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Abstract

The central ideas in this work anealth as a moral entittemeandequity in healthlt is a discourse

on distributive justice in health and takes Ugaada case study. It describes Uganda health system
especially theextentanddistribution of health-related injustice brought about by sevaoverty and
the manner health resources are raised and allbCEttes manner disproportionately adversely affects
the poor's access to health services and endarigerns livelihoods due to catastrophic health
expenditure. This work further critically reviewhet theory of utilitarianism (QALYS) which is
popularly used in the allocation of scarce headibources. Utilitarianism is accepted as good for
ensuring efficiency in health resource allocatiout, not good enough to ensure equity in healths Thi
being the case a discussion of other ethical griesiof health resource allocation that attemgtdse

the ‘fairness gap' left by the theory of utilitaiem becomes necessary. Having critically examined
QALYs and other moral principles, it emerges thalistourse on these per se is good but not good
enough to guarantee equity in health in Ugandan éva harmony between these suggestions were
found. The main reason for this is that the sasta@lirse is based on a subtle, yet wrong assumption,
that all health services in Uganda are financedhay state and therefore health equity would be
achieved if those resources are equitably diseghuThis assumption ignores the fact that due to
severe poverty and a very steep social gradientofepiocket payment for health services is a
prohibitive factor in the use of private healthwsees. This leads to unequal access to healthcssrvi
between social classes since 50% of health ouispudm the private health service providers, hence
must be paid for. This points to the fact that ¢hisra strong spiral cause relationship betweeenpv
and health inequity, the fact that is ignored ia tliscourse on QALYs and other allocation pringple
that aim at health equity. Therefore, since ther@e disproportionately adversely affected in the
current system, developing an equitable financimgtmnism for the health care system which takes

into consideration the special needs of the pooulshbe a key priority in Uganda.
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Abstrakt

Den sentrale ideer i dette arbeidet er helse somagalsk rett og egenkapital i helse. Det er ekutis

om rettferdig fordeling i helse og tar Uganda sancasestudie. Den beskriver Uganda helsevesenet
spesielt omfanget og distribusjon av helse-relatarettferdigheten skapt av alvorlig fattigdom, og
den mate helseressurser er hevet og fordeles. Demdten uforholdsmessig negativt pavirker de
fattiges tilgang til helsetjenester og truer livagnlaget pa grunn av katastrofale helseutgiftetteDe
arbeidet videre vurderinger kritisk teorien om itarfisme (QALYS) som er populeert brukt i
fordelingen av knappe helseressurser. Utilitarigmakseptert som bra for a sikre effektivitet iseel
ressursfordeling, men ikke gode nok til & sikrend@@italen i helse. Dette blir tilfelle en diskusjav
andre etiske prinsipper for helse ressursfordediom praver & lukke ‘fairness gapet "til venstre ved
teorien om utilitarisme blir n@dvendig. A ha kritisndersgkt QALYs og andre moralske prinsipper,
framgar det at en diskurs pa disse i seg selvamnian ikke god nok til & garantere egenkapitalen i
helse i Uganda, selv om en harmoni mellom disssldgene ble funnet. Hovedarsaken til dette er at
nevnte diskursen er basert pa en subtil, men lIKeileforutsetning, at alle helsetjenester i Ugared
finansiert av staten, og dermed helse egenkagltalappnas dersom disse ressursene blir rettferdig
fordelt. Denne antakelsen overser det faktum agm@n av alvorlig fattigdom og en veldig bratt
sosial gradient, ut-av-lomme betaling for helsetgtar er en uoverkommelige faktor i bruk av private
helsetjenester. Dette farer til ulik tilgang tillbetjenester mellom sosiale klasser siden 50% Bbehe
utgang er fra det private helsevesenet tilbydezemdd ma betales for. Dette peker pa det faktum at
det er en sterk spiral arsak sammenhengen melltigdam og helse urettferdighet, det faktum som
er oversett i diskursen om QALYs og andre tildelprinsipper som tar sikte pa helse egenkapital.
Derfor er fordi de fattige uforholdsmessig negafpévirket i dagens system, utvikle en rettferdig
finansiering mekanisme for helsevesenet som tasymetil de spesielle behovene til de fattige bar

veere en prioritet i ganda.
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Introduction

This work is a discourse on distributive justicefi®g in health and it takes Uganda as the
case study. The underlying concept of this workdalth as a moral entitlemetd which all
human beings are equally entitled by virtue ofrthedral equality. Hence, any deprivation to
this entitlement is a moral evil and much les$ i§ iunequally distributed among the citizens.
The conception of health as a moral entitlememirégsvn from Aristotle’s conception of the
citizen’s moral entitlement to conditions that emt& human capabiliti€sin Nicomachean
ethics, Aristotle argues that the state (law-gimeruler) has a moral duty to ensure that the
citizens can afford a good and flourishing life torbe able to function properly; and his
search for the good is a search for the highestl.galthough this highest good (desirable for
its own sake - a virtuous life) is not health, Astte makes it clear that on top of striving to
live a virtuous life, in order to be happy one mpgssess other goods as well - such as good
health among others. And one's happiness is endahgeone is severely deprived in such
advantages - for example, one has lost childregomd friends through death (Aristotle,
(1099a31-b6)). The reason for the pursuit of thesetingent human goods other than a
virtuous life is that one's virtuous activity whle to some extent diminished or defective, if
one lacks an adequate supply of other goods (Alles{h153b17-19)). Someone who is in a
very poor health state, (un educated, without é#ret cetera, will simply not be able to find
many opportunities for virtuous activity over a d¢pperiod of time, and what little he can
accomplish will not be of great merit. Hence, drayvon Aristotle’s argument that the
citizens possess moral entitlements to those thimagsenhance their proper functioning, and

health care being one of them, it follows, on Avik’'s account that, health care is a moral

! Drawing on Aristotle and Marx, Nussbaum claimg floa a person to be able to live a life worthytioé
dignity of the human being entails that she pogsessrtain capabilities that represent varioussantl
amounts of activity and opportunity. These certitahan capabilities each ‘above’ a specified thriesat-
inclusively constitute a level of substantive fregdto pursue one’s own ends in such a way that is
commensurate with the dignity of the human beihyissbaum, 2006).
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entittement® Hence, although health is not to be conceived maulimate good or be
conceived to have an intrinsic value, human belmmge a moral entitlement to that which
makes their virtuous life possible. For this reassevere deprivation of health is seen as

unjust and worse still if this deprivation is inégbly shared among those that suffer it.

Regarding the distributive conception of these gnglronditions for a good and flourishing
life, Aristotle argues that “It is evident that thestpoliteia is that arrangement according to
which anyone whatsoever might do best and livearighing life” (Nussbaum 1987:2for
that matter therefore, “It is the job of the exestl law-giver to consider, concerning a city
and a class of human beings and every other associdow they will partake in the
flourishing living that is possible for them”(Nusslm 1987:2). Equally, it has been argued
that within democracies citizens should be ablpatdicipate in decision making about issues
which affect their vital interests. Access to agpiate health care is clearly one of the most
important of such interests. On the face of itré¢fare, if justice in health is to be realised, the
way in which scarce health care resources ardldisdéd between those who need them is an
obvious candidate for a democratic mandate. IbrigHis reason that in attempting to come to
grips with the moral problems posed by the necgésithealth care rationing, governments
of different countries have endorsed the importafqaublic participation in setting priorities

in health care spending (Cooper, Coote 1995:1).

In the history of political philosophy, from the @ent times to the present, a number of
theories of distributive justice have been formedatind discussed. However, in this work |

have no intention of discussing or listing all béin. This work considers at length, one of

% This argument has been further extrapolated andloleed by Amartya Sen and Martha Nussbaum in their
capabilities approach to health care entitlemdntgs further been a basis of a human rights ambreo health
and a basis by the World Bank and the World He@ltianisation to demand that all countries shoufthde
certain amount of health care called the Minimunaldtecare package. This minimum health care is eegeto
enough to enable basic human functionings.
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these ethical theories that has been widely delatbéalth care discourse regarding health
resource allocation. The theory considered in¢h&e iautilitarianism. Further, theories such
as and egalitarianism and prioritarianism are bisefly reflected upon with the intention of
filling the ‘fairness gap’ left by the theory ofilitarianism in health resource allocation.
Those who advance other theories apart from utditésm, such as egalitarianism,
prioritarianism among others, argue in favour afiaghances of being healthy or ill. On the
converse, those who endorse utilitarianism in healtgue that health policy should be
designed to maximise health benefits from a givedget, no matter how fairly of unfairly

those benefits are distributed among the people.

This discourse is founded on the normative positiat, the way health policy is designed
particularly regarding priority setting amidst smarresources and endless health needs,
should lead to equitable distribution of health dféa and burdens. This position has been
motivated by the general agreement that healthice=nthroughout the world do not have
enough resources to meet the health care needksabftheir citizens. Therefore, some form
of rationing within health services is inevitabldafm, Janovsky 1996:25-41). Even within
health care systems in which access to healthisagearanteed - however they are funded-
this will mean that some who are ill will not nesasly receive treatment when they need it,
if at all. Hence, the moral quality of health caelivered in such circumstances of scarcity
will depend on the fairness and justice with whetith decisions are made (Doyal 1998:98-

102).

The scarcity of health resources is more severddwgeloping countries like Uganda, and this

has compounded the severity of deprivation to healttittements. It is this scarcity of
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resources that makes health systems decide toilgarian with the aim of achieving the

maximum health benefits possible with the availabkources.

The process of priority setting has had a numbaesatloital controversies that call for critical
reflection. The controversies are between those afdorse utilitarianism to the effect that
no matter what, health systems must strive to miaeirhealth benefits from a given budget.
Hence, the advocates of this position advance Wit call ‘Quality Adjusted Life Years’
(QALY) approach, which is based on utilitarian piples, as the only appropriate tool for
health policy analysis since it ensures efficier@g.the other hand, those who are more bent
to principles of justice argue that equity in hieak as important as efficiency. Hence, not
only the amount of health benefits matters but &lew fairy these benefits are distributed.
But still, those who believe that equity is a venportant aim of health service delivery have
advanced conflicting ethical principles they thim&uld lead to equity in health. As a solution
to these competing ethical principles of allocatiarset of principles has been suggested in
what has been called th@@plete Lives Systewhich combines a number of these principles.
Further, the complete lives system has not pasgbdwt challenges. And moving away from
the controversial substantive ethical principlesyther suggestion has been given aiming at
equity in health. This suggestion is the ‘Fair Ridwres’ approach in what is now popularly
known as Accountability for Reasonableness (A4R)s has itself proved circular in a sense
that such a project would be impossible without imgkeference to the substantive ethical

principles which it purports to bypass.

The discussion in this work is taking place witlleetions on Uganda’s health system

especially the extent of health deprivation and howustly this burden is distributed. The

problem of health-related injustice in Uganda impounded by the extent of poverty which
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implies severe scarcity of health resources. Asthabove, scarcity of health resources is an
obvious and glaring challenge world-wide — evenhimitthe high income countries like
Norway. Hence, whereas other countries like Ngrase reckoned to be under-deprived in
terms of health and the social determinants ofthgtilere also is said to be scarcity of health
resources. This gives a clear picture of how séyeateprived a low income country like
Uganda is in terms of health. For instance, endhse of Uganda, the gross national income
per capita (PPP international $) is 880 againgdBDfor Norway; Life expectancy at birth
m/f (years) stands at 49/51 for Uganda against ldpisv78/83; Healthy life expectancy at
birth m/f (years, 2003) is 42/44 for Uganda whhilattof Norway stands at 70/74. Further still,
in Uganda, the probability of dying under five (pkerO00 live births) is 134 and that of
Norway is 4; and that of dying between 15 and 6&ryen/f (per 1 000 population) is 518/474
for Uganda against Norway’'s 86/53. For the cas€gdnda, total expenditure on health per

capita (Intl $, 2006) is at 143 compared to 4521Norway (WHO, 2008).

For that matter, therefore, in this work | will ggrendeavour to show in some detail, the
extent of Uganda’s health deprivation and its uméglistribution due to experiences of
extreme poverty and income distribution which isrexely unequal. | will do this because it
is important to note that due to the fact that Wiges health sector is severely underfunded,
50% of health services are financed out-of-pockehbuseholds; and for this reason it has
been found out that that on average, 9% of houdshotomes are spent on health services
which means that, given the level income dispaiiie the economy the poor must be
spending about 30% of their income on health. Asid @onsequence of thigarly 5% of the

households in Uganda are experiencing catastrquyments while 2.3% are impoverished because

of medical bills(Government of Uganda, MoH 2010).
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Generally, in chapter one of this thesis | argus tiganda is severely deprived of health
entittement due to the severe underfunding of tbalth system. | will also argue that the
injustice in the Uganda health care system is &rtompounded by inequitable distribution
of this deprivation due to the system’s financingchmanisms which are inequitable and
fragmented, and that there are not yet systemttid®to avoid this injustice. In chapter two
where | discuss the moral relevance of utilitasamin health resource allocation, my analysis
reveals that in the face of severe deprivation ldtee in Uganda as elsewhere in the
developing world, there is nothing inherently wromnwgth endorsing the theory of
utilitarianism with its consequent ‘health-beneafieximisation’ as a guiding principle in the
allocation of health resources. | indicate thats tkhieory can however be treated with
suspicion if it ignores concerns of distributivestige in health. After this | go ahead to show
how utilitarianism and its consequent QALY maxintisa indeed ignore issues of
distributive justice, hence needing supplementataord mitigation from other ethical
principles. | chapter three | present a criticalcdssion of these other ethical principles and
further argue that, of these ethical principlesgasged for allocation of health resources, still
none of them on its own takes care of all ethiedlies that need to be considered for the sake
of balancing equity and efficiency. | also disctiss suggestion made by Persad et al: that is,
a combination of a number of morally relevant piples in what they call th€omplete Lives
System| also consider Norman Daniel’'s proposal of Bar Proceduresapproach and its
challenges. In the conclusion (chapter four) | catie that, even though it is worth the effort
to try to come up with approaches and ethical goles for the allocation of the available
public resources, this is not enough to guarantee heglilty in Uganda. The reason given is
that the discourse on these approaches and efiriocalples miss the fundamental cause of
health inequities in low income countries whiclparerty and its impact on access to health,

given the financing mechanisms of health servicethese countries. | conclude that since
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utilitarian-based QALY approach and all ethicalnpiples ignore the fundamental cause of
health inequities in Uganda which is poverty ane timancing mechanisms of the system,
developing an equitable financing of the healthecsystem which takes into account the

needs of the poor should therefore be a key pyiorit
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Chapter 1
The Uganda Health Care System: An Overview
The Extent and Distribution of Health Deprivation

Introduction

In this chapter | will present an overview of Ugaisdhealth care system as a basis of
analysing the relevance of the major ethical theotijitarianism and its consequent QALY
approach regarding health resource allocation.hla thapter, three main arguments are
presented: The first argument is that Uganda isersty deprived of health-related
entitlements and this is because the health sécteeverely underfunded. | show that as a
consequence of underfunding, there is a lot oygemket payment for health services by the
public in order to cover the deficit, and this imegative implications for equity. | will do this
by providing figures that indicate the level of deption such as budget allocations to the
health sector and the deficits therein. For thigppse | will also indicate how much the
individuals are affected by catastrophic healthemges due to lack of essential drugs in
public health facilities. | argue that the ultimatatcome of this arrangement, the whole
system has evidently disproportionately negativaffected the poor’'s access to health
services and has endangered the poor househalelifhitods and this is further compounding

the health injustice in Uganda.

The second point of this chapter is an attemphtawsthat health entitlement deprivation in
Uganda is inequitably distributed. | will argue tthhis is because of the fact that Uganda
health care financing system is inequitable angnfrented and it disproportionately adversely
affects the poor. | will do this by exploring thedith care financing mechanisms in Uganda
and how equitable they are. To make this pointrcleaill first show briefly the meaning and

demands of equitable financing so that after ptasgriganda’s financing mechanisms it

22



will be easy to tell whether and how much inequéahe burden of financing health care is

inequitably distributed.

The third argument is that even though attemptsnaaide in the health policy statements
about prioritisation in an attempt to equitably reh#his deprivation, there is still lack of
systematic effort to health care rationing. | wilake this point by examining real priority
setting practices in the health sector to findloaw systematic this process is. | will indicate
the scope of the priorities in the Uganda healtle @nd argue that since everything about
health care in Uganda is include in priorities nttiee system lacks in systematicity regarding
priority setting. | will further show that as a smguence of this, the stated values such as
priority to the poor, women and children and equitygeneral are seriously compromised.
Before tackling the above-mentioned three poirds,plurposes of clearly understanding the
health care system in Uganda, | will first highligh brief background of Uganda’s health

sector and its general structure.

Background

The background to Uganda’s health care system dieea is a brief historical context of the

Uganda health system since independence (1962xhancurrent health status of Uganda. It
also highlights the structure of the system; thathe organisation and ownership (how much

of the system is public or private).

Historical context
According to the findings by Arudo and Syngellakistheir Overview on Uganda’s Health
Care System since Independe(it@62), Uganda had the best performing sectdnenrégion

up to the 1970s. “In the years after independencEd62-1971 Uganda had the best health
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indices and the best health care system in theegibn” (Syngellakis, Arudo 2006). This is
attributed to the clear prioritisation and effidienanagement of the sector during that period.
However, after 1971 “Health care service provisias highly fragmented and opportunistic”
(Syngellakis, Arudo 2006). As far as prioritisatias concerned, it is noted that before 1971
communicable disease control programmes and réspasgrammes were top on the agenda
and were very active, with funding from multi-laaerand bi-lateral donors and research

organisations in more developed countries (Synkjsll@rudo 2006).

Moving from the 1970s and 1980s to the present,atiedysis of Uganda’s priority in the
health sector indicates that the government’s atterhas been primarily focussed on re-
establishing a political and economic environmemducive to growth, not improving the
health of Ugandans as such. In other words, théhheactor in general has not been of
priority. The social sector ministries have beesslef a priority, with no attention given to
developing comprehensive health policy for the ¢ouriSyngellakis, Arudo 2006). This
partly explains the extent of severity of healthittgment deprivation in Uganda. It is further
shown that health care service delivery has bekayaelement of many aid programmes,
though this is not mirrored by the developmentational health policy, which has remained
ad hoc and focused omospital rehabilitation (Syngellakis, Arudo 200&jlowever,
irrespective of commitment to improve people’s tedh political rhetoric), Uganda’s health
indicators are very poor, judging from those intbhea that are outlined as areas of priority —
sexual and reproductive health, child health, heattucation, and control and prevention of

HIV/AIDS, Malaria and Tuberculosis.

Current health status
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Information on the current health status in Ugaisdaucial to the process of setting priorities
in the health sector. Such information include Idaing cause and distribution of morbidity
and mortality in different age groups, sexes, sd@teus, location — that is neighborhood such
as rural against urban populations or slum dwebganst rich-suburb-dwellers. The reason
here is that, if a health policy is to be effectieéficient and fair in a way it sets priorities fo

alleviating health deprivation, it must take intsiderations all this data.

According to the World Health Organisation’s finggnon the leading causes of morbidity
and mortality in Uganda, HIV/AIDS is the leadingusa, accounting for 25% of all deaths.
This affects all age groups. This is followed bylama, causing 11% of deaths, followed by
lower respiratory infections at 11% also, and theal diseases at 8%. The rest of the causes
are not so significant and are all below 5%. Thaeglude, poor perinatal conditions,
tuberculosis which is now more as a result of Htérebral vascular disease, ischaemic

disease, measles, and tetanus, respectively (W136)20

According to Uganda’s available literature on healare, priority is set out in two aspects.
One is in terms of the guiding moral principles aatlies that will guide the implementation
of the health policy, and second is in terms of milgpe of health interventions will receive

the highest portion of the budget and attentioganeral. On the part of priorities for guiding
values and principles, they include ensuring equitigealth, priority to the poor, women and
children and ensuring accountability — both finah@nd non-financial. From these moral
principles and values, there is derived what hegitbrventions are to receive the highest
portion of the budget and attention in general.r&hare four priority interventions which

include sexual and reproductive health, child iedaftealth education and promotion and

control and prevention of HIV/AIDS, Malaria and Terbulosis. This is what is referred to as
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the Primary Health care (PHC) for Uganda. Sintéhalse priority interventions need a well
functioning health system, and realising that Ugesmchealth system is not that type at
present, a fifth area of priority has been add€dr ‘the above to be achieved the government
commits itself to strengthening the health systéemce priority is also given to systems
strengthening” (Government of Uganda, Ministry aéaith, 2008:43)}owever, the general
statement of strengthening the health system artagngriorities makes virtually everything
about health becoming a priority. This is mostlik® make implementation of such a policy

extremely difficult.

The structure of the system

According to Uganda’s Health Sector Strategic FI48SP) Ill, the National Health System
(NHS) in Uganda constitutes of all institutiongustures and actors whose actions have the
primary purpose of achieving and sustaining goaalthelt is made up of the public and the
private sectors. The public sector includes allegoment health facilities under the Ministry
of Health (MoH), health services of the MinistrigisDefence (army), Internal Affairs (Police
and Prisons) and Ministry of Local Government (MQLG&he private health delivery system
consists of Private Health Providers (PHPs), Peiwat for Profit (PNFPs) providers and the
Traditional and Complementary Medicine Practitian€FCMPs) (Government of Uganda,

MoH, 2009).

The Uganda Ministry of Health is the overseerhsd whole health care system in Uganda.
However, even though this is the case, since Ugandated a Sector Wide Approach for
health care, other ministries have some kinds gosasibilities to fulfil in collaboration with

the Ministry of Health (Government of Uganda, M&909).
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As an overall monitor of the system, one among dbee functions of Uganda’s national

health care system is thstewardship of the sector including policy appraisal and
development, oversight of health sector activitessuring quality, health equity and fairness
in contribution towards the cost of health caranbasing the contribution of other related
sectors, ensuring that the sector is responsitieet@xpectations of the population (trust) and
to be accountable for the performance of the witsalth sector. (Government of Uganda,

MoH 2008:54)

Goals, Aims and objectives of the health system

According to the Uganda National Health Policy ciyW2009, the slogan for the health sector
is “Reducing poverty through promoting people’s He&a(Government of Uganda, MoH
2009:8). Its vision is to have “a healthy produetpopulation that contributes to economic
growth and national development” (Government of higg MoH, 2009:8). On the social
values to guide the health care delivery, the pdiicther re-affirms the people’s right to the
highest attainable level of health — “the constitutguarantees rights of access for all people
in Uganda to high quality health care services @oment of Uganda, Mol2009:8).
Constitutionally, the government of Uganda has #ftigation to provide basic medical
services to its people and promote proper nutritimong its primary objectives is that “The
State shall take all practical measures to entig@rtovision of basic medical services to the
population (Constitution of the Republic of Ugand&®95: xx). Other social values to
consider include solidarity, equity, respect ofterds and traditions of the people of Uganda,

integrity and ethics, patients’ responsibilitiesl@tcountability.

Objectives
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According to the National Health Policy, no genevaiective(s) are stated for the health
policy, other than the goal, mission and visionhaf system. Instead, each area of concern has
its own objective. For the minimum health care pagk for instance, the objective is “To
ensure the provision and increase the utilisatfom dganda National Minimum Health Care
Package (UNMHCP), consisting of promotive, prewextcurative and rehabilitative services
for all priority diseases and conditions, to albpke in Uganda with emphasis on vulnerable
population$ (Government of Uganda, MoJ2009:13. For the organisation and management
of the system, the objective is “To strengthendlganisation and management of MoH and
district health systems and ensure effective haynamial linkage among the different levels of
health care, private and public sectors, and MoH e autonomous and self-accounting
national institutions” (Government of Uganda, Mat909). Most importantly, regarding the
financing of the health system, the objective i® ‘Mobilise sufficient financial resources to
fund the health sector programmes whilst ensuriqqgite, efficiency, transparency and
accountability in resource allocation and utilieati (Government of Uganda, MoH

2009:20), among other health system concerns twdin $pecific objectives.

Value-based Objectives

Health systems generally have various value-baisesl @nd objectives. In the case of Uganda,
other than the objectives relating to what needsetachieved, the Uganda health care system
recognises two Value-based objectives in healtle carvice delivery. According to the
Uganda National Health Policy and other relatestditure equityin health is taken as one of
the most crucial aims of the system. A lot of @Bdnave been promised to ensure equity in
health. Some of the efforts towards achieving tiigective are seen in the attempt to ensure
universal and free access to the UNMHCP, though ghil awaits realisation. At the same

time, equity is not the only major aim of Ugandh&alth system. It competes with another
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widely accepted aim efficiency Efficiency has so far been more pronounced inridgas

health care than equity, according to most Annuahblth Sector Performance Reports
(Government of Uganda, MoH, 2007). Not limited tee tUgandan health system alone,
generally it is never easy to decide which of th®s® aims is more important than the other.
Hence the most successful health system is norrealtyto be the one that keeps these two

aims in balance.

Health care Financing: The Extent of Deprivation

Introduction

So far | have given highlights of the context ofddda’s health system in a historical and
present context as well as the basic structureaarashgement of the system. So, in this first
main point of this chapter, | will show the extdnt which Uganda is deprived of health
entittement. | will do this by examining the finang status of the health system: that is, the
amount of financial resources available to theaeatd the resulting deficits. Of course, the
existence of budgetary deficits imply that the geogill not have access to the basic health
care that is deemed enough to facilitate their mbfomctioning; and this is a moral evil since
they are morally entitled to this basic health cdilge reason for approaching this point by
being concerned about the financing status of &t system is the fact that there is a
strong relationship between how much resourcesiaa#able to a health system and access

to health services. | will discuss this point irtadlein the next point, immediately after this.

The existing inequities in health in Uganda acangdo previous studies, (Orem, Zikusooka

2010:23) are majorly caused by the manner healte & financed, and also in the

deficiencies within the allocation principles. Butinly, these inequities are attributed to the
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financing mechanism that the system relies on wimegblves a lot payment for health care

services out-of-pocket.

Health Financing and Management

The way a health system is organised and managednts of ownership (private or Public),
has a lot of implications on how health as a whelinanced. At an ideal level, it is expected
that all that part of the health sector that is amnstate ownership (public) is free for all
citizens. On the other hand, all that part that lieder private ownership is financed by the
clients from out-of-pocket. In turn, all this hasiampact on health equity — that is, whether all
social classes have fair and equal chances of singeBealth care services whenever they
need them. This is the case because the easingsavhich the public can access health
services, more especially in a severely poverigistn country like Uganda, is a function of
how much they depend on the public and privateosgedbr those services. For that matter
therefore, in the case of poverty-stricken socseti@l things considered, the higher the
dependence on the private sector, the more diffidal accessing health services, and vice

versa.

With the above in mind, it is imperative to notatttuganda’s health sector ownership is by
both the public and the private sectors, and tladtih@ut put for both sectors is shared in the
ratio of 1:1. According to the Uganda National Hlegbector Strategic Plan lll, it is shown

that up to the Financial Year (FY) 2008/2009, thbéliz health expenditure as a proportion of
government’s discretionary expenditure has beatively stable at around 9.8%, below the
Abuja Declaration target of 15%. Note is also takieat there is no user fees charged in
public hospitals but health insurance is for a &ewd largely subsidized by the employers on

behalf of employees. Households constitute a nfajancing source of the National Health
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expenditure (NHE), at 49.7%, followed by donor849%, central government at 14.9% and

then the international NGOs at 0.4% (Governmerigdnda, MoH, 2010).

The Government of Uganda recognizes its failuréutfil its moral obligation of providing
the planned minimum health care package to itgen8 due inadequacies in financing. As
indicated in the Health Policy statement of May 200dequate quantities of affordable,
good quality essential medicine and health supglesild be accessible to all who need them.
However, this is not always the case. Inadequatan@ial and human resources, capital
investments and management issues have resultied public sector being unable to fulfil its
mandate of providing medicines to all those whodniem” (Government of Uganda, MoH,
2009:6). The consequence of this shortfall in ieedtre financing by the public sector is that
there is a lot of reliance on out-of-pocket finangcof the health services by the population.
Even though there is no payment of user fees inptiidic health centres, “the shortages
therein have increased dependency on the privaters¢Government of Uganda MoH 2010).

The general picture of how households are affelsyeithancing their health is that:

Households spend about 9% of their expenditureeaittn, although no user fees are
paid in lower level government health units andegyahwings of publicly owned
hospitals. However, the private sector charges ftesss. When medicines are not
available in the public sector, patients buy frdma private sector. As private health
insurance, largely subsidized by employers on betiamployees is for a few, health
expenditure remains high for most households. lals® known that while public
health services are largely free many patients yajer-the counter fees in public
institutions. Nearly 5% of the households in Ugarda experiencing catastrophic
payments while 2.3% are impoverished because oficaledills (Government of

Uganda MoH, 2010).
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The HSSP Il shows that, the private sector playsngortant role in the delivery of health
services in Uganda, covering about 50% of the tedooutput. As noted earlier, the private
sector generally comprises of the Private Not f@fiPOrganisations (PNFPs), Private Health
Practitioners (PHPs) and the Traditional and Complgary Medicine Practitioners
(TCMPs), the contribution of each sub-sector todtterall health output varies widely. The
PNFP sector is more structured and prominently goegn rural areas. The PHP is fast
growing and most facilities are concentrated inaanrareas. TCMPs are present in both rural
and urban areas, even if the services providechareconsistent and vary from traditional
practices in rural areas to imported alternativedigiees, mostly in urban areas. The
Government of Uganda recognizes the importancénefprivate sector by subsidizing the

PNFP and a few private hospitals and PNFP traimsgtutions.

In all this arrangement, however, the importannptm note is that all private health services
are financed out-of-pocket, and they account f&6 5 the total health out put for the sector.
In fact, it could be said to account for much mibv@n this. The reason is that more often, the
government attributes some of the out put to itegn if it is from out-of-pocket of the
patients: take for instance, when pregnant mothsrsasked to buy their own gloves, razor
blades, birth sheets et cetera, when they go tergawent health facilities. Other cases
include when a patient is admitted in a governniexatith facility and they have to buy from
pharmacies the most expensive drugs prescribethémn. In all these cases as long as the
patient goes to the public health facility, the gowment claims all the out put. It is very
likely that the percentage of health sector outfhdat can be legitimately attribute to

government is about 30% or less. This is be comaibd by the government’s revelation that:
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There is inadequate funding to provide the UNMHERII facilities as envisaged: the
per capita cost was estimated at USD 41.2 in 2008/l will be rising to USD 47.9
in 2011/12 (or UGX 2.75 billion) yet the health lggd according to the Medium Term
Expenditure Framework (MTEF) was estimated at UZIb Jer capita in 2008/09,
demonstrating a shortfall of almost USD 29. Thét has important implications for
service delivery during the HSSP Ill period as itl wmply the need for further

priority setting, based on the UNMHCP (Governmdrtganda MoH, 2010:23-24).

Indeed, if from the above revelation we calculate percentage of government’s contribution
to the estimated $41.2 per capita expenditure attthat will be discovered that the $12.5
which was government’s contribution to $41.2 pegitzafor the Financial Year 2008/2009, is
only 30.33%. This means that, the households whaher financiers of the private health care

sector pay about 70% of the health out put.

It should be remembered that one of the main abgsxbf the Uganda Government through
the Ministry of Health is that the Government ofddga is committed to improve the health
status of its people through formulation of sourgélth financing policies that can create
significant fiscal space in the health sector & thedium term. Even though the Government
of Uganda subsidizes the PNFPs and its trainingtutisns and a few private hospitals, the
level of subsidies for PNFPs remains low at 20% eatber intermittent. The allocation to
PNFP facilities is disproportionately low with tiwelume of services delivered, and takes
little account of changing needs in terms of wosklo According to the Health Sector
Strategic Plan Ill, “in order to effectively sustdinancing to the health sector, there is a need
for improving allocative and operational efficienaycreasing government contribution to the
health sector budget and mobilizing community abatrons through implementation of the

national health insurance scheme” (Government @ridg MoH, 2010).
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Deficits for health services

The purpose of presenting the deficits in the heblidget is to show the extent to which
Uganda is deprived even of the minimum health ¢arerhich all people, by virtue of their

equal moral status, have an equal moral claim.n8icating the severity of health-entitlement
deprivation in Uganda | intend to paint a cleartysie of how much injustice Ugandan

citizens are suffering generally.

Generally, when it comes to the amount of resouatlesated to the health sector, the health
sector is severely underfunded. It has been reghofoe instance, that for the financial year
2010/2011 the health budget had been cut from 8Bsl7billion (USD 313.5million) in
2009/10 budget to Shs 638.3 billion (USD 296.3mil). This has further reduced the
percentage from 9.8% of the total budget in 200B02fnancial to 9.7% of the total budget
for the financial year 2010/2011. All this is cariy to the African Union Abuja Declaration,
which stipulates that governments should alloctteast 15 per cent of their national budgets
towards health (WHO, 2000:17). Faced with this sewederfunding, the Health Minister
unveiled a tight spending plan highlighting essdrdrugs that constitute the minimum health
care package among the unfunded priorities. Inliaypstatement to parliament, Dr Mallinga
reported that although the ministry is expectedgend Shs 201.7 billion (USD 85.1 million)
on medicines and medical supplies; this financedry for instance, there is a shortage of
Shs6.7b (USD 2.8 Million) for essential drugs. Qthkortages he cited include Shs4 billion
(USD1.6Million) for the Cancer Institute, Shs6 i (USD 2.5 Million) for medical
equipment, Shs1.2b for rehabilitation of 41 hodpitand Shs8.4 billion (USD 3.5 Million) for

water and electricity in hospitals (Mallingz010).
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The policy statement revealed that out of Shs 20ilion, Shs140 billion is for HIV/Aids
and malaria treatment. These required funds willnbeded to buy 250,000 blood bags,
facilitate 180 heart operations and recruit 800itheaorkers with an additional Shs155.5b
USD 65.6 Million) deficit for payment of medical wkers. Another Shs 7 billion USD 3
Million) will be required for the prevention, contrand mitigation of epidemics and other
public health emergencies in the country. In spfteupplementary funding of Shs 90 billion
from the Global Fund to fight HIV/Aids, Tuberculssand Malaria, a deficit of more than
Shs100 billion remains in the health budget thiary@allinga 2010). Further, under the
unfunded priorities, Dr Mallinga has reported tlla budget for cancer (Shs 4.1 billion)
covers only six per cent of the required amouns S billion is needed for infrastructure
expansion, Shs 10 billion for research and Shdli@rifor cancer services to spread all over
the country. From the health of ministry’s repdiris already evident that critical shortage of
essential drugs in the country will put thousandsliees of Ugandans at risk. The
consequence of this will be either to finance tteficit through out-of-pocket by the
households for those who can afford private hesgtivices, or go without the health services

needed and yet not funded for the poor.

In Uganda today, “there is a raging debate fordased public spending on health beyond the
current $8 per capita, which is only one-third diawis needed to provide the minimum

health care package” (Odaga Lochoro 2006:1). Inraety however, it has been observed that
in Uganda, strict limitations on public spendingla®ectoral budget seem to be there to stay,
given the current political climate. The countrgisme interest is economic growth and to be
free from interference from external donors ingtanning and budget execution processes.
Moreover, planners at the Ministry of Finance, Rlag and Economic Development (the

main powerful advisers to the political leadershibg report adds, are not convinced about
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the significance of the health sector in econoneéeetbpment. Accordingly, there is no hope
for things to get any better or to lead to sigmrifidy more resources to health. Consequently,
the health sector has systematic shortages andesjlwith almost every intervention and

process affected (Odaga Lochoro 2006:1).

Is Health Deprivation Equitably Shared?

Introduction

In the above point | have laboured to show thatridgasuffers severe health-related injustice
due to the severe scarcity of health resources.aBut hinted earlier, even though it is an
injustice that a society is deprived of health téemients, there can also be another level of
injustice within that society. It is for this reasthat | make the following point about whether
and how much this deprivation is fairly distributeehong the people. But in order to
authoritatively say that the deprivation is equiadx inequitably shared, there is a need to
have a generally recognised benchmark upon whicimdke this judgement. It should be
noted again that the source of injustice in heaithUganda has been found to be the
mechanisms the system relies on for financing. Eehwill present briefly what it means to
say that a health system is equitably financed,faond this it will be easy to see whether and

to what extent the burden of health deprivatioegsitably shared in Uganda.

According to all Annual Health Sector Performancep&ts, the most cited challenge for

Uganda’s health care sector is inadequate fundmghe case of Uganda this is the major
source of inequity in health since it limits acces$ealth services especially for the poor. As
said above, the mechanisms of financing health €aay, how much the government pays,
how much is paid out-of-pocket, and whether theraniversal health care insurance — have

serious ramifications for or against equity. Theeradl comment that can be made about
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Uganda in terms of equity in financing health caean allegation that, considering the
demands of equitable financing of health, Ugand@shanisms of financing are inequitable

(Orem, Zikusooka2010:26). This is the point | want to prove below.

Meaning of Equitable Financing

Equitable financing of health care means that tivasie comparatively least resources make
the least contribution to the health financing oy in absolute terms, but also as a
proportion of their resources. It further meang thek of personal resources does not restrict
somebody’s receipt of health services that aremetended based on prevailing norms and
scientific knowledge (Braveman, Gruskin 2003:542jiewed as such, therefore, equitable
financing would increase access to health carehi®mpoor and the near-poor. According to
Braveman and Gruskin, equitable financing of healire could also reduce the prevalence
and depth of poverty by protecting those who arestmlnerable from impoverishment
resulting from health care expenses. This wouldhexaly break the vicious cycle of poverty
and ill-health from lack of access to health cavhjch in turn would reduce inequities in
health in the long run. Equitable financing, ttere, is likely to be sustainable only if
resources are pooled for those members of societyare healthy and those less healthy, and

for the affluent and the poor (Braveman, Gruskif2642).

Equitable financing is said to be based on findngratection, progressive financing and

cross-subsidies (Orem, Zikusogk2010:25). Financial protection means that no oneeied

of health services should be denied access dumakidlity to pay, and households’ livelihoods

should not be threatened by the costs of healtéh gapgressive financing on the other hand,
demands that contributions to health care fundsildhbe made in accordance with the

ability-to-pay, so that those with greater abilitypay should contribute a higher proportion
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of their income than those with lower incomes. Grsgbsidies mean that there ought to be
flow of resources from the healthy to the ill ananfi the rich to the poor. Hence, an equitable
financing mechanism is one that enhances crosseksdison in a sense that it allows for a

greater proportion of the population to be covemad has progressive contributions (Orem,

Zikusooka2010:25).

Further, for there to be equity in a health systeng of the conditions is that people with the
same health needs receive the same health catieedushealth care demands that patients,
rich and poor, feel the same incidence of the bumfefinancing health care. For this to be
possible, as noted above, the richer patients woelldxpected to pay a comparatively higher
percentage of their incomes in order to subsidisepbor patients, and the healthy should also
contribute to the health expenses of those whdlafénis progressive and cross-subsidisation
in financing would only be possible if, and only #ll health care, or at least the biggest
percentage of it, is under public ownership andesg funded by the government. In a
deprived society, it is only under this arrangemiatt one can say that there is equitable

sharing of the burden of health deprivation.

Financing mechanisms and implication for equity

In consideration of what it takes for a system ¢oshid to be equitably financed as shown
above, investigation by Orem and Zikussoka abouattihecare financing in Uganda has

concluded that “Overall, Uganda’s current healtiaficing is inequitable and fragmented”
(Orem, Zikusooka2010:26). The heavy reliance on out-of-pocket fagdand the absence of

integrated financing mechanisms in Uganda’s heajttem result in very poor fund pooling.

This poor fund pooling means that among patientt®Bame health needs, some will receive
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care while others will not; and others will receibetter health care than the rest. This is

inequitable sharing of the burden of trying toalke health deprivation.

It is very important to take note that attemptsehaeen made to ensure free and universal
access to the minimum health care in Uganda. Il 20@® Uganda government scraped user
fees for health services in all government hedditilifies. But despite the fact that health
services are meant to be free for all, the poorlityuaf services, lack of appropriate
medicines in health facilities (Orem, ZikusooR®10:25) and poor physical access to
facilities continue to result in reliance on fornaaid informal private health care providers
(Uganda Bureau of statistics, 2006). Reliance avape health care providers means that the
only mechanism available to finance this care meali out-of-pocket payment for these

services.

As it has been noted earlier, 50 percent of th&l tetalth expenditure in Uganda is still met
by the households (out-of-pocket); this percentzégée total health expenditure is equivalent,
on average, to 9% of the expenditure of all housEshdGovernment of Uganda, MoH,
2010:23). And given the wide income inequalitiesUganda, with GINI coefficient that
equals 45.7 (UNDP, 2009), it means that it is ewense for the poor households and it has
been estimated to be at 70% for the last quarfide population (Orem, Zikusooka 2010).
As a consequence of this inequitable financing raeigm, it has been found out that in
Uganda nearly 5 percent of households are expéngrzatastrophic payments for health

services, while 2.3 percent are impoverished becatimedical bills.

Further, in a situation like Uganda’'s where ove#&0f the health sector is financed from

out-of-pocket, equity remains evidently very difficto achieve. This is because two patients
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of same health need but from different income kevell pay the same amount for health care
from the private provider. This is unfair to theopgatients because they are paying a much
higher percentage of their income than the riclhe-goor feel the biggest incidence of the
burden of financing health services. Hence, thieats that one way in which inequity in
health is exhibited in Uganda and which also daailke the cause of other forms of inequity

is the mechanism of how health care is financed.

Yet in another instance, in extreme cases the paients fail to pay for treatment and in this
case they will not access it or will access lesstthe rich patients can afford, even if they
have exactly the same health needs. This is a aomge of the horizontal equity. A related
phenomenon is also true between the populationsbain and rural areas. Even if both of the
rural and urban patients were to fully rely on palblealth care, it would mean that the rural
patients will pay more in transport to access headire since a significant number of them
(52%) are living farther than five kilometres frahre health facilities. In real terms then, they
would have paid more in comparison with their urlolveller counterparts. And further, in

situations where you find that distance has becarpeohibitive factor in the use of health

care services, it would mean, as is the case irequants of Uganda, there will have been

inequity in access to health care due to long dcss.

Hence, from the above analysis it can be conclutiedl other than the general health-
entitlement deprivation that Uganda suffers at@etal level, there is yet another deeper level
of health injustice in Uganda. This injustice caisiin the inequitable distribution of this

deprivation and since this deprivation is rela@dhie health financing mechanisms, then it is
more against the poor. Therefore, for there touséige within the health system in Uganda,

attention needs to be paid to the financing meamasiuch that they are protective of the poor.
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Priority setting in health

So far | have made two out of the three main pamgsint for this chapter. In the first place |
have shown that Uganda is severely deprived oftineaitittements due to the underfunding
of the health sector, and this is a moral evil.the second place | have shown that this
deprivation is inequitably distributed due to inggle financing mechanisms used in the
sector, and this compounds the depth of healtrstilcgl within Uganda. Having made these
two points, my third point which follows below iatended to critically examine Uganda’s
efforts to equitably distribute this deprivatiorhi¥ equitable distribution, if tenable, would at
least ensure health justice at a domestic levetesjustice in this case is about equitable
sharing of the burdens and benefits of the systdma.attempt to equitably distribute health
entittement deprivation is normally through a psseriority setting in allocation of the
available scarce health resources. Here, on tomxpioring actual priority practices,
particularly which health interventions are of piti | will first indicate the ethical principles
are said to guide allocation of health resourced,then later state whether they are reflected

in health out comes.

Ethical principles

According to the Uganda National Health Policy (@Q0the ethical principles that are
supposed to guide health service delivery are pauntl efficiency. The strategy to achieve
equity is to be pro-poor and being gender sensitiiavour of women, and being responsive
to age by giving priority to the young ones. Gegpbieally, no distinction is made between
the rural lot and the desperate slum dwellers antand, and the rich urban dwellers on the

other.
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It is important to note that Uganda, like any otBab-Saharan African country, is a low-
income country. The health care-related implicabbthis economic status is that the country
has stringent choices to make on how to spend vhaahle limited resources to meet the
extremely high health care needs of its populatiéence, due to extreme scarcity of health
resources, priorities are mainly set with a vievadtfieving the highest health results possible
using the available resources; that is, to havesaeffective health care system. Yet, as noted
earlier, over-concentration on efficiency has ledhe relegation of concerns of distributive
justice. Since both of these aims are so crucialafoy health system, then it is clear that
health care system in Uganda faces one of the swaplicated priority setting process.
Further it will be noted that because of over wheljrurgent health needs of Uganda, it has
not been easy at all to come out with clear angsistent priorities. As a result there are no
systematic efforts to priority setting as seenl@accontradictions in priority statement in the

national health policy and what obtains on the gobu

What complicates the priority setting process iratlip as opposed to what may obtain in a
relatively higher income country like Norway, isethiact that the resources available for
Uganda are not even enough to assure all indivedofathe minimum health care, since a lot
of priority areas are reported to be underfundedliifga 2010). This is shown to be true
from the ministry’'s own evaluation which reportdaat “Over all, only 26% of sampled
health units had continuous availability of thedicator medicines during the month in
which the evaluation was carried out (Republic glbda, MoH 2010). This is what makes
the business of priority setting in Uganda’s healdre system even more complex and
complicated since it would require revision of pities which means that new priorities from

the already existing priorities must be set.

® These medicines include “coartem Yellow, salfadexpyrimethamine tab, contrimaxole 480mg tab, Oral
Rehydration salt Sachet, medroxyprogesterone inje¢tDepo”)
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However, although distinction is made in favourtbé poor, the young and women in
principle, in practice there is no specific arramgat to achieve this. For instance, maternal
mortality rate is still at 550 out of 100,000 libeths, under-five mortality rate is still as high
as 134; (Busingy011). While regarding children’s health ranking ridewide, Uganda
holds the 21st last slot out of 189 countries (UEF2009). Hence the situation seems to be
the opposite since there are a lot of inequitiesdness to health care against the poor,
children and women. The reason for this is thadelgroups need to spend a very high portion
of their income on health care since the publid@esdmits lack of essential drugs to cover
the priority group of patients. As a consequencdJganda poverty is a prohibitive factor in
the use of the health services in cases where isaseught from the private health care

providers or where there is need to spend a Idtaorsport to access health services.

Priority Interventions

In most cases the choice of which health intereento give priority has a direct impact on
health equity. For instance, giving priority toententions that target communicable diseases
gives priority to poor population’s health, whileatarnal health and immunisation programs
would be prioritising women and children. Hencédeotthan stating health interventions and
the ethical values to guide policy implementatieparately as the case is with Uganda, it is
possible to combine these two by giving priorityititerventions that will enhance equity in

health. In the case of Uganda, the following inéemions are given priority.

Health promotion and education

This is regarded as the most cost-effective appréacontain the burden of communicable

and non-communicable diseases, injuries and mémalth problems. The policy expects
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Health promotion and education to address majorwkndealth risk factors and health
determinants, and is to be delivered through spedly targeted population-based programs
involving different sectors like other ministriesshools, media, political leaders, civil society

organisations et cetera (Republic of Uganda, MoH020

Disease prevention programs

The reason for prioritising disease prevention ot is that its coverage like EPI, de-
warming, vitamin A supplementation, food fortificat, Intermittent Prevention Treatment
and Prevention of Mother to Child Transmission imaghe past not been adequate enough to
achieve the expected reduction in disease burdéis is inline with the commitment to put

ahead maternal and child health (Republic of Ugahtidd 2010).

Early Diagnosis and Treatment

The policy commits the ministry to giving prioritgonsideration to early diagnosis and
treatment activities. These shall be expanded girormproving access to these health
services and awareness of the existence of thegeeseamong communities. However, what
is controversial is that the policy guaranteesttneat for all those who go for early diagnosis

(Republic of Uganda, MoH 2010).

Other Priority Areas
In addition to the above priorities in the Uganddéianal health policy are the following areas:
- Strengthening district health systems in line wd#centralisation through training,
technical assistance and financial support.
- Reconceptualising and organising supervision anditmang, including the clinical

supervision of health workers at all levels of goweent health system.
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- Improving the collection and utilisation of data fevidence-based decision making at
all levels.

- Establishing a functional integration between thblic and the private sectors in
health care delivery, training and research.

- Redefining the institutional framework for trainingealth workers. Including the
mandate of all sectors, leadership and coordinat@thanisms, with the aim of
improving both the quantity and quality of healtbrikkers’ production (Government of

Uganda, MoH 2009:11).

Primary Health Care (PHC)

The above listed areas of priority along with theategies of improving the health care
system will be applied in the delivery of the minim health care package. The Uganda’s
national health policy commits the government tmniise Primary health care, usually
referred to as Uganda National Minimum Health CRaekage (UNMHCP). The UNMHCP
involves addressing the earlier said four immeddatizgories of health needs and causes of
the high burden of disease and the resultant higintatity and morbidity (sexual and
reproductive health, child health and promotiong aontrol and prevention of HIV/AIDS,
Malaria and Tuberculosis). This is expected to twedthrough ensuring a steady supply and
accessibility to all people of Uganda what is reddrto as the essential medicines, elsewhere
in this work referred to as théndicator medicines’- “coartem Yellow, salfadoxine
pyrimethamine tab, contrimaxole 480mg tab, Oral e#tion salt Sachet,

medroxyprogesterone injection (“Depo”) (Governmehtyganda MoH 2010:13).

The above is in kilter with the overall objectivatimn the Health Sector Strategic Plan II

(Republic of UgandaMoH 2008:14) framework which is to ensure the alality of
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adequate quantities of good essential medicineshaatih supplies required for the delivery
of the Uganda National Minimum Health Care Packagall levels of health care delivery.
This has been the general and major objectivehihealth sector for a long time (Republic

of Uganda, MoH 2008:116).

According to the Uganda national drug authority ¢foal of drug distribution is “to establish
and maintain a distribution system which ensurestaile access to, and constant availability
of essential drugs throughout the country (Repubit/ganda, MoH 2002:10).” One of the
strategies of ensuring equitable and constantillisions is “to produce guidelines, establish
systems and incentives to promote and introdudatstg controls as required for enforcing
the equitable distribution of drug outlets (Repaldf Uganda, MoH 2002:10). As far as drug
financing is concerned, the vision is to ensuré¢ siadficient funds are available to maintain a
regular and adequate supply of the required esdalrtigs and equitable access to these by
the population. The objectives here include: toetigy and support suitable and sustainable
drug financing mechanisms at all levels; to encgearivate sector investment in appropriate
pharmaceutical service provision and pharmaceuticahufacturing. The strategy to be
employed to ensure this is done is by ensuring @ategMinistry of Health budget allocations
for procurement of drugs and medical supplies (Gowent of Uganda, Health Policy

2009:20).

Given actual priority setting literature and reahlth out comes in the system, priority setting
in Uganda’s health care system is hard to idenlifgives an impression that all health needs
of Ugandans as understood by the government aexj@hl importance and urgency. The
consequence of this is that there is no hope toigilthe balance of justice in favour of the

most vulnerable groups of people such as the pammen and children.
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Conclusion

By and large, in this chapter | have shown thatrdgais generally severely deprived of its
moral entitlement to good and enabling health chteve also argued that other than the
injustice at a societal level which affects thertoy as a whole, there is yet another level of
injustice which is even graver for those that suite This deeper level of injustice is
inequitable distribution of the health deprivatiorhe third point | have made is that the
process of priority setting in the allocation ofaltk in Uganda is not systematic enough to
alleviate this latter injustice. | have argued thatording to the available information about
priority setting in Uganda health care, it is na@ise to distinguish between the different
objectives in terms of the relative importance @il to each to the others. It appears that
everything that needs to be done in the systemasity. Even though some efforts are made
to state priorities such as health promotion andtation, disease prevention and programmes,
early diagnosis and treatment, the commitmenteat tall those that will seek early diagnosis,
rehabilitation of health facilities among otherskadJganda’s health care priorities quite
indeterminate. Hence, given the above listed pgremiand their failure to reflect special
concern for the poor, women and children, as tieegafor health implementation promise, it
can be said that Uganda lacks clear and systepraicty setting mechanisms which need to
be developed as soon as possible if the system fanction justly and efficiently. Most
important to note is that the severe underfundindp® system leads to heavy reliance on the
private sector — implying a 50% out-of pocket furgliof health services. With extreme
poverty in Uganda and very unequal income distriytit means that this kind of financing
mechanism is inequitable and disproportionatelyeeshly affects the poor, hence inequity in

health generally.
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Chapter 2

Utilitarianism in Health: the use of QALYs in Health Rationing

Introduction

In the previous chapter | have made three poiffiist presenting the background to Uganda’s
health care system | have argued in my first pdimt Uganda, as a country, is suffering
health-related injustice because of severe dejivad health entittements. | have shown that
this is due to the underfunding of the health secfbe second point | made is that, apart
from the health-related injustice suffered by Ugamd a country, there is an even deeper
level of this injustice within Uganda. This injusdi consists in an unequal distribution of the
burden of health deprivation. | have shown that thimainly due to the inequitable financing
mechanisms that Uganda relies on to finance thighhggstem. The third point | made is that,
considering the real process of priority settingt thubsists in Uganda and the outcome of this
process, there is no hope that justice will be danie near future since it is still the poor,
women and children that suffer it most. | indicatedt as a consequence, the whole system
has evidently disproportionately negatively affelctee poor’s access to health services and

has endangered the poor household’s livelihoods.

Having shown the extent and distribution of headtlated injustice in Uganda, and
considering that at present Uganda’s efforts are promising to make any significant
positive difference, in this chapter | will analysee of the most influential theories in
philosophy and which has been widely used in thecalion of health care resources in
Uganda as elsewhere in the world. By giving pnjotit efficiency against equity, Uganda has
evidently relied on this theory to the letter. Fbis reason, therefore, in this chapter | will

examine the theory of utilitarianism, but specillicés relevance to health resource allocation.
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In this endeavour, | will make three main pointsst: | will show that the QALY approach
that is widely used to take decisions on healtlouse allocation is strictly based on the
theory of utilitarianism with its maximising primgdes. In doing this | will explain the
methods and tools used to come up the final QALY® show that they are note value free,
but actually promote utilitarian values. In the @t point of this chapter | will show that
there is nothing inherently wrong with the applicatof utilitarianism in health resource
allocation. | will do this by presenting a briefsjification of using utilitarian-based QALY
approach to health resource allocation. | will tiert proceed to show, in the third point that
QALY approach, though important for ascertaininficefncy in the use of health resources,
misses out on other equally important moral prilespand values that are supposed to be
pursued in health resource allocation, especidlysé that aim at achieving distributive
justice. But before making these three points I wsiart by highlighting briefly what the
theory of utilitarianism is, and how it underpitetQALY approach. | will then show a very
brief evolution of the QALY approach to health caationing and then proceed to make the

three central points mentioned above.

The Theory of Utilitarianism

Utilitarianism in its manifestation as QALY maximison is so far the best available
theory/tool used for ascertaining efficiency in tlalocation of scarce health care
interventions. The theory of utilitarianism has ihedadely discussed and in great detail. For
this reason therefore, | have no intention of répgahis discussion in this work. Instead, |
will make a few remarks that are central to theotileand which are relevant for priority

setting in health: that is, the basis of QALY awio to health resource allocation.
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The theory of utilitarianism, also called ‘utilisnié traced to Jeremy Bentham’s™M@entury
propagation of welfarism. In its classical statem@&nAn Introduction to the principles of
Morals and Legislation;By the principle of utility is meant that prindgowhich approves or
disapproves of every action whatsoever, accordinghé tendency it appears to have to
augment or diminish the happiness of the party whoterest is in question: or, what is the
same thing in other words, to promote or to opptte# happiness” (Bentham 1781:ll)
However, in its modern statement and which is taikéo consideration in this work, the
theory of utilitarianism is based on the premisa #n action is right if it produces as much or
more of an increase eggregate utilityfor all parties affected by it than any alternataction,
and wrong if it does not. Hence, utilitarianisnmthe idea that the moral worth of an action,
decision or policy is determined solely by its useéss in maximizing aggregate utility. This

is what has been the basis of the QALY approadteaith.

Further, according to Jeremy Bentham’s originatesteent of the theory of utilitarianism, it is
clear that aggregation of utility is central tostliheory. The idea of aggregation is derived

from his contention that:

The interest of the community is one of the mosiegal expressions that can occur in the
phraseology of morals: no wonder that the meaning i3 often lost. [but] When it has a

meaning, it is this: The community is a fictitiobedy, composed of the individual persons
who are considered as constituting as it were @mbers. The interest of the community then
is, what is it? -- the sum of the interests of seseral members who compose it (Bentham

1781:iv).

These are the two most important utilitarian id@atdity maximisation and aggregation of

utility) that have shaped the QALY approach indhecation of health resources.
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QALY —What itis

The acronym ‘QALY’ stands for Quality Adjusted Liféears. According to the medical
dictionary, “Quality adjusted life year, [is] a yeaf life adjusted for its quality or its value”
(MedicineNet, Inc. 1996-2010). For instance, a yiagoerfect health is considered equal to
1.0 QALY. The value of a year in ill health woul@ lliscounted by multiplying it with a
lower weight assigned to it. For example, a yededridden life might have equals to 0.5
QALY (MedicineNet, Inc. 1996-2010). In this caselswa year would count half a QALY. On
the other hand Mo Malek defines a QALY as “an ooteomeasure that takes into
consideration both the quantity and quality of axifie provided by a health care intervention.
It is an arithmetic product of the life expectaranyd the quality of the remaining years” (Mo
Malek 2001). In other words, thatility that is gained from investing in health care
intervention is usually expressed &3ALYs gained’ Hence, | will be using the concepts

‘health utility’ and ‘QALY’ interchangeably.

Utilitarianism’s Influence on QALY Approach

| have just presented the meaning of the theomytibfarianism with its two central tenets. |

have also given a brief, but basic, explanatiorwbat QALY approach is about in health
resource allocation. The one point | want to ma&eehs to call attention to the fact that the
QALY approach with its major aim of health utilitpaximisation or cost effectiveness is a

reflection of the core value of utilitarianism whits aggregate-utility maximisation

It should be noted that in virtually all healthententions, the commonest question is about

whether the intervention is cost effective (McGned®D03). Indeed, this question is
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increasingly asked abobealth interventions as the concerned health sygstmfinancing
bodies of those systems attempt to achieve thermami health benefifsom limited health
care resources at their disposal. Consequentht—efbsctivenessanalysis (CEA), which
attempts to determine exactly how much healthtutis achieved for each dollar spent, is
playing a greater role ishaping most health care systems (McGregor 2008}oring to
Maurice McGregor, one form of cost—effectivenasalysis, cost—utility analysis, allows the
comparisorof different health outcomes (such as prolongatiblife, prevention of blindness
or relief of suffering) by measurirtgem all in terms of a single unit - the qualityjtesied
life-year (QALY). To do this, any state of healthdisabilityis assigned a utility on a scale
ranging from O (immediate deatio) 1 (a state of perfect health). The outcome gf laealth
intervention, (expressed as QALYs to be gained),than be calculated as the product of the
increasen utility (from zero to one) that it may cause ahd time in years over whighmay

be enjoyed. Following this procedure, when allogatscarce resources, those interventions
that are expected to produce fewer QALYs for anyegicost in comparison to those they
compete with, are given a lower priority (McGred@f03). Hence, all the QALY tools and
methods presented later in this chapter are dedignsuch a way that the final decisions
based on QALY approach would lead to the maximsatf QALYs which are a reflection
of health utility. It is important also to note tl@QALY approach is, and should be understood
as QALY maximisation. So, | will use the conceptQALY approach’ and ‘QALY

maximisation’ interchangeably.

Evolution of QALY Approach
Although much newer than the theory of utilitarEni QALY’s philosophical parent is
utilitarianism as seen above. Quality-adjusted ygars approach (QALYS) has been used in

the assessmeanf health interventions for at least three decau®s. The popularity ofhe
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QALY approach has been constantly increasing, afihothedebate on its theoretical

underpinnings and practical moral implicatiestill going on.

According to Franco Sassi, the term ‘quality-adgdstife year’ (QALY) wadirst used in
1976 by Zeckhauser and Shepard to indicate a healitbome measurement unit that
combines duration and quality life (Franco 2008 But according to Fanshel and Bush,
(2007:1021-66), among others, the underlying tigch been formally shaped in the early
1970s in the developmeat a ‘health status index’. It is worth noting thatior to these
developments a stuay the treatment of chronic renal disease by Klarmad his colleagues
had used a subjective adjustment for quality ef (Klarman, Francis, Rosenthal 1968). Early
applications of the health status index include omé¢uberculirscreening (Klarman, Francis,
Rosenthal 1968and one on screening for phenylketonuria (BushnCPRatrick 1973). The
QALY framework provided a basis for the developmehtanumber of health outcome
measures, including the disability-adjustiézlyear (DALY) in the early 1990s. The DALY is
primarily ameasure of disease burden (disability weights nredsgs ofunctioning) but its

use in cost-effectiveness analysis is addatively common (Franco 2006).

Determining Health Utility
As noted above, QALY approach to health care demisiaking regarding resource
allocation is based on utilitarianism’s centraldgeaf utility maximisation. For the purpose of

ensuring health utility maximisation, a number adthods are used.

Estimating QALYs

The estimation of QALYs is done using health prefee/utility values. According to Smith

and others, there are a number of elements andodgih eliciting these health preference
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values. But most of these elements and methodslemme said to raise methodological issues.
The main and controversial element is the assighwiethese preference values, sometimes
known as “utilities,” to different health statesld' accomplish this, different health states
need to be classified and described to a responddmt then values them relative to one
another, or an anchor point such as death” (Sreith) 2009). Then a general index (Health
Utilities Index - HUI) is created for each healtfate for universal and constant reference in
calculating QALYs. Through research in this areauanber of classification systems have
been developed and these are particularly importatite case of the generic health utility
measures. Some of these classification systemtharéuroQoL which uses five dimensions

of quality of life, usually referred to as the EQ-5

Apart from the EQ-5D technique used to come up vattHUI, there are alternative
approaches for eliciting the health state prefexaradues. These are the standard gamble, the
time trade-off, and the person trade-off. But igighg these health preference values, the key
issue is that of “whose values” should be usechassburce of values, - that is, between the
candidates including patients, decision-makers, taedgeneral public (Smith, et &009).
“The weights or value “tariffs” of all the genemeeasures are based on surveys of the general
public, although the EQ-5D also includes an assessof self-rated health, which would be

from patients when the measure is used in the gbate clinical study” (Smith, et a2009).

There exists yet another important element in egting the total QALYs to be gained from a
given health-care intervention. This is thggregationof QALYs across all the recipients.
Generally, “the standard approach is to treat ALQs gained as being equal, no matter to
whom they accrue (Smith et al 2009). This is addprsoritarianism’ in health as we shall

see later. Hence, this approach is questioned e ssho argue that QALYs may have a
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different weight depending on, for example, thavrhlial’'s initial health state, or the state to

which their health is raised” (Smith, et 2009).

It is worthy noting that the basis of QALY and @# techniques of collecting and analysing
data is the view that, when comparing health camgnams, two of the most important
outcome attributes are survival duration and quaidit life. Hence, for purposes a health
program evaluation and clinical decision analyigs frequently desirable to measure health
outcomes as a single score that takes into acdoadé-offs between quality of life and
survival durations. And “Following the axiom thatividuals are the best judges of their own
welfare, this score should also stem from individuareferences since ignoring these
preferences in the process of decision making eanltrin choosing the wrong (i.e., less

preferred) service” (Gale Group, 12606).

Methods used to determine Health Preference Values

Before proceeding to the discussion of the varimethod and tools used to determine the
health benefits of an intervention, it is importémtake note that this is not done for its own
sake. Rather, as | stated earlier, it is to shoat the choice of method in this case is not

value-neutral. In the final analysis it will be sgbat these methods promote utilitarian values.

In the effort to ascertain efficiency or cost effeeness, an analysis (CEA) is usually carried
out to predict about how much health utility wik lgained by investing in a given health
intervention. This process involves collecting datan the patients and the general public
about how much value they attach to certain headthrventions. To do this, special
technigques or methods for eliciting health statefgrence values are used to establish how

many QALYs will be gained from the proposed interen. For this purpose special
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approaches or tools are employed. The commonly titels are the time trade-off technique
(TTO), person trade off (PTO), Standard Gamble (86J the EQ-5D using the Visual

Analogue Scale (VAS)

The EuroQol five dimensions method (EQ-5D)

The EuroQolL five dimensions (EQ-5D) has been regaks one of the most commonly used
generic method to measure health-related qualityeofHRQoL) (Gusi, Olivares, Rajendram
2010). According to Gusi and colleagues, “The cptua basis of the EQ-5D is the holistic
view of health, which includes the medical defimitj as well as the fundamental importance
of independent physical, emotional and social fienmatg” (Gusi, Olivares, Rajendram 2010).
Accordingly, the concept of health in EQ-5D encossgas both positive aspects (well-being)
and negative aspects (iliness). It consists ofestonnaire and an EQ-Visual Analogue Scale
(VAS). The EQ-VAS is a self-rated health statusngsa VAS. The EQ-VAS records the
subject’s perceptions of their own current ovehalalth and can be used to monitor changes
with time. The self-assessment questionnaire islfaraported description of the subject’s
current health in 5 dimensions i.e., mobility, ssfe, usual activities, pain/discomfort and
anxiety/depression. The subject is asked to gradie bwn current level of functioning in
each dimension into one of three degrees of disal#evere, moderate or none), but there
has been a move to increase the levels of wellgbeugn up to ten. Each health state can be
ranked and transformed into a single score caliecutility. The utility score is an expression

of the Quality Adjusted Life Years (QALY) (Gusi, @4ares, Rajendram 2010).

The Visual Analogue Scale (VAP

Gould D. et al, define a Visual Analogue Scale (YAS “a measurement instrument that tries

to measure a characteristic or attitude that igebedl to range across a continuum of values
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and cannot easily be directly measured” (Gouldl,e2001 ). Generally, the Visual Analogue
Scale is a tool used to help a person rate thasitteof certain sensations and feelings such
as pain. In health this tool is used for introsjpectibout the respondent’s health state. For
instance, the visual analogue scale for pain isaagst line labelled zero to one (sometimes
one to ten). In some cases it uses qualitativergiens of the patients’ feelings that are
arranged to correspond with the numbers on the W&, some times a plain line is used
showing only two ends (No pain, at one end, andstvoossible pain at the extreme end). A
patient makes a point on the line that they feelches the amount of pain they feel or use
descriptive words that they feel best describes theel of pain. Some times it is used to

decide the right dose of a pain-relieving medicine.

Figure 1: An lllustration of visual Analogue scales
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From ‘Management of Cancer Pain: AdultéAHCPR 1994, Yolanda, Sculpher 2008).

It should be noted that the visual analogue ssalséd to determine the severity of ill —health.

To determine the value or benefit of treatmentfirdation, the patient is asked to rate their
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level of health before and after treatment in otddind out how much they have been helped
by the treatment received, or how much qualityifefdr health utility they have gained. Also,

the visual analogue scale is used directly to detex the value attached to one’s life in a
given health state by reading directly where thay their condition falls on the scale — say

8.5.

The Standard Gamble technique (SG)

It is a method used to elicit preferences to treatndecisions that will have a direct impact
on the lives of the respondents. It gives a sarfeshoices which are purported to allow the
researcher to estimate the strength of the respwsdaeferences regarding a specific health
state under consideration. This technique is betleo help its users to understand how the
respondent thinks having a particular health coonlitvould compare to being in perfect
health or being dead (Amiram 1994). According toiram Gafin, “The Standard Gamble
(SG) technique is recommended for measurement dividuals' preferences under
uncertainty. It expresses the outcome of diffeteéetapeutic choices in utility values to be

used in clinical decision analysis and health progevaluation” ((Amiram 1994).

Figure 2: lllustration of a Standard Gamble decision tree.
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The SG has two alternative choices: acceptingrreat or no treatment. Whereas the ‘no
treatment’ choice has the sure outcome of maimtgitine health status quo, the treatment
option has two probabilities (P and 1-P — in thgufe above). Outcome P would lead to
health after treatment, while 1-P would lead totkhlelgom the same treatment - say an
operation. Normally, the outcomes of treatmentaamsgned probabilities of occurrence — say
P = 0.6 and 1-P = 0.4. The choice made by themdigaring in mind the probability of death
indicates how much importance they attach to tines without treatment. If patients make a
choice for treatment when the probability of deiatlhigh, then it means that they are living
with severest pain worth risking their lives witleatment. In this process the probabilities
keep on being varied up to a point when the pafegis indifferent to whichever choice that
is taken of the two. The point at which they ardifierent between the two choices is what is

taken to be the value of the current health state.

Time Trade-Off
Time trade-off is a tool used in health econom$e¢lp determine the quality of life of a
patient or group of patients. Using this technighe, individual will be presented with a set

of directions such as:

Imagine that you are told that you have 10 yedtsdelive. In connection with this you are
also told that you can choose to live these 10sygayour current health state or that you can
choose to give up some life years to live for arwhoperiod in full health. Indicate with a
cross on the line the number of years in full ediat you think is of equal value to 10 years

in your current health state (Burstrom, Johanned3ierichsen 2006:359-370).
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In other words the basic question asked in timéetraff technique is ‘In your current health
state, how much of your remaining life expectanould you give up so as to live in perfect
health? In this case the health utility of an imétion is the sacrifice they are willing to
make. In both TTO and SG methods of estimatingutigy of a health intervention, the

respondents are expected to make a sacrifice bfopaineir remaining life years or risk the
whole of their remaining life expectancy for thekesaof gaining perfect health from an
intervention. The utility of the intervention isethh normally estimated in terms of how much

of their remaining life expectancy the respondanéswilling to forego to be in perfect health.

Figure 3: lllustration of time trade-off

Time X is varied
At the point of indifference — x/t = value for state i

Value

Alternative 2

11111

Alternative 1

State i

Dead

0 X

Time (years) t Adopted from Yolanda and Sculpher

(2006).

According to the above illustration one has altéweal of living up to't’ years in a state of
poor health - ‘health state alternative i’. But ftetient, because of the value they attach to an
intervention that would restore their perfect heailtay choose alternative 2 to give up ‘x-t’
years (in the figure) in order to gain a top-uptbeir health (from health state i to 11111),
hence live in a better health state 11111. Herwe,value of their life without treatment

would be represented by the following equation:
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Let the value of perfect health =1

Hence, the value of health without treatment =({t — x)/t).

Following this equation it means that if a persom@maining life expectancy was 10 years
(between ‘0’ and ‘t’ in the figure above), and assug that ‘X’ stands at the sixth point, it
would mean that the value a person attaches to ltfeewithout treatment is 0.6. Differently

put, to such a patient, 10 years in their curréi+iteialth is equivalent to 6 years in perfect
health, or 6 QALYs. Hence, an intervention that ldaestore their perfect functioning would

be valued at 4 QALYSs.

The person Trade-off Technique (PTO)

One method proposed to determine the value soaitgghes to certain health benefits is what
has been called the ‘Equivalence of Numbers’ os®eiTrade-Off technique (Pinto1997:71—
81) . According to Richardson, in using this methespondents are normally asked questions
such as: “if there arg people in adverse health situation A angeople in adverse health
situation B, and if you can only help (cure) oneug, which group would you choose?”
(Richardson 1994:39). One of the numbeos y can be varied until the subject finds the two
groups equivalent in terms of needing or deservialp. The undesirability (disutility) of
situation B isx/y times as great as that of situation A’ (Pinto 199781). PTO has been said
to be advantageous because it asks the right qoestccording to Pinto “If the values of the
health states were used to make trade-offs betweeple, the best thing to do would be to
ask that question directly. “Better than standaadhigle would be equivalence of numbers,
whereby trade-offs between different people’s liaes clear. Best of all would be explicit

QALY bargain questions. ... Without some such expliok between the questions used to
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establish quality indices and the allocations gateer by QALYs, QALYs will remain

persistently suspicious” (Pinto1997:71-81).

Like the name suggests, person trade-off meansaegaig one person’s life (or a group of
people) or improvement in health for another pessapon a conviction that the life or health
of the person lost or denied treatment is of lessa$ value than of the one whose life is saved
or treatment given. According to Williams, Mulleord, allocating scarce resources in
health care essentially means dealing with persadetoffs (Mulley 1989, Nord 1992). To
Nord, “the person trade-off technique is a way stineating the social value of different
healthcare interventions. It basically consistsaagking people how many outcomes of one
kind they consider equivalent in social value to oXitcomes of another kind”’(Nord 1994).
For instance, if a given treatment ‘A’ is twice tbest of treatment ‘B’, then it is advisable to
give priority to treating two patients who needatreent ‘B’ at the cost of the patient that
needs treatment ‘A’. In other words, the life orodohealth of one person will have been
traded-off or exchanged or sacrificed for that bé tother two patients. This is what
essentially lies at the heart of attempting to mmasé health utility from the available
resources using QALY approach. A practical exangplegerson trade-off is one that faced the
Oregon Health Commission of having to choose betvsending health resources on 100
patients that needed tooth capping, or on one pdisat needed renal dialysis, whereby in

both choices the costs would be the same (Brocklen2005).

Calculation of final QALYSs:
Generally, according to most literature on QALY3hé technical term for respondents’
preferences is utility. Utility values can be gatiteby asking people about their preferences

for various health states” (Mo Malek 2001sing methods and tools shown above. And once
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these utility values are obtained, the calculabdb@ALY proceeds by multiplying the utility
value of a health state by the length of time sperthat health state. Hence, “one year of
perfect health (utility value of 1) equals one QALWhich is a product of one and one.
Similarly, two years spent in a health state witlitifity value of 0.75 equals 1.5 QALYSs, or

1.5 years of perfect health” (Mo Malek 200&hich is also obtained by multiplying 0.75 by 2.

Determining cost effectiveness using QALYs

The essence of determining cost effectiveness isstertain whether the health care
intervention under consideration will maximise lledlenefits. This is the major aim of this
utilitarian-based QALY approach to health rationidgcost effective health intervention is
normally one that makes it possible to get the ésglaggregate health utility possible using a

fixed budget.

Calculating QALYs per se does not tell whether ot the intervention under consideration
will lead to health benefit maximisation. Rathehetcost effectiveness of health care
programmes is determined by calculating cost pelLQAULtility values, and therefore
QALYSs, are calculated for any health care interimntvhere there is a measure of utility for
health states following the intervention. If thestsoassociated with the intervention can also
be calculated, then a cost utility value can bevedr(McGregor 2003). This is expressed in
units of cost per QALY and provides an estimatd@iv much it would cost to provide one
year of perfect health (that is, one QALY) followitthat intervention. In other words, these
estimates represent a measure of the value for yribiag the intervention provides. Given a
number of competing interventions, priority is thgien to the intervention that will lead to

the acquisition of the most QALYs using the samewamt of resources.
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The Moral Status of QALY in Health Rationing

| have so far made a point about how QALY is adyulahsed on utilitarianism’s maximising
principles. | have done this through the discussibthe main methods and tools used to
ensure that maximum health utility is gained fromiatervention. The point | want to make
below is to argue that there is nothing inheremttpng with health benefit maximisation. |
will do this very briefly by showing that there & valid moral justification of using the
QALY approach in the allocation of scarce healgorgces and later show the ‘fairness gaps’

left behind by total reliance on QALY approach galth resource allocation.

Justification of using QALYs

The application of the theory of utilitarianism imealth resources allocation has been
vehemently criticised especially for its allegednBhess to distributive justice. However,
even though this may true (as | will show in myrdhpoint immediately after this one),
limited efforts, if any, have been made to showgidally valid moral justification of using
QALY-based utilitarianism in the allocation of scarhealth interventions at the disposal of
the public sector. What may be considered to beutiefulness or the positive side of using

QALY as a tool of health policy analysis is summad in the following argument:

» The state or government has the primary moral déistewardshipn managing the
country’s health care resources on behalf of ifsupare.

» The concept of stewardship presupposes the taskseiring prudence or rational use
of national resources.

» Rational use of resources (economic rationalismpliss achieving the possible
maximum gains from the available resources — dbsttereness/efficiency.

» Ultilitarian-based QALY approach is the best toohitable so far used to ascertain

efficiency in the use of health resources.
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» Therefore, the state/government has a moral dutgmaf is morally justified to rely on

the use of QALYSs to ascertain efficiency in the a&ealth care resources.

If the above argument should be qualified as valdn from moral point of view, the

government is morally justified to rely on QALY appch in the decisions regarding priority
setting between competing health care interventidinerefore, “cost-effectiveness is not
merely an economic concern, because improving pé&oplkalth and well-being is a moral
concern, and an allocation of resources that iscost-effective produces fewer benefits
[hence weak moral legitimacy] than would have bpessible with a different allocation”

(Brock, Wikler 2005). Further, “cost effective aysik (CEA) identifies one important ethical
criterion in evaluating health care interventionpreducing the most benefits possible for
individuals served by those interventions ...” (&p Wikler 2005). Hence, the moral

justification of using QALYs is the fact that thexgernment has a stringent duty of ensuring
efficient use of its resources and producing asemuealth benefits as possible for its
population. However, another question, as will @ensbelow, is whether it should matter how
these health benefits are distributed or not. Adicgyto QALYs approach as it stands now, it

does not matter how these benefits are distributed.

Other than the above moral justification, it istfigr claimed that the QALY’s benefit for
health-care evaluation is its applicability to “mtlividuals and all diseases” and can therefore
be used to compare interventions across diseasepragrams (Smith et al 2009). It is thus
particularly important to outcomes researchershay attempt to evaluate the efficacy and
cost of various health-care interventions and talthecare decision makers as they weigh
implementation or purchase of healthcare technefygncluding diagnostics, devices, and
medications programs (Smith et al 2009). This QAdnalysis has been used by some health-

care systems, such as the National Institute f@itHend Clinical Excellence (NICE) of the
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British National Health Service (NHS) to determinealth-care priorities; and QALYs are
also used in population health, to measure and amnjhe health of a community (Smith et

al 2009).

But if the use of QALYs in the allocation of healtbsources is justified as shown in the
above argument, where do the doubts about its arse ¢drom? This is the question | am set

to answer in my third point of this chapter, below.

Doubts about the Moral status of QALY

The answer to the question about the sources ditdaaout reliance on QALY posed above
has nothing to do with its logical and moral vdiydas the argument above shows. Rather, the
ethical doubts about QALY are from the point ofwief the moral implications of its level of
technical accuracy and objectivity, on one handi & theoretical underpinning; that is, a
realisation that other than utilitarianism, there ather strongly compelling moral principles
in the allocation of health care resources thahotg be considered, yet they run counter to
principles that underlie QALY approach. This is tdea that has been a basis of the various
criticisms by various health ethicists and has hbermotivation behind McGregor’s caution:

“Cost-Ultility analysis: Use QALY's only with greaution” (McGregor 2003).

Doubt from Technicality

The ability to compare directly the dollar costdifferenthealth outcomes is attractive to the
decision-maker. Although this is the case, causbould be taken that the use of QALY
approach for this purpose has severe limitateomsthese must be widely understood, above

all by the decision-makevgho use QALYs (McGregoR003).
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Those that are sceptical about the use of QALMsemlth resource allocation decisions insist
that it must be objective and relevant such thest dpplicable to the biggest percentage of the
population affected by the policy in question. Heem in practicét is always hard and often
impossible to be sure that thesmditions are met by QALY approach (McGregor 20@®)e
example that has been used to corroborate thisdiifrom the study of the drug called
sildenafil which was carried out explicitly help insurers decide whether they should cover

the cost othis drug. This study was carried out by Smith Ratherts (2000:933-7).

Sildenafil is a drug taken shortly before sexudernoourseo correct erectile dysfunction.
However, this study was carried out because ther® wmcertaintys to whether insuring
agencies and public health care should cover gt ddne study in question concludédt the

cost—effectiveness (direct medical costs oofytpking sildenafil five times per month would
be US$11 230 p&ALY, and that this "compares favourably with otimeedical conditions,

costing less than renal dialysis, cholesterol lawgemedicationand coronary artery bypass
grafting” (Smith, Roberts 2000). Following the aboexample, QALY’s relevance and

objectivity has been seriously questioned.

As noted above, the QALYs measured in the studylshbe applicable or relevatd the
population that will be influenced by the policy guestion. But the source of contention is
that in the process of determining QALYS, utilitstienates vary according to who is making
the estimate, (Drummond, McGuire 2001), hence severely limiting its relevance t® ribst

of the population. For instance, the increase ilityuattributed to sildenafil in that studyas
based on a paper by Volk and colleagues (Volk, @ar8pann 1996) who questionetD
healthy men whose average age was 56 years, dimunportancéhey attached to erectile

function. Using the time trade-d#chnique, these men estimated that, comparedpsitiect
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health the reduction of utility they would experience withpotencevould be 0.26 (i.e., they
would forfeit 26% of their expectdtealthy life to avoid impotence!). However, wheisth
was estimately their wives, the result was remarkably differéh02 (they were willing to
give up only 2% of their healthy life). Furtherpfn responses of cancer patients on the utility
they attach to a life lived in impotence, physicamo treat prostate cancer have estimated
the loss of utilityattributable to impotence to be 0.05 (Fleming, VdassAlbertsen, Barry
Wennberg 1993) and 0.15 (Klarman, Francis, RoséritB&8). Hence, following these
radically different utility values attached to thame health condition by different groups of
people, there is not yet unanimity as to whose pants should beised when making
societal policy decisions (McGregor 2003). Thisrapée illustrates the difficulty in achieving
objectivity and universal relevance of decisiondréat certain health conditions because, in
this case, how important it is to treat this coioditwill depend on which (whose) utility
estimates one uses. In this example the policy doasethe QALY approach would be
relevant only to men and not women. This dominatbrone group by another is arbitrary
and out of consonant with the concept of individaatonomy of each candidate for health
care, and is a moral evil. Even though it may beassible to respect every individual’s
autonomy in the allocation of health resources,thatwider the relevance of the allocation

decision the better.

Doubt from Theoretical Underpinning

The most debatable issue about the use of QALYaoaaprin analysing the cost effectiveness
of any health intervention is its theoretical urplening. Hence, the ethical implications

involved in QALY-based Cost-Effective Analysis (CE£equire closer attention. As shown

earlier, utilitarianism, a very controversial motaeory, is CEA’s philosophical parent.

Beauchamp and Childress have for example arguedinmalicit in QALY-based CEA is the
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idea that health maximisation is the only relevalbijective of health services (Beauchamp,
Childress 2001). However, some non-health bengiitatilities of health services also
contribute to quality of life. Hence, the problemthat QALY-based CEA attaches utility
only to selected outcomes while neglecting valueh s how care is provided, and how it is

distributed (whether universal access is provigBgauchamp, Childres2001)

Whereas everybody agrees that utility, and/or heatid the utility therein, is a good thing,
and that all other things being equal, more utiltybetter than less utility, many critics of
utilitarianism attack it for its promotion of utii above all other human goals — in this case
distributive justice. Hence, as | have arguediearthere is nothing intrinsically morally
wrong with maximising utility, no matter how themept is defined. Whatever a society
counts as utility is worthy of pursuit and maximigi But in general or in particular, when
applied to QALY as a basis of health resource atioa, health utility maximisation faces a
number of challenges which its critics demand ttety be addressed in health policy
regarding resource allocation. Below, | will briefliscuss some of these challenges, one a

time.

QALYs and the value of health

One of the questionable issues embedded in the Qabpfoach is the perception of the
value of health held by its advocates. It is tresception that is the sole guiding principle of
cost effective analysis and QALY in general. Thesgeption is that health is an end in itself
or, that health has an intrinsic value. This is caemon ground that the opponents of QALY
approach base on to cast doubt on the approacter Rigsp, to begin with, argues that the
problem with QALY approach, with its basis in ugalianism, makes a mistake of looking at

health as an end in itself. It is normally temptioghink that, if health care is to promote well
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being, then health care budgets should be speat tmmaximise the well being, or expected
well being of a population. This view would involugustice. Instead, the reason we spend
money on health care or what we are said to behpsineg through buying drugs, surgery and
S0 on, is not health in itself. The common viewthe QALY/utilitarian approach to health
care policy analysis is that, health budgets shbeldpent with the sole aim of maximising
the overall health of the population. This is whastakes health for an ultimate good, since
the good of health is only derivative or instrunanto the extent that promotion of the
possible maximum health in the population can natsielf justify expenditure on health care.
(Beauchamp, Childress 2001). The final or ultingded, to which health serves as a means,
is well being or welfare — that which makes liferéindiving, or better, or for the person living
that life. This is the feeling of justice with whigeople feel are being treated. According to
Aristotle, the ultimate good to which health is @ans, is a virtuous life; and justice is a

virtue.

It should be noted that the critics of QALY maxiation as a basis for rationing health
resources are not opposed to maximising benefita the available resources as such. Rather,
the source of doubts about the use of QALYs iskBemism; that is, saying that health
maximisation is or should be the sole aim of speganoney on health care without taking
into account distributional issues. Hence, the eomought to be how to incorporate non-
health gains as opposed to gains only in terms@fgmtive and curative interventions into
the health system and the policy that guides ite @ay, for instance, of incorporating non-
health gains as one of the aims of a health systetm mitigate the consequences of total
reliance on QALYs with concerns of distributive jas. In this way the utility gained from
health interventions would be of both health and-health utility which is generally believed

to be of value to society.
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Peter Singer and others argue that QALY approacht asands now, leads to unfair

recommendation about how the state should spefaith care resources. Generally, higher
utility can be achieved by giving priority to theqr and the worst off even if the value they
attach to their health is low and their prognosigoor. The reason behind this argument is
that utility in general is not to be found in héaliut in the way people perceive the extent of

fairness, concern and compassion with which theyaing treated. Hence:

There is more to overall utility than health-retht®ALYs, and it is plausible to
suppose that tilting the balance of health careatdw the more disadvantaged
members of society will reinforce feelings of comcend sympathy, and lead to a
more compassionate society. This in turn may beaety with more community
feeling and therefore one that provides a higheellef general welfare than a less

compassionate society (Singer, McKie, et al. 1995).

Life Years versus Lives

The concept of ‘Quality Adjusted Life Years’, asfided earlier, implies that it is not
automatic that all of one’s years of life are teghtis ‘quality-adjusted life years. Rather, the
number of QALYs a person is said to possess dependbe QoL they will enjoy after a
health intervention. For instance, if one’s Qoltaf be diminished by a certain permanent
disability after treatment, then, all other thirgmsidered, they will gain fewer QALYs than
another person with out any disability. And folleygithe recommendation made based on the
QALY approach the person with disability shouldrbled out as a candidate to receive health
care, if there are no extra resources availablehiem. This is the logical implication of the

move to maximise life years (QALYS).
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Accordingly, QALYs attach more value to life yedinan on the number of human lives to be
saved by an intervention. For instance, all thiogssidered, QALY would give priority to a
15 year old youth who is likely to live up to thgeaof 80, against 6 people whose lives would
be extended by 10 years each. The reason forghabvious — giving priority to the former
would lead to the acquisition of 5 more QALYs. Rlifferently, given two equal groups of
patients A and B with a similar and curable comwdifibut patients in group B have some
permanent disabilities not target by the inten@mtinder consideration, then QALYs would
give priority to group A, all other things beingusd more QALYs would be gained from
group A — the concern here is not that the numbdrves to be saved is the same, but it is

that the number of QALYSs to be gained is in favotithe group without any disability.

To illustrate this point, the QALY approach in tAbove way puts the permanently disabled
patient at a disadvantage. This applies in theotig hypothetical case:

Consider the out come of a QALY analysis to guideision about two patients witbktinitis
pigmentosaof the same severity. But all other things beiogas, the difference between
these two patients being that one patient — sayhas a permanent disability that would give
him about 0.8 QoL after a successful retinal impland on the other hand patient ‘B’ has no
disability at all and would enjoy a QoL equal t6.1f both patients had equal life expectancy
remainder — say 20 years, it then follows thatgratiA’ would gain 16 QALY's while patient
‘B> would gain 20 QALYs. For the need to maximigée lyears gained, priority would be
given to patient ‘B’. This is what Singer and athenean when they talk about double
jeopardy for the permanently disabled; that becaddesing a permanent ‘wheelchair life’
this patient should miss a life-improving interdent because there is someone that would
lead a higher quality of life than him (Singer, MeKet al1995). This is a kin to literally

saying that,
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... Therefore, take the talent from him and giveoithie one who has ten. For the one
who has will be given morand he will have more than enoudut the one who does
not have, even what he has will be taken from bPAmd throw that worthless slave
into the outer darkness, where there will be wegpind gnashing of teeth” (Matthew

25:28 — 30).

In the health ethics discourse, Harris John raasesmplaint against this way of doing things,

in hisdouble Jeopardgrgument:

‘QALYs dictate that because an individual is unfioiite, because she has once
become a victim of disaster, we are required td vigon her a second and perhaps
graver misfortune. The first disaster leaves heh wipoor quality of life and QALYs
then require that in virtue of this she be ruled as a candidate for life-saving
treatment, or at best, that she be given littlaamchance of benefiting from what little

amelioration her condition admits of* (Hard987:17).

Hence, from the above it can be seen that the fube Quality Adjusted Life-Years (QALY)
as a basis of allocation of health care resoucesorally weak. This is for the reason that it
gives a lower value to preserving the lives of peapith a permanent disability or illness
than to preserving the lives of those who are hgadhd not disabled. The reason for this is
that the quality of life of those with illness asdbility is ranked, on the QALY scale, below
that of someone without a disability or illness.nide, following this line of analysis, we can,
other things being equal, gain more QALY's by sauhglives of those without a permanent
disability or illness than by saving the lives bbse who are disadvantaged in these ways.

This is injustice because it constitutes a doubdpardy for the already disadvantaged people
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by worsening their deprivation to good health. “Iidaty do they suffer from the disability or
illness, but because of it, a low priority is givienforms of health care that can preserve their
lives. This is unjust or unfair’(Singer, McKie et 2995). Further, it is for this reason that
Harris John believes that, “QALYs are a life-thezahg device” because they suggest that

life years rather than individual lives are valwaffarris 1997:17).

Priority to the worst off compromised

The worst off in health care, though defined in sndifferent ways, are basically understood
to be those with urgent health needs — whichevegrtiva concept of urgency may be defined.
But many would agree that the severely ill, the rpand all those who are socially
disadvantaged in ways that directly affect theialtre have the greatest net@ne of the
weaknesses of utilitarianism when applied to tHecation of health resources is that its
principles compromise justice in health care byyiten priority to the worst off. This is
against the moral essence of social cooperati@hduld be remembered that the overarching
goal of social cooperation, and therefore socidicppis to ensure justice and fairness in
society — defend the minority, the weak and thadiiantaged — the same reason behind
Thomas Hobbes’ idea ofthe social contra¢t- and an end to the state of nature (Hobbes
1660:XIV). Further, it is reasonable that the gismd of a society act in such a way that they
get the best and the most from the resources alaila them. Although this is the case, they
must care about how this utility or happiness istributed. The argument against QALY
approach is therefore that it does not respond ompiately to the issue of urgency or
emergency in health care. Urgency in health caexpected to lead to priority to the patients

with very severely painful and life-threateningndsses as long as their prognoses are good.

“ | will extent this argument in the next chaptey &der ‘prioritarianism’ as one of the proposeuhgiple for
allocating health resources.
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Nord argues that the assumptaifdistributive neutrality” that underlies the QXLapproach
frequentlyviolates societal concerns for fairness in thecallmn ofhealth care resources. For
example, society doe®t consider a unit of health gained by a sevalelydividual to be of
equal value to a unit of health gained by an irdliiwho is less severely ill (Nord999).
McGregor adds that, though as yet unstudied, a Q8haMedhrough correction of erectile
dysfunction by an otherwise healtimgividual would probably not be considered equewl
to aQALY gained through life-prolonging dialysis by amdividualabout to die from renal

failure (McGregor 2005).

QALY is anti-egalitarianism

Further, those that care about equality of oppdtun health care have raised questions as to
whether CEA is egalitarian; or whether policy basedcost effective analysis guarantees
health equity. Even though the theory of egalitagm has itself been subject to the levelling
down objection (Holtug998), it is intended to achieve distributive jostin health. The truth
about the QALY approach is that life years matt@renthan the number of lives saved, as
argued above. For this reason, those with bettagnoses are always favoured at the expense
of those in the opposite state. In other words piitéer-off are more entitled to health services
than the worst-off. There can not be said to beaktteatment in this case. It is because of
this feature of QALY-based CEA that makes it favdiufe Years over individual lives
(Hotlug 1998). In practice, proponents of QALY hold thatlkednealthy life year is equally
valuable for everyone; that a QALY is a QALY redass of who possesses it. This argument
is a very clear testimony that QALYs are indiffeardn distributive justice. Instead, as
opposed to this argument it should matter so mumki fairly the QALYs are distributed.

Hence, from the methods and tools of analysis usedome up with the final figure of
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QALYs to be gained, the answer is no — QALY qua QA neither egalitarian nor does it

lead to equity in access to health care.

Aggregation of health output

The aggregation problem in health consists in thenona of whether to provide small
benefits to many people or large benefits to a fEae issue of aggregation is pertinent in
health discourse because of the need to balancentveb important aims of health systems.
These are efficiency and equity. So the need tangal the two makes it necessary to try to

resolve the dilemma posed by the aggregation pmable

One serious criticism that has been levelled ag&@#d.Y approach as a basis to decide on
the allocation of scarce health care resourcesased to problems with aggregation of health
output, a principle that lies at the heart of taiiianism. In health care, QALY usually aims at
the aggregate of health benefits or the total s@irth® health benefits obtained from any
healthcare intervention. Aggregation in healtmidifferent to whichever decision is taken as
long as the maximum QALYs are obtained from thaidmi. The critics of QALY approach

from the point of aggregation claim that it is iitian and it is interested in the overall health
outcome of the system without caring about howyfttiese benefits are distributed. Further,
since aggregation is more interested in the higQédtYs possible, it does not respond to the
issue of urgency. Urgency sometimes requires gipingrity to those with severe pain and
facing the immediate threat of death if left ungesl, even though doing this may result in

comparatively fewer QALYS.

On this subject (aggregation), Lubbe’s opinionhigtt‘under conditions of scarcity, more of

what is good seems better than less. ... [but] Itbark of no ethical basis for additive utility
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aggregation if such aggregation is not fair” (LW899:2). Further claims of justice must not
be weighed with other objectives, but must be rieddf not weighed, if there actually are

legitimate objectives that are not compatible vgiitisfying them(Lube 2009:2).

Defending QALY’s Aggregation

There has been an attempt to show that aggregati@QALY calculations addresses the issue
of urgency — that is, of priority to the worst ¢Nord, Pinto, Richardson, Menzel, and Ubel
1999). Apparently, Nord and colleagues claim tlgggragation is compatible with fairness in
health care resource allocation. They claim thas ipossible to aggregate QALYs in an

egalitarian way. They argue that:

The egalitarian way of aggregating health beneststhe following. When we
aggregate health benefits, we assign a greaterhtvéigthe lower level of health
condition, and add up the weighted health bendfitpractice there would be several
ways to do this. Here is one way. First, when wanade the health related quality of
life, we assign more weight to the serious dise@seond, we multiply by the number
of years. Third, we add up the weighted QALYs, ahdose the plan that maximises

the weighted QALY's (Hiroe2009:7).

Their formula, they claim - and as matter of fdgiyes a greater moral importance to more

serious illness, and hence meets the demand aficyge’ (Hiroes2009:8).

The above approach sounds ‘liberative’ to the QAdpproach. It provides a promising step
towards fairness in health care without losing@eson efficiency. On the contrary, however,
this approach still does not address the ethicatrowersy that surrounds the concept of

Quality-AdjustedLife Years: That is, is it morally admissible tolth as a general rule that,
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people with any sort of disability are less humzamtthose without; such that, all other things
considered, the former should always be discrirethadgainst in allocation of scarce

resources in favour of the latter? In this caseenehis this new approach does well to give
priority to the worse off by assigning serious éis a greater weight, this weight does not
extend to the years of life saved, which he adraits not weighed. The reason for not
weighing these years is that, “This is becausdiébe that the notion of urgency is concerned
with how we react to a person’s serious situatiom given time (Hiroes 2009:8).” Hence, it is

not clear how this new approach would proceeddase as one below.

Imagine person ‘A’ with a certain permanent disépildevelops a very severely painful but
treatable illness, such that without treatment dueality of life will be about 0.55 whereas
after treatment she will live quality of life weigly 0.75. Another person, ‘B’, without any
disability but with a less serious illness as tbatA’, and will live in 0.8 quality of life
without treatment but can improve this to perfegalth (1.0 weight) after treatment. In both
cases no immediate threat of death is posed bylltless except life-long suffering. In this
case, urgency is determined by the severity of ©rm@ndition (pain or the degree of
suffering). Hence, A’s need will be more urgentritigds. And let us also assume that with or
without treatment both patients have equal lifeeetancy remainder — say 20years. This
automatically means, following the concept of ‘qyaadjusted life years’ that ‘B’ will gain
20 QALYs while ‘A’ will gain 15 QALYs. The reason hy QALY approach fails to
accommodate the demand of urgency contrary to Wiraes et al claim above, is that the
greater importance attached to A’s condition does extend to her years of life after
treatment because of her permanent disability. eleher QALYs gained will remain 15
against B’s 20. Since the concern is still the mmaxn Quality adjusted life yearst is not

clear how the weight attached to A’s condition vaffect how many QALYs she will gain.
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So, if the decision on who should receive prioigyto be based on the final number of
QALYs to be gained, it would still be to the disadtage of A, yet she is living in the most
severe pain (urgency). It would be very unfair ieegoreference to B with less severe pain for
the sake of gaining 20 QALYs at the expense of Ap\Vs in severe pain but would only gain

15 QALYs.

Social Aversion for QALY Maximisation: Empirical Ev idence

In their survey of the attitudes of Australiansthe distribution of health care, Nord and his
colleagues report that they found that many respotsdwere ready to depart from QALY
maximisation in order to avoid expressing a pnofdr the treatment of some patients over
others. They attribute this kind of attitude towsaf@ALY to people’s concern for the effects

that a direct maximisation approach has on the &frabciety we are. For example,

When asked whether, among patients who are suffequally, some priority should
be given to those who will be helped most fromtirent, only about half (53 per cent)
of those answering favoured doing so; the remainldeught that those who could
become a little better should have the same pyiastthose who could become much
better. Even more striking responses were recdivead hypothetical choice between
patients who can be helped at low cost and thoseas equally ill, but can only be
helped at high cost. Overwhelmingly, 81 per centredpondents favoured equal
treatment irrespective of cost, except when thascae extremely high. Even when
presented with a hypothetical example showing fjiging priority to low-cost
patients would allow more patients to be treatedral; most respondents did not

choose to maximise healtbenefits (Nord, et al 1995).

Conclusion
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Generally, according to the QALY approach, a cast@ALY ratio indicates the cost-
effectiveness of an intervention. As such, theoraia measure of efficiency, rather than of
“fairness.® There is a great concern about the challengesddig the failure of QALYs to
account for distributive concerns, e.g., the re&@fpriority given to individuals of different
levels of current health, and/or different capadaybenefit in terms of life expectancy or
health-related quality of life, as Drummond et akmaplify (Drummond, et al 2001). In
decisions about resource allocation across pagemips, concerns for fairness will count
alongside concerns for efficiency in the productidrhealth. The reason for this is that such
concerns may cause social resource allocation nerefes to deviate considerably from the
ranking that consideration of costs per QALY wouldggest. These concerns have been
raised internationally in all settings where cd$éaiveness analysis has been studied and/or
applied (Drummond et al 2001). Therefore, this nsakenorally unnecessary to base health
resource allocation solely on utilitarian principlehence there is need to consider other
morally compelling values to guide decisions onlthegare rationing. | will explore some of
these principles in the next chapter, and finallyge whether these, together with QALY can

be enough in ensuring health equity in Uganda.

® This idea is shared by Weyma Lube who arguesthieaé is a good reason for accepting that maximisin
overall health benefit [in itself] is not an etHicdjective (Lube 2009:2).

80



Chapter 3

Criteria for Rationing Health Resources: Ethical Diemmas

Introduction

In the preceding chapter | have discussed the majut commonly used theory —
utilitarianism, and its consequent approach to priority settimgaliocation of health care
resources. | have argued that the philosophicaémyoohing of the QALY approach is really
the theory of utilitarianism, that is, utility mamisation, although in this context it is
understood as health utility or QALY maximisatidrhave argued that the application of the
utilitarian values in allocation of resources es@igc in extreme scarcity is not inherently
morally wrong. | have further argued that wheret#arianism in health is not unethical in
itself, for purposes of achieving equity it is rsoifficient simply to base allocation decisions
on utilitarianism alone. And for this reason, th&LY approach needs to be supplemented by

taking care of additional moral concerns that aseussed in this chapter.

In this chapter | argue that other than health fiengaximisation there are other highly
compelling moral principles advanced that oughguale the allocation of the scarce health
resources. But whereas all these principles, tgaast most of them, seem intuitively morally
convincing when treated in isolation from othermsna of them is strong enough on its own to
guide the equitable allocation of health resour@é& second argument is that, having noted
the inefficiency of each single principle on its gwa combination of principles has been
suggested in what is called theor@plete Lives System argue that even though this
combination avoids many dilemmas, it is not a peréolution to all the dilemmas in the
allocation of health interventions. In the thirdindd explore yet another suggestion that has
been made to guide the allocation of health ressurehe Fair Proceduresuggestion. |

argue that, as opposed to the ‘Fair Proceduregjesipn’s claims of making unnecessary a
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discussion on the substantive ethical principlesltfcation, it is impossible to talk about
equitable allocation of scarce resources withoukingareference to these controversial
substantive ethical principles. | will present tlisapter in three parts corresponding to the
three points | have mentioned above. But beforg thapurposes of emphasis, | will reiterate

some general remarks about the on-going discussidrackground to this chapter.

Background

As noted earlier, one of the greatest challengeindathe health sector globally and
domestically is scarcity of resources to meethadl medical and non-medical health needs of
all concerned populations. As a result, the latest stringent concern in the provision of
health care services, whether domestically or matigonally, is fairness in allocating these
scarce resources, and having to balance this WWitheacy. Health care systems are normally
evaluated in relation to how best they meet thastnimportant aims and objectives. In this
case, the most important aims of health care pimviare justice/fairness, on one hand, and
efficiency on the other. Health care systems aradtineare providers have found themselves

in dilemmas, especially when these two importamisaare in conflict.

Generally, the aims of health care systems are jusit limited to efficiency and fair
distribution, even though these are accepted tahbemost robust ones. Other aims and
objectives of health systems include Health, qual#sponsiveness and trust. Of these other
aims, Mechanic has vehemently argued for the imapegg of ‘trust’ in a health system
especially bearing in mind that with the existimmgpaurce constraints amidst endless health

needs it is impossible to meet everybody’s needsc{idnic 1995).
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According to Brock and Wikler, it is now widely megnized that Cost Effective Analysis
(CEA) or the QALY approach alone is not a satisiactguide to resource allocation in all
cases. There has been a realisation that CEA,stencarily formulated to measure the sum
of costs and benefits from any health care intdr@enlargely ignores the pattern of their
distribution across the affected population. “Irm&ocases, the resulting allocation will strike
most observers as unfair. Health resource allosateed to take distributional issues into

account along with cost-effectiveness (Brock, Wi605).

For the purpose of ensuring equity in health a nemalb moral principles have been proposed
and widely discussed for consideration when sefingrities in health care rationing. Even
though most of these are valid, reflection on teechfor equity in health suggests that some
moral principles would command more moral weighdntlothers, but still there is not yet

agreement on which ones should count more thamsothe

Part |

Substantive Moral Principles for Health Rationing

As | noted earlier, these principles are necesslthy the fact that, the theory of utilitarianism
with its consequent QALY approach in the allocatidrhealth resources is blind to concerns
of distributive justice. Hence, in an effort to ¢éakare of these concerns without missing out
on efficiency, a number of ethical principles hdeen suggested and highly debated. They
include the principle of ‘treating people equallgtioritarianism, ‘saving most lives’ versus
‘life years’ instrumentalist views, allocation byed and ‘fair chances and best outcomes’.
Some of these principles seem to repeat utilitakialues but in this case they seek to

incorporate concerns of distributive justice inteahh utility maximisation. | will examine
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one at a time, below. In this part | will rely mbiron the overview by Persad and his

colleagues who seem to have analysed these pesa@ghaustively.

Treating people equally

According to the principle of ‘treating people etiyiajust allocation of scarce interventions
consists in giving equal probability of getting mot getting such interventions to those who
are equally entitled to them. In congruence withnJ®awls’ view on how indivisible goods
ought to be fairly distributed (Rawl$999), many scarce medical interventions, suabrgen
transplants, are indivisible. For indivisible goptenefiting people equally entails providing
equal chances at the scarce intervention—equdlippportunity, rather than equal amounts
of it (Persad, et al 2009: 423-431). But whereamsdt be agreed that treating people equally
is fair, it is controversial what exactly it meatastreat people equally. The two options that
are thought to lead to equal treatment of two iidials or groups of people are either

allocation by ‘lottery’ and/or allocation on thedis of ‘first-come first served'.

Allocation by Lottery

One of the criteria believed to ensure equal chamereceiving care when resources are
limited, is using lottery. This is mainly recommexldin deciding between two individuals or
groups that do not exhibit marked differences ®irthealth needs. The arguments appealed
to in favour of this criterion are that: “Equal mabsstatus supports an equal claim to scarce
resources. Even among only roughly equal candidddéigries prevent small differences
from drastically affecting outcome” (Persad, et2809: 423-431). Some other people yet
support lottery allocation because “each persoe&rd to stay alive should be regarded as of

the same importance and deserving the same reggetihat of anyone else; and that
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practically, lottery allocation is quick and reasrlittle knowledge about recipients. Finally,

lotteries resist corruption”(Brooni®84; 95 38-55; Ramsey 2002; Harris 1985).

Further, it is clear that lottery may not be a gamation in allocating scarce medical

interventions for the reasons that:

The major disadvantage of lotteries is their blegkto many seemingly relevant factors.
Random decisions between someone who can gaina4® gad someone who can gain only 4
months, or someone who has already lived for 8@syaad someone who has lived only 20
years, are inappropriate. Treating people equatlytis case] often fails to treat them as

equals (Stein 200212-45; Elhauge 1994:8Rworkin 2002).

First-come First-served

This is also called the ‘waiting time’ criteriom this case, the available resources go to those
that queue for them first. However, this princigeavidely believed to be unfair. According to
Daniels Norman, “It favours people who are well-offho become informed, and travel
quickly, and can queue for interventions withoumpeting for employment or child-care
concerns” (Persad, et al 2009: 423-431). Furtherdtiterion of allocation is weak because it
is not impervious to corruption. Hence, many oghtiy reject this criterion for the reason
that it allows morally irrelevant qualities — suas wealth, power and connections — to decide

who receives scarce interventions, something ttadtesit typically flawed.

Prioritarianism
Another set of moral principles that has been psepdor consideration in allocating scarce
medical interventions comes under what is known paritarianism. According to

prioritarians, “A benefit morally matters more theorse off the individual to whom it
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accrues”(Hotlug 1998:132). Unlike egalitarians, optarians are note concerned about
equality as a relation; instead, they are conceméd absolute levels of individual welfare.
According to prioritarianism, a benefit that falls a particular level of welfare has the same
moral value no matter what levels other individuais at. And the lower this particular level
is, the greater the value of the benefit (Hotlu@8232). Hence, prioritarianism is based on
the view that distributive justice requires a specioncern for the worst off. According to
John RawlsDifference Principlan his Theory of justice“you can tell the justice of a society
by how it treats its least well-off members. Th@ncern is often understood to reflect a
concern for equality— in particular, equality intoomes or welfare between people” (Brock,
Wikler 2005). And when applied to the health adiszourse, this principle takes the form of

a concern for reducing inequalities in health betwpersons or groups.

In the allocation of scarce health resources, fyido the worst off is seen as a favourable
principle because, it is believed, “the worse dfattpeople are, the greater is the relative
improvement that a given size of [health] beneiit provide them, so the more the benefit
may matter to them. Alternatively, the greater tineleserved health deprivation or need that
an individual suffers, the greater is the morainsléo have it alleviated or met (Brock, Wikler

2005).

However priority to the worst off might be justifiethere arise disagreements within this very
principle. One common disagreement within this gpte is the issue of who the worst off
are. This disagreement has been exemplified thathé¢ context of resource allocation in
health care, the worst off might be those who dobajly worst off, those with the worst
overall well-being (such as the poor), or thosehvilte worst health (that is, the sickest)”

(Brock, Wikler 2005). Yet, others think that the nsoff can be defined in terms of their age,
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leading to a criterion likeyoungest-first’ This distinction between different kinds of how
people can be worst-off has come up because getiematties of justice usually focus on
people’s overall well-being, often allowing a lowlewel in one domain of wellbeing to be

compensated for by a higher level in another dofr(@&@rock, Wikler 2005).

But in response to these alternative interpretatiohwho the worst —off are, surprisindly,
there has been wide agreement about the claimptharty is an irrelevant factor in the
definition of who the worst off are. This arguméiais been advanced in what has been called
aseparate spheres viewccording tothe separate spheres vietlve worst off for the purpose

of health resource allocation should be consideoetie those with worse health (Brock,
Wikler 2005). In agreement with this position, T#ganlon has argued that, justice in health
care resource allocation demands that “for diffeesnn level to affect the relative strength of
people’s claims to help, these differences havieetin an aspect of welfare that the help in
question will contribute to” (Scanlon 1997:227).hkhis been argued that, from a pragmatic
point of view, “it may generally be too difficultostly, intrusive, and controversial, as well as
too subject to mistake and abuse, to have to iadqoto all aspects of people’s overall levels
of well-being” (Brock, Wikler 2005). Two alternatigé have been suggested about whom the

worst off should be taken to be: that is, eitherybungest or the sickest.

Sickest-First Criterion

Giving priority to the sickest is derived from oakthe stringent prima facie rules of medical
practitioners known as the ‘rule of rescue.’” Acdogdto this rule, “Our moral response to the
imminence of death demands that we rescue the dio(Beock, Wikler 2005). Hence,

treating the sickest people prioritises those wuthst future prospects if left untreated.

® In chapter four | argue that the ‘separate spheiew that seeks to negate poverty in the defimitdf who the
worst off are in health, is fallacious. There igesly necessary and strong determination betwedthreazd
poverty.
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Who is the sickestPhere are disagreements about who the sickesfTaeecontroversy is
especially about the timing of the sickness. Fatance, most people would agree that
‘prevention is better than cure’ and may therefoeeinclined to give priority to preventive
interventions at the expense of curative and rditetbie ones. This arises from the issue of
whether the worst off in health are those with vedngalth - those who are sickest now at the
time a health intervention would be provided foerth) or those with worse health over time,
taking into account past and perhaps expectedefutaalth (Brock, Wikler 2005). The latter
would give special weight to meeting the healthdseef those with long-term chronic
diseases and disabilities along with immunisatioogpammes. Hence the question that still
awaits answer is whether special priority shouldylven to those whose health is not worse

now but is especially vulnerable to becoming w@B®ck, Wikler 2005).

This principle of allocation has been rejectedtfor reason that on top of its failure to take
into account prognosis, it myopically bases allmrabn how sick someone is at the current
time, a factor that is considered morally arbitrarygenuine scarcity. There is a claim that
“preferential allocation of a scarce liver to arutaty ill person unjustly ignores a currently
healthier person with progressive liver diseasey wiight be worse off when he or she later
suffers liver failure” (Brock, Wikler 2005). Henc#avouring those who are currently sickest
seems to assume that resource scarcity is tempdhnatywe can save the person who is now
sickest and then save the progressively ill petater” (Brock, Wikler 2005). This position
has been emphasised by arguing that even if sgawveite temporary it does not guarantee
another chance to save the progressively ill persord that when interventions are

persistently scarce, saving the progressively aelispn later will always involve depriving
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others. Therefore, “when we cannot save everyoaeing the sickest first is inherently
flawed and inconsistent with the core idea of piyaio the worst-off” (Brock, Wikler 2005).
Youngest-First criterion

The title given to this principle can be said toléigically inconsistent with its actual content.
Strict adherence to this principle’s logical out@mould lead to giving priority to a one-day-
old infant against its twenty-five year old father mother. But in actual practice, this
principle gives priority, not to the youngest, buthose who lie in the age in which they have
higher expectations in life, “with a much more deped personality than the infant, and has
drawn upon the investment of others to begin asuydtlfilled projects” (Brock, Wikler
2005). Even though some have criticised this principleagse discrimination, there is wide
acceptance that it is a morally relevant factorallocating scarce health care resources
because it gives a chance to the young to experiasanuch life as the elderly have had.
Moreover, from an instrumentalist view, those stillthe youth bracket are needed for the
survival of the oldest and the youngest. Hence,stah reasons, youngest-first criterion is
widely accepted as a relevant moral principle taat be combined with others to decide on

how fairly the scarce medical and non-medical w@ations can be allocated.

But whereas priority to the worst off is attracticemany, there comes up a question of how
much priority the worst off should receive. It igimed that “Giving absolute priority to the
worst off is implausible because it faces the buotéss pit problem—using very great
amounts of resources to produce very limited orgmai gains in the health-related quality of
life of the severely ill or disabled. However, theis no apparent principled basis for

determining how much priority the worst off showuéteive” (Brock, Wikler 2005:263).

Saving most lives versus life years
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Some utilitarians who, on top of aiming at maximgsihealth utility, care about distributive
concerns too, think that achieving the highest egate of health benefits from a given
budget is best possible by saving most lives, pegesve of how long these lives will be
extended by the intervention. On the contrary, otitditarians insist that this can best be
done by looking at the prognosis of the patient estimating how many more life years will
be saved or added to the life expectancy of thegoewho receives the scarce resources.
Hence, to the former, maximising the number ofdigaved is more morally compelling than
maximising life years. Those who advocate for masing lives argue, by appealing to
human to autonomy that, since each life is valyabiie principle seems to need no special
justification, since, moreover, it avoids comparingdividual lives (Brock, Wikler 2005:263).
Those who are sceptical about fairness in relyimgpmgnosis argue that “Making a well-off
person’s life better off rather than slightly impiog a worse-off person’s life, would be
unjust” (Brock, Wikler 2005:263). Those who advac&ir saving most lives think that it is
intuitively morally wrong and unfair to, for exanepllet five people die whose lives would
have been extended by an average of five yearsgigadriority to one individual whose life
will be extended by thirty years. This would be tbgical outcome of preferring prognosis or
life years to saving most lives. Yet on the othdreme, those with aversion for saving most
lives at the expense of life years are concerneditabow much longer these lives can be
sustained. They think it is unreasonable, for eXlantp extend those lives, each for a week or

less, at the expense of extending a life of onwviddal for several years.

Other than the controversies within the utilitar@mciples, when applied at the macro-level
of health care resource allocation, the theorydabe problem of the relationship between
aggregation of health benefits and differences ast (Brock, Wikler 2005:263). This

controversy has been illustrated in the Oregonthesérvices commission’s decision on
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whether to prioritise tooth capping for 100 patsent perform appendectomies for a single
patient (Hadorn 1991). From the analysis of tlse; Brock and Wikler have observed that
what Oregon’s experience shows is that most pepglense of priorities is determined by a
one-to-one comparison of the benefits of differenterventions, in which case
appendectomies are clearly a higher priority thaotht capping. Nord and others have
revealed from an empirical study, that many peagpiere the cost differences because they
believe that patients should not be at a disadgenita priority for treatment simply because
their condition happens to be more expensive #i ttean are other patients’ conditions (Nord,
Richardson, Street, Kuhse, Singer 1995). Furthegoraing to other moral views,
“individuals should confront other competitors fwarce resources as individuals, and their
priority for treatment should be determined by tirgency of their individual claims to

treatment” (Scanlon, 1997).

In the final analysis, “at a minimum, individualbosild not be denied very great health
benefits - in the extreme case, life-saving intetims - merely to provide small health

benefits to a large number of other persons” (Bro¢kkler 2005:264).

Fair chances and best outcomes

Related to the maximising principles is what hasrbealled ‘Fair chances and best out
comes.’” According to this proposal, resources shdad targeted at interventions in which
they will do the most good; hence it ascribes adigoriority to those who can be helped
more easily or cheaply. “This thinking in turn ingd that some patients will lose out simply
because their needs are more difficult or expengvmeet” (Brock, Wikler 2005:264). In

their example of 50 pills with two groups of paterf100 and 50 in each group), (Brock,
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Wikler 2005:264), they recommend that to give each patient an ecjuahce to recover,
entitlement to treatment should be awarded randoaevgn if this decision will result in 17

less cures.

It has been found out, from empirical studies om plopulations’ attitude towards the ‘fair
chances’ criterion, that there is a negligible eiéince between health care providers and the
general public in their attitudes to this conflidlost health care providers would rather
favour distribution to one pill patients only, whimost members of the general public insist
that people should not be penalized for needinggi® (Nord 1999). A division of opinion

of this kind goes to the heart of QALY or CEA, whiis precisely a guide to identifying the
route to the best outcomes that can be hoped fitr existing resources. It also creates a
dilemma for those health professionals who maintaén health policy should be based on the

moral values most frequently endorsed by the pdjpulaffected (Brock, Wikler 2005:264).

Further, it ought to be noted that the conflictimstn fair chances and best outcomes arises
not only from differences in the costs of treataigerwise similar groups of patients, but also
when one group of patients will receive somewhatatgr benefits than another at the same
cost; that the appeal of a ‘fair-chances’ solutisngreater when the difference in cost-
effectiveness between the two programs is relatisetall compared with the potential gain
or loss to individual patients (Brock, Wikler 20064). Hence, in this case it is implied that if
the costs are the same and the difference betwaefits to the two groups not significant,
both groups should have equal chances; and if @rststhe same and the difference in

benefits to both groups very significant, thenr'fghances’ principle can be applied.

" The example is a hypothetical case of 100 patiartiso groups of 50 each and the clinic havingyd0 pills
to give out. In one group patients require onegdlth to recover, while in another group each patieeds two
pills. To maximise the number of cures using the#i8, QALY would recommend that you give the gitb the
group that need one pill for each patient becansleis way you would get the maximum number of su&0
in this case.
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However, reacting to this proposal it has beenedgtat giving preference to the most cost-

effective program also seems unjust because it oangs existing unfair inequalities. For

example:
Screening slum-dwelling black men for hypertenstangets the group with the
highest incidence and greatest risk of prematushdeHowever, it is more cost-
effective to target well-to-do suburban white mbacause they have more ordered
lives, comply better, have personal doctors andrthans to obtain medical services,
are more educated, and are more likely to modi§jr thifestyles wisely. However, if
the poor black men are not screened for this reasonly compounds their existing
unjust deprivation and, of course, is also in dohflith giving priority to the worst

off (Brock, Wikler 2005:264).

Instrumentalist views

Allocation of scarce medical resources by givinguity on instrumental grounds is taken as
being pragmatic. “Instrumental value allocationoptises specific individuals to enable or
encourage future usefulness” (Brock, Wikler 2008)2GVhat is mainly considered here are
two things: what the individual who receives caiié wontribute towards the well-being of
others; and rewarding those that made sacrificeth®owell-being of others. On this subject,
Morreim has arguably added that “Responsibilitydohallocation - eg, allocation to people
who agree to improve their health and thus use rfegsources - also represents instrumental
value allocation” (Morreim 1995:5-13)Two suggestions have been made about how to

incorporate instrumentalist concerns in the allocabf health resources. These are either by

8 It may be dangerous to accept Morreim’s argumengabse it is likely to be extended to lead to atersition
of individual responsibility for sickness. Consinhgyindividual responsibility for health conditiom priority
setting is wrong because its acceptance would dmasegalmost everyone’s medical attention claimj}-y,
patients, victims of accidents caused by reckleising, obesity patients, malaria patients (for slgteping
under insecticide treated mosquito nets) etc.
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being forward-looking by promoting social usefulmes backward-looking by rewarding

social usefulness.

Promoting Social usefulness

Allocation of health resources based on promotiogad usefulness can be said to be the
most pragmatic criteria for the sake of sustainigbdf a health system. It gives priority to
those whose existence is necessary for healthtodoe possible and sustainable. Emanuel
and Wertheimer have argued that “Guidelines thairiise workers producing influenza
vaccine exemplify instrumental value allocatiorsewve the most lives (Emanuel, Wertheimer
2006:854-55). Those who favour promoting socialfuleess recognise that although this
principle is insufficient on its own, “all those w$e continued existence is clearly required so
that others might live have a good claim to pnorRrioritising essential healthcare staff does
not treat them as counting for more in themsellas rather prioritises them to benefit others

(Persad et al, 2009).

Rewarding social usefulness

On the part of rewarding social usefulness, tho$® wropose this principle argue that
“justice as reciprocity calls for providing sometyiin return for contributions that people
have made”( Macklir2004). But whereas this criterion may be out-riglghdorsed, what
may be most controversial is its extent: that isatnkind and amount of sacrifice would be
enough and relevant to warrant preferential treatfh&/hereas some think that organ donors
alone qualify out-rightly, or even blood donorshats claim that others, for example, war

veterans who took life-threatening risks to avoidadters that might moreover impose a
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heavy toll on a health system, and directly savb@ropeoples’ lives, should also qualify on

the reciprocity ticket (Brock, Wikler 2008).

Allocation by ‘Need’

Yet another controversy has arisen about ‘need a®rally relevant criterion in allocating
health care services. According to this principt®se with the greatest medical needs should
be given priority. But whereas many might sympathwath this principle, there is wide
disagreement on what counts as ‘need’. In the ggsinadvocacy possible for this criterion,
the Sir John Toby, as quoted by Cookson and Ddlas stated that: “We don't believe there
should be discrimination on any grounds other tharlinical need” (Cookson Dolan 2000).
Against this position, however, “unless the conadgtlinical need” is clearly defined using
substantive criteria, this principle reduces ithe rather unpalatable procedural principle that
any rationing decision must be correct so long abrécian has taken it” (Cookson, Dolan
2000). Hence, number of attempts have been madefitte ‘need’ in relation to health care
entittement. Whereas some define need as ill heatlkiers argue that in defining the concept
of ‘need’ capabilities of patients’ to benefit froam intervention should take precedence in

determining the patients’ degree of need.

Need as ill health

Three ways have been proposed on how to defined‘aseill health.” One way to define

‘medical need’ has been by reference to the exteane’s ill-health. “For example, it can be
argued that an immediate threat to life (for examnplithin the next year or so) is the most

urgent and pressing form of ill health, and thatirsg (or prolonging) life should almost

° Taking this principle to its logical conclusiomjgrity would automatically extend to the rich, feowho are
productive and generate money for the economy Isecthis money is needed for the purchase of theéedke
technology and other medical supplies. Hence, endersed as a morally relevant this principle neayllto the
bottomless pit problem of who should receive ptyori
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always take priority over enhancing life” (Harrl®85). “A second, broader definition of need
as ill health would encompass immediate pain afiérsog (...) as well as immediate threat
to life” (Cookson, Dolan 2000). Hence, this meahatt‘Need can be interpreted as the
individual’s immediate degree of ill health” (Gild986). Yet, another possibility of defining
need as ill health has been proposed to considkmig at the individual’'s whole lifetime of
ill health rather than just his or her immediateiation (for example, ill health in the next

year or so) (Cookson, Dolan 2000).

Need as Capability to benefit from treatment

The underlying argument of this principle, thougt axplicitly stated in most cases, is that,
the clinically ill persons without chances of betief from the medical intervention available
have no medical need! These are of course motinategtie maximising principles — that the

higher the capacity to earn more QALYSs, the greater urgent the medical need.

The WHO'’s preferred criterion for allocation of soa health resources between equally sick
groups or individuals is each group’s capacity émdfit from treatment. According to this
principle, “If A and B are equally ill and both cée cured, but A at a lower cost than B, then
A has a greater capacity to benefit than B” (No6@®. The same question arises in ‘Fair
chances and best outcomes’. On the contrary, hawte principle is rejected and instead a
direct opposite of the above position especiallythe developing countries where resource
scarcity is most severe, has been suggested. @berrgiven for this is to give all patients a
reason to hope that their health needs will be aa&d, strict adherence to cost effectiveness
criterion could result in large numbers of patiemish serious and life-threatening health

needs having no hope that their needs will be Bk, Wikler 2005).
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Generally, the bottom line is that of the abovesdssed ethical principles, no single principle
on its own can be relied on to ensure a just dilocaof health care services. A number of
them must be combined, taking into account speci@umstances. Given the various
competing health care systems’ goals especiallgieficy and equity, and the fact that it is
sometimes impossible to achieve both because ofstaecity of resources, it can be
concluded that “... priority-setting necessarilyplies a degree of trading-off between
different health system goals, such that the mqatit&ble allocation of resources is highly
unlikely to be the most efficient allocation” (Hinessy et al.; 2003). And arguing along the
same line, it has been shown that “A sequentidlyaisaof these competing criteria, however,
indicates that for the allocation of public fungsiority should be given to cost effective

interventions that are public goods (have no maraet impose high spill-over effects or
catastrophic costs particularly in relation to thaor, [if left unsolved]” (Hutubessy et al

2003).

Part Il

The Complete lives system

In part one of this chapter | have discussed th#@uwsa ethical principles that have been
suggested to govern the allocation of scarce headtburces by taking distributional concerns
into consideration. From the analysis it has bemmghat even though these moral principles
are morally valid and compelling, none of them mw®gh on its own to take care of all
relevant ethical values that ought to be considened fair distribution of scarce health
resources, yet others may be considered mora#ieirant. It is for this reason that Persad et
al have suggested an alternative approach to lbeatibn of scarce health resources, called

the complete lives system.
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The complete lives system approach is based ofath¢hat at present, none of the available
systems for allocating health care resources gatlsethical requirements for just allocation.

The complete lives system is not radically oppasethe ethical principles discussed in part
on of this chapter. Instead it is a recommendati@at a combination of them be used to
ensure a fair and efficient allocation of healtlsowwrces. According to its proponents, it
incorporates five of the above-discussed ethicakcples: youngest-first, prognosis, save the

most lives, lottery, and instrumental value (Persaal2009).

The complete lives system “prioritises younger peagho have not yet lived a complete life
and will be unlikely to do so without aid” (Persedal2009). Persad et al., claim that thinkers
have accepted complete lives as the appropriatesfotdistributive justice, shifting attention
to “individual human lives, rather than individuaperiences, as the units over which any
distributive principle should operate in healthecaationing policy (Brock, Wikler 2005).
Further, “although there are important differenbesveen these thinkers, they share a core
commitment to consider entire lives rather thaméver episodes, which is also the defining

feature of the complete lives system” (Brock, Wik2€05).

Whereas taken to its logical outcompeungest-firsiprinciple would lead to the absurdity of
allocating resources to infants than the youth@ldlis, ‘complete lives system’ modifies this
principle to the avoidance of such an absurdityngiaeration of the importance of complete
lives also supports modifying thygoungest-firstprinciple by prioritising adolescents and
young adults over infants. This modification to dav the youth is based on the fact that
“adolescents have received substantial educatiamenpal care and investments that will be
wasted without a complete life. Infants, by corttrsve not yet received these investments.

Similarly, adolescence brings with it a developedspnality capable of forming and valuing
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long-term plans whose fulfilment requires a conpléde” (Brock, Wikler 2005). According
to the legal philosopher Ronald Dworkin, (1993},i8lterrible when an infant dies, but worse,

most people think, when a three-year-old child died worse still when an adolescent dies.

Further, realising that justification gloungest-firstcriterion being based on the amount of
resources society has already put in this group heag to giving priority to those with

affluent backgrounds because they will have reckmere resources at that age, it is argued
that the justification for modifying the completgds systems to favour the youth does not
lead to such a conclusion. Instead, “the priotiisa of adolescents and young adults
considers the social and personal investment &aplp are morally entitled to have received
at a particular age, rather than accepting thelteesfi an unjust status quo. Consequently,
poor adolescents should be treated the same wagalthy ones, even though they may have

received less investment owing to social injusti@rock, Wikler 2005).

Another relevant principle that defines the corldéves system is consideration of
prognosis. The reason for this is its aim which is to ackieemplete lives — hence, it would
be relentless and morally unfortunate to expendegocesources on individuals that would
never achieve complete lives. For example, a yathdt with a poor prognosis, who has had
few life-years but lacks the potential to live anquete life can not receive priority. Hence,
this principle too is not taken for granted. Theref “considering prognosis forestalls the
concern that disproportionately large amounts sbueces will be directed to young people
with poor prognoses. When the worst-off can beratdity slightly, while better-off people

could benefit greatly, allocating to the better4sfbften justifiable (Rawls 1999; Parfit 1997).
Some small benefits, such as a few weeks of lifightmalso be intrinsically insignificant

when compared with large benefits” (Kam803).
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The saving the most livegrincipleis also part of the complete lives system. This@ple,
according to Persad et al, is also included in ¢lystem for the reason that enabling more
people to live complete lives is better than emapfewer (Kamni993; McKie, Richardson

2005).

Instrumentalist considerations are also suggesiedet part of the complete lives system.
Instrumentalist considerations are supported inalfecation of health resources because of
the idea that in public health emergencies, instmal values are necessary to enable more
people to live complete lives. It is indeed reabdm@nough that the health care staff be given
priority because the ultimate logical out come ehying them priority, is that no one else

would receive health care.

Finally, lotteries are also believed to lead taigesin that allocation of scarce resources in
some contexts. To ensure that small differencethendegree of ill-health does not lead to
unfair choices between the affected parties, Peetadl agree with Howard (2001) and
Schwappach (2002) that lotteries be used when ma&hvoices between roughly equal
recipients, and also potentially to ensure that individual—irrespective of age or

prognosis—is seen as beyond saving.

According to Persad et al., the proponents ofghgggestion, the complete lives system is yet
complete in another way: it incorporates each nhoredlevant simple principle. When
implemented, the complete lives system is said rimdyce a priority curve on which
individuals aged between roughly 15 and 40 yeatdlge most substantial chance, whereas

the youngest and oldest people get chances thattemeuated. Even though the resulting
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figure from the complete lives system resemblesoite from the proposal made by DALY
advocates; the latter justifies preference to yeumpgople because of priority to the worst-off,
while the former does so because of priority toittetrumental value. Further, the complete
lives system assumes that, “although life-yearsegrelly valuable to all, justice requires the
fair distribution of them. Conversely, DALY allodan treats life-years given to elderly or

disabled people as objectively less valuable” (By&tikler 2005).

Finally, according to those who favour this suggestbasing on its formulation they argue
that the complete lives system is least vulneradleorruption. It is not easy to manipulate
because age can be established quickly and aclyuitate identity documents. Further still,
allocation based on prognosis encourages physittaimaprove patients’ health, unlike the
perverse incentives to sicken patients or misrgprtekealth that the sickest-first allocation

creates (Persad et al 2009).

Objections to the complete lives system

The complete lives system has not passed withaticiem, and yet, vehemently defended
from these criticisms by its advocates. The firsicism levelled against the complete lives
system is that it discriminates against older peojn this case, age-based allocation is seen
as ageism. But in response to this criticism, Reedaal, argue that “Unlike allocation by sex
or race, allocation by age is not invidious dis@niation; every person lives through different
life stages rather than being a single age” (Pessatl 2009). They add that “Even if 25-year-
olds receive priority over 65-year-olds, everyonkeows 65 years now was previously 25
years” (Persad et al 2009). Hence, they argueinge&®b-year-olds differently because of
stereotypes or falsehoods would be ageist; trediegn differently because they have already

had more life-years is not.
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Further, they respond to the attack on the comfilete system for its alleged insensitivity to
international differences in typical lifespan. Terdics of the complete lives system argue that
“Although broad consensus favours adolescents welgr young infants, and young adults
over the very elderly people, implementation caasomably differ between, even within,
nation-states. On the contrary, however, Persadl,edrgue that this criticism is based on the
belief that a complete life is a universal limitufeded in natural human capacities, which
everyone should accept even without scarcity. atstéhey explain and recommend that, the
complete lives system requires only that citizezesa complete lifdhowsoever defined, as an
important good, and accept that fairness givesetlsb®rt of a complete life, stronger claims

to scarce life-saving resources (Persad et al 2009)

In his disagreement with the complete lives syst@mas has argued that principles must be
ordered lexically: less important principles shoo@mme into play only when more important
ones are fulfilled (Arras 2005). To counter thigemtion, Persad et al., appeal to Rawls’
rejection of this lexical priority as inappropriatehen distributing specific resources in
society, though appropriate for ordering the pptes of basic social justice that shape the

distribution of basic rights, opportunities, andame (Rawls 1971).

One more attack against the complete lives systgrelbker and Pearlmai§1989) on one

hand and Lanken (Lanken, Terry, Osborne 1997) erother, is that its acceptance would be
premature for health care because there is neaé@diace waste first, and then increase
spending later. However, as already seen, “comjilete system explicitly rejects waste and
corruption, such as multiple listing for transpktian. Although it may be applicable more

generally, the complete lives system has been dpegdlto justly allocate persistently scarce
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life-saving interventions” Persad et al 2009). Theyue, in agreement with Evans, that hearts
for transplant and influenza vaccines, unlike moreannot be replaced or diverted to non-
health goals; denying a heart to one person makasgailable to another. Ultimately, the
complete lives system does not create “classémtédrmenschemwhose lives and well being
are deemed not worth spending money on” (EV&%¥), but rather empowers us to decide
fairly whom to save when genuine scarcity makesngagveryone impossible (Persad et al

2009).

By and large, the complete lives system is motivdiy the ineffectiveness of the individual
substantive principles since none of them recognaédemorally relevant values, and some
recognise irrelevant ones. QALY and DALY multi-priple systems neglect the importance
of fair distribution (Brock, Wikler 2005). The comepe lives system combines five morally
relevant principles: youngest-first, prognosistdot, and saving the most lives. In pandemic
situations, it also allocates scarce interventimnpeople instrumental in realising these four
principles. Importantly, it is a framework that egpses widely affirmed values such as
priority to the worst-off, maximising benefits, atréating people equally. But as seen above,
the complete lives system too is not a set of pertateria. Ultimately the complete lives
system too is believed to have some internal flavnsl it is for this reason that there has been
a suggestion to the effect that the discussion @mbkideration of these numerous and
controversial ethical principles for purposes ofltte resource allocation is likely to be
relenting and lead to no universally and unequivaezommendation on this subject.
Therefore it has been thought as easy, to devisystem that will help bypass these
controversial principles, even a combination ofnthé&he complete lives system). This

suggestion is thEair Proceduresapproach, discussed below.
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Part 111
The Fair Procedures Approach
An alternative to the controversial substantive ah@rinciples and the consequaamplete
lives systenproposal in the allocation of scarce health caterventions has been suggested.
This new suggestion purports to avoid the contmyethat surrounds the substantive
principles by establishing ‘fair procedures’ thabudd guide policy makers in choosing the
most rational and fair pattern of allocating tharse medical interventions. This has been
enshrined in what has been named ‘AccountabilityReasonableness (A4R).” In favour of
A4R, Norman Daniels has controversially argued tiatcountability for reasonableness
establishing a fair process for priority settingessier than agreeing on principles” (Daniels
2000). The reason that is offered for this clainthiat, in pluralist societies we are likely to
find reasonable disagreements about principles ghatild govern priority setting. Making
reference to the disagreements on the substantigeiges, he exemplifies that whereas
“some will want to give more priority to the worsff, some less; some will be willing to
aggregate benefits in ways that others are nofifgilto do]” (Daniels 2000). Hence the
argument is that “in the absence of a consensysinaiples, a fair process allows us to agree

on what is legitimate and fair” (Daniels 2000).

According to this suggestion, four general condsgiocan ensure Accountability for
Reasonableness. The belief about these generatioosds that once they are met, they will
lead health plan enrollees, patients, and the publirespect the fairness and legitimacy of
decisions by managed care organizations and pulffiicials regarding coverage of new
technologies and treatments (Daniels 2005:228-2&®nerally, the four principles are

summarised as follows:

Publicity: Decisions [regarding rationing] and their undentyirationales must be publicly

accessible.
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RelevanceThese rationales must rest on evidence, reasodgrarciples that plan managers,
clinicians, patients, and consumers agree arengettito deciding how to meet diverse needs

under resource restraints.

Revisability and appealsA mechanism must allow challenges to limit-settifegisions, help

resolve those challenges, and allow revisiongint lof further evidence and arguments.

Enforcement: A voluntary or public regulatory process must eaghiat decision makers fulfil

the first three conditions (Daniels 2005:228-248).

The above conditions, in Daniels view, “can conveehind-the-scenes deliberations by
public agencies and private health plans into dipuland ultimately democratic deliberation
concerning how limited resources might best be ueechaintain the health of populations
with diverse service needs” (Daniels 2005:228-248Jhe other advantage with ‘fair
procedures’ has been said to be that “A cultur@mdnness would also facilitate learning
among clinicians and enrollees about the neediraitsl on health care coverage” (Daniels
2005:228-248). Further, many people claim thatlitiggous public will accept no limits and
the solution therefore is to change that cultumeuph a concerted educational effort both
outside and inside these institutions that delarat finance care. If this project is to succeed,
it is believed that this “Education must begin wajbenness about the reasons for decisions by
public and private health providers and insurergerGime, this process can spur broader
deliberation by a public better educated to thibkwa how to share medical resources fairly

and its elected officials” (Daniels 2005:228-248)

Publicity: The suggestion ofair Proceduresis based on the premise tratvays “a fair
process requires publicity about the reasons aiwhedes that play a part in decisions. There

must be no secrets where justice is involved, fopte should not be expected to accept
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decisions that affect their well being unless they aware of the grounds for those decisions
(Daniels 2000). In Peter Singer et al's empiristldy on priority setting for new
technologies in medicingit was found that transparency was importantadigipants in the
decisions. This broader transparency was concltaled a hallmark of fair process (Singer et
al 2000). But against this alleged logic betweestige and publicity, a question may be asked:
Is what makes a decision fair the fact that it b@sn publicized, or the fact that that decision
is fair in itself? Even though publicity may be éefled from the point of the patients’ right to
information, it can not be every type of informatjonuch less if that information is likely to

erode public ‘trust’ in the health system. | willngue this point later.

Relevance: As a measure against what has been raised agh@ssubstantive moral
principles that théair Proceduressuggestion tries to overcome, those who advocatéé
Fair Proceduresproposal caution that fair process must also vea@onstraints on reasons.
The argument is that “Fair minded people—those a#ek mutually justifiable grounds for
cooperation, must agree that the reasons, evidemck rationales are relevant to meeting

population health needs fairly, the shared goalehiberation” (Daniels 2000).

Revisability and appealOn the need for the revision and appeals mechanismsuggested
that “Fair process also requires opportunitieshtallenge and revise decisions in light of the

kinds of considerations all stakeholders may rafBeihiels 2005:228-248).

By and large, ‘Accountability for reasonablenessséen as a strategy of making possible the
education of all stakeholders on the substancerasfsparency in deliberation about fair

decisions under resource constraints. It faciltagecial learning about limits. It connects
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decision making in health care institutions to llera more fundamental democratic

deliberative processes (Daniels 2005:228-248). kleitchas been suggested that, since we
may not be able to construct principles that yikenl decisions ahead of time, we need a
process that allows us to develop those reasonstiove as we face real cases; and that the
social learning that this approach facilitates pies our best prospect of achieving agreement

over sharing medical resources fairly (Daniels 2228-248).

A critical reflection on the Fair Procedures proposl

No doubt that the proposal of fair procedures distadd through Accountability for
Reasonableness is appealing, mainly due to itsvatan: that is, to ensure openness,
transparency, justification and enforcement of whest been agreed on. However appealing
this proposal seems at a glance, it has not pasgkdut very serious challenges. The first
challenge points to the complexity involved in ‘tsvision and appealstondition on one
hand, the second one to its being circular, armd tkiits alleged compatibility with both the

‘explicit’ and ‘implicit’ rationing.

Controversies and contradictions

Highlighting the challenges that will face the Hgirocedures’ proposal, particularly the
condition of ‘revision and appeals’, Sabik, Lie (8) have considered a number of empirical
examples. One among such examples is that of N&swatients’ Rights Chartein relation

to patients’ autonomy. Although in principle thetipats have a right and means to appeal
against decisions that deny them certain treatniengractice these means are more limited
than they ought to be according to Daniels and r&alproposal. A critical analysis of
Norway’'s example “demonstrates that an appealsedioe that satisfies the Daniels—Sabin
appeal condition, is still controversial” (Sabikel2008). “But more importantly, the choices

we face when we want to make it more specific casesal that we need to make it more
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specific reveal we need to make choices about tienying conflict between patient
interests and cost containment and about the suh&eorinciples that are implemented in

this particular system (Sabik, Lie 2008).

Against Daniel’s hope of avoiding reference to sistantive principles, they reiterate that
still “Reasonable people will disagree about exalstw one should strike a balance between
these competing substantive concerns ... [becauffefatit specific appeal procedures are
justified by competing substantive principles” (&alkie 2008). By this very argument it is
shown that Daniels and Sabin will find it extremélgrd to avoid addressing the conflicts
between principles that the procedural account siggposed to make unnecessary since
different specific appeal procedures are justibgdcompeting substantive principles, (Sabik,

Lie 2008). In a nutshell, they conclude that:

Concerns for procedural justice should continupléy a central role in making limit-setting
decisions about health care. Discussion of subgeaptinciples that underlie decisions should
be of equal concern, though. The considerationppf@priate principles cannot be left aside
and replaced entirely with a procedural account #aes not specifically address the
underlying principles. An increased awareness efmied to address both the substantive and
procedural aspects of priority setting, in part ibgluding relevant parties early on in
discussions about priorities, may lead to decisithat are legitimate and minimize

disagreement among those involved, (Sabik, Lie 2008

‘Fair Procedures’ and the case of implicit/expliciationing and Trust

Accountability for reasonableness is claimed toupgca middle ground in the debate
between those calling for “explicit” and “implicit‘ationing. Those who share this opinion

argue that “Like implicit approaches, the ‘fair pedlures’ approach does not require that
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principles for rationing be made explicit aheadiofe. But, like explicit approaches, it does

call for transparency about reasoning that alleantually agree is relevant” (Daniels 2000).

The strongest reason for implicit rationing is t@intain public trust in the system by
ensuring that patients do not get to know how #@r@ynormally weighted against others. This
being the case, therefore, the ‘fair proceduresragmh’ as seen in Accountability for
Reasonableness’ is likely to find challenges inntaaning trust in a health systemrust,
though not discussed widely in most health carerdture, is very crucial. It has been
contended that in fact it would be useless if tlealth care system were just, yet the
population do nottrust’ that it is. It is true thattfust in any system holds it together
especially in the face of economic and other terssi@and in its absence, mechanisms of
needed control are expensive, burdensome, andtaimgdas seen in the problems that arise
in the appeals proceduredJrust in an important sense is a substitute for a cusdmee

regulatory bureaucracy” (Mechariif95).

This challenge (trust) arises in the choice betweglicit and implicit rationing approaches.
Under implicit rationing, only health care staff wd know why they allocate resources the
way they do. It would also, on top of adhering trtain agreed upon moral principles,
involve a lot of discretion on the part of the hleatare providers on how to set priorities
among their patients and different populations. v@osely, the explicit rationing approach
would involve setting precise procedures for raiigrahead of time and making them known
to the public as the ‘fair procedures’ conditionpafblicity demands. And in this case, the
discretion of the health care providers would beedaway with since strict adherence to the

set rules, which are well known by all their cligntvould be expected.
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Whereas many would agree to the patients’ rigltftrmation and transparency of the health
care system, much of the information discussed iamalemented in health care rationing
discourse is likely to erodpublic trust in the system, (Mechanit995), especially when
patients are most likely to be on the losing erslfhee Sabik and Lie’'s Norway’s example
implies. An interest in making rationing criteriaxpdicit arises from the illusion that
optimisation is possible, by arriving at perfecdamncontroversial principles that balance
equity with efficiency. In the view of Mechanic, amplicit rationing embedded in an
appropriate value framework offers the best amodmitiedly imperfect alternatives of

competing criteria (Mechanik995).

Obviously, there are problems with implicit ratingj for example the likelihood of abuse
health professionals’ discretion. Even though they be the case, still implicit rationing is
the best solution because it reduces tensions)\@risdbm scarcity by taking into account the
determination of people to receive a particularcpdure (Mechanic1995). Further, the
explicit rationing procedure is not fully resporsito people’s perceived and real needs
because it inevitably gives preference to some @#re less about treatment than others who
are excluded. “Thus it results in many disaffecfggbple who are a continuing force
challenging either the rules of allocation or degis to withhold greater investment in the

area” (Mechanid@995). In Mechanic’s view, generally,

Implicit rationing, despite its imperfections, isore conducive to stable social
relations and a lower level of conflict. It is dafub that tough systems of explicit
rationing can be maintained, except during criseshsas war, without focusing
conflict and destabilising the medical care systEmplicit rationing is also likely to

confront government and the political process withelenting agitation for budget

increases (Mechanic1995).
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It has further been contended that, for exampieesin many ‘for profit health maintenance
organisations’ a large proportion of the doctodsnegs depends on meeting expected cost
targets, (Hillmar1987:1743-8) most patients are uncomfortable wiehitlea that their doctor
must balance their needs against the needs ofsoéimer cost-cutting (Mechanic, Ettel, Davis
1990:14-23). And “If patients truly knew the extaitdeveloping conflicts of interest built
into existing financial and organisational arrangets, theirtrust would be very much
diminished (Mechanic, Ettel, Davis, 199014-23).f&iénces made too explicit are likely to
lead to resentments and conflicts. Thus, thoughsitpossible to have an informal
understanding that the same vigour of intervenfmnthe sick old and younger patients is
inappropriate, making the policy explicit on howiopity is set between them, and then
applying such a policy uniformly will inevitably salt in acrimony difficult to manage

politically (Mechanic, Ettel, Davis1990:14-23).

Conclusion

By and large, like the case with the theory ofitatilanism and its consequent QALY
approach, the above-discussed allocation princigtesiot provide a universally accepted
solution to the dilemmas faced in allocation of ltleanterventions in a fair and efficient
manner. But whereas for pragmatic reason we matattealy endorse a system like the
complete lives system because of its comparatibetyer attempt to balance efficiency and
distributive justice, more investigation needs tonel However, the question that now
remains unanswered is whether, after the said tigad®n, that resulting perfect
harmonisation of the substantive allocation pritegpand QALY approach per se would
guarantee health equity in Uganda. This seems uelikely because the discourse on

harmonising QALY approach and the popular ethicaigiples of allocation is based on the
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material conditions on the Western world which eeey different from those in Uganda. For
that matter, the discourse seems to ignore speic@lmstances in Uganda — Poverty and its
influence on health equity. This is the issue | itarbriefly reflect upon as a beginning of my

conclusion.
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Chapter 4

Conclusion

Introduction

In chapter one | have made three points. In the fiface | have argued that Uganda is
severely deprived of its moral entitlement to gbaalth care services and this is because of
the severe scarcity of resources available to &adtin sector. | have further shown that this
form of injustice is worsened by the unequal disttion of the burdens and benefits of the
system and this arrangement disproportionately thedja affects the poor. | indicated that
from real priority setting practices in Uganda atite implementation there lacks
systematicity in this endeavour. And for that nratkeere seems to be no hope that there will

be equity in health in the near future, if nothiaglone to change the situation.

In chapter two, | have shown that the theory olitatianism is so far widely used in the
allocation of health resources in what is popul&ripwn as QALY maximisation in health. |
have done this by discussing the various toolsraathods to arrive at the final QALYs and
this has revealed that all these promote utilitapainciples of utility maximisation. | have
argued that there is nothing inherently wrong vigalth benefit maximisation in situations of
severe scarcity of resources, except if this masatmon jeopardises other equally compelling
moral considerations — such as distributive jusiit¢he allocation of health resources. | have
proved the morality of using QALYs in health resmumallocation in a brief justification. |
have gone ahead to show that, even though theremsrally valid and sound argument for
using QALYs in health resource allocation, it i paough to base allocations on maximising
principles. | have shown this by presenting somalehges that face QALY approach and

these are concerned with distributive justice.
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In chapter three | have discussed other moral iples suggested to guide health resource
allocation as supplements to the QALY approachavehshown that of the many suggested
principles, no single principle is enough to takeecof all relevant ethical values that need to
be considered in the allocation of health resountesder to balance equity with efficiency. |

have further shown that even the complete livetesysthough it is a very good step towards
balancing equity and efficiency, it still has soofallenges to overcome. Finally | discussed
another suggestion for ensuring justice in heakBource allocation, called the Fair

Procedures approach which is enshrine in whatlisdcAccountability for Reasonableness. |

have argued that this project is implausible withoaking reference to the discussion of the
substantial ethical principles that it seeks to enaknecessary, and also the complexity in its

‘appeals procedure’.

In this conclusion, | wish to reiterate the poimatt all in all, in situations of severe scarctty i
is a good idea that health systems achieve theekigiossible health benefits from the scarce
resources at their disposal, although this is lnetanly important value of the health system.
Hence, equity concerns should be used to mitighiGescy’s extremism and the resulting
injustice. However, | argue that in the case of hélgg even though it is important that the
dilemmas regarding the discussed principles belwedpthis is still not enough to achieve
equity. The reason is that the whole discoursehesd moral principles, seem to be based on
a subtle and yet wrong assumption that all heathices are financed by the public sector,
and therefore the only thing needed to achievetgagisharing those resources equitably. |
emphasise that, even though balancing health hemefkimisation with fairness in the
distribution of the availabl@ublic resources is good, this is not good enough toagiee
equity in Uganda. The reason is that the discoorisses out on the fundamental cause of

health inequities in Uganda, which is poverty amelfinancing mechanism used in the system.
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Hence, it is necessary to focus on the needs offittecially poor because they are
disproportionately adversely affected in the cursarstem, by spending a large proportion of
their income on health. | conclude that, developngequitable financing of the health care
system which takes into consideration the needlseopoor should therefore be a key priority.
Before making my final conclusion, | will first maka point about the relationship between
poverty and inequity in health and how this is miss the QALY approach, the substantive
ethical principles, and the fair procures appro#ds.this point that will build the case for the
conclusion that, ignoring the issue of poverty ddr@ssing inequity in health, and instead
turning the whole attention to the discussion of .lFAapproach and principles would be

good, but not good enough to ensure health equitiganda.

Poverty and inequity in health

As opposed to whdhe ‘separate spheres viewdvocates argue, as earlier seen, there is need
to consider the needs of the poor in the way health is rationed. According to theeparate
spheres view’for the purpose of health resource allocation basedriority to the worst-off,
poverty is an irrelevant factor in the allocatioh leealth resources, particularly in the
definition of who the worst off are. On the conytagenerally in the developing world,
inequity in health is caused and worsened by factetated to poverty. Some of these
poverty-related factors are: unequal access tathhealre, unequal chances of being ill or
healthy between social groups, unequal distributibthe incidence of the burden of disease
and unequal distribution of the social consequentas$ health such as poverty which leads
back to ill-health, leading to a vicious circle ibthealth and poverty. All these features of
health inequity work against the poor members aietg. Hence, there is a strong spiral

causal relationship between poverty and inequityealth.
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In Health for some: ...it has been argued that, “When someone has rnoechohis living or
working conditions, then any resulting ill-health lack of informed access to potential
remedies can be judged unfair” (Edejer 2010). Heriequity in health thus implies a
society’s commitment to individuals’ being equalbapable of achieving good health
outcomes and is conditional on respecting the dityeand autonomy of these individuals and
achieved through taking action for the health dauty disadvantaged people [especially the

poor] (Edejer 2010).

When it comes to the incidence of the burden oéalis generally, it has been found that
despite the limitations of proxy data in measurimgquity, there is a compelling picture of
the widespread prevalence of inequities in heafhirest the poor. This is revealed in the
reanalysis of the 1990 Global Burden of Diseasea detich showed that communicable
diseases cause 47.3% of deaths and 49.8% of digaluijusted life years’ (DALY) loss

shouldered by the poorest 20% of the populatioreredss the richest 20% bear only 4.2% of
deaths and 2.6% of DALY loss caused by communicdidease. Other health indicators

show differentials of 2- to 10-fold between richdgyoor (Edejer 2010).

Further, the effects of poverty on the health afividuals can easily be ascribed to its social
consequences in feelings of risk, powerlessnedserability due to inability to afford health
care, and low self-esteem, as well as to the ateseliflect of material deprivation. All these
phenomena deepen the levels of inequity in heattvden social classes especially between
the rich and the poor. It is noted also that adogrdo empirical evidence not only the
incomes of individuals but also the distributiontloéir incomes within a society affects their
health. Thus, in addition to the absolute impacthaterial deprivation, a socioeconomic

gradient has an independent effect on health. Smame advanced the loss of social capital
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(the cohesion and solidarity of a society) as augilde mechanism to explain many

deleterious health effects (Edejer 2010).

The available evidence on the impact of illness hedlth care costs at household level
clearly demonstrates that the most vulnerable Huwmide face enormous constraints in
accessing care when they are required to pay assr particularly where geographic access
is poor and other costs of treatment seeking ayie (@.g. for transport). With the high levels
of poverty throughout Uganda, household livelihoads so fragile that if a member needs to
use health services and pay fees at the time wicegiwhether to a public or private provider),
the household may have to take actions to accesh taat could lead to further

impoverishment.

It has been evident so far that out-of-pocket paymier health care has disastrous
consequences for the poor as far as access td lvaadt services is concerned (Mclintyre et al
2008:871-876). The evidence about the adverse goesees of user fees for households’
livelihoods is so overwhelming that even the arobtagonist of user fees in the 1980s and
1990s, the World Bank, has acknowledged that “Oyttecket payments for health services —
especially hospital care — can make the differdmeteveen a household being poor or not”
(Claeson et al 2001). For that matter it has beaticated that alternative financing
mechanisms may be preferable. As a result of &l tihere have been growing calls for
removal of user fees at public sector facilitief\nica, particularly at the primary care level.
Whereas Uganda has adhered to the call of scrapeg fees in all government health
facilities, this has yet engendered other challsribat have kept health inequities unchanged
and seemingly going worse since lack of essentediames in public facilities is worsening

and reliance on the private sector is on the irsgea
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The missing link

The above discussed approach and substantive lgthiceiples of allocation miss out on one
crucial issue that Uganda needs to address in todeduce inequity in health, to the extent
that a discourse on them alone can never guaraetdth equity in Uganda. This missing link
is the effect of poverty and wide income inequaditon equity in health. And amidst these
two (poverty and income inequality), 50% of heatrvices are financed out-of-pocket by
households. Therefore ensuring equitable allocatibnhe availablepublic health budget
resources per se will not be enough to achievetyince the poor can not afford to pay the

50% for health care services which are not covbyetthe state.

The QALY approach is entirely concerned with masimg health benefits from the scarce
resources at the public’s disposal and nothing more the other hand, other substantive
allocation principles are more concerned with hawigble is the distribution of the scarce

resources at the disposal of the public sector thssiis the only health-financing mechanism
all systems rely on. Very limited efforts, if argre made towards exploring the fundamental
causes of inequity in health especially in deveigptountries where there is a lot out-of-
pocket financing of health services- even the basies. This confirms the fact that in all

these approaches and principles there is an ipleti wrong assumption, that all health care
received by the population is financed by the pub&ctor and there is no payment of user-
fees or any other form of out-of-pocket financirfghealth services. It is this assumption that
may lead to a wrong conclusion that a just heajstesn is one that justly allocates public

resources, implying that this is the only determinat equity in health.
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Hence, the key issue that is missed in these agipesais how poverty and health care
financing mechanisms affect equity in health caspecially in a developing country like
Uganda. The consequence of all this is that thelsheé the financially poor are ignored as
well as the financial consequences of diseasea@dor. All this leads to a vicious circle of
ill-health from lack of access to health serviasgastrophic payments for health services that
plunge households into poverty, and then povergiteg to ill-health again. This situation
steepens the health gradient between the richrenddor. Hence, considering the situation in
most developing countries (Uganda) there is nequbtoattention health care financing and

its impact on equity.

Recommendations
Currently Uganda is faced with great constraintd ahallenges in relation to health care

financing. This has caused and worsened inequitibealth. For that matter, therefore:

» Basing on the perspective of pursuing financing mecsms and schemes that will
improve equity and alleviate poverty, rather thantdbute to further impoverishment
of vulnerable households thereby mitigating ineguithealth, there is need to devise

new financing mechanisms that will take into acddbe financial needs of the poor.

» These schemes must guarantee financial protectorshould ensure that no one who
needs health services is denied access due tolityaio pay and households’
livelihoods should not be endangered by the coki@coessing health services. To
make this possible health, care financing contidmst should be separated from

service utilisation, which requires some form c#4payment.
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» Health care financing contributions should be thsted according to ability-to-pay.
In particular, progressive health care financingchamisms (i.e. where those with
greater ability-to-pay contribute a higher propmmtof their income than those with

lower incomes) should be prioritised.

» Cross-subsidies in the overall health system shioaldromoted.

» Strategies to ensure that financial resources ramslated into universal access to
health services should be devised. This meansathadividuals should be entitled to

benefit from health services through one of thalfog mechanisms in place

Conclusion

The Uganda health system, like all health systeuntknes efficiency and equity, as the most
important aims that will guide the allocation ofalth resources. Although the main aim of
this work was, in the final analysis, to explore possibility of ensuring justice in health care
in Uganda, part of the concern of the concern len lon balancing concerns of equity and
efficiency. This is because ‘goodness’ and ‘faigi@se the two most robust aims of all health
systems. Hence, as regards the choice between pngmexuity or efficiency, it is not a
better choice to sacrifice the fairness objectipestice/equity) for goodness (efficiency)

objective in health. A balance needs to be aime$pecially for the sake of the poor.

One of the crucial points to take note of in thisrkvis consideration of how the major moral
principles of allocation of health resources andL@Aanalysis of health policy ignore the
fundamental source of inequity in health. From dhalysis, it has been realised that due to

severe shortages of health care resources in Ugaindd occupies most health care
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professionals and researchers is how to increasknig for the sector and achieve efficiency
— according to most reports and recommendationserbgdhe sector. Hence, this shows that
when funding is so severely constrained, it is t@mgpto pay more attention to how to
increase funding, maximise health benefits and saveey, and this leads to relegating
concerns of how equitably these resources aredraise allocated. But it should be noted that
the concerns of equity in health are necessitayethd fact of scarcity of resources. Hence,
scarcity in this case should be taken as a conatahthen pursue equity neverthel&sSo,
scarcity of resources should not divert attentioomf concerns of equity but instead make
equity concerns take a centre stage in healthdiaceurse since it is then that very stringent

choices regarding health care rationing have tmaeée.

It has been shown that Uganda is so severely daprivterms of health entitlement and this
is due to very insufficient funding to the sectbhis situation of insufficient funding has had
a number of implications especially on the finagcimechanisms of health services in
particular for the poor. The first implication isat the health sector can not afford to finance
what it regards as the minimum health care fompibygulation. The second is that there is a lot
of reliance on the private sector and out-of-poghk@yments for health services. This has
made equity even harder to achieve in health dime@oor are being extremely more pressed
than the rich. Further, from the critical analysisthe QALY approach — the widely used
criterion for rationing health resources - and substantive ethical principles, it has been
shown that there is nothing inherently morally wgowith health benefit maximisation.
However, this being the case does not mean tisdioild be done at the expense of fairness
with which these benefits are distributed. Conceshsquity should be used to mitigate

QALY’s extremism. Finally, given the strong detemaiion between poverty and ill-health

19 justice in health is not about meeting all heaéteds of the population. Rather, it is about eglgtaharing of
the burdens and benefits of the health system -elyamow to equitably raise and distribute headtbources.
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with the consequent negative implications for eguit health against the poor, it is not
enough, for the sake of achieving equity in Ugandastop at attempting to fairly and
efficiently allocate resources at the public séstdisposal. Instead, for the sake of the poor,
revolutionary financing mechanism for the healtlttee which is pro-poor needs to be
developed. These financing strategies should betaddg in a sense that they involve
progressive financing and cross-subsidisation. Hefar the case of Uganda, it is necessary
to focus on the needs of the financially poor beeathey are disproportionately adversely
affected in the current system, by spending a lgnggortion of their income on health.
Therefore, developing an equitable financing mergmarfor the health care system which

takes into consideration the special needs of tloe phould be a key priority in Uganda.
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