. 
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book review
Social Injustice, Public Health, and Human Rights

audrey r. chapman

Social Injustice and Public Health, fourth edition 
edited by Barry S. Levy (Oxford University Press, 2026)

Social Injustice and Public Health is a comprehensive collection of 31 essays, each written by leading experts 
in public health and medicine, that document the profound impacts of social injustice on public health. The 
volume is edited by Barry Levy—a former director of the American Public Health Association, editor of 
numerous textbooks, and author of From Horror to Hope: Recognizing and Preventing the Health Impacts of 
War—who also contributed several chapters.1 The goals of the volume, according to Levy, are to provide a 
better understanding of the roots of social injustice and its impacts on public health, to promote education 
and research on this important issue, and to stimulate action to reduce social injustice and minimize its 
health consequences. It is the fourth edition of a text first published in 2005 and includes several new 
chapters.

As conceptualized in the volume, social injustice “is the denial or violation of economic, sociocultural, 
political, civil, or human rights of specific population groups in society based on the erroneous perception 
of their inferiority by those with more power or influence” (pp. 3–4). Alternatively, the book offers a second 
definition of social injustice based on the US Institute of Medicine’s conceptualization of public health as 
what we do as a society collectively to assure the conditions in which people can be healthy. Social injustice, 
then, refers to policies or actions that adversely affect the conditions that enable people to be healthy. The 
book explains that while social injustice is often community-wide or even global, its effects fall dispropor-
tionately on the groups identified in the first definition above, such as people living in poverty, people of 
color, women, and older people. As Levy points out, social injustice creates conditions that prevent indi-
viduals and groups from having their basic needs met and that, in the process of doing so, violate human 
rights (p. 4).

Social Injustice and Public Health is organized into four parts. The first part comprises an introduction 
by Levy on the nature of social injustice and its impact on public health, as described above.

The second part examines how social injustice impacts the health of ten population groups. The 
chapter by Michael Marmot and Ruth Bell explores the impact of social injustice on socioeconomically 
disadvantaged populations and assesses the root causes and underlying factors of socioeconomic disad-
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vantage. In considering what needs to be done, 
the authors draw on recommendations from The 
Marmot Review Ten Years On, including those 
aimed at giving every child the best start in life (pp. 
33–34). The remaining chapters explore how social 
injustice affects the health of people of color (Car-
ol Easley Allen and Cheryl Easley), women (Gina 
Maranto), children (Luz Claudio and Juan Antonio 
Ortega-Garcia), older people (Carroll Estes et al.), 
lesbian, gay, bisexual, transgender, and queer or 
questioning people (Emilia Lombardi and Talia 
Mae Bettcher), people with disabilities (Nora Ellen 
Groce), incarcerated people (David Cloud), people 
experiencing homelessness (Howard Padwa et al.), 
and forced migrants (Michael Toole). Many of 
these chapters not only profile the impacts of social 
injustice on these communities and examine their 
causes but also identify what needs to be done now.

The third part addresses how social injustice 
affects specific aspects of public health, including 
medical care (Oliver Fein), communicable diseases 
(Joia Mukherjee), nutrition (J. Larry Brown), non-
communicable diseases (Mariachiara Di Cesare et 
al.), violence (Colleen Ray et al.), war (Barry Levy), 
mental health (Carles Muntaner et al.), environ-
mental health (Barry Levy), occupational health 
and safety (Linda Rae Murray), oral health (Myron 
Allukian et al.), and global health (Barry Levy). 
Some chapters are US oriented, while others are 
international in scope. As in the second part, these 
chapters both discuss the underlying causes and 
offer recommendations for action.

The fourth part sets out an agenda for action. 
It features contributions addressing social justice in 
a human rights context (Sofia Gruskin and Paula 
Braveman), promoting social justice through pub-
lic health policy (Kathleen Rest et al.), promoting 
social justice through public health practice (Josh-
ua Sharfstein et al.), strengthening communities 
and the roles of individuals in building community 
life (Robert Aronson et al.), promoting social jus-
tice through education in public health (Robert 
Lawrence), developing a critical research agenda 
for social justice and public health (Nancy Krieger), 
protecting human rights through international and 
national law (Henry Freedman and Martha Davis), 

learning from the social movements of the 1960s 
(Oliver Fein and Charlotte Phillips), and promoting 
health with equitable and sustainable human devel-
opment (Richard Jolly and Mark Sidel).

As indicated above, this volume is not ex-
plicitly about human rights and health. In the 
introduction, Levy acknowledges that social justice 
is closely linked to human rights and specifically 
identifies three foundational human rights doc-
uments—the Universal Declaration of Human 
Rights, the International Covenant Civil and 
Political Rights, and the International Covenant 
on Economic, Social and Cultural Rights—as the 
basis for identifying the rights to which all people 
are entitled (p. 6). However, this theme is not then 
expressed in the contents of the book. Only two of 
the volume’s 31 chapters focus on human rights, 
and both appear to be written primarily for public 
health specialists unfamiliar with human rights. A 
third chapter advocates for incorporating human 
rights into public health and medical curricula.

The chapter by Sofia Gruskin and Paula Brave-
man on addressing social injustice in a human rights 
context (chapter 23) considers the relevance of hu-
man rights to public health in three major spheres: 
as legal standards and obligations of governments, 
as a conceptual framework for analysis and advo-
cacy, and as guiding principles for designing and 
implementing policies and programs. It describes 
what human rights are and, more specifically, con-
ceptualizes the right to health. Perhaps the most 
helpful section of the chapter, especially for public 
health specialists, is the section that explores how 
human rights principles and standards can be used 
to promote social justice. As the authors note, most 
public health actions are intended to benefit entire 
populations, which means that poor or marginal-
ized populations may benefit too little, even from 
the best-intentioned initiatives. They therefore ar-
gue that using human rights norms along with the 
routine assessment of potential health implications 
should become standard practice at all stages of 
public policy formation, including its design, im-
plementation, and evaluation (pp. 542–543). They 
conclude that “health workers should be aware that 
human rights principles, norms, standards, laws, 
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and accountability mechanisms are relevant tools 
to help achieve social justice in health … Human 
rights principles provide a framework that can 
guide health workers and others in pursuing social 
justice in health” (p. 546).

The second chapter with a human rights theme 
(chapter 29), written by Henry Freedman and Mar-
tha Davis, examines the protection of human rights 
through international and national law. It describes 
the United Nations Charter as the taproot of a tree, 
the Universal Declaration of Human Rights as the 
trunk, and the various covenants based on the Uni-
versal Declaration as branches addressing a range 
of individual rights (p. 653). It provides descriptive 
information on how the system functions, presum-
ably for health care professionals unfamiliar with 
the international human rights system. Various 
sections of the chapter illustrate how US national 
and state laws can be used to reduce social injustice. 
The chapter also provides a human rights and legal 
agenda and identifies some resources for advancing 
social justice. The authors conclude that when the 
domestic rule of law is under stress, as is currently 
the case in the United States, human rights law be-
comes even more important as a bulwark against 
injustice. They go on to observe that establishing 
enforceable social, economic, and cultural rights 
represents the only sure defense against social 
injustice. They recommend that “lawyers must go 
to court, targets of social injustice and their sup-
porters must take to the streets to demonstrate 
nonviolently, and activists must lobby their elected 
representatives” (p. 671). Hopefully that will occur.

The chapter by Robert Lawrence on pro-
moting social justice through education in public 
health (chapter 27) also stresses the importance 
of incorporating human rights into the curricula 
of schools of public health, medical schools, nurs-
ing schools, and departments of community and 
preventive medicine. Lawrence identifies human 
rights as one of the two major developments in the 
past eight decades relevant to the development and 
implementation of a social justice curriculum for 
public health students. The second is the significant 
progress that has been made in qualitative and 
quantitative analyses of the social determinants of 

health. According to Lawrence, these two develop-
ments provide the foundation for education that 
places social justice at the heart of the public health 
curriculum (p. 611). However, the chapter does not 
offer details about how or which human rights 
should be integrated into the various curricula.

Beyond these chapters, the volume is broadly 
relevant to the pursuit of health and human rights 
in several ways. Both the public health community 
and the human rights community are committed to 
overcoming social injustice and achieving greater 
fairness and equity. Both acknowledge that the lack 
of justice, fairness, and equity results from social 
structures and discriminatory policies that harm 
individuals and groups. I think that greater col-
laboration between these two communities would 
strengthen each in advancing its commitments and 
goals. I write this as a human rights specialist in a 
public health academic department.

Over the past 25 years, the human rights 
community has become increasingly aware of the 
importance of the social determinants of health for 
health outcomes. The United Nations Committee 
on Economic, Social and Cultural Rights’ General 
Comment 14 interprets the right to health as an 
inclusive right extending not only to timely and 
appropriate health care but also to the underlying 
determinants of health. Providing these under-
lying determinants to everyone is identified as a 
core obligation of state parties that is immediately 
realizable and not dependent on the availability of 
resources.2 For this reason, rights-based approaches 
to health need to engage in a meaningful way with 
the growing body of public health research that 
shows the significant impact of health inequalities 
and the social determinants of health on health 
status. Social Injustice and Public Health provides a 
valuable resource for that purpose.

Additionally, one of the hallmarks of a human 
rights approach is a commitment to protecting the 
rights and well-being of vulnerable and disadvan-
taged groups. To that end, the need to protect the 
rights and needs of these communities has been 
a recurrent theme in the work of the United Na-
tions human rights oversight committees. It finds 
expression, for example, in the work of the Com-
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mittee on Economic, Social and Cultural Rights, 
whose General Comment 14 interpreting the right 
to health identifies the special obligations of states 
to provide for the satisfaction of the health needs of 
individuals and groups whose poverty, disabilities, 
or background make them vulnerable. The text 
specifically highlights duties to women, children 
and adolescents, older persons, persons with dis-
abilities, and Indigenous people.3 This concern is 
also reflected in the work of other United Nations 
human rights committees focused on the rights 
of several of these communities, including their 
health rights and status and general well-being. 
These include the Committee on the Rights of the 
Child, the Committee on the Elimination of Racial 
Discrimination, the Committee on the Elimination 
of Discrimination Against Women, and the Com-
mittee on the Rights of Persons with Disabilities.

The impact of the COVID-19 pandemic has 
made it even more important for the human rights 
community to address the situation of disadvan-
taged and vulnerable communities. As I have noted 
elsewhere, during the pandemic, individuals and 
communities that were already disadvantaged 
and vulnerable frequently experienced a dispro-
portionate burden of illness, death, and social and 
economic dislocation. The measures imposed to 
reduce exposure to COVID-19, such as lockdowns 
and school closures, also tended to impose a greater 
burden on already disadvantaged groups.4

Many of the groups highlighted in the volume 
are communities that have been of continuing con-
cern to the human rights community. The chapters 
exploring how social injustice affects various disad-
vantaged and vulnerable groups can thus provide a 
valuable foundation for human rights analysis and 
policy recommendations.
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book review

Jekhipe Beyond the Nation-State: Collective Life in 
Matache’s The Permanence of Anti-Roma Racism

bram wispelwey

The Permanence of Anti-Roma Racism: (Un)uttered Sentences, 
by Margareta Matache (Routledge, 2026)

While Margareta Matache’s The Permanence of Anti-Roma Racism: (Un)uttered Sentences is many things— 
genealogy, theoretical intervention, historical archive, and ethical call—a central argument gives it a special 
urgency: Matache demonstrates that anti-Roma racism is not a marginal feature of European modernity 
but one of its constitutive logics, with profound implications for health, rights, sovereignty, and decolonial 
futures. Beyond its specificity to Roma and Romani peoples, the book offers one of the most important 
recent analyses of racialization, structural violence, and dehumanization in Europe and beyond. One of 
the book’s great strengths is Matache’s ability to welcome readers from adjacent fields while simultaneously 
challenging foundational assumptions about race, colonialism, enslavement, and humanity itself.

The Permanence of Anti-Roma Racism is especially powerful in its treatment of racial formation. 
Matache constructs a genealogy of Roma racialization while also offering a broader framework for under-
standing race as a sociohistorical and political technology and process rather than an essential biological 
category. One of the recurring pedagogical challenges in teaching race and colonialism is conveying what is 
meant by race’s “social construction.” Matache answers this challenge not through abstraction but through 
historical demonstration. Drawing on Frantz Fanon, she shows anti-Roma racism to be not simply irratio-
nal prejudice but a historically contingent system tied to extraction, enslavement, labor exploitation, spatial 
control, and political ordering. While readers will find resonance with critical race and decolonial schol-
arship more broadly, Matache’s intervention is distinct precisely because Roma experiences have remained 
peripheral to dominant theories of race and coloniality.

Importantly, Matache refuses reductive explanations. While foregrounding the materiality of Roma 
enslavement and exploitation, she also attends to the narrative, phenomenological, and epistemic dimen-
sions of racism and its purposes. Racialization emerges not only as a mechanism for capital accumulation 
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at Harvard Medical School, and co-director of the Palestine Program for Health and Human Rights at the François-Xavier Bagnoud Center for 
Health and Human Rights at Harvard University, Boston, United States.
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and domination but also for controlling “power, 
prestige, and symbolic resources and relations” 
(p. 54). By remaining attentive to race’s functions, 
Matache demonstrates how anti-Roma racism be-
came naturalized through law, science, discourse, 
and everyday social relations, producing forms of 
violence that are simultaneously economic, politi-
cal, cultural, and ontological.

Spanning enslavement, scientific racism, 
eugenics, the Holocaust, and contemporary segre-
gation, the book nevertheless retains a remarkable 
sense of presence. There is throughout the feeling 
of a life’s vocation: deeply researched, deeply lived, 
and deeply committed to the survival and flourish-
ing of Roma people. It is an extraordinary feat, and 
it represents work that, at many times, must have 
been excruciating given the subject matter and 
Matache’s own social positioning as a Roma wom-
an and descendant of enslaved people. 

Beyond its treatment of race, one of the book’s 
most important theoretical contributions is its 
expansion of prevailing theories of colonialism. 
Matache complicates simplified understandings of 
European coloniality by demonstrating how impe-
rial and racial logics operated intra-continentally 
as well as externally. Echoing and extending Aimé 
Césaire’s “imperial boomerang” thesis, she shows 
how Europe’s treatment of Roma and Jewish pop-
ulations formed part of the broader architecture of 
racial modernity, even before and alongside over-
seas colonial expansion. She also remains attentive 
to distinctions within Europe itself, particularly 
between the forms of exclusion and segregation 
characteristic of core regions and the enslavement 
regimes of Eastern Europe.

Yet beyond its diagnosis of racial violence, 
the book’s most generative contribution may be 
ontological. Crucially, Matache does not reduce 
Roma existence to victimhood: Alongside the 
histories of enslavement, expulsion, forced steril-
ization, segregation, and extermination, she insists 
on Roma continuity, survivance, and collective 
worldmaking.1

Her discussion of jekhipe, or collectiveness, is 
especially striking. Matache describes a diasporic 
people who have maintained linguistic, cultural, 

and relational continuities across borders with-
out grounding identity in territorial sovereignty, 
ethnonational domination, or the possessive logics 
of the modern nation-state. In doing so, the book 
gestures toward forms of collective life that ex-
ceed dominant political imaginaries of liberation, 
nationhood, and even survival. Matache notes 
that this approach “might transcend—or perhaps 
has historically transcended—the biocentric and 
theocentric feudal notion of land ownership and 
humanity and the exploitative practices of the 
in-place multi-hierarchical capitalism concerning 
soil and other common resources, as well as ques-
tioning the restrictive frameworks of borders and 
nationalism imposed by the nation-state” (p. 35). 

In this respect, Matache’s account recalls 
other suppressed diasporic political traditions—
such as the Jewish Labor Bund’s notion of doikayt 
(“hereness”), which imagined collective flourishing 
in place through cultural continuity, mutuality, 
and solidarity rather than through territorial na-
tionalism or state sovereignty.2 Without collapsing 
distinct histories or political conditions, these 
resonances illuminate alternative responses to 
racial violence and persecution that refuse exclu-
sionary nationalism as the necessary horizon of 
emancipation.

In a moment marked by intensifying 
ethnonationalism, border violence, ecological cri-
sis, genocide, and displacement, Matache offers not 
merely a critique of anti-Roma racism but a pro-
foundly generative political and ethical vision: one 
organized around relationality, collectiveness, and 
coexistence rather than domination, exclusion, and 
possession. Indeed, her reflections raise profound 
questions about what emancipatory futures could 
look like outside the logics of racial capitalism and 
settler sovereignty.

These ontological and political questions carry 
profound implications for health and human rights 
scholarship. The book repeatedly demonstrates 
how anti-Roma racism functions not merely as 
prejudice but as a structural determinant of health, 
shaping housing, education, labor, environmental 
exposure, mobility, political recognition, and ac-
cess to care. Ongoing regimes of segregation across 
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Europe represent not simply a social failure but an 
ongoing human rights crisis sustained by institu-
tions, policies, and narratives that continue to treat 
Roma lives as lesser, as disposable. 

Matache’s analysis also exposes some of the 
limitations of liberal human rights discourse. For-
mal inclusion and recognition have not dismantled 
the deeper structures of apartness, dehumaniza-
tion, and racial hierarchy that organize anti-Roma 
conditions across Europe. The book therefore 
challenges readers not only to defend human rights 
frameworks but to interrogate how those frame-
works can become constrained when detached 
from struggles against structural racism, colonial-
ism, and material inequality.

The chapters on resistance are equally critical. 
Matache reminds readers that Roma people have 
never been passive recipients of violence. Resis-
tance appears throughout the text: in slave revolts, 
in cultural preservation, in linguistic continuity, in 
self-ascription, and in refusals of assimilation into 
gadjikane norms and hierarchies. These struggles 
resonate strongly with Indigenous and anticolonial 
movements elsewhere, particularly in their opposi-
tion to bureaucratic and epistemic forms of erasure.

The enduring question that remains after 
reading the book is strategic as much as moral: 
How can anti-Roma racism be materially disman-
tled? Matache surveys numerous institutional and 
structural sites requiring transformation, from 
education and health systems to legal regimes and 
public discourse. Yet the scale and persistence of 
anti-Roma violence also raise pressing questions 
about prioritization, reparations, political mobili-
zation, and the possibilities—and limits—of reform 
within gadjo-controlled institutions.

Still, the book resists despair. Despite its 
devastating historical detail, it remains animated 
by an uncompromising commitment to solidarity, 
collectiveness, and liberation. The closing sections, 
including Matache’s moving letter to her nephew 
echoing James Baldwin, leave readers not with clo-
sure but with urgency. In this light, the book’s title, 
which might on first glance be read as defeatist, 
conceals another possibility. While Matache doc-
uments the permanence of anti-Roma racism with 

devastating clarity, the book simultaneously insists 
that racial formations and their material drivers are 
historically produced, and thus ultimately trans-
formable. That tension, and Matache’s insistence on 
the possibility of a radical Roma futurism, may be 
one of the text’s greatest gifts—not only to Roma 
studies but to contemporary struggles toward de-
colonization, liberation, and collective survival.
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