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Health systems communicate and enforce norms relating to equality in many
ways, including the ways in which priorities are set at micro and macro
levels of decision making. This article examines three common forms of
priority setting and how rights-based conceptions of equality may influence
them. The relevance of human rights to these processes has grown especially
urgent due to the increasing attention that the World Health Organization
is placing upon achieving universal health coverage and due to discussion
of the post 2015 development agenda.

* Alicia Ely Yamin is a Lecturer on Global Health and Director of the Health Rights of Women
and Children Program at the FXB Center for Health and Human Rights at Harvard University.
Her career focuses on the intersection of health, human rights, and development bridges
academia and activism. She has published dozens of scholarly articles and various books
relating to health and human rights. Yamin regularly advises UN agencies on global health,
human rights, and development issues.

**Ole Frithjof Norheim is a physician specializing in internal medicine and a professor in
medical ethics in the Department of Global and Public Health at the University of Bergen.
Norheim'’s research interests include distributive theories of justice, ethics, and fair priority
setting in low and high-income countries. He is currently heading the research project Prior-
ity Setting in Global Health (2012-2016)—funded by a grant from the Norwegian Research
Council and the Norwegian Agency for Development Cooperation. Norheim is also chairing
the third Norwegian National Committee on Priority Setting in Health Care (2013-2014).

We are deeply grateful to Manuel José Cepeda, Professor of Law at the University of the
Andes and former Justice on the Colombian Constitutional Court, who provided valuable
comments on a much earlier version of part of this article, which was submitted as a policy
paper to the Colombian Constitutional Court.

Human Rights Quarterly 36 (2014) 296-324 © 2014 by The Johns Hopkins University Press



2014 Taking Equality Seriously 297
I. INTRODUCTION

The foundational principle of human rights is that all human beings are
equal in rights, dignity, and worth.” Health is a human right in and of itself,
and, at the same time, the condition of health reflects the enjoyment of
many other human rights. Thus, a human rights framework cannot merely
be concerned with inequalities in health care. Rather, a human rights-based
approach needs to confront the fact that more than sixty-five years after the
Universal Declaration of Human Rights (UDHR) was adopted without dissent,
the world is still ravaged by inequalities in power, money, and resources
both within and between countries, which have profound implications for
the distribution of population health.? As Michael Marmot, Chair of the
World Health Organization (WHO) Commission on Social Determinants
of Health has stated, “The fact that holders of such power may relinquish it
with reluctance must not deter us from pursuing what is just. The fact that

.. social injustice is a matter of life and death needs continuously to be
brought to the fore.”?

In public health, there is increasing evidence that social inequality, not
just absolute deprivation, is bad for health.* Among rich countries, there is
considerable evidence that the more unequal countries produce worse health
and quality of life outcomes, and the steeper the gradient of the social lad-
der, the worse the outcomes are in terms of life expectancy, infant mortality,
crime rates, and a host of other indicators.” Thus, the WHO Commission
on Social Determinants of Health has suggested that addressing health in-
equalities requires a two-pronged approach: first, reducing exposures and
vulnerabilities linked to position on the social ladder, and second, reducing
the social gradient itself.®

Historically, human rights law has been most concerned with identifying
those who are consistently kept low on the proverbial ladder and with the
social relations such as gender, race, and caste that keep them in place. In so
doing, the human rights field has highlighted that poverty is not only about

1. Universal Declaration of Human Rights, adopted 10 Dec. 1948, G.A. Res. 217A (Ill),
U.N. GAOR, 3d Sess, at pmbl, U.N. Doc. A/RES/3/217A (1948).

2. Worip Heatrh Orcanization (WHO) Commission oN Sociat Determinants oF HeattH, CLOSING
THE GAP IN A GeNERATION: HEALTH EQuiTY THROUGH ACTION ON THE SocCIAL DETERMINANTS OF HEALTH
(2008) [hereinafter CLosinG THE Gar]; see also Mapison Powers & Ruth FADEN, SociaL JusTice:
Tre MoraL Founbations oF PusLic HeattH anp Heawth Policy (2006); Pustic HeattH, EtHics, AND
Equity (Sudhir Anand, Fabienne Peter & Amartya Sen eds., 2004).

3. Editors, An Interview with Sir Michael Marmot, 4 Soc. Mep. 109, 110 (2009).

4.  See, e.g., Crosing THE Gap, supra note 2; Icriro KawacHi & Bruce P. Kennepy, THE HEaLTH oF
NaTIONS: WHY INEQuUALITY Is HARMFUL TO YOur HealtH (2002).

5. See, e.g., RicHarD WitkinsoN & KATE Pickert, THE SRt Lever: WHY More EQuaL SocieTies ALmosT
Atways po Berter (2009).

6. See Editors, supra note 3; Crosing THe Gap, supra note 2.
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lack of money; it is also about discrimination and disempowerment.” It is
invariably women, racial and ethnic minorities, disabled persons, and other
marginalized populations who are not only disproportionately represented
among the most economically disadvantaged but also, consequently, those
whose effective enjoyment of rights is most impaired.® Further, in a human
rights framework, the ways in which certain people and populations per-
sistently face deprivations across different spheres of life represent not just
inherent vulnerability but active processes of exclusion and marginalization,
for which there should be accountability and redress.? In short, there is no
question that equality concerns relating to health go far beyond the health
system in a human rights framework.

Moreover, social inequalities cannot be the only inequalities with which
a rights framework is concerned when applied to health. Kenneth Arrow and
others famously criticized the work of John Rawls for not providing a way to
determine who is worse off between a very poor person and a slightly less
poor person who suffers from ill health.’ Indeed, Amartya Sen’s assertion that
income is the wrong space in which to judge inequality seems particularly
applicable when considering the demands of a rights-based approach to
health. Sen argues instead for evaluating differences in capabilities—“our
ability to achieve various combinations of functionings that we can compare
and judge against each other.”" Thus, for example, a disabled person with the
same income as a non-disabled person does not enjoy the same capabilities
because he or she suffers from a “conversion handicap,” a differential ability
to convert resources into actual opportunities to enjoy good living and to
effectively enjoy rights.’? As Sen’s argument implies, relative differences in
income can translate into absolute differences in capabilities, or effective
enjoyment of rights, including the right to health. What a person has mat-
ters less than what a person can do with what he or she has. Capabilities
are influenced by individual states of ill health and disability, but they are
also heavily influenced by the nature of society and legal frameworks. For
example, in countries where access to schools, workplaces, health facilities,
and transportation does not accommodate the needs of physically disabled
people, their ability to participate on equal terms in society becomes deeply
impaired, and so ineluctably, does their health status. Thus, pro-poor policies

7. See, e.g., Wikinson & Pickert, supra note 5, at 160-62.

8. Effective enjoyment of rights is closely related to Amartya Sen’s notion of capabilities.
See, e.g., AMARTYA SEN, INEQUALITY ReexAMINED (1992); AMARTYA SEN, COMMODITIES AND CAPABILITIES
(1999).

9. See, e.g., Unitep Nations Orrice of THE HiGH CommissioN For Human RigHTs (OHCHR) &WorLp
Heatrt Orcanization (WHQO), Human RicrTs, HeattH AND Poverty Repuction StrateGies (2008).

10.  Kenneth Arrow, Some Ordinalist-Utilitarian Notes on Rawls’s Theory of Justice, 70 ].
PhiL. 245 (1973).

11.  Amartya Sen, THE Ipea oF Justice 233 (2009).

12. Id. at 258.
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are not enough to address human rights concerns regarding inequalities;
policy makers also must consider the factors that underlie the incidence and
distribution of diseases and disabilities, as well as the penalty that social
choices and institutional arrangements impose.'

Even though the realization of a human rights approach to health equality
calls for the transformation of society along an array of social determinants
of health, it is also true that health systems lie at the center of the right to
health.’ Legitimate claims of entitlements to services and medications, as
well as other foundational conditions necessary to promote health must
be understood as fundamental rights, and in turn assets of citizenship in
a democratic society. In a human rights framework, health systems are far
more than delivery apparata for goods and services. Rather, they are core
social institutions, akin to a fair justice system or a democratic political sys-
tem.” As one of the leaders of the Millennium Project Task Force on Child
and Maternal Health, Lynn Freedman, writes, “Health systems are part of
the very fabric of social and civic life. A new respect for the role of health
systems in creating or reinforcing poverty and, conversely, in building a
democratic society should be the foundation for policies.”'® Health systems
communicate and enforce values and norms relating to equality in many
ways, including: the provision of differentiated or universal entitlements,
how both patients and providers are treated within the system, the manner
in which services are financed, the extent of social solidarity in resource al-
location for health, the degree of transparency and accessibility of pertinent
information, and—critically—the ways in which priorities are set at both
macro and micro levels of decision making. Indeed, the Director-General
of the WHO has asserted that: “Universal heath coverage is the single most
powerful concept that public health has to offer.”"”

Therefore, this article focuses on priority setting principles and processes
as critical ways of implementing equality concerns in health systems. In Part
2, we examine three common forms of priority setting and how rights-based
conceptions of equality might play a role in them. In so doing, we look not
just at social inequalities, which are themselves complex, but also at other
ethical considerations in assigning care, including the severity of a patient’s

13. Id. at 259.

14.  Paul Hunt & Gunilla Backman, Health Systems and the Right to the Highest Attainable
Standard of Health, 10 Heatth & Hum. Rts. 81 (2008).

15.  Lynn P. Freedman, Achieving the MDGs: Health Systems as Core Social Institutions, 48
Devetorment 19, 20 (2005); Hunt & Backman, supra note 14; Alicia Ely Yamin, Toward
Transformative Accountability: A Proposal for Rights-Based Approaches to Fulfilling
Maternal Health Obligations, 7 Sur INT'L ). Hum. Rrs. 95 (2010).

16. Freedman, supra note 15, at 20.

17. See Press Release, WHO, 65th World Health Assembly Closes with new Global
Health Measures (26 May 2012), available at http://www.who.int/mediacentre/news/
releases/2012/wha65_closes_20120526/en/.
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condition and the capacity of a patient to benefit from treatment. It is increas-
ingly recognized that priority setting within a health system must include an
understanding of the effectiveness of investments across health behaviors,
social, economic, and cultural factors, characteristics of the physical and
built environment, genetics, and not merely “within the health care domain
alone.”™ However, within the space constraints of this article, the focus is
primarily on priority setting with respect to health care. Part 3 discusses why
rights-based frameworks call for procedural approaches to priority setting
in health, what the minimum requirements of those procedural approaches
would entail, and some of the limits to relying on procedural approaches
to achieve substantive equality. The aim of this article is not to attempt to
outline a monolithic human rights approach to priority setting in health.
On the contrary, it seeks to map out some of the questions and challenges
we need to confront together from our different disciplinary perspectives if
human rights principles and concepts are to be meaningfully incorporated
into health priority setting processes. The relevance of human rights to these
processes has grown especially urgent due to the increasing attention that
is being placed upon achieving universal health coverage by the WHO and
in the context of post 2015 development agenda discussions."

Il. APPLYING HUMAN RIGHTS CRITERIA TO THREE COMMON
FORMS OF PRIORITY SETTING

All health care systems engage in some form of priority setting, even in the
wealthiest of countries. As the assignment of relative priorities to activities,
programs, services, or types of patients necessarily involves the allocation of
resources, priority setting is closely linked to rationing, whether explicit or
implicit.2° Explicit rationing is achieved through limiting benefits packages.
Countries with very different resource capacities, which have defined—if
not always implemented—essential health service packages include Uganda,
Ethiopia, Tanzania, Nigeria, Mexico, Chile, Israel, Afghanistan, Colombia,
and Bangladesh.?" Implicit rationing is often done through ability to pay for
services, waiting lists, and providers’ prescribing behaviors. Implicit ration-

18.  David Kindig & John Mullahy, Comparative Effectiveness — of What?: Evaluating Strate-
gies to Improve Population Health, 304 J. Am. Mep. Ass’n. 901, 901 (2010).

19.  See Editors, supra note 3; David B. Evans, Robert Marten & Carissa Etienne, Universal
Health Coverage is a Development Issue, 380 Lancer 864, 864-65 (2012); see also CLos-
ING THE GAP, supra note 2.

20.  Kerh Syrert, Law, LeGimMAacy AND THE RATIONING OF HeaLTHCARE: A CONTEXTUAL AND COMPARATIVE
PerspecTive (2007).

21. WHO, Essential Health Packages: What Are They For? What Are They For? What Do
They Change?, WHO Service Delivery Seminar Series, Technical Brief No. 2 (3 July
2008).
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ing, while often less controversial politically, inherently lacks transparency,
and as a result is in practice often discriminatory.?> The issue of how to
combine or choose between implicit and explicit rationing is one of several
issues that arise as priority setting takes place across very different health
care systems with different models for service delivery and financing. Here
we distinguish three forms of health care priority setting and evaluate some
of their implications from a rights perspective.

A. Priority Setting by Market Mechanisms

Under international law, health, including but not limited to health care, is a
right.?> Health care is recognized as being of special moral importance across
numerous philosophical traditions because it is critical to enabling people
to enjoy important capabilities, to preserve a range of normal functions and
choices, and ultimately to live lives of dignity.>* Consequently, even where
we may tolerate many other inequalities, inequalities in health care are of
special concern because such care is not merely another commodity to be
allocated by the market.?* In General Comment 14, the UN Committee on
Economic, Social and Cultural Rights (UNCESCR) stated with respect to
states parties’ obligations under the International Covenant on Economic,
Social and Cultural Rights (ICESCR):

Health facilities, goods, and services must be affordable for all. Payment for
health care services, as well as services related to the underlying determinants
of health, must be based on the principle of equity, ensuring that these ser-
vices, whether privately or publicly provided, are affordable for all, including
socially disadvantaged groups. Equity demands that poorer households should
not be disproportionately burdened with health expenses as compared to richer
households.?®

Thus, uniform fees that pose unduly high burdens on the poor violate eq-
uity principles. Arguably, they also substantively discriminate against poor
people on the basis of their economic and social situation. The WHO has
recognized the need to reduce out-of-pocket payments for health as a critical

22.  See Syrett, supra note 20.

23. U.N. Econ. & Soc. Council [ECOSOC], CESCR Committee on Economic, Social and
Cultural Rights, Substantive Issues Arising in the Implementation of the International
Covenant on Economic, Social and Cultural Rights: The Right to the Highest Attainable
Standard of Health, 19 1, 2, U.N. Doc. E/C.12/2000/4 (11 Aug. 2000) [hereinafter UN
Standard of Health Report.

24.  Norman Daniets, Just Heaut Care 103 (1985); Amartya Sen, Elements of a Theory of Hu-
man Rights, 32 Pri. & Pus. Arr. 315, 329 (2004).

25.  See Sen, Elements of a Theory, supra note 24.

26. See UN Standard of Health Report, supra note 23, § 12(b).
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priority in improving coverage and in turn, productivity and overall levels
of well-being.?”

A rights perspective goes further. If health is a right, access to care should
be based on need and not ability to pay. Therefore, the financial barriers
that are posed by treating health care as merely another commodity make
market-based priority setting for essential services simply incompatible with
a rights framework. Out-of-pocket payments for services can not only create
barriers to accessibility of services, but can also severely affect a patient’s
entire family.? Indeed, protection from financial risk should surely be a func-
tion of the health system. In practice, unfortunately, lack of availability, as
well as accessibility, both physical and economic—interrelated elements of
a right to health under CESCR General Comment 14—contribute to large
inequalities in health, even in middle and high income countries that rely
heavily on prices set by the market. As evidence of this, in the United States in
2007, health care costs accounted for over sixty percent of all bankruptcies.?®

In a number of countries courts have struck down barriers to care derived
from market-based and financial considerations. In India, for example, the
Delhi High Court has held that private health care facilities must provide care
to the indigent as a matter of right.?” In Colombia, the Constitutional Court
has not only struck down financial barriers to accessing care based on the
right to health, but has also made clear that health policies and programs
must be aligned with Article 13 of the Constitution regarding the adoption
of measures in favor of marginalized groups.*

On the other hand, in the Chaoulli case, the Canadian Supreme Court
upheld a challenge to legislation in Quebec that prohibited private insurance
for medically necessary hospital and physician services.*' The Court agreed
with the appellants, who claimed that the prohibition deprived them of ac-
cess to health services that are not subject to the long waiting times of the
public Canadian Medicare system and that such deprivation violated their
rights under both the Canadian and Quebec Charters.*

Aeyal Gross, Professor of Law at Tel Aviv University who has studied the
case in depth, has cited fears that the decision would “result in the possible
creation of a two-tier Charter rights structure [that] rather than guaranteeing
a right to publicly funded health care guarantees a right to buy, if one is

27.  See CLosinG tHE GaAP, supra note 2.

28. David U. Himmelstein, Deborah Thorne, Elizabeth Warren & Steffie Woolhandler, Medi-
cal Bankruptcy in the United States, 2007: Results of a National Study, 122 Am. ]. Mep.
741, 741-42 (2009).

29. All India Lawyers Union (Delhi Unit) v. Govt. of Nct of Delhi and Others, Delhi H.C.,
WP(C) No. 5410/1997 (2009).

30. Constitutional Court of Colombia. Judgment SU 225/98 (1998), Magistrado Ponente:
Eduardo Cifuentes Mufoz.

31. Chaoulli v. Quebec (Attorney General) [2005] 1 S.C.R. 791 (Can.).

32 Id. (The case was decided on the basis of the right to life and security, not a right to
health per se).
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able, private insurance covering ‘medically necessary’ services.”** However,
nine years after the case it appears not to have substantially undermined the
Canadian Medicare system or the fundamental principle that there should be
equal access to essential care based on need. Unlike in some jurisdictions,
the government reacted to the judgment by investing increased funds in
the public system in order to attempt to curtail waiting times for everyone.
Further, there is evidence from the judgment of Judge Marie Deschamps
that fostering this kind of dialogue between the legislature and judiciary in
order to redress some of the inadequacies of democratic politics was indeed
what the Court sought.*

[tis impossible to consider a health system’s commitment to equal avail-
ability, accessibility, acceptability, and quality by examining service delivery
alone; the financing of health systems is central to equality and the right
to health.*> Four principal forms of funding exist for health systems: taxa-
tion, including social insurance schemes, private insurance, out-of-pocket
user charges, and voluntary donations.’® There are no pure systems. Even
in countries with robust, publicly financed health care systems, such as
Japan, the United Kingdom, Canada, and the Scandinavian countries, some
services are implicitly rationed by the price mechanism.?” Systems heavily
based on general progressive income taxation tend to be the most egalitar-
ian, with government percentage of expenditure on health, rather than total
expenditure, demonstrating government commitment.>®

Nevertheless, social health insurance tends to work only for those em-
ployed in the formal economy, while leaving out those not in the formal
sector. In Colombia in 2008, the Constitutional Court adjudged the dif-
ferentiated insurance schemes for those in the formal economy and those
in the informal economy, or earning less than twice the minimum wage,
as constituting unconstitutional discrimination.’* By 2013, Colombia had

33. Aeyal M. Gross, The Right to Health in an Era of Privatization and Globalization: National
and International Perspectives, in IMPLEMENTING SociAL RigHTs 289, 312 (Daphne Barak-Erez
& Aeyal Gross eds., 2007); see dissent in Chaoulli v. Quebec, supra note 31, T 164.

34. See Svrert, supra note 20, at 204 (citing Sujit Choudhry, Worse Than Lochner?, in Ac-
cess 10 CAre, Access 1O JusTice: THE LeGAL Deate Over Private HeattH INsURANCE IN CANADA 95
(Colleen Flood, Kent Roach & Lorne Sossin eds., 2005)).

35.  See UN Standard of Health Report, supra note 23, § 12(a)-(d).

36. See Crosing THE GaP, supra note 2.

37. Examples vary, but low-priority services such as removal of tattoos, some forms of
plastic surgery, in-vitro fertilization, dental care for adults, medications for non-chronic
diseases (such as allergic rhinitis or flu) are generally financed by copayment or fully
out of pocket. Rubotr Kien, Patricia DAY & SHARON REDMAYNE, MANAGING ScarciTy: PRIORITY
SETTING AND RATIONING IN THE NATIONAL HEaLTH Service 8 (1996) Poverty, Social Exclusion and
Health Systems in the WHO European Region,; AnceLa Coutter & Criris Ham, THe Grosat
CHALLENGE OF Heatth Care RationinG 42 (2000).

38. Jan AseL Ousen, PrincaipLes iIn HealtH Economics anp Policy 124 (2009).

39. WHO, How Does Litigation Affect Health Financing?, The World Health Report,
Technical Brief No. 15 (2010) (citing Constitutional Court of Colombia. Sentencia
T-760/08 (2008) Magistrado ponente: Manuel José Cepeda Espinosa [hereinafter Litiga-
tion and Health Financing].
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devised new health laws, as well as adopted other reforms to its system,
which among other things, created a unified benefits package.

However, the extent to which a rights framework prohibits intrusion of
the price mechanism into allocation of care remains contested. As noted
above, all systems include some use of the market for implicitly rationing
non-essential services. Yet drawing the line between essential and non-
essential care is not a straightforward exercise in many cases. Under differ-
ent circumstances, the same procedures could be classified as necessary for
a dignified life or deemed superfluous. Take, for example, breast or facial
reconstruction versus cosmetic enhancement. Dental care, which is often
excluded from explicit health plans, can in fact result in issues of life or
death, as gum infections can spread to the heart and loss of teeth can af-
fect nutrition. Viagra can be used to treat pulmonary hypertension as well
as impotence.* Further, what is essential to enable a person to maintain a
normal range of opportunities is deeply informed by his or her occupation
and geographical context.

A human rights framework does not provide clear lines as to where
those boundaries are to be drawn. Courts assessing such questions have
responded in widely varying ways. For example, South Africa’s Constitutional
Court has chosen to assess the “reasonableness” of governmental decisions
to include or exclude care and Colombia’s Constitutional Court has followed
a “minimum core” approach mandating immediate inclusion of services
in the obligatory insurance plan as well as certain additional services, and
consigning other services to progressive realization in accordance with
“maximum available resources.”*’

Rather, they are invariably the product of social negotiations that are
deeply contextualized, based both on social values and norms in a given
society as well as on clinical and economic considerations. However, as
discussed below, taking seriously the equality demands underlying a rights
framework does require justification for decisions regarding the aspects of
care deemed permissibly market-allocated, together with opportunities for
meaningful public deliberation about those choices.

B. Priority Setting in National Health Plans

The adoption and implementation of a national plan of action constitutes a
core obligation of states parties to the ICESCR, according to the UNCESCR,

40. Christopher F. Barnett & Roberto F. Machado, Sildenafil in the Treatment of Pulmonary
Hypertension, 2 Vasc. Heattn Risk Mamr. 411 (2006).

41. Soobramoney v. Minister of Health (KwaZulu-Natal) 1998 (1) SA 765 (CC)(S. Afr.);
Minister of Health v. Treatment Action Campaign (TAC) 2002 (5) SA 721 (COXS. Afr); see Kuen,
Day & Repmavne, supra note 37.
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which asserts that such a plan of action and concomitant strategy must be
“based on epidemiological evidence and address the health concerns of
the whole population, and shall be devised, and periodically reviewed, on
the basis of a participatory and transparent process [and] they shall include
methods, such as right to health indicators and benchmarks, by which prog-
ress can be closely monitored.”** The Technical Guidance on the Application
of a Human Rights-Based Approach to the Implementation of Policies and
Programmes to Reduce Preventable Maternal Morbidity and Mortality, a 2012
resolution from the UN Human Rights Council, also calls for a national plan
of action and details what should be included in the plan from a human
rights perspective, including essential medicines and services in accordance
with international guidelines.® Further “the process by which the strategy
and plan of action are devised, as well as their content, shall give particular
attention to all vulnerable or marginalized groups.”*

Virtually all countries regularly develop national health plans in which
they identify broad priority strategies and areas such as preventive health
programs, including immunizations, screening, and blood pressure control,
HIV care and treatment programs, women’s health programs, children’s
health programs, mental health programs, health programs for minority
populations, and other related programs.* The evaluation of what is con-
tained in—and omitted from—national plans of action reveals much about a
health system’s values relating to equality, as well as the adequacy of public
policies. Subjecting plans of action to public scrutiny and requirements of
justification, although frequently not done, is essential from a rights perspec-
tive.*® It is often the case that the effective enjoyment of the right to health
requires not one action, such as the dispensing of a medication, but rather
an entirely different chain of decision making, beginning with the plan of
action. For example, in many countries plans of action relating to maternal
health omit strategies for cultural adaptation of birthing facilities or transla-
tion into indigenous languages.*” Plans may rely upon mobile units to reach
dispersed and remote communities in the event of obstetric emergencies,

42.  See UN Standard of Health Report, supra note 23.

43.  UN Human Rights Council, Technical Guidance on the Application of a Human-Rights
Based Approach to the Implementation of Policies and Programmes to Reduce Prevent-
able Maternal Morbidity and Mortality, UN. Doc. A/HRC/21/22 (2 July 2012) [hereinafter
Technical Guidancel].

44.  See UN Standard of Health Report, supra note 23, § 43(f); Technical Guidance, supra
note 43.

45. US Depr. ofF Heatth & Human Services, National HealtHcarRe QuALity AND DispariTies REPORT
2012 (2012).

46. See Technical Guidance, supra note 43.

47. Sabine Gabrysch, et al., WHO, Cultural Adaptation of Birthing Services in Rural Aya-
cucho, Peru, 87 But.. WHO 724 (2009), available at http://www.ncbi.nlm.nih.gov/pmc/
articles/PMC2739914/.
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but may fail to consider the absence of reliable communication networks
or the non-feasibility of road travel at night in zones of armed conflict.
Similarly, HIV plans may make no provisions to address stigma faced by
sex workers, injection drug users, or men who have sex with men (MSM),
or may fail to provide condoms or lubricants through accessible means to
these populations. In effect, such plans of action are discriminatory and fail
to meet human rights standards.

Similarly, measuring progress on national plans of action must take into
account disparities from a human rights perspective.** UNCESCR and the
Committee on the Rights of the Child have both noted that human rights
law requires that routinely collected health data be disaggregated along lines
of gender, race, ethnicity, and even income quintile.*” Moreover, a variety
of human rights documents call for special consideration for marginalized
and disadvantaged groups.*®

Therefore, from a human rights perspective, we must determine whether
socially disadvantaged groups are faring better or worse.’’ However, despite
the fact that equality is, as a general rule, better for population health, and
that more social equality appears to facilitate economic growth in the long
run, there can be deep tensions between health maximization strategies and
those focused on equality and distributive effects.

Take for example a middle-income country, such as Peru, Brazil or
Colombia, where the majority of maternal deaths are concentrated in ur-
ban and peri-urban areas among the working poor, but in which inhabit-
ants of remote rural areas have far higher maternal mortality rates.>* These
poor campesina women, who are often of indigenous or Afro descent, face
multiple dimensions of exclusion—based on gender, ethnicity, race, class,
and in some cases, language. In addition to poor access to health care,
they often also lack access to education, adequate water and sanitation,
employment, and land rights.>

Meaningful concern for health equality would seem to demand that even
if social determinants cannot be equalized quickly, the campesina women at

48. Paula Braveman and Sofia Gruskin have stated, for example, that: “Routine assessment
of potential health implications for different social groups should become standard
practice in the design, implementation and evaluation of all development policies;”
Paula Braveman & Sofia Gruskin, Poverty, Equity, Human Rights and Health, 81 BuuL.
WHO 539 (2003).

49. General Comment No. 15 (2013) on the Right of the Child to the Enjoyment of the
Highest Attainable Standard of Health (art. 24), Comm. Rts. Child, U.N. Doc. CRC/C/
GC/15 (2013) 9 22.

50. See OHCHR & WHO, supra note 9; see Technical Guidance, supra note 43.

51. SeeTechnical Guidance, supra note 43.

52.  AmNEesTY INT'L, FaTaL Fraws: Barriers 1o MaternaL Heatth in Peru (2009), available at http:/
www.amnesty.org/en/library/asset/AMR46/008/2009/en/442a4678-9f6d-4f91-9045-
3¢47198144d7/amr460082009eng.pdf.

53. Id.
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least should have equal access to family planning, skilled birth attendance,
emergency obstetric care, and referral networks, which have been shown to
be the pillars of an effective strategy to reduce maternal mortality.>* Indeed,
in a landmark decision, Alyne da Silva Pimentel v. Brazil, the UN Committee
on the Elimination of All Forms of Discrimination against Women (CEDAW)
found precisely that these intersecting forms of discrimination—on the basis
of class, race, and gender—faced by a woman of Afro descent called for
reallocation of resources and planning by the government of Brazil.>* How-
ever, redressing this equity gap implies more than merely formal equality
regarding resources; providing women in remote or marginalized areas with
anywhere near an equal claim to care as urban women will require not the
same but far greater resources per person, simply because factors such as
infrastructure, transportation, and communications staffing need to be ramped
up. And, if budgets remain fixed—which of course they need not—the result
will almost certainly be that progress on achieving the aggregate goal will
not be accomplished as fast. That is, more women will likely die, at least
in the short and medium term.

[t is worth noting that these dilemmas are not unique to health or social
rights generally; we need only substitute access to justice for access to care
to see that achieving substantive equality with respect to civil and political
rights is equally complex. A government strategy that seeks to increase ac-
cess to justice for the greatest number of people by building courthouses
and funding public defenders” and judges’ positions in urban areas—where
more absolute numbers require such access—would never pass muster from
a human rights perspective. The provision of meaningfully equal access to
justice for people in poor, remote communities also requires infrastructure,
translation services, and so forth. In practice, it requires more than formal,
or one-to-one, equality with respect to investment.”® Moreover, we readily
tolerate certain inefficiencies in civil and political rights, and in the insti-
tutional systems we use to provide them, to preserve people’s dignity. For
example, the notion that underlies many of the evidentiary rules in the US
criminal justice system—that it is better to let a hundred guilty persons go
free than to imprison one innocent person—is based on the fundamental
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offense to human dignity that arbitrary loss of personal freedom entails.*”
If the human rights community has generally avoided delving into the pro-
grammatic and budgetary implications of demands to ensure equal access to
civil and political rights, however, it cannot do so with respect to economic
and social rights, such as health.

UNCESCR’s General Comment 14 does not make a direct claim for
equality in access to care. Rather, it imports the concept of equity from the
health and development domains, setting out a basic obligation to ensure an
“equitable distribution of health facilities, goods, and services.”*® However,
equity is not a uniformly defined concept in the health and development
domains.®® Clearly, not all health inequalities constitute health inequities.
For example, greater investment should not be placed in men’s as opposed
to women’s health in developed countries merely because women have
longer life expectancies. To determine which inequalities constitute inequi-
ties from a human rights perspective, we need to examine how they are
produced and, in turn, whether governments and other actors can be held
accountable for redress.

Goren Dahlgren and Margaret Whitehead’s famous argument that “health
inequalities count as inequities when they are avoidable, unnecessary and
unfair” does not get us terribly far, because there is no consensus as to what
is avoidable, unnecessary, and unfair.® For example, an equitable distribu-
tion of health facilities, goods, and services that could address maternal
mortality, among other things, surely calls for more than merely establishing
a threshold minimum in light of available resources under human rights
law.®" But how much more?

Some have suggested that, at a minimum, equity requires a Rawlsian
maxi-min approach to equality—ensuring that the worst off benefit as much
as possible from any allocation of social institutions and resources.® For
example, an equitable distribution might be one which provides greatest
access to a certain package of “health facilities, goods and services” in
rural provinces with high indigenous or other minority populations, even if
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the better-off segments of the population in the capital city receive a more
extensive package of goods and services. In many countries, this would be
a huge advance for the well-being and mortality rates of poor and marginal-
ized women, but it is far from substantive equality. Indeed, relative inequality
could increase under such a scheme.

These are complex challenges and human rights law does not provide
simple formulas for how to address the competing concerns that countries
face in practice. However, if human rights frameworks are to be meaning-
fully integrated into national health plans and evaluation, they must go
beyond the announcement of abstract principles and begin to grapple with
tensions between equality claims and aggregate advances. In turn, human
rights advocates will need to articulate the varied dimensions of equality
that are important from a human rights perspective and how they relate to
concepts of equity in priority setting.

C. Evidence-Based Priority Setting

As critical as they are, national plans of action are only a starting point for
ensuring that both equality and equity are adequately considered in prior-
ity setting. They are necessarily broad and must be accompanied by other
priority setting mechanisms to enable decisions regarding different clinical
interventions. The need for evidence-based priority setting stems from the fact
that many forms of old and new technologies—defined broadly to include
all types of preventive, curative, and rehabilitative services—are widely used
despite lack of good quality evidence about their effectiveness. In response,
many high and middle income countries monitor and evaluate the introduc-
tion of new service modalities, such as costly new cancer drugs or techni-
cal procedures, through health technology assessments, which are aimed
at ensuring that new technologies have been proven effective.®* Countries
including Mexico, the United States, the United Kingdom, The Netherlands,
Germany, Sweden, Denmark, Norway, Finland, Australia, and New Zealand
have all institutionalized health technology assessments.®

The standards of documented effectiveness vary among countries and
systems.® Evidence from randomized clinical trials, or other types of stud-
ies where evidence of this standard is lacking, provides the main basis for
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priority setting decisions regarding clinical interventions.®® Systematic re-
views, including meta-analyses, which synthesize evidence from multiple,
separate studies that address related hypotheses, are also used in a number
of countries.”” A meta-analysis theoretically provides a more powerful esti-
mate of the true effect size than the effect size derived in a single study.®®

Almost all countries that conduct such health technology assessments
include or add evidence on cost effectiveness in their assessment. The
United States is an exception. In the United States, Medicare, even after the
Patient Protection and Affordable Care Act, does not: such evidence was
explicitly precluded in the legislation.®® The National Institute of Health and
Clinical Excellence in the United Kingdom (NICE) is probably the institution
that most explicitly uses cost effectiveness analysis as evidence for service
recommendations. NICE applies an informal threshold for cost per Quality
Adjusted Life Years (QALY) gained of approximately £ 20,000-30,000.7° A
QALY is a year of life adjusted for its quality or its value, where a year in
perfect health is considered equal to 1.0 QALY and the value of a year in
ill health would be discounted. The quality adjustment is typically based on
patients’ and laypersons’ stated preferences about the health state in ques-
tion, based upon surveys. Stated preferences clearly can vary substantially
among different countries and social contexts, but often the information on
which QALYs are calculated is not available for every country. Therefore,
international calculations typically stand as a proxy for the preferences within
a given country, which can be problematic.”

Indeed, the degree to which the assumptions built into QALYs are trans-
parent and readily accessible to the public affect whether they are acceptable
priority setting tools from a rights perspective. In practice, almost all countries
that engage in evidence-based priority setting do accept evidence on QALYs
and other forms of cost effectiveness as relevant. However, they also gener-
ally add other types of information. It is also important to understand that
QALYs are used to determine allocations of resources among services, such
as treatment for one cancer versus another, or the comparative effectiveness
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of interventions for a particular disease—they are not used to set priorities
among individual patients.”

Some argue that a single quantitative scale for comparing health status,
and in turn, inequalities in that status, is incompatible with non-utilitarian
theories of justice. For example, from the perspective of Sen’s capability
theory, Jennifer Prah Ruger argues,

one cannot quantifiably compare one individual’s inability to hear or see with
another’s inability to bear children or to walk. These reductions in individuals’
capabilities for functioning are qualitatively different and different people will
have widely diverging views on which functional capability reduction is better
or worse than the other.”

Even if the utility of QALYs in priority setting is accepted, concern for
equality in a rights framework raises important questions with respect to how
QALYs are applied in practice within health systems. That is, when blindly
applied, cost effectiveness analysis provides no special priority to patients
with the most severe illnesses and does not consider effects on marginalized
and vulnerable populations. Therefore, cost effectiveness should never be
the sole criterion for priority setting in a rights framework.

Despite the pitfalls of over-reliance on cost effectiveness, we also be-
lieve that failure to take into account cost effectiveness at all can also lead
to unjust results and exacerbate inequalities. Ethicists have identified the
problem of the bottomless pit or voracious need, whereby a few people
with very severe and costly conditions, who may in fact receive minimal
clinical benefits, disproportionately absorb resources, depriving many others
of needed care. The percentage spent on the last two years of life, and in
particular the last six months of life, in the US health care system is often
cited as an example of how failure to integrate cost effectiveness analysis
into system-wide health care priority setting can produce such a perverse
effect” In light of the disproportionate unmet health needs of younger
members of racial and ethnic minority groups who are reliant upon the
much more austere and variable provisions of Medicaid, for example, this
distortion of health spending priorities arguably undermines health justice
in the United States.

But these are not easy questions. Indeed, dementia care poses particular
challenges. Dementia care costs are projected to rise dramatically in the
next decades in the United States, as well as elsewhere. In a 2013 study led
by Michael D. Hurd, the projected costs associated with dementia care are
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expected to more than double from $159 billion in 2010 to $379 billion in
2040.7 Such care cannot be deemed to be cost effective as long as there
is no way to prevent, cure, or effectively treat dementia-related conditions.
Nevertheless, the elderly are not disposable and the need for care in old age
is universal. In societies where paid care is not available for dementia and
other long-term conditions, there is often a disproportionate burden placed
upon women for unpaid care, which produces another cascade of discrimi-
natory effects. All societies need to find better ways to pool resources, as
well as to structure their work forces, to insure against and fund such care.”®

In practice, most countries combine cost effectiveness analysis with
other considerations, such as severity of untreated disease and magnitude
of the clinical health benefit. That is first, who has the worst lifetime health
in the absence of treatment, and second, who has the greatest health benefit
if provided with treatment? These two types of information can provide the
decision maker with important information as to what the distributional
impact will be for the affected population. Giving some priority to those
who will lose the most health without the intervention will reduce a certain
kind of inequity in distribution. If the clinical benefit is significant, a human
rights framework requires that everyone in society should have a fair chance
to receive it even if it is more expensive to provide access to certain people
than others. For example, based on a right to health analysis, the jurispru-
dence of the Colombian Constitutional Court has held that life-saving surgery
or treatment, such as chemotherapy, should be available to everyone, even
if making that available to people who live in some areas of the country
requires undertaking substantial costs relating to transportation of patients
to adequate facilities and infrastructure development in the remote areas.””

In short, health equality in a rights framework is a more multi-dimen-
sional concept than equality with respect to many other rights. An analysis
of equality in health must consider social inequalities, but also other factors
such as severity of illness. Cost effectiveness cannot be the primary driver
of health resource allocations in a rights framework. Nevertheless, nor can
a rights framework be blind to empirical questions of clinical effectiveness
and cost effectiveness. To do so leads to clearly inappropriate allocations
of resources that potentially deprive large populations of their health rights
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and produce or exacerbate certain inequalities. We need not accept cynical
mantras of scarcity that are so often proffered with respect to resources for
health, as well as other social spending. Nonetheless, it is unethical as well
as ill advised to ignore the reality of rationing in all health systems. Indeed,
as so much of health is due to social determinants, calling for further spend-
ing on medical care may be counterproductive in achieving greater social
justice, and enjoyment of economic and social rights generally, in a society.

I1l. PROCEDURAL APPROACHES TO PRIORITY SETTING: THE NEED
FOR PUBLIC DELIBERATION AND INSTITUTIONALIZATION

As is evident from the discussion above, priority setting always has ethical,
normative, and technical dimensions. There is no single answer as to how
much priority to give the worst off in terms of lifetime health deprivation
or how much weight to assign to the magnitude of a health benefit from a
given treatment. Therefore, while acknowledging the importance of evidence
for better priority setting, many countries and institutions also rely on proce-
dural approaches to achieve equitable outcomes. In the United Kingdom, for
example, NICE has established a “citizen’s council” that provides input on
issues relating to ethical values.”® Michael Rawlins, the director of NICE, has
argued that the public’s perception of NICE’s decision making as legitimate
and fair is critical to its success in setting priorities.”

Interest in democratic procedural approaches may be growing today
primarily because purely evidence-based approaches only partially respond
to the pressure from a combination of rising health care costs, diffusion of
new technology, stakeholder pressure, and intense media coverage of indi-
vidual cases.® However, from a rights perspective, they also embed important
democratic processes and values into health systems. In fact, some courts
have recognized that a process for fair deliberation is required to ensure that
the priority setting decisions are legitimate in rights terms.®’ We therefore
consider the underlying need for procedural approaches, together with one
very prominent framework for establishing a fair procedural priority setting
process, “Accountability for Reasonableness,” which we see as consistent
with rights-based approaches.
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A. Principles and Criteria for Priority Setting

Substantial principles for fair priority setting are derived from two key objec-
tives: efficiency and equity in the distribution of health and health care.®> Of-
ten, these objectives are entirely compatible: services that both improve equity
and maximize health should clearly have high priority. There is increasing
evidence, for example, that focusing child health investments on the worst
off in society produces the largest health benefits at the population level.®

Sometimes, however, just as in the discussion of national health plans
above, the two objectives may point in different directions with respect to
priority setting within the context of clinical care and may need to be bal-
anced against each other. Although people disagree about how much weight
the different concerns should have when they conflict, there are criteria
that all theories of resource allocation in health care recognize.® This set
of accepted criteria states that at the level of a health program the priority
of a given condition and its intervention should be assessed in terms of: the
severity of disease, if untreated or given standard care, the clinical effective-
ness of the intervention, the cost effectiveness of a specified intervention,
and the strength of evidence on all of these factors.®> This information can,
in concrete cases, be formulated in terms of characteristics of the patient,
the condition of the patient, and the health intervention in question. It is
important to note that normatively irrelevant criteria for priority setting in-
clude prohibited grounds of discrimination under international law, such as
race, ethnicity, religion, sex, social status, sexual orientation, and physical
or mental disability.®
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However, differentiation based on prohibited grounds is not always un-
reasonable. For example, UNCESCR’s General Comment 20 states that age
falls under “other” prohibited grounds of discrimination in several contexts,
referring both to old age and to young age.?” Yet, advanced age is used as a
criterion for greatly increasing insurance premiums in some health systems
that are based upon private insurance.®® Age also factors into priority setting
in allocating scarce interventions.®

In a rights framework, the latter is probably permissible, while the former
is not. That is, if health and health care are accepted as matters of special
moral importance—as they must be if they are asserted as rights—then by
definition the market cannot solely set access to care.”® Just as women of
reproductive years have greater health needs than men, so too do elderly
people. And actuarial fairness—determining payment according to the level
of risk faced—is not the equivalent of fairness based on an equal right to
care. Moreover, age-related discrimination in insurance premiums probably
undermines the aim of pooling risk to insure against catastrophic costs such
as dementia care, as mentioned above.

On the other hand, as also suggested above, when allocating scarce inter-
ventions or services—whether a transplant or a vaccine in limited supply—a
plausible “fair innings” argument can be made that younger people have a
greater claim because they are worse off if they die young than older people
who are closer to or have surpassed a normal life span.”" Thus, age is not
a sufficient basis upon which to allocate such resources or interventions,
but it does seem one that is ethically relevant to consider under certain
circumstances.” An adequate rights framework, therefore, can neither con-
sign certain groups to being expendable nor ignore intergenerational equity,
including the equal opportunity of younger cohorts of people to live as long
as older people already have.”
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B. Unresolved Problems in Priority Setting

Despite some agreement on a theoretical level about the importance of
efficiency and equity, there remains substantial disagreement on what char-
acterizes acceptable priority strategies. Norman Daniels, a Rawlsian ethicist,
has identified what he calls four “unsolved rationing problems” in health
care, which are deeply related to equality concerns.® The first challenge is
the priorities problem: how much priority should a society give to the most
severely ill patients compared to patients who are less ill but who can be
helped more for lower costs?”> In medical practice it is a well-established
norm that the worst off in terms of overall health in the absence of interven-
tions should have the highest priority. However, as noted above, there are
limits to this norm. For severe conditions, such as terminal cancer, there
are sometimes technological limits to further health improvement, such
as prolonged life. If the costs are high, and the outcome only few days or
weeks, such outcomes may not be important enough to warrant priority over
interventions that could benefit many others who are not as badly off. All
agree that the worst off should have some priority, but there is legitimate
disagreement over how much priority.

Sadly, all health care priority setting involves life and death choices. The
needs of an identified patient in a particular instance must be considered in
light of the needs of other patients in the system. While the right to dignity
always requires addressing suffering, continual investment in biomedical
treatment as opposed to palliative care may not always be justified and may
undermine dignity interests in some cases. However, there are no fine-grained
philosophical arguments or technical criteria that force the use of reason to
determine exactly how large the differential magnitude of benefits for the less
badly off has to be in order to trump providing the benefits for the worse off.

The second problem is the best outcomes or fair chances problem: how
to balance the aim of maximizing health and securing equal chances for
all??® Health maximization through cost effectiveness analysis may be in con-
flict with the goal of securing for everyone fair chances to a health benefit,
which, as discussed above, is a core principle underlying a universal right
to health. Fairness therefore requires that severity of disease and magnitude
of health benefits be considered in an all-inclusive judgment about what is
a fair share of health benefits.

A third challenge is the aggregation problem: when should society allow
an aggregation of modest benefits to a large number of people to outweigh
more significant benefits to a small number people?®” Here again, blind cost
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effectiveness analysis assumes that all aggregation of benefits is acceptable.
However, trivial goods should not be able to break ties that could result in
the loss of fundamental rights for some. One example is whether to pro-
vide treatment for allergic rhinitis to many for the same costs as saving the
life of one person. Even of the aggregated sum of health benefits may be
far greater in the former option, a rights framework would lean toward the
unacceptability of withholding a life saving intervention for the individual.
On the other hand, many health goods that provide broad benefits are not
trivial at all, and life-saving interventions may provide very low quality of
life for minimal time.

The fourth unresolved challenge is the democracy problem: when must
a society rely on a fair democratic process to determine what constitutes a
fair rationing outcome?*® In the case of priority setting for health care, market
accountability does not function, nor does simple voting because majority
rule does not provide reasons for decisions. As there is disagreement on
ethical principles for priority setting, a fair choice situation must rely on
some fair deliberative processes.

C. Accountability for Reasonableness and the Importance of
Participation and Deliberation to Rights-Based Approaches to Priority
Setting

In order to address these problems, Daniels developed a framework called
Accountability for Reasonableness together with James Sabin, in keeping
with Rawls” ideas regarding the use of public reason. This framework and
the general conditions for fair process have been embraced by NICE in the
United Kingdom.? They have been applied to evaluate coverage exclusions
by managed care organizations in United States,'® as well as public agen-
cies in Canada.'" The framework is also influential in the priority processes
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evolving in Mexico,'? Chile,'® Canada,'™ Sweden,'® and Norway.'%
Daniels and Sabin have proposed four conditions that must be met to
ensure Accountability for Reasonableness.'”

1. Publicity Condition: Decisions regarding both direct and indirect
limits to meeting health needs and their rationales must be publicly acces-
sible. The mere listing of criteria, without an explanation of their rationale
or their application, is insufficient to meet this requirement.

2. Relevance Condition: The rationales for limit setting decisions
should aim to provide a reasonable explanation of how they will help to
meet the varied health needs of a defined population under reasonable re-
source constraints. Specifically, a rationale will be reasonable if it appeals
to evidence, reasons, and principles that are accepted as relevant by fair-
minded people who are disposed to finding mutually justifiable terms of
cooperation. Where possible, the relevance of reasons should be vetted by
stakeholders in these decisions, a constraint easier to implement in public
than in private institutions.

3. Revision and Appeals Condition: There must be mechanisms for
challenge and dispute resolution regarding limit-setting decisions in atypical
cases. More broadly, there should be opportunities for revision and improve-
ment of policies in the light of new evidence or arguments.
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4. Enforcement/Regulatory Condition: There is either voluntary or public
regulation of the process to ensure that conditions one, two, and three are met.

Processes where these conditions are met ostensibly make it possible to
involve the public in assessing health plans and health authority decisions.
The framework is developed from the theory of deliberative democracy—
the idea that legitimate democracy emerges from the public deliberation of
citizens.'® As argued by Daniels, “the four conditions connect decisions at
any institutional level to a broader educative and deliberative democratic
process” and as such we believe they are broadly consistent with a human
rights approach to priority setting.'®

Some constitutions, as well as legislation across a wide array of coun-
tries, mandates emergency medical care, regardless of the resources of
the patient.""® Further, the legal enforceability of the right to life, and the
doctrinal connections that many courts have drawn between the right to
health and the right to life, have resulted in a tendency to focus on care
that is immediately necessary to prevent death. Nevertheless, the courts
serve health rights more broadly when their decisions foster a deliberative
dialogue among the public, as well as institutions of government regarding
the society’s values with respect to these dilemmas in health care priority
setting. As Keith Syrett writes, courts can play an important role in priority
setting by enhancing

deliberation upon rationing questions not only in respect of a specific limit-
setting decision, but it may also act as a stimulus for broader debate within
political institutions and civil society. . . . [l]t can facilitate attainment of le-
gitimacy, especially by engendering openness in decision-making which will
enable ‘social learning’ on issues of resource allocation to take place, leading
to a more informed process of deliberation from which legitimacy may be said
ultimately to derive.'"
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However, a word of caution about expecting too much from public par-
ticipation and deliberation in priority setting, even when there is judicial
involvement aimed at promoting a rights-based approach to health. The
same factors that Kenneth Arrow famously showed cause market failure in
the health sector—moral hazard, decisions under conditions of uncertainty,
and asymmetrical information—are also likely to cause partial democratic
failure.”?

Providers often determine not just supply but also the demand for health
services. Provider-induced demand may distort perceptions of the true need
for health services and these distortions are likely to affect different areas
of health and populations differentially. Moreover, since third-party payers
often finance health care goods and services, unrealistic expectations from
the public may be formed. For example, the relatively high rates of expen-
sive diagnostic tests using MRIs, CT scanners, and similar technologies the
United States, may be attributed to a combination of an overreliance on
specialist care, fee-for-service payment incentives, and public expectations
of state of the art care.

Also, there is often scientific uncertainty about the effects of a given
intervention. For example, contrary to what most people believe, the mag-
nitude of benefit is small or the quality of evidence is weak for interventions
such as HPV vaccine use to prevent cervical cancer, integrated management
of childhood illness, and the use of pay-for-performance in health service
reforms.'® This scientific uncertainty is compounded by asymmetric infor-
mation between providers and patients, which leads to mistaken public
perceptions. These mistaken beliefs sometimes lead to demands for unproven
therapies or very costly therapies with marginal benefits, as is poignantly
the case with some treatments for terminal cancer patients. Taken together,
these three factors make democratic decision making difficult with respect
to priority setting in health care.

Moreover, effective democratic mechanisms require strong civil societ-
ies, an educated population trained in critical discussion and reflection,
accountable governments, and strong institutions that can facilitate adequate
processes. A genuinely fair process is impossible in countries with weak
civil societies, hierarchically organized health systems, gender inequality,
and steep asymmetries in power structures.”™ As South African feminist
scholar Nancy Fraser has noted, effective participation requires “the sort of
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rough equality that is inconsistent with systemically-generated relations of
dominance and subordination.”"® In “stratified societies"—societies whose
basic institutional framework generates unequal social groups in structural
relations of dominance and subordination—"full parity of participation in
public debate and deliberation is not within the reach of possibility.”""®

Thus, in addition to the complexities of fostering democratic decision-
making with respect to health care, we should be cautious about expecta-
tions for health care equity emerging from priority setting processes that
occur against the backdrop of gross social inequality. It is sometimes the
case, for example that the insurance and pharmaceutical industries are so
well-financed and well-organized that they are able to influence the very
issues place into public discussion, while patients groups are left with little
real voice. As Fraser has argued, “any consensus that purports to represent
the common good in this social context should be regarded with suspicion,
since this consensus will have been reached through deliberative processes
tainted by the effects of dominance and subordination.”'"”

In order to argue for how much priority should go to the worst off in
society—as well as to how to discern who is worst off regarding health
conditions—we require deliberative, participatory processes and cannot rely
solely on standardized quantitative measures in a rights framework. Nev-
ertheless, in order for those processes to be meaningful, we require some
degree of background equality. Thus, we find ourselves in either a vicious or
virtuous cycle. The empirical public health evidence illustrates that there are
detrimental effects of social inequalities. To that, we can add the normative
argument from human rights that steep social inequalities undermine the
possibility of establishing just institutional arrangements and priority setting
that would protect universal enjoyment of the right to health.

D. Institutionalization of Priority Setting: Similar Treatment for Similar
Cases

Many governments and health care organizations in principle support such
ideals as transparency and accountability, while in fact their decisions fail to
meet these conditions, including the regulatory condition set out by Daniels
and Sabin." In our view, the framework of procedural priority setting is
only satisfied if decisions are properly institutionalized and integrated with
other priority setting approaches.
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In general, institutionalization would include the development of national
health strategies and plans of action based upon robust situational analyses,
evidence-based priority setting, a regularly updated essential drugs list, clini-
cal practice guidelines, and oversight or redress mechanisms that address
atypical or ambiguous cases. As noted above, there should be ongoing,
meaningful opportunities for democratic participation in all of these vari-
ous dimensions of priority setting processes, which enable affected people
to participate in the resolution of their own problems and more broadly in
the deliberation of what is owed to one another among citizens."" Such
institutionalization, if done correctly, can over time contribute to raising
awareness of the public and ameliorating some of the background factors
of social inequality, which inhibit meaningful democratic participation in
priority setting processes.

In addition to a commitment to a coherent use of resources that is
publicly justified, a respect for formal equality requires that institutionalized
priority setting aim to ensure the similar treatment of similar cases."?® Formal
equality implies that the right to health, like all rights, is only meaningful if
its content can be universally provided. The linkages between formal equal-
ity and universality have direct implications for the growing enforcement
of health claims—and de facto influence on priority setting—by courts in
many countries around the globe. That is, when a court enforces a right
to a given treatment or service, it should be something that at a minimum
can be provided to everyone who is similarly situated. This was indeed the
rationale of the South African Constitutional Court in determining that the
KwaZulu-Natal provincial government’s decision to deny extremely expensive
dialysis care to a patient was reasonable, in light of its inability to provide
such care for all.™!

Part of the argument Octavio Ferraz and other scholars make with regard
to the way that courts function in Brazil relates to the failure to consider
the ability to universalize care. This failure, he argues, yields perverse de-
cisions.’?? He suggests that this approach in Brazil, where the courts take
thousands of cases every year regarding health claims, results in increased
inequity because the medical care decisions are allocated on a first-come
first-served basis.'” Ferraz asserts that “first-come first-served” favors people
who are relatively better off financially, who are better informed, and who
know their rights and are prepared to claim them—morally irrelevant criteria
for determining who gets health benefits.'*
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Similarly in Colombia, before the Constitutional Court issued a structural
judgment in 2008 regarding the health system, the Court was criticized for
granting extremely expensive medical care, irrespective of the possibility
of making the given treatment or service universally accessible.”® In an
influential concurrence in a 2004 case (T 654/04), Justice Rodrigo Uprimny
suggested that

[tthe Court has not asked itself whether a given treatment is universalizable,
whether it can be conceded to everyone in similar circumstances. By not posing
that question, the jurisprudence of the Court runs the risk that, in the name of
equality and the realization of social rights, it can provoke profound inequali-
ties, as the treatment can be so costly as not to be provided to all who need it.
Thus the judicial decision would be sanctioning [not a right, but] a privilege,
which runs counter to the principle of equal treatment.'?

However, judicial decisions have led to policy changes that have expanded
access to a number of treatments in both Brazil and Colombia, as well as
elsewhere.'”

In short, there are contested understandings of what justice requires in
terms of priority setting and the emphasis human rights law places on
equality does not by itself resolve all of those disputes. Applying a rights
framework to priority setting does however demand a process that is fair and
that entails meaningful public deliberation, which is broadly consistent with
notions of Accountability for Reasonableness. A rights-based approach also
requires institutionalization of priority setting processes, which enables both
the effective accountability of decision makers and individual challenges. In
contexts of sharp social inequality, establishing such conditions with respect
to the health system is perpetually challenging.

IV. CONCLUSION

As the world focuses increasingly on the post 2015, post Millennium De-
velopment Goals era, achievement of universal health coverage has loomed
large in global discussions as both a goal and a means of development.'?®
Whether equality concerns will be adequately reflected in national govern-
ments’ approaches to arriving at universal health coverage remains to be
seen. Human rights frameworks are relevant to these discussions, not only in
specifying elements of a universal right to health, including health care, but
also in ensuring that human rights understandings of equality and fairness
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are prominent in the difficult tradeoff decisions that national policy makers
will need to make on the path to universal coverage.

The equal worth of all human beings is central to human rights and
inequalities in health are a sensitive marker of inequalities in other domains.
However, adjudging the demands of equality is nowhere more complex than
in the realm of health, where the institutional arrangements of society interact
with different biological conditions. This article has argued that applying a
human rights framework to priority setting does provide important guidance
with respect to different forms of priority setting. For example, treating health
care as a product to be allocated by the market is simply inconsistent with
a rights framework and produces substantial inequalities in health outcomes
as well as access to care. Moreover, a health system that depends upon
mobilization of cash for access to care signals a cultural acceptance of the
exclusion of the poor.' Similarly, a human rights framework concerned with
redressing inequalities insists that attention be paid to poor and marginalized
groups in national plans of action and that aggregate outcomes be weighed
against “fair chances” for all, even if it results in certain “inefficiencies.”"3°

However, specific priority setting decisions cannot all be derived from
transcendent principles of human rights and often careful and contested bal-
ancing is required. For example, there is no way to discern from human rights
standards exactly how much priority should be given to the most severely
ill patients in a particular society or how much emphasis should be placed
upon capacity to benefit from a clinical intervention. On the contrary, what
human rights requires is a process of meaningful democratic deliberation,
which includes those who are or will be affected by the decisions taken, with
all of the challenges that such deliberation entails in practice. As we seek
to operationalize rights-based approaches to health in priority setting and
health policymaking that take equality seriously, a society will surely need
to grapple with the need to address failures of participation and deliberation
in the health system, just as it has struggled to set standards with respect to
democratic political systems. There are undoubtedly challenges in promot-
ing a rights-based approach to priority setting, which emphasizes not only
equality, but also meaningful participation and accountability. However, the
promise of establishing health, and health care, as assets of citizenship that
people can claim, and a health system which reflects a society’s commit-
ment to equal dignity, for all merits the effort.

129. See Freedman, supra note 15, at 21; Dianne McCormack & J. MaclIntosh, Research with
Homeless People Uncovers a Model of Health, 23 West J. Nurs Res. 679 (2001); WHO,
Poverty, Social Excrusion anp Heatt Systems in THE WHO EuropeaN REGION.

130. Id.



