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Executive summary

44 uality of life” is a common phrase.The majority of human endeavours are ostensibly aimed at
Qimproving quality of life, whether fortheindividualor the community, and the conceptultimately
informs mostasp ects of public policy and private enterprise.Advancements in healthcare have been
responsible for the most significant quality-of-life gains in the recent past: thathumans are (on average)
living longer, and more healthily than ever, is well established. But “ quality of death”is another matter.
Death, although inevitable, is distressing to contemplate and in many culturesis taboo.Even where
theissue can beopenly discussed, the obligationsimplied by the Hippocratic oath—rightly the starting
pointforall curative medicine—d o not fit easily with the demandsofend-of-life palliative care, where
the patient’s recoveryis unlikely and instead thetask falls to the physician (or, more often, caregiver)
to minimise suffering as death ap proaches. Too often such care is simply notavailable:according to the
Worldwide Palliative CareAlliance, while more than 100m people would benefit from hospice and palliative
care annually (including family and carers who need helpand assistancein caring), lessthan 8% of those
in need access it.
Few nations, including rich ones with cutting-ed ge healthcare systems, incorporate palliative

care strategiesinto their overall healthcare policy—despitethe fact that in many ofthese countries,
increasing longevity and ageing populations mean demand for end-of-life care islikely to rise sharply.
Globally, training for palliative care is rarelyincluded in healthcare education curricula. Institutions
|

Note on definitions illnessandintheir own bereavement;

e uses ateamapproachto address the needs of patientsand their
families, including bereavementcounselling, ifindicated;

The definition ofterms used to describe the process of caring for e willenhance quality of life,and mayalso positively influence the

terminallyill patients varies. In this report, “palliative care” is used course of illness;

with reference to the World Health Organisation (WHO) definition, e isapplicable early in the course ofillness,in conjunction

which isasfollows: with othertherapiesthat areintended to prolong life, such
“Palliative careis an approach that improves the qua lity of life of aschemotherapyor radiation therapy, and includes those

patients and their families facing the problem associated with life- investigations needed to better understand and manage

threateningillness, throughthe preventionand relief of suffering distressing clinical complications.”?

by means of early identificationand impeccable assessment and “End-of-life care”in this reportincludes palliative care but also

treatmentofpainandother problems, physical, psychosocial and refers to broader social, legaland spiritual elements of care relevant

spiritual. Palliative care: to quality of death.

e provides relief from pain and other distressing symptoms; “Hospice care” in thisreport refersto care in specialist institutions,

o affirmslife and regards dying asa normal process; except where noted. (NB: in North America, “hospice care”is

 intends neither to hastenor postpone death; generally interpreted to mean end- of-life care and mayrefer to care

* integratesthe psychologicalandspiritualaspects of patient care; within the home.)

e offersasupport systemto help patients live asactivelyas possible
. . Available at http://www.who.int/cancer/palliative/definition/en/. The WHO
until death; providesan additional definition of paediatric palliative care, which is not con-
e offersasupport systemtohelpthe family cope duringthe patients  sidered inthe Quality of Death Index or this white paper.
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thatspecialise in giving palliative and end-of-life care are often not part of nationalhealthcare systems,
and many rely onvolunteer or charitablestatus.Added to this, the availability of painkilling drugs—the
most basicissue in the minimisation of suffering—is wo efully inadequateacross much of theworld, often
because of concerns aboutillicit use and trafficking. Theresult of this state of affairs is anincalculable
surfeit of suffering, notjustforthoseaboutto die, but also for their loved ones. Clearly, the deeper
inclusion of palliative careinto broader health policy, and the improvement of standards of end-of-life
care—raising the”quality of death”—will also yield significant gains for humanity’s quality of life.

With thisin mind, the EconomistIntelligence Unit was commissioned by the Lien Foundation, a
Singaporean philanthropic organisation, to devisea "Quality of Death” Index to rank countries according
to their provision ofend-of-life care. Overall rankings and the Index methodology aresummarised in the
first chapter of this report (seep11 fora tableof the finalscores and theappendix fora fullexplanation of
the Index methodology). A detailed examination of theIndex findings and country scores is also possible
onthefollowing website: www.qualityofdeath. org.

To accompany theIndex, the Economist Intelligence Unitinterviewed experts around the world and
reviewed existing research on the topic of end-of-life care for this white paper, which add ressesissues
relating to the Quality of Death as quantified by the Index rankings. Notallof the complex cultural,
ethicaland sociological issuesconnected to dying could be included in theIndex, but many of these
areexamined qualitativelyin thechapters below. (TheIndex, and thispaper, do notaddress violent or
accidental deaths, which are und oubtedly a great cause of end -of-life suffering globally, but for which
remedies are rarely related to standardsofhealthcare.) This paperalso puts the Indexfindings into
context and attempts to define the issues that must be consid ered when policymakers seek to improve the
quality of death faced in their countriesby those with incurable illness. Its key findings are asfo llows:

e The UK leads the world in quality of death; many developed nations must work to catch up. The UK
hasled the wayin terms of itshospice care network and statutoryinvolvementin end-of-life care,and
ranks top of 40 countries measured in theIndex. This isd espite having a far-from-perfect healthcare
system (indeed, it ranks 2 8th on the Basic End-of Life Health care Environment sub-category, which
accounts for 20% ofthe overallscore). Butthe UKis top in the Quality of End-of-Life Care sub-category,
whichincludesindicators such as public awareness, training availability, accessto pain killersand d octor-
patient transparency (and accountsfor 40% of the overallscore). However, in theoverallscore, many rich
nations lag a long way behind: these include Denmark (22nd), Italy (24th), Finland (28th) and South Korea
(32nd). Inthese casesthe qualityand availability ofcare is often poorand policy co-ordination lacking.

e Combating perceptions of death, and cultural taboos, is crucialto improving palliative care. Death
and dying are stigmatised in some culturesto the pointwhere theyare taboo—asin Chinese culture. In
Western societies death has become medicalised and curative procedures are often prioritised ahead

of palliativecare. Inthe US, discussion of end-of-life care often inflames religious sentiment that holds
the sanctity of life paramount. Theissue is complicated by the perception that “hospicecare” is often
associated with “giving up”.

© EconomistIntelligence Unit 2010
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e Public debates about euthanasia and physician-assisted suicide may raise awareness, but relate
to only a small minority of deaths. While debates about these issues gain the most mediaattention, they
affect onlya tiny proportion of the terminallyill. (Consequently, policies on theseissues are notincluded
inthe Index, although the legalstatus of “do not resuscitate” ordersisincluded.) Nonetheless, pressure
brought on policymakersovertheseissues can be acatalystforthe improvement of palliative care
services—as in Australia, where the federal overturning of aNorthern Territory euthanasia lawin 1996 led
toincreased national funding for end-of-life care.

* Drug availability is the mostimportant practical issue. Pain controlis the point from which all
palliative care stems, and theavailability of opioids (morphine and its equivalents) is fundamental

to quality of end-of-lifecare. Butacross the world an estimated 5bn people lackaccess to opioids,
principally dueto concerns aboutillicitdrug use and trafficking. A lack of training is also a problem, with
many doctors and nurses ignorant of how to administer them.

e Statefunding of end-of-lifecare is limited and often prioritises conventionaltreatment. In many
countries—even wherepalliativecaretreatmentisavailable through nationalhealthcare systems or
insurance—end-of-life care bodies rely on charitable donations and philanthropic activity to support
them.IntheUS,while palliative care is available through public medicalinsurance, patients must
relinquish curative treatments to be eligible for reimbursements (unlikein the UK, for example, where
both courses of treatment may be pursued).

* More palliative care may mean less health spending. Byincreasing the proportion ofcommunity and
homecare, palliative care can reduce costs associated with hospital stays and emergency admissions. In
the USiin particular, with therecent passing of a major healthcare reform bill, thisis likely to becomea
focus of debate. In Spain, onestudy found thatin 2006 ashiftaway from the use of conventionalhospital
treatment towards palliative care, anincrease in homecareand lower use of emergency rooms generated
savings of 61% compared with expenditure recorded in a 1992 study. However, the costs associated with
non-cancer palliative care are higherthan for cancer-related care. And asthe population ages, more end-
of-life care willbe needed overall.

¢ High-levelpolicy recognition and support is crucial. Pioneering areas in developing countries—such
as Uganda, and the state of Keralain India—show the importance of receiving high-levelbacking for
palliative care strategies. Yet only seven countriesin theIndex have anationalpolicyin place (another
fourare developing them). In other countries, awareness ata national level has notled to coherent
nationalpolicies: high-level statementsofsupportfora generalposition (such as thatarticulated by the
Council of Europe) aren’t enough. End-of-life care must “get into the bloodstream of policy”, in the words
of oneinterviewee. Deeper integration of palliative care into nationalhealthcare systemsis also vital.

¢ Palliative care need not mean institutional care, but more training is needed. Much palliative
care can be—andis—given athome; indeed more than 75% of those receiving such care in the US die at

© Economist Intelligence Unit 2010
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home. This is often representative of the patient’s wishes, which may beignoredin conventional curative
medicine.However, capacity building, particularly training of caregivers, is necessary to enable homecare
with suitably high standards. Technology willbeofincreasing importance in the provision of end-of-life
careathome, whetherto putthose in developing countriesin touch with doctors via mobile phones, or to
enable remote monitoring of medical devices through advanced systems.

© EconomistIntelligence Unit 2010
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Introduction: new challenges in managing the
end of life

or the firsttime in the history of humanity, people overthe age of 65 will soon outnumber children
Fun dertheage of five. Thiswillhappen sometime during the next few years. By 2030, thenumber of
people aged 65and olderisprojected toreach 1bn (oronein eight of the globalpopulation), rising even
more sharply (by 140%) in developing countries.2 Compounding the effects of an ageing population are
falling birth rates, particularly in the developed world. And while they vary country-by-country, such
rapid demograp hic shifts have dramaticimplications for governmentsaround the world.

Fora start, theratio of working people to dependants is shrinking rapidly, particularlyin China, where
the one-child policy will leave parents with fewer offspring to careforthemin old age.While developing
countries such as India still have avery large young population, particularlyin rural areas, their parents
and grandparents are ageing and those in between them are often moving out in search of a better life.

While Europe’s population has been among the fastest to age, Americansare catching up. According
to the Pew Research Center, 13%of the population is now overthe age of 65, up from 4% in 1900. By
2050, aboutone-in-five Americans will be overthe ageof65, with about 5% reaching 85 and older (up
from 2% today). This will putthe US roughly on parwith the currentage demograp hics of Japan,Italy and
Germany.3

People arecertainly living longer, healthier lives, with smaller numbers dying of communicable
or infectious diseases, particularlyin developed countries. By 2030, non-communicable conditions
are projected to accountfor more than three-quartersofall deaths, according to the World Health
Organisation (WHO).% However, with longevity comes more complex diseases of ageing thatare harder
and more costly to manage. Growing numbersofpeople livewith heart disease, forexample, rather than
dying of a heart attack. And while moreand more people are living into their 90s and even 100s, the
proportion of them who arefree of health problems is shrinking.

Forthe end-of-life care community, this presents anewand complex set of problems. Forwhile
cancer—the catalyst forthe creation of many hospiceand palliative careservices—has a fairly well
established prognosis, conditions such as cardiovascu lar disease, dementia and Alzheimer’sdisease,
arthritis, and diabetes are less predictable. These chronicillnesses bring abouta slow decline, with a
numberofincidents, mostof which are managed butany oneofwhich mightresult in death.

As a result, demand for end-of-life care services is likely to rise sharply. While the hospice movement
has made much progress, huge gaps remain—oftenin developing countries, wherethe demographic
challenges of ageing are likely to be most pronounced. Too often such care is simply notavailable:
according to the Worldwide Palliative Care Alliance (WPCA), while more than 100m people would benefit
from hospiceand palliative careannually (including family and carers who need help and assistance in
caring), less than 8% of those in need access it.

Some countries have well-developed services for dealing with the end of life. The UK, for example, is
wellahead, having led the world in establishing a dedicated hospice movement, spearheaded by Dame
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Cicely Saunders,who founded St Christopher’s Hospicein 1967. The USfo llowed suitin the 197 0s. In
1988, palliative carewas enshrined in the Australian healthcare agreements, through which the federal
government fundsexpenditures by the country’s states and territories. In 2006, according to astudy
bytheInternationalObservatoryon End of Life Care (IOELC, a research body atthe UK’'s Lancaster
University), more than 150 countries were actively engaged in delivering hospiceand palliative care
services. Yetthe IOELC also found manyinstances where services were localised and inaccessible to
much of the population. And of the 234 countriesitreviewed, only 35 had achieved any notable levelof
integration with mainstream healthcare providers.>

In many parts of the world, hospice and palliative care is either non-existent orinitsinfancy, with
about5bn peopleliving in countrieswith insufficient or no access to medications to control severeor
moderate pain, according to the WH0.% Meanwhile, in developed countries, medical serviceshaveall
too often focused on preventing death rather than helping people meet death without suffering pain,
discomfort and stress.

As the world ages, the task for national governments and health services will be to provide care for
citizens that areliving longer but doingsoin fragile health. In light of this increasingly challenging
demographicand healthcare-hungry environment, this report aimsto highlight the parts ofthe world
and areas of practice where most progressis being made and to assess where morework stillneeds to be
done when it comes toimproving theaccessibility to and quality of end-of-life care globally.

This reportis based on two areas of research: the firstis the Economist Intelligence Unit's “Quality of
Death Index”, which ranks 40 countriesin terms of the quality and availability of end -of-life care (see
boxon p11fora summary of themethodology used in constructing the Index, whichisalso explainedin
moredetail intheappendix). For this paper, theauthor also conducted in-depth interviews with over 20
experts on the subject fromacross theworld—includingpalliative care specialists, physicians, healthcare
economists and sociologists—and reviewed existing research on thetopic.

10 © EconomistIntelligence Unit 2010
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1. The Quality of Death Index

Index methodology

The Quallity of Death Index measures
the current environmentfor end-of-

life care servicesacross 40 countries:

30 OECD nationsand 10 select others
for which data was available. The
Economist Intelligence Unit's research
team devised the Index, collated data
and built the model from a wide range
of indicators. They interviewed a variety
of doctors, specialistsand other experts
to compile and verify the data.

The Index scores countriesacross
four ategories: Basic End-of-Life
Healthcare Environment; Availability
of End-of-Life Care; Cost of End-of-Life
Care;and Quality of End-of-Life Care.
Twenty-four individual indicators fall
intothree broad categories:

Quantitative indicators: Eleven of
the Index’s 24 indicators are based
on quantitative data, such as life
expectangy and healthcare spending as
a percentage of GDP.

Qualitative indicators: Ten ofthe
indicators are qua litative assessments
of end-of-life care inindividual
countries, forexample “Public
awareness of end-of-life care”, whichis
assessed on a scale of 1-5 where 1=little
ornoawarenessand 5=high awareness.

A high quality of death

Status indicators: Three ofthe
indicators describe whether something
isorisnotthe case, for example,
“Existence of a government-led
national palliative care strategy”, for
which the available answers are Yes, No
and InProgress.

TheIndexisan aggregate score
ofallofthe underlyingindicators,
normalised to make the data
comparable. Data is first aggregated
by categoryand then overall, based
onthe composite of the underlying
category scores. To create the category
scores, eachunderlyingindicator
wasaggregatedaccordingto an
assigned weighting, determined by
the EIU’s research team following
consultationwith expertsinterviewed
fortheresearch. Each categoryisalso
accorded aweighting withinthe overall
score. Quality is giventhelargest
weighting, accounting for 40% ofthe
overall score; Availabilityaccounts
for25%, Basic End-of-Life Healthcare
Environment 20% and Cost 15%.

Although theindex scores were
calculated totwo decimal places, they
have beenrounded to one decimal
placeinthechartsin thiswhite
paper. For thisreason, countrieswith
dif ferent rankings may nonetheless
displaythe same score.

It is no surprise to find countries such as the UK, Australia and New

Zealand highin the overall ranking, given their relative wealth, advanced
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infrastructureand long recognition of the importan ce of developing
national end-of-life healthcare strategies. The UK's position at the top of
the Quality of Death rankingis explained in partbythehead startithas had
in thefield. “The UK has perhaps had longest period ofsustained charitable
development of hospices and, morerecently, limited statutoryinvolvement
and investment,” says Sheila Payne, director of the IOELCat Lancaster
Universityin England. Moreover, the UK ranks top of the Quality of End-of-Life
Carecategory, whichincludes indicatorssuch as publicawareness, training
availability, access topain killersand d octor-patient transparency. This isthe
mostimportant categoryin the Indexand accounts for 40% of the overall
score.

While theappearance in the top ten of some other western Euro pean
nations with good healthcare systems may be expected, itisperhaps more
surprising to find Hungary ranking as high as position 11. Hungary scores
very well (at position 4) when it comes to Quality of End-of-Life Care,
themost heavily weighted category.”Some countries in Eastern Europe
have built up astonishing programmes inthe pastfew years,” says Lukas
Radbruch, president of the European Association for Palliative Care (EAPC).
“And,becausethese countries are youngerand smaller, some advocatesfor

palliative carehave
Figure 3 even managed to reach
UK Score/10  Rank/40 their governments
Overall score 7.9 1 in awaythat they
Basic end-of-ife healthcare 5.0 28  wouldn'tbeable to
environment in other countries.”
Availability of end-of-life care 8.4 1 Stephen Connor,
Costofend-of-life care 6.3 18 senior executive at the
Quality of end-of-life care 9.8 1 WPCA, agrees. “Poland
Basic end -of-life health care environment along with Romania
10 uK have been leaders
8 e . .
P \\ — " Best in palliativecare

developmentin Eastern

Europe,” hesays.

Quality of P Y

end- of-life
care

Availability o f
end- of-life Poland scores among

thetop 15 overall and
comesinatposition 10
on Availability of End-

of-Life Care. (Romania

Costof end-of-life are

is notincluded in the

Source: Eco nomist Intelligence Unit.
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Index butits rapid progressis examined in a box on page 22.)

Taiwan is also noteworthy amongthe top 15 overall in the Ind ex at position
14 (itscoresverywellon Quality but not so well on Availability). Its strong
position in the Index can beascribed to a relatively early recognition of the
need for end-of-life care. Moreover, it shares top position with Luxembourg,
Singaporeand Switzerland when it comesto the percentageofthepopulation
covered by a national pensioninsurance scheme (anindicatorin the Basic
End-of-Life Healthcare Environment category). It also ranks third in terms of
the numberof hospitalbedsforevery 1,000 non-accidentaldeaths. “Taiwan
has a very strong commitmentto palliative care,” saysMr Connor.

Meanwhile, theUSstandsno higherthan number 9in theoverallranking
principally because of the financial burden of end-of-life care. This reflects
the high overall cost of healthcarein the US, where expenditurehas risen
sharplyin recent years, now accounting for one dollarin every six spent. The
US ranks better in terms of infrastru cture—at positions 7 and 8 for Quality
and Availability of End-of-Life Carerespectively (andtop of the list when it
comes to healthcare spending as a percentageof gross domestic product).
However, thisisoffset when considering thefinancialburden to patients,
driven up by thelow availability of public funding and social security spending
on healthcare. These factorscollectively pushthe US to alowly 31stintheCost
category. (See also Chapter 3, below.)

Similarly, despite placingin the top five countriesfor Quality of End-of-Life
Care, Canadaalso suffersin theoverallranking as a result of the cost of end-
of-life care. Whilethe Canadian government has shown a heightened interest
in recent years inimproving access to palliativecare, and hospitalisationis
100% funded by thestate,homecare may stillbe a considerable burden. A
recentstudyin the journal Palliative Medicine found that Canadian families
frequently shoulder 25% of thetotal cost of palliative care. 7

A low quality of death

Thebottom-ranked countriesin the Quality of Death Indexinclude,
unsurprisingly, developing and BRIC countries, such as China, Mexico, Brazil,
Indiaand Uganda, wheredespite notable exceptions of excellence—such

as thelIndian state of Kerala,and services delivered through Hospice Africa
Uganda— progress on providing end-of-life care is slow. (It should also be
noted thattheIndex covers onlya limited number of nations, of which three
quarters are OECD members: these developing countries might be expected

"Costs associated with resource utilization during the palliative phase of care: a Canadian perspective,
Palliative Medicine, Dec 2009.

The quality of death

Figure 4
Availability of end-of-life care (25 % weighting)
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Figure 5

Cost of end-of-life care (15% weighting; top= lowest cost to
patient)
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to rank morefavourablyamong their peers.) In the case of China and India,
further problems arevast po pulatio ns for whom end-of-life coverage extends
to onlya fraction of thosein need.

Unsurprisingly, developing countries also score badly in the Basic End-of-
Life Healthcare Environmentand Availability of End-of-Life Care categories.
“Thisis due to lack of financeand lack of recognitionin these countries in
government healthcare policy of palliative care,” says Professor Payne. “And
poverty means there islittle chanceto raise money for hospices.”

David Clark, director of the University of Glasgow’s Dumfries Campusand
founderof the IOELC, cites specific problemsin low-scoring countries. “Turkey
has somesigns of palliative care developmentbut it’sonly very localised,”
he says. “Russia has some longstanding hospice services—for example, in St
Petersburg—butfaces greatchallengesinscaling up.”

Some OECD and developed countries also rank unexpectedly lowin the
overall scoring. These include Denmarkat 22, Japanat23, Italyat 24, Finland
at28 and South Korea at 32. “Denmark seems to have had some problems of
coverage,” says Professor Clark. “Italy has had a patchy history of palliative
care developmentwith alackofcoordinationand also until recently,
poor access to opioid medications.” Finland, notably, scores badlyin the
Availability of End-of-Life Care category, whichincludes factors such as an
ageing population, number of volunteer workers and number of hospice and
palliative careservices.

Professor Payneoffersan alternative exp lanation forthe low scoring
of some of these countries—that they have “strong hospital medical-care
programmes that see little valuein hospices” and instead value the services of
oncologists and “the power of medicine”.

This may exp lain, for example, South Korea'srelatively low position: it
scores poorly on anumber ofindicators relatingto training, accreditation and
end-of-life care strategy. Culturalfactors (examined in more detailin Chapter
2) may also affect the availability of—or willingness to supply—palliative
ratherthan curative medicine.

Japanalso scores relatively poorly, at 23 in the overallIndex and at 28 in
the Availability of End-of-Life Care category. This may be because, withone
of the world’s oldest populations, ithas many moreelderly to carefor. The
countryalso scores poorlywhenitcomesto theindicatoron average weekly
patient payments for hospiceand palliative careservices.

Nevertheless, Japan scores relatively well on the governmentattitude
towards end-of-life care indicator. “Hospice and palliative care is oneofthe
mostimportant political issues,” says Tetsuo Kashiwagi, president of the
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Japan Hospice Palliative Care Foundation. But he adds thatthe country lacks Figure 6
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2. Culturalissues in end-of-life care

Attitudes to death and dying

4 e weariestand most loathed worldly life that age, ache, penuryand imprisonmentcan lay on

nature,” cries Claudioin Shakespeare’s Measure for Measure, “is aparadiseto whatwefearof
death.” Mortality salience, as itis sometimes known, shapes discussions about death and dying—or
lack of such discussions. However, variations in religion, education and the media mean that national
attitudes to death and dying are farfrom uniform.

Strong taboos againsttalking about death exist in countries such asJapan and China, for example.
This is even the case in India, wheredeath is discussed more openlyandthe Hind u philosophy of
reincarnation should, in theory, mitigate fears about death. “Despite possibly a greateracceptance of the
inevitable consequence of lifeand our philosophical attitude, when itactually hap pens to somebody in
your family, you deny itand don"twantto talkaboutit,” says MR Rajagopal, chairman of Pallium India, a
clinic based in thesouthern Indian state of Kerala.

Evenso, inIndia, a biggerbarrier more oftenis the protectiveattitud e of the family. While relatives
areoften available to care for dying parents, Dr Rajagopalsaysthattheyarereluctant to disclose their
condition. “They don’twantthe patientto be told thattheyredying,” hesays, “so they preventopen
communication with the patient.”

Inthe UK, the attitudes of some ethnic communities mean care must be delivered in a different way.
David Praill, of Help the Hospices, the UK's leading charity sup porting hospice care, cites aprojectinthe
East End of London thatis working with the Somali community. “They made itvery clearthey don’twant
to know they're dying,” he explains. “So they've had to redesign thewholeway the community engages
with the hospice to provide care in such away that it doesn’tsend a signalthatthey’re on death’s door.”

When it comes to children, taboos around death and dying are strongerin rich countries. “Inthe
developing world, where people see so many children die, it’smore accepted,” says Joan Marston, chair
ofthe International Children’s Palliative Care Network, WPCA (South Africa). “Butin thedeveloped world,
there’s stillthis feeling that children shouldn’t die and we don't like to talk about child ren dying, so we
shutitoffand turna blind eye.”

Inthe US, appro priate end-of-life care is often trumped by the “cureatall cost” attitude of doctors,
along with the strong religious views many families hold on thesanctity of life. “We’rethe epicentre
forthe technologies thatallow us to keep people alive for 60 additionaldays with no improvement in
outcome butwith substantial increase in costs,” says PaulKeckley, executive director of the Deloitte
Centerfor Health Solutions, the health services research arm of Deloitte, aninternational consulting and
accounting firm. “And the more fundamentalist, evangelical or conservative, the less likely people are to
challenge a physician’s opinion or to wantanything done that’s not recommended by the doctor.”

Meanwhile, recent healthcare reform debates in the US—provoking talk of “death panels” and with
references in somequarters to a “euthanasia bill”—have forced the issue of end-of-life careinto the

© EconomistIntelligence Unit 2010
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background. “Everyone has been terrified about talking about palliative care until health reform passed,”

says Diane Meier, director ofthe US-based Centerto Advance Palliative Care.

Theinflmmatory natureoftheUS debates has highlighted the biggest culturalbarrierto delivering

palliative and hospice care—the fact peopleassociate it with dying rather than providing quality of

life when suffering terminalillness. Dr Meier views this as asocial marketing challenge. “The problem

with hospice is that it’s firmly linked in everyone’sminds with giving up.” Theirony, she says, isthatto

promote higher-quality and betteraccess to palliative care, the services need to go by another name. “We

force peopleto wearthescarletletterin orderto getthecare,” she says.

Levels of debate across the globe

Although culturalattitudes are difficult to quantify, the Quality of Death Index does measure public

awareness end-of-life care (anindicator within the “Quality” category, based on responses from national-

level palliative care organisations and governmental bodies). As the discussion above illustrates, this

varies across the globe: Belgium, Ireland and the UK rank highest when it comes to evidence of public

discussions about end-of-life care. China ranks last on thisindicator.

In China, thereis little knowled ge of the existence of hos pice care or understanding of what it

provides, says Dr MaKe, director oftheThird People’s Hospital of Kunming Hospice Department. “Most

family membersof the patientscan’t fully understand it,” he says, adding thatevenin medical circles,

many doctors and other healthcare providers remain unaware of what palliative care entails.

InthelIndex, the USranks relatively poorlyin this respect, reflecting lack of awareness among

Americans of hospice services and end-of-life care in general (much of which takes place in the home).

Figure 7: Public awareness of end-of-life care
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The law and the decision to die

The recent unveiling of a new UK policy forprosecutors dealing with
cases ofassisted suicide has put the question ofa right to choose
whento die backintheheadlines. Debatesaround euthanasia (in
which one party takesactionto end the life ofa second party,at the
requestofthe second party) and assisted suicide (where physicians,
or others, provide the means for patients to end their own lives)
often overlap with those about palliative care. However, hospice and
palliative care professionals see what theydo as quite distinct from
assisted suicide oreuthanasia.

Euthanasiaisnow possible inthree European countries. In2002,
the Netherlands passed a law allowing patients suffering unbearably
torequest euthanasia and protecting the doctors carrying out those
requests from prosecution, as long as they followa set of strict
guidelines. Belgium followed suitthe same year and Luxembourg did
so in 2009.

InSwitzerland assisted suicide—but not euthanasia— has been
legal since 1941, provided assistance is given for alt ruistic motives.
Stricter legislationis currentlyunderdiscussion. (The Netherlands
and Luxembourg also permitassisted suicide, although Belgium does
not.) Meanwhile,inthe USstate of Oregon, the Death With Dignity Act,
passedin 1997, allowsterminally ill, adult residents of the state to take
self-administered lethal medications prescribed bya doctor. Take up
of the optionis relatively limited, with the 60 people thatdied under
the terms ofthe lawin 2008 corresponding to fewer than 20 per 10,000
deaths.® About400 people have died this way since the law was passed.
Asimilar lawwas passedin the st ate of Washington in 2008.

Mostrecentlyattention has focused on the UK, where prominent
campaigners suchas author SirTerry Pratchett, who has Alzheimer’s
disease, and D ebbie Purdy, a multiple sclerosis sufferer, are pushing
legalisation ofassisted suicide. Sir Terry has called fortribunals to
review cases ofindividuals wanting to end their lives.9 However, such
demandsarecoming largelyfromthe public, ratherthan the pa lliative
and hospice care profession. “Ifyou look at thepercentage of palliative
care doctorswho are opposed to assisted suicide in the UK, it’s over
90%,"” says David Praill of Help the Hospices. “Thisis apublicly driven
debate and definitely not a hospice and palliative aredriven one.”

In fact,in many places, the medical professionals promoting end-
of-life care do not support euthanasia orassisted suicide.In 2003, the
Ethics Task Force ofthe European Associationfor Palliative Care (EAPC)
produced a paper concluding that,amongother things, “provision of
euthanasia and physicdan-assisted suicide should not be part of the

18 © EconomistIntelligence Unit 2010

responsibility of palliative are”.It argued that a distinction should be
made between terminal or palliative sedation—the purpose of which is
torelieve the dying person ofintolerable suffering and distress—and
the administration of lethaldrugstoa patientwith theintention of
killing them.10
“Palliative care is about trustinthe relationship between patient
and carersand it’snotpossible to have thatkind of relationship
when killing the patientis one ofthe options,” says Lukas Radbruch,
presidentof the EAPC. The constitution of the Asia Pacific Hospice
Palliative Care Networkisalso explicitin this regard, stating: “The
Assodiation values every moment of life and does not supportany
action that hasthe intention of shorteninga person’s life.”
Meanwhile, it was the 1996 enactment of pro-euthanasia
legislation in Australia’s Northern Territory—legislation subsequently
overturned by the federal government—that prompted the creation
of a national strategy and the allotment of new funding for end-of-
life care. “Clearly the pro-euthanasia lobbywasa huge catalyst for
government—that was not keen on euthanasia—responding with
genuine new money to look at service development,” says David
Currowof Cancer Australia, a national governmentagency.
Whenitcomesto livingwillsand do notresuscitate (DONR) policies,
more than halfthe countriesin the Index score highly onthe question
of whether or not DNR policies have a legalstatus. Forsome this
has beena relatively recent development. InTaiwan, for example,
legislation passed in 2000—the NaturalDeath Act—allows patients
overthe age of 20 with terminaldiseases (diagnosed by at least two
physicians) to express in writing their wish to discontinue medicl
treatmentand does not prosecute doctors who allow such deaths.11
Inthe US, most states recognise living wills, but how they are
regulated varies from state to state. However, whether doctors adhere
tothem or not is anothermatter. Thedifficulty for doctorsis whetherto
meet the wishes ofa documentthat may have been written severalyears
ago when thepatientwasina very differentmentaland physicalstate.
“It'sanother complex existential problem,” says Diane Meier
of the Center to Advance Palliative Care. “Whois the person with
jurisdiction? Isitthe cognitively impaired person in front of us right
now orisit the cognitivelyintact person offive yearsago? And that’s
really complicated, particularly ifthe cognitively impaired person in
front ofus right now Looks very happyand comfortable.”

8 Death With Di gnity Act Annual Report 2008, Oregon Department of Human
Services, 2009.

°“Terry Pratchett: my case fora euthanasiatribunal”, guardian.co.uk, Feb 2nd,
2010.

 Euthanasia and physician-assisted suicide: a view from an EAPC Ethics Task Force,
Palli ative Medicine, 2003.

" End-of-life decision making: a cross-national study, The MIT Press, 2005.
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Jennie Chin Hansen, president of the AARP, a membership organisation representing theinterests of
Americans over 50, believes discussions should focus on the opportunity for the process of dying to be
more dignified. “There needsto bean aggregation of stories abo ut peoplewho have had more positive
end-of-lifeexperiences,” shesays.“When there getsto bea morevisibleset of stories, thatwillchange
attitudes.”

However, Professor Clarkargues thatin someways, public debate in the US has been pushed higher by
high-profile casessuch as that of Jack Kervorkian, the right-to-dieactivist doctor, and the decision in 2005
to disconnect Terri Schiavo—diagnosed asbeing in a persistent vegetative state—from life sup port.

The British media have also recently engaged in spirited public debates about the rightto chooseto
die. However, despite having well-established hospice facilities, Britain’s population generally hasa
poor understanding of end-of-life issues, argues Professor Clark. “Inthe UK, very few studies have looked
atpublic perceptions of palliative care and hospice care,” hesays.“Alot of energy hasgone into service
developmentand specialist recognition, and oneof the things that has been lostis wider public debate.”

Public education and information campaigns are considered criticalto changing publicattitudes. In
Hong Kong, which sits in the midd le of theInd ex when it comes to awareness of end-of-life care, efforts
are under way to reduce fear of death and encourageindividuals to be more proactive when it comes to
planning forit. CeciliaChan, ahealth and socialspecialistatthe University of Hong Kong, is developing
educationalmaterialsusing artwork, music, songs and documentary footage showing positivereal life
stories about peoplewho have preparedfordeath. “We'retrying to detoxify death,” shesays.

Hospice professionals see their task as similar to that of organisations battling cancerand HIV-AIDS,
which have tried to battlethe stigmasurrounding the diseases. “It’s about educating the populationasa
wholeto thinkabout death, dying and loss in anotherway,” says Allan Kellehear, professor of sociology at
Bath University. “And also getting people used to the idea that there are professionals who workin death,
dying and palliative care—and they're notscary and they can be useful.”

Dr Meier agrees.”Until we can getacross to the public and health professionals that palliative care
isaboutliving as well aspossible for as long as possiblewith a seriousillness,” shesays, “patients will
continue to suffer unnecessarily.”

© Economist Intelligence Unit 2010
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Three contrasting attitudes to death

In Chinese society, denial of deathis extremely strong. Even
language related todeathisavoided. Manybuildings in Hong Kong
and other parts ofAsia, for example, do notcountthe fourth floor
in the storey numbering system because the Chinese word for
“four” sounds like the word for “death”. This horror of death means
many refuse toacceptitsinevitability. “There’sa huge negative
tabooabouttalkingaboutand contemplating death,”says Hong
Kong University’s Professor Cecilia Chan. “People believe that even
thinkingabout it can bring bad luck.”

While more progressive attitudes are emerging, particularly onthe
part ofthe younger generation, the reluctance to talk about death
can have painful consequences for allconcerned. Families oftentry
to prevent their relative from finding outwhat the prognosisis, while
individuals mayask doctors not to letfamily members knowtheyare
dying. This can make it hard to select anappropriate treatmentplan.
“People are reluctant to prepare for deathsowhenthey die, there are
a lot of regrets on the part ofthe dying person and family members,”
says Professor Chan.

This comesin contrast to some African countries, where death—
particularly since HIV-AIDS swept across the continent—is neverfar
away. “The majority of people have seen people dying since theywere
children,” says Anne Merriman, founderof Hospice Africa. “So they’re
much betteratbereavementthanwe are.”

Africansalso have strong community care networks, through
familyand friends. “If someone is living alone, the neighbours will
come and help because they're part ofthe community,” she says. This
is reflected in the Quality of DeathIndex,inwhich South Africa scores

20 © EconomistIntelligence Unit 2010

highly when it comes to the availability of volunteer workers for end-
of-life care. Uganda, while scoring lower on thisindictor, still ranks
alongside countries such asthe US and Switzerland.

“Afrian cultureis particularly community oriented witha lotof
shared care,” says Elizabeth Gwyther, chief executive ofthe Hospice
Palliative Care Association of South Africa (HPCA). “So where we have
developeda modelof care that relieson community care workers,
that’s verywellaccepted.”

Asisthe casein other developed regionssuchasthe US and
Europe, the “medicalisation” of death in Canada has engendered
a culture where many people are afraid to raise the topicofdeath.
Consequently, whenseveralyearsago Canada startedto launch public
awareness campaigns to combatthese attitudes, itfocused on the
need for advance planning. “We decided to take another angle, which
istalkingabouthowyouwant to live your life,” says Sharon Baxter,
executive directorof the Canadian Hospice Palliative Care Association.

However, while attitudes to death and dying maymirror those of
the US and Europe, Canada has a characteristic that setsit apartfrom
these countries—geographical size. Withthe second-largest landmass
in the world and a population of fewer than 34m, hospice and
pa lliative care services reflect the size of the population, yet cannot
cover the entire country.

In Yukon, which isabouttwice the size ofthe UK, the population
isjust 34,000, with only one acute care hospitalin the territory and
limited long-term care facilities. Some parts of Canada facing similar
situations have taken a community-based primary care approach to
looking after the dying, relying more heavily onvolunteers, family
and friendsthaninother developed countries. “It’s not unlike what
happens in some parts of Afria,” says Ms Baxter. “Everythingis
interspersed in the community outside the main cities.”
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3.The economics of end-of-life care

A variety of funding models

ne region often cited as having a successful state-funded programme is Spain’s Catalonia, where

Opalliative care servicesareavailable to allthrough the regional public healthcare system. However,
whenit comes to thefinancing of end-of-lifecare, governments are notalways the main sources of
funding. Arange of funding models exists from church support, philanthropic funds and international
aid to patients and families having to pay for theservices themselves—orin some cases, hybrid models
relying onamixed range of funding sources.

Inthe UK, a well-established network of non-profit hospices plays animportantrolein cutting
National Health Service expenditure. Whileadult hospices receiveabo ut 30% of their funding from the
government,according to Help the Hospices, with children’s hospicesgetting about half that, the bulk
comes from charitabledonations.Together, localindependent charitable hospicesinthe UK spend more
than £509m (US$763m)a year.12 The UK government recently stepped up its financialsup port for end-of- 2 Haspice accounts: Analysis of
life care, with £286 m (US$434m) pledgedfor2009-11 to help thosewho wantto die athome, ratherthan the accounts of UK inde-

pendent voluntary hospices
ina hospital (although some claim the funds have not reached frontline services).13 2905-2:'008, SOGOLS the Hos-
. L. . " . pices, June .
Charitable fundsalso supportpalliative careinIreland. “Ireland hasbenefited from a programme of
B"The End of Life Care Strat-
egy oneyearon: extra invest-

toimprove end-of-life care,” says Professor Payne of the IOELC. ment must get through”, Help
the Hospices, July 2009.

major charitableinvestmentfrom The Atlantic Philanthropies [a private US foundation] which has sought

In Europe,too, hospices tend to bepartly financed privately or charitably. Andinthe caseof Eastern
Europe, many ofthe donations are from nations such as the UK, which funds programmes in countries
suchasRomania, Serbiaand Moldova. Professor Radbruch of the EAPC cites the example of Casa Sperantei
in Romania, started by a UK philanthropist. “[W Jithout that [funding] they wouldn‘t have been able to
getoffthe ground,” he says.

Some Eastern European hospices, while founded with charitabledonations, havesucceeded in gaining
governmentsupportand funding for end-of-life care, asin the case ofRomania, wherethe government
now fundsseveralpalliative care services. “Though they may still get afunding stream from the UK,
they’'ve donea good job at getting the governmentto takeon responsibility,” says Mr Praillof Help the
Hospices.

In Europe,reliance on government and charitable funding—coupled with awidespread cultural
belief that governments should provideand pay for health care services—have hampered private sector
provision of end-of-life care services. “You have to find some way of being reimbursed by the healthcare
system before you can set up [private] services, butalmost no one is paying their own wayand in many
countries, therearenational health systems,” says Profess or Rad bruch.

In Africa, the story is different. Because HIV-AIDS is such a severe problem and affects more driving
demand for end -of-life care, international aid has been pumped into the continentfrom organisations
such as PEPFAR (the US President’s Emergency Plan for AIDS Relief) and the Global Fund to Fight AIDS,

© Economist Intelligence Unit 2010 21
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Romania: from last to leader

During the timeof the Ceaucescu regime in Romania,
end-of-life arein the country was non-existent. Most
deaths occurred at home with the dying suffering
great pain. Asthe result ofa heavily regulated system,
gainingaccess to opioids was extremely difficult, with
Romania’s annual morphine consumptionamong the
lowest in eastern Europe.

Since then, a number of developments have turned
Romaniainto a regional leader in end-of-life care.
Among the mostimportant was the founding of the
Casa Sperantei hospice by UK philanthropistGraham
Perolls in 1992, following a conference heldin Brasov
to raise awareness ofthe need for palliative care.
Training needs weremetwiththe founding ofthe
Princess Diana Hospice Education Centrein 1997—an

institution that has now provided more than 4,000
doctorsand nurses with palliative and hospice care
skills.

In February2002, Romania—because ofits severe
restrictions onaccess to opioids—was selected asa
pilot for follow-up ofa workshop run by the University
of Wisconsin Pain and Policy Studies Group, the World
Health Organisation’s European office and the Open
Society Institute. By2006, new regulations easing
access to painkillers wereinforce.

Casa Sperantei has become a modelinstitution,
now replicated in otherparts of eastern Europe, while
its funder, now known as the Hospices of Hope, has
helped establish partner organisationsand hospice
care programmes across Romania andinneighbouring
countries.

14“Reform of drug control policy for palliative carein Romania”,
The Lan cet, June 24th 2006.

Tuberculosis and Malaria. However, Dr Merriman of Hospice Africa argues that the focus of international

funding on HIV-AIDS means palliative care for cancer sufferers is often neglected. “If there’s less than 6%

HIVin a country then the cancer burden is higher than that of HIV-AIDS,” she says. “So we need to let the

international community know that they must look around and find funding for people with cancerin Africa.”

4

In many places, hospice and palliative care movements that startedon a charitable basis have become

fully or partly government-funded programmes. Singapore’s Hospice Care Association, originally

launched in 1989 as avolunteer organisation, was initially funded by charitable donations but since 1996

has received funding from the government for its homecare services. In addition, the Central Provident

Fund, a compulsory nationalsavingsscheme, has been made available forin-patient hospice care since

1994 and forhomecaresince 2009. Palliative careis now availablein most government-funded hospitals,

andis subsidised like other hospital services.

Alsoin 2009, Taiwan extended hospice coverage through its National Health Insurance scheme to

covera broader range of illnesses, with providers reimbursed through afixed daily rate. “It’s completely

covered by the government, so patients don‘t need to payanything, eveninthehospice,” says Tzuchi

University’s YingweiWang. “In the past this was only for cancer patients but from 2009, the new

programme gives coverage for most end-of-life diseases.”

In 1983, the US initiated government-funded reimbursement for hospice carethrough Medicare, the

federalprogramme providing health insurance coverage to individuals over 65. Those eligibleare the

terminallyill with a lifeexpectancy ofsix monthsor less (extended from 90-day coverage initially) and

patients who optfor palliative care rather than curative treatments. For low-income Americansunderthe

age of 65, Medicaid,another federal programme, covers hospice care—although not in all 50 states.

© EconomistIntelligence Unit 2010
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However, thosenotyeteligiblefor Medicareand not sufficiently poorto qualify for Medicaid must rely
on private healthinsurance, converttheir lifeinsurance policiesto help pay for hospice treatment orfind
othersources of funding. In the Indexthe US ranks poorlyin terms of the financial burden for users of
end-of-life care and American patients havethe highest average weekly costs for their care.

Anotherimportant point, raised by Professor Payne of the IOELC, is thatto get reimbursements, US
patients must relinquish curativetreatment. “That’s completely different from the UK, where people can
continue to have cancertreatmentalongside palliative care. Sointhe US, hospice care typically really is
about end-of-lifecare.”

InAustralia, the modelis quite different from that of the US orthe UK. Since 1988, palliative care
has been a specific part of the Australian healthcareagreements—the contracts between the federal
governmentand the states and territories. The federal government—which endorsed the country’s first
nationalpalliative care strategy in 2000—provides no direct support but taxes collected at anationallevel
are devolved through five-yearly agreementsto states and territories. This explains why Australia ranks
highlyin generalonthelIndex, coming nearthetop of the list in manyindicators and ranking firstwhen it
comes to the Costcategory.

“Palliative careis one of the few areas that has been separately identified in each of the quinquennial
agreements,” says Dr Currow of Cancer Australia. “Soit’s expected that states and territories will provide
in-patientservices thatare funded essentially through the same mechanisms as any otheracute bed
within thesystem.”

Atthe otherend of the scale are countries such as Chinaand India, where government support and
fundingisthin on theground for healthcare provisionin general, letalone for end-of-life care. In China,
somephilanthropic funding is available through the LiKaShing Foundation. The foundation providesfree
hospicecareservices through the Heart of Gold programme, which established China’s first free hospice
care unitat the First Affiliated Hospital of the Shantou University Medical College. The foundation now
funds around 30 hospice unitsthroughout China.1>

In general, however, funds for end-of-life carein China are hardto find. “There is some money from
governmentbutvery little, so families pay for their own care,” says Luo Ji-Lan of the Chinese Association
for Life Care, adding thatcharitabled onations are stillvery limited. This is reflected in the Index, in which
China rankslower than many countries onindicators relating to the costof care.

A lack of government funding is asignificantissue in Africaas well. South Africaand Uganda both
rank 33rd on the indicator relating to available public funding for end-of-life care, and Uganda ranks
among theworst, at position 31, onthefinancialburden to patients for available end-of-life care. Despite
the model care offered by Hospice Africa Uganda (see box on p30) and the Ugandan government’s
recognition of palliative care as apolicy priority, such care nonetheless remains out-of-reach to the
majority ofUgandans in need.

With the exception of thestateof Kerala, Indiaalso has little govern ment funding for end-of-life care.
“InIndia less than 1%is spent on healthcaresoit’s notonly palliative care that suffers,” says Pallium
India’s Dr Rajagopal. “There is no public funding, thereis no socialised medicineand the same holds true
for palliativecare.”

 “Palliative Care Symposium
for Health Care Workersin

Chinese Population”, Chinese
University of Hong Kong press
release, December 12th 2009.
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Kerala: the community model

Amid the lamentably poor access to palliative care across India, the
southern stateof Kerala stands out as a beacon ofhope. While India
ranks at the bottom ofthe Index in overallscore, and performs badly
on many indicators, Kerala, if measured onthe same points, would
buck the trend. With only 3% ofIndia’s population, the tiny state
provides two-thirds ofIndia’s palliative care services.1® Moreover, the
state hasaformal palliative care policyin place (itisthe only Indian

state with such a policy)
andits government
provides funding for
community-based are
programmes. It was
alsoone ofthe first of
India’s states to relax
narcotics regulations to
permit use of morphine
by palliative care
providers.17 Kerala
hasalsoextended the
definition of palliative
care toinclude the
long-term chronica lly ill
and eventhe mentally
incapacitated.
Oneofthedriving
forcesin promoting
palliative care has been
MR Rajagopal, chairman
of Pallium India, a
charitabletrust. While
DrRajagopal laments
the lack of fundingin
India forend-of- life-
care services, heargues
thatmoneyis notthe
onlyanswer to relieving
suffering and improving
quality of life forthose
inthelast stages of their
lives. Other important
factors, he believes,
aregovernment policy
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support, communityinvolvementand theawareness of doctors of not only

pain controlbut also of what pa lliative care provides more ge nerally.
Kerala’s unique system proves the importance ofthese points,

Figure8
India Score/10  Rank/40
Overall score 1.9 40
Basic end -of-life healthcare 1.3 39
environment
Availability ofen d-of-life care 1.3 35
Cost of end-of-life care 1.0 39
Qualityofend-of-life care 2.9 37
Basic end-o f-life healt hcare environ ment
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Source: EconomistIntelligence Unit.
Figure9
Funding of NNPC, 2008-2009
Source Rs us$
Localdonations 67m (56%) 1.38m
Localgovernments 30m (25%) 0.62m
Government of Kerala 20m (17%) 0.41m
International agencies 3m (2.5%) 0.06m
Total income 120m 2.47m

Source: Sallnow et al, “Home-based palliative careinKerala, India: The
Neighbourhood NetworkinPalliative Care”, Progress in Pa lliative Care, Vol
18No1,2010.US$ conversionby EIU at2009 average exchangerate.
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embodiedin the Neighbourhood Network in Pa lliative Care (NNPC)
project. Since 2001 this project, which grew from a more traditional,
institutional-based palliative careexperiment, hasemployed anarmy
of volunteers that deliver services to patients who largely remain in
theirownhomes. The systemis community runand operated andis
funded largely through local micro-donations ofas littleas Rs10 (21
US cents) per month—althoughinrecentyearslocalandregional

governments have becoming increasingly involved as
the project has gained prominence.

The NNPC's volunteers do not provide medical
services, butidentify those intheir community who
need care and supplement the work ofhealthcare
professionals linked tothe state’s 230 local palliative
care units. Importantly, after a few days’ theoretical
and practical training, the volunteers can provide
psychological, socialand spiritualsupport. Itis
this that marks the NNPC out from more medical-
oriented—and expensive—systems in use elsewhere.
Suresh Kumar, co-founderofthe NNPC, stresses that
the aim istoimprove bothaccessibility and quality
of end-of-life care, and the principles of community
involvementmake thisfeasible ona large scale. “There
area lot of medical problems, but there are alsoa lotof
sodal, spiritualand financialissues—so anybodywho
hastime to spare can, if properlytrained, take care of
these people,” Dr Kumar says.

Consequently, palliative care advocates not only
indeveloping countries but also acrossthe world are
studying Kerala’s potentcombination of government
supportand cvic involvement in end-of-life care.

Dr Kumar thinks that while it maynot be possible
simply to copy the system elsewhere, its basic
principles—particularly communityinvolvement—can
be replicated. A number of similar models have been
established,induding in Ethiopia, Bangladesh and
the Seychelles. An experimental modelalong the same
lines isalso being triedin Switzerland.

David Praill of Help the Hospicesis one who believes
Kerala provides a useful lesson for other countries,
particularly asageing populations putincreasing
pressure on existing services. “Student volunteers in
Kerala seeitasgiving value and meaning to their life
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andthey’reincredibly passionate about it,” he says. “We've got to well for the future.”
somehow re-ignite this passion in our own communities, because if
we don’t empower communities to take more ownership and see dying

notjustasa medicalproblembutas a humanproblem,itdoesn'tbode

Palliative Care, 2005.

Watch, October 2009.

Long-stay patients shift the balance

Advocates of end-of-life care often pointto evidence that palliative care can be cheaperthan traditional
medicaltreatment for patients at the end of their lives. Certainly, byincreasing the proportion of
community and homecare, end-of-life care can reduce costs associated with hospitalstays and emergency
admissions. Inthe USin particular, with the recent passing of amajor healthcare reform bill, this is

likely tobecome afocusof debate, ascutting healthcare costs rises up the agenda. “There are enormous
opportunities,” says Dr Meier of the Center to Advance Palliative Care. “Theissuesspecifically haveto do
with improving quality and controlling costs, and palliative care hasdemonstrably done both.”

InSpain, evidence has been found of thefinancial benefits of end -of-Life care. One study found
thata shift away from the use of conventionalhospital treatment towards palliative care,anincrease
in homecare and lower use of emergency rooms in 2006 generated savings of 61% compared with
expenditurerecorded ina 1992 study.18 Dr Meier says that research conducted around theworld has
yielded similar results. “All studies in arange of settings have shown very substantial reductions in costs
when like patients receive palliative care and theyre compared to a controlgroup that does not,” she
says.

However, while end-of -life careitself may be cheaperbothin terms of treatments and lower in-patient
costs perdaythan hospital treatment, as people live longerand are more likely to spend severalyears
with theconditionsthat will eventually killthem, the cost of end-of-life care as a percentage of overall
healthcarespendingis likely to rise sharply. Moreover, the cost of caring for cancer patientsis very
different from that of caring for individuals with diseases other than cancer—patients who tend to need
care for far longer. In England, while the costof providing care in thelastyearof lifeto cancer patients is
about £14,000 (US$21,200) per patient, thisrises to almost£19,000 (US$28,800) for thosewith organ
failure, according to a Rand Corporation study.19

“There are clearly cost implications,” says Mr Praillof Help the Hospices. “It's more difficult to provide
palliative care outside of cancer becausethe prognosis with canceris more of ascience.” For people with
other diseases, heexplains, the prognosisisless easy to make. “There’s likely to bea longer engagement
with peoplein a non-curative phase of life, so it’s going to be more expensive.”

Inthe caseofthe US, thenumber of people using hospice care services—whetherin-patientor
homecare—has soared from 300,000 in the late 1990sto 1m today, according to Pedro Gozalo, an
econometricianand health economistatthe Centerfor Gerontology and Healthcare Research at Brown
University. And thebulk of theincrease has come from patients with diseases otherthan cancer.”Let’s
sayit's 20% [with non-cancerdiagnoses],” says Mr Gozalo. “That might not sound liketoo much but when

 The evolution of palliative care programmes inNorth Kerala, Indian Joumal of

7 Unbearable Pain: India’s Obligation to Ensure Palliative Care, Human Rights

8 Resource consumption

and costs of palliative care
servicesinSpain: a multicenter
prospective study, Journal of
Painand Symptom Manage-
ment, 2006.

 The potential cost savings

of greater use of home- and
hospice-based end of life care
in England,Rand Corporation,
2008.
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you’'ve got 20% out of a million people living three to four months longerthan the cancerequivalent,
then the dollars begin to climb ata significantrate.”

Inthe US, Medicarereimburses hospice providers at aflat daily rate, based on four levels of
homeandin-patient care, assuming patientshavea terminal illness and an estimated six months or
fewer to live. The Medicare Payment Advisory Commission (MedPAC) recently reviewed this payment
method, recommending amend ments to the system from 2013 to give relatively lower payments the
longerthetreatmentlasts. In a2009 report to Congress, theagency even suggested that the present
system provides incentives for hospice providers to admit long-stay patients “which may have led to

@ Report tothe Congress: Medi-  inappropriate utilization of the benefitamong some hospices”.20 Therecently passed healthcare reform
aaarfcﬁa{gnﬂif';g%g‘fy’ MedPac, may also affect funding for long-term palliative care.

Whilethere may be nationaldifferences, as patterns of dying continue to change, a rise in demand for
hospice care from non-cancer patients willincrease pressure for healthcare economists and funders to
find new models of payment.
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4. Policy issues in end-of-life care

Government recognition

swehaveseen, pocketsof forward-thinking policy that recognisethe importance of palliative care

haveemerged in unlikely quarters,such as theIndian state of Kerala, which hasa formal state-wide
policyin place, and Uganda, where palliative careis apolicy priority. However, policy gaps stillexist, even
inthe developedworld.

Only a minority of countries across the world recognise end-of-life care in their healthcareand medical
education policies. In the Index, one indicatorin the “Availability” categoryis“Existence of a government-
led nationalpalliative care strategy”, registering whether the country has a formalstrategy specificto
such care. Of the 40 countriesin theIndex, 29 have no such strategy, with only seven—Australia, Mexico,
New Zealand, Poland, Switzerland, Turkey and the United Kingdom—having a nationalpolicyin place, and
four—Austria, Canada, Ireland and Italy—in the process of developing this kind of policy.

The UK put in place a national strategy when the Department of Health published the End-Of-Life Care
Strategy for England in 2008. New Zealand and Australia havealso putin place strong policy support for
end-of-life care, with New Zealand’s Ministry of Health publishing its first palliative care strategyin 2001
and Australia’s National Palliative Care Strategy endorsed in 2000. “And the mostimportantthingis that
since 1988, palliative care has been a specific part of the Australian healthcare agreements,” says Dr
Currow of Cancer Australia.

Meanwhile, outside government, other effortshavebeen made to coalesce opinion on the bestway
to define palliative care and achieve better quality and access to end-of-lifecare. Inthe US, for example,
the NationalConsensus Project for Quality Palliative Care has broughttogethervarious organisations
to create two editions of Clinical Practice Guidelines for Quality Palliative Care (2004 and 2009). These
provided thefoundation for the NationalQuality Forum Preferred Practices guidelines for practitioners,
policymakers and consumers.

InCanada, the Quality End-of-Life Care Coalition of Canada, whichin 2000 developedtheBlueprintfor
Action on end-of-lifecarein Canada, has recently released the next version, a report measuring progress
over the past 10 years.21

In Europe,the European Union leaves policymakinginthisarea up to thenational governments of
memberstates. In 2003, the Council of Europe approved arecommendation on palliative care that was
adopted by health ministersinall45 of themember countries of the council.22 “It’s agood document
thatincludes a lot of recommendations, requests and statements that arevery valuable,” says Professor
Rad bruch of EAPC. “It’s been given to nationalgovernments and so they should consider this—but
actually only a few did.”

Still, some argue that policy statements and other documents do not necessarily guarantee quality
and availability of end-of-life care. For example, Turkey has a national strategy in place yet ranks poorly
overallin theIndex across allcategories. Professor Clark from the University ofGlasgow also citesthe
exampleofHungary, where palliative carewasenshrined as a legal rightin 1997. “Hungary has benefited

2 10 Years Later: A Progress
Report onthe Blueprint for Ac-
tion, Quality End-of-Life Care
(Coalition of Canada, January
2010.

% Recommend ation REC 24
(2003) of the Committee of
Ministersto member states
on the organisation of Pallia-
tive Care, Council of Europe,
2003. The Councilnow has 47
members.
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The availability and use of opioids

“Pain management opens the gate to
bringinginallthe rest thatwe know—the
social, spiritual, culturalissuesthatare
there,” says Anne Merriman, founder of
Hospice Africa. “With pain control, people
canstart to think again.” But while most
expertswould agree with DrMerriman, access
to pain control medications varies widely
across the world.

In the Index, eightcountries share the top
score onthis measure—Australia, Canada,
Denmark, Luxembourg, the Netherlands,
New Zealand, Portugaland Sweden (see
Figure 10). However, across much ofthe
world, patientsin pain are facing woefully
poor drug availability, withabout 5bn people
livingin countries with insufficient orno
access to medications controlling severe or
moderate pain, according tothe World Health
Organisation (WHO0).23

Part of the reason for this lies in complex
narcotics laws restrictingthe sale of
morphine. “One of the biggestproblemsis

The quality of death
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that governmentsare so concerned about
illidtdruguse that many countries make it
almostimpossible toaccess opioids,” says
Sheila Payne ofthe International Observatory
on End of Life Care.

The rulesare particularly restrictive in
India, whichranks lastinthe Index when
it comes to availability of painkillers. Less
than 1% of the population hasaccessto
opioids, according to Pallium India‘’s MR
Rajagopal. “Legally any doctorcan prescribe
it, but pharmacies do notstock it because
the licensing system isso complex and the
penalties for errors are so stringent,” he says.

Dr Rajagopal points to other barriers, such
as the fact that few nurses or doctors know
how to administer morphine.“Evenifit were
made available, the physicians need tobe
educated on how touseit,” he says. Human
Rights Watch found that even large cancer
hospitals in India did nothave staff trained to
administermorphine and otherpainkillers.24

Some countriesare startingto address
the problem, at least onthe legislative
side.In 1992, forexample, China—which
ranks relatively highly in the indicator on

Figure 10: Availability of pain killers (morp hine and morphine equivalents)

Highestranking (excellent)

this measure—adopted a national cancer
painreliefpolicy, easing restrictions on
morphine and otheropioids, increasing
the manufacture, sale and distribution of
newopioid analgesicsand making it easier
for hospitals to obtain the painkillers.25
“Compared to before, it's much easer to
get treatment for pain,” says Luo Ji-Lan,
secretary-generalforthe Chinese Association
for Life Care.

In 2005, Roma nia—workingwith the
WHO and t he University of Wisconsin’s Pain
& PolidesStudies Group—revised national
drug policies limiting accesstopain control
medicines. Meanwhile, in Taiwan, where
access to painkillersisgenerally unrestricted,
the medical communityis pushingthe
government forbroaderaccess to an additional
drug, methadone, which is used forheroin
replacement therapy. “Agood hospiceshould
havethree strong narcotics, and weonly have
two,” says Yingwei Wang, associate professor
and a doctorat Tzuchi University’s Heart Lotus
Hospice. “Buteven with two, that's betterthan
mostcountries.”

Despite such progress, a 2009 Human
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Rights Watch report found that few governments governmentsaround the world to passivelystand byas
had putin place effective systems or policies forthe people suffer.”26

supplyand distribution of morphine or guidelinesand

training for health workers. In many places, itfound B“Accessto Controlled Medications Programme”, World Health
excessivelystrict drug control requlations limited Organization BriefingNote, February 2009.

accessto morphine. “There are many reasons forthe “Unbearable Pain, op. cit.

enormity of the gap between paintreatment needs and ® Peqple’s Republic of China: Status of Cancer Pain and Palliative
Care, Joumal of Painand Symptom Management, 1996.

whatis delivered,” wrote the report’sauthors, “but 5 s, Ao sl e s R iy e, M i

chiefamong themisa shocking willingness by many Watch, 2009.

from legal recognition of the rightto palliativecare,” hesays, but he points to problems with coverage.
This is reflected in theIndex: although Hungary scores relatively welloverall, it ranks 29th in the
Availability category. Notably, even though Hungary has taken the unusual step of giving palliative care
legal recognition, it has nonational end-of-life carestrategy.

Professor Clark believesthat while policy statements are important, they areonly valuable if backed
up by thedevelopmentofservices. “There’sa lot of interestin the symbolic language of getting palliative
careinto these high-levelstatements of policy,” he says. “Butit also has to getinto the bloodstream of
policy, and into the funding and reimbursement programmes—and most countries are struggling to move
forward from high-levelstatements to realaction and investmenton the ground.”

Integration of careinto mainstream services

Afew years ago, the Australian state of Western Australia decided to close its last purpose-built,
freestanding hospice and devolve thebedsto a number of district hospitals in order to betterintegrate its
services. Elsewhere, however, evidence of the integration of end-of-life care into mainstream healthcare
provisionis more mixed. Inits 2006 study theIOQELC found that, of the 234 countries it reviewed, only
35 of them (or 15%) had achieved any notable level of integration with wider mainstream healthcare
providers.2” And while the UK is admired forits pioneer role and its extensive provision of end-of-life 7 T0ELC, op. cit
care, charitable hos pices still provide a large proportion of thenation’s hospice and palliative care R
through facilities that are owned and managed separately from the National Health Service (NHS).
NHShospices can be separate facilities located on NHS hospitaltrust sites, while charitably funded
non-NHS hospices remain separateentities.“The other NHS hospices have notbeen part of acute
hospitalsbutare part of community services,” says Mr Praillof Help the Hos pices. “And some of those
have been asked to adopt charitablestatus,such asthehospiceonthelsle of Wight.”
In South Africa, palliative care has long been seen as anon-governmental function, although the
HIV-AIDS epidemic has prompted health ministers to re-examine models of palliative care. “Thepeople
we talk to atthe level of nationalhealth and social servicesarevery supportive of palliative care,” says Dr
Gwyther ofthe HPCA. “But beingin a relatively resource-constrained setting, the government has looked
atprimary carein generaland the primary form of palliative care as being acommunity-based service.”
DrGwyther adds that effortsarenow being made for greaterintegration, however. “Whatwe're trying
todois ensure that palliative careis also part of the formal healthcare system in hospitals and clinics so
people can access it without needing referral to a hospice.

© Economist Intelligence Unit 2010
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As end-of-life care developsin other parts of theworld, these kinds of
models are not necessarily the onesbeing followed. This is particularly true in
Europe,according to University of Glasgow’s Professor Clark. “Across most of
Europe palliative careis developing, whereit’s developing atall, aspart of the

healthcaresystem ratherthanas asocialmovement,” he says.

Some examples stand out. Professor Clark believes that Poland’s position
inthe top 15 countriesinthe Indexispartly due to the integration of end-
of-lifecareservices. “Since the collapse of communism, Poland has had an

integrated approach to service development, policy and education,” he says.

Figure 11
Poland Score/10  Rank /40
Overall score 6.0 15
Basic end-of-life healthcare 5.3 25
environment
Availability of end-of-life care 4.8 10
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“Ithas rolled out service across the country, accredited palliative medicine
and developed robusttraining programmes.”

In Australia, meanwhile, most has been done to integrate end-of-life care
more fullyinto acute care services provision. “There’s been a diminution of

Quality of Availability of freestanding hospice beds in general,” saysDr Currow of Cancer Australia.
end-of-life < end -of-life " . . .
are are ‘And the co-location of services at least on the same campusis seen as

Costofend-of-life care

Source: Economist Intelligence Unit.
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Uganda: abeaconinAfrica

With the rapid spread of HIV-AIDS throughout sub-
Saharan Africa, the gap between demandand supply
forpalliative careon the continent remains wide.
However, a model developedin Uganda has shown
whatis possible, giventhe right fundingand policy
support.

Hospice Africa Uganda was founded in 1993, and
originallyoperated froma two-bedroom house loaned
to the organisation by Nsambya Hospitalin Kampalla.
Itis now seenasone of Africa’s best examples ofend-
of-life care. Largely as a resultofthe work of Hospice
Africa Uganda, the government has included pain relief
and palliative are in its homecare package.28

And while littlefundingis available from the
Ugandangovernment(Hospice Africa Ugandais
supported through charitable donations, many of
them from the UKand other developed nations), policy
support hasenabled doctors to of ferpainkillersto
their patients. “Palliative care hasbeen a priority in
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important.” Headds almost 90% of Australian teaching hospitals have onsite
palliative carefacilities, far higher than the US or UK.

Professor Kellehear of Bath University argues that the hospice movement
needs to think even more broadly aboutintegration and the kinds of
alliances it needsto establish, such as thosewith professionals such as grief

Uganda since 2000,” says Anne Merriman, founder of
Hospice Afria. “It'sbeen part of the health strategic
plan, which saysthat palliative careisan essential
clinical service for all Ugandans.”

The movement’s success in Uganda analso be put
down to training, something on which Hospice Africa
Uganda spends about half of its funding. “Ourbiggest
way of spreading palliative careisto train people,” says
Dr Merriman. “We started teaching medicalstudents
as soonas we camein1993andnow everyone who has
qualified since then knows what palliative careisand
that’s made a huge difference,” says DrMerriman. In
2002 Hospice Africa Uganda established a distance-
learning Diploma in Palliative Care in partnership with
Makerere University.29

Progress hasalso beenmadeinUganda on access
toanddeliveryofopioids. Comingintothe countryin
powdered form, morphineisdilutedand colourcoded
accordingtoitsstrength. “Nursesare prescribing
opioids, and that’salmost unheard of anywhere —
normallyonly doctors can prescribe opioids,” says
David Praill of Help the Hospices. “And these are
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Figure 12 Ugandannurseswho have been through nine months
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Source: Economist Intelligence Unit.
counsellors and community workers. “Partnerships between end-of life care services and p ublic health
services areimportantlinks to forge,” hesays, “so they can add value on to each other’s work.”

Building capacity for home-based care

Hospiceand palliative careis often thought of as being delivered from within aninstitution, asitwasin
the early days of the hospice movementin Britain. However, thisisnotnecessarily thecase. Inthe US,
for example, of the 700,000 patients who receive palliative care each year, more than 75%die athome,
according to the National Hospice and Palliative Care Organization (NHPCO).

“The idea of hospice care as a building and a separate facility is a misperception,” saysMr Connorofthe
WPCA. “Increasingly thevast majority of palliative careis home-based care.”

Some hospice movements started as homecare services, as was the case in Singapore, wherein 1987
pioneersfrom the Canossian sisters, a Roman Catholic religious order, launched avolunteer homecare
initiative. (Secularin nature, this was first launched under the Singapore Cancer Society and later became
the Hospice Care Association, renamed HCA Hospice Care.) Meanwhile, in many developing countries,
homecare isdelivered by necessity through lack of funding forany form of palliative care infrastructure.

However, Dr Gwyther of the HPCA stresses that without supportservices, community-based care by
non-professionals can leave patients without adequate pain control or counselling.”“Theimportant thing
is to build the capacityin the home-based care organisations so thatif anon-professionalis goinginto a
person’shome, they've stillhadtraining in palliative care,” she says.

© Economist Intelligence Unit 2010

31



The quality of death
Ranking end-of-life care across the world

And when it comes to full hospice services delivered at home, thesavings are not necessarily that great

overin-patient care. Professor Radbruch of the EAPCcites the example of Germany, where new legislation

allows reimbursement for homecare. “It costs about 200 eurosa day for full provision of care athome,

whichisthesameamount as a hospice would charge,” he says.

Technology may eventually beableto changethis. Forastart, in some of theworld’spoorest and most

remoterural areas, mobile phones are helping connect people with end-of-life care. “Mobile phones

havemade atremendous difference,” says Dr Merriman of Hospice Africa. “Almost everybody can reach

someonenearthem who has a mobile phone. And we offera 24-hour serviceso when they callus, we get

backto them.”

InTaiwan, healthcare professionals have long been ableto connect patients at home with their hospice

p hysicians via videophone and, more recently, have been ableto monitorthe condition of patients via

web-enabled mobile phones. “All these technologies mean the patient can stayat home,” says Professor

Wang of Tzuchi University.

Softwarefrom IBM, for example, allows personal medical devicesused for patient monitoring to

stream data from routine evaluations directlyinto an electronic personalhealth record, giving physicians

moretimely feedback on their patients’” conditions. These systems can also be used in conjunction with

interactiveonlineapplications such asGoogle Health and Microsoft’sHealthVault.

Mr Keckley of Deloitte sees tremendous potentialin such systems for end-of-life care.”Home monitoring

devices, distance medicine and the ability to leverage family membersas part of health coaching are all

innovations that make end-of-life care more cost effective, moreaccessible and better,” he says.

Such technologies could also help more people to stayin theirhomes for longer, orto dieathome—

something thatwould beseen as progressforthose who advocatefortheright for more people to die at

home.IntheUS, forexample, NHPCO research found that while 80% of Americans said they wished to die

at home, of the 2.4m dying every year, fewer than 25%actually did so.

1 —
The importance of training

Inadditionto factorssuch as policy support andaccess to opioids,
capacity buildingisan essential factorin spreading access to end-of-
life care, from providing specialist education for physiciansand nurses
to better equipping volunteers and community workers. Training

in other disciplines, such as counseling,isalso important when
considering the broader issues that end-of-life care must address.

“Ourbiggest wayof spreading palliative careis to train people,”
says Anne Merriman of Hospice Africa. “And 50% of ourwork and of
our finance goes into training people.”

While Dr Merriman’s efforts are supported through philanthropic
fundingand internationalaid, some countries underpin their policy
supportwith robust training programmes. In Australia, for example,
a specialty-training programme has been available since the 1980s.
And while Canada has no specialty-training schemes, the countryhas
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developed core competenciesand curriculain all 17 medicalschools.
Health programmesinschools of social work and nursing are currently
working onincluding content on palliative care, according to Sharon
Baxter of the Canadian Hospice Palliative Care Association.
Unsurprisingly, countriesthatrank poorly in the Quality of End-
of-Life Care category of the Index also do badlywhen it comesto
training, with China and India amongthe poor performers.InChina,
thereisnogovernment funding fortraining, according to Luo Ji-Lan
of the Chinese Association for Life Care. Meanwhile,inIndia, Human
Rights Watch has highlighted the fact that, becuse neither palliative
care norpaintreatment are government priorities, healthcare workers
do not receive the necessary training to provide these services.
However, even in developed countries, training in end-of-life
care remainsinsufficiently well established. “There’s stilla problem,
startingat the ground level, in that the vast majority of healthcare
professionals in most countries don’thave palliative care skills,” says
Stephen Connor ofthe WPCA.
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5. Conclusions

hile few would argue againstthe need for more funding for end-of-life care, moneyis notthe
Wonly barrier to the accessibilityand quality ofthat care. Many factors hamper progress in this
field—from cultural taboos and lack of understanding of end-of-life care, to the geographic dis persal of
populationsin some countries and the futile use of life-preserving medicaltechnologiesin places such
asthe US.

Of course, sufficient funding is important, particularly in developing countries where scarce financial
resources and the magnitude of competing problemsmeans thereis often little money left with which to
pay for hospice and palliative care services. High-level political commitmentalso plays avitalrole, as long
as it is matched with coordinated policy. Legislation improving access to opioids—aswell asinstruction
for physicians and community workers in theiradministration—will be crucial if millions around theworld
are not to be leftto diein agony. Astrategy withoutaccess to basicd rugswill not help those needing
care. Technology, too, may help doctors managetheir patients’ conditions remotely, allowing more
people to stayathome for longer.

However, thehuman factor should notbe underestimated, for end-of-life care is about far more than
medical treatments and painkillers. Certainly, alack of trained doctors and nurses is oneimpediment
toimproving quality of death. But end-of-life care must bea multi-disciplinary effort. Complex
psychological problems arisewhen death is in view, particularly when it comes to the death of children.
And counselling is necessary not only for the dying, butalso for theirfamilies, requiring sensitive
personalcarethatextends beyond death, through the grieving process. The costof such servicesishard
to measure in numbers or in dollars.

Thispresents problems when it comes to funding models, particularly in the US where thecurrent
healthcaresystem rewards medical providersfor procedures ratherthan outcomes and hospices are
paid on a daily basis, usually regardless of length of care. As moreand more people spend longer living
with chronicillness, the challengewillbeto come up with payment models that reflect this. And as
governmentsrely more heavily on family members, they will also haveto address the opportunity costfor
those individuals in giving up work to look aftera relative.

Many therefore seeanimportant role for community-based carealong the lines of that provided in the
Indian stateof Kerala, where teams of committed volunteers deliver services to patientsin the home. Yet
while homecare is seen as desirable and more affordable, in orderto match thequality ofcaredeliveredin
anin-patientsetting, significantamounts of training are required before patients suffering from chronic
illnesses can receive quality care at home.

Governmentsand providers are in a race against time—h owever quickly they can beef uptheir end-of-life
careinfrastructure, they may stillnot be able tomeet the even faster pace at which their citizensare reaching
anageor condition where they needthose services. So while calls echoaround the world for end-of-life care to
become enshrinedin nationaland internationalpolicy as a human right, the realityis that—even if it achieves
that status—for much oftheworld’s population, such a commitmentwill exist on paper only.
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Appendix: Index methodology

The Quality ofDeath Index measures the current environment for end-of-life care services across 40
countries. The Indexscores countriesacross four categories—Basic End-of-Life Healthcare Environment,
Availability of End-of-Life Care, Cost of End-of-Life Careand Quality of End-of-Life Care—com prising 24
individualindicators. Theindicators fallinto three broad categories:

Quantitative indicators: Eleven of theIndex’s 24 indicators are based on quantitative data—for
example, life expectancy and healthcare spending as % of GDP.

Qua litative indicators: Ten of the indicators are qualitative assessments of countries” end-of-life care
standards, for example “Public awareness of end-of-life care”, which is assessed on a scale of 1-5 where
1=little or no awareness and 5=high awareness.

Statusindicators: Three of the indicators describewhether something is or is notthe case, for example,
“Existence ofa government-led national palliative carestrategy”, for which theavailable answersareYes,
No orIn Progress.

Data sources

A team of in-houseresearchers from the Economist Intelligence Unit collected data for the Indexin
February 2010. Wherever possible, publicly available data from official sources have been used. Primary
sources included the World Health Organisation, international healthcare industry groups and national
statisticaloffices. A complete list of sourcesisincluded in the table of indicators at theend ofthis
appendix.

Indicator normalisation

Inorderto beable to compare data points across countries, aswell asto construct aggregate scores for
each country, theprojectteam had to first make the gathered data comparable.

Todo so, thequantitative indicatorswere “normalised” on ascale of 0 to 10 using a min-max
calculation, where thescore isthe standard deviation from themean, with the best country scoring 10
points and the worstscoring 0.

Qua litative indicatorswerenormalised by rebasing the range so that scores lie between 0 and 10. For
example “Political instability risk” is a rating in the range 0-100. This rating is normalised by dividing by
10.

Statusindicators were normalised as a two (or three) pointrating. For example “Existence of a
government-led national palliative care strategy”is normalised so that “Yes” scores 10, “In Progress”
scores 5and “No” scores 0.
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Index construction

TheIndexisanaggregatescore of all of the underlyingindicators. The Indexis firstaggregated by
category—creating ascore for each category (for example, Basic End-of Life Healthcare Environment)—
and finally, overall, based on the compositeofthe underlying category scores.

To createthe category scores, each underlyingindicator was aggregatedaccording to an assigned
weighting. The category scores werethen rebased onto a scale of 0to 10.

Example calculation of “Basic end-of-life healthcare environment” category score for Australia

No rmalised Weighted

Indicator indicatorscore Weight score
Politicalinstability risk 8.50 X 5.00% = 0.43

GDPperhead ($ at PPP) 6.70 X 7.50% = 0.50

Oldage dependency ratio 5.09 X 7.50% = 0.38

Life expectancy at birth 9.85 X 7.50% = 0.74

Healthcare spending (% of GDP) 4.50 X 15.00% = 0.68

Numb er ofh ospital beds per 1,000 non-accidentaldeaths 3.08 X 7.50% = 0.23

Numb er ofd octors per 1,000 non-accidentald eaths 6.74 X 10.00% = 0.67

Number ofnursesper 1,000 non-accid ental deaths 6.15 X 10.00% = 0.62

Socialsecurity expenditure onhealth 0.00 X 15.00% = 0.00

Nationalpension scheme coverage 9.22 X 15.00% = 1.38

BasicEnd-of-Life Healthcare Environment (sum of weighted 5.63

scores)

The overallIndex score is calculated in the same way as the category scores—that s, as the weighted
sum of the category scores, rebased onto a scaleof0-10. An example is shown below:

Example calculation of overallscore for Australia

Normalised Weighted
Category category score Weight score
BASIC END-OF-LIFE HEALTHC ARE ENVIRONM ENT 5.63 X 20.00% = 1.13
AVATLABILITY OFEND OF LIFE CARE 6.91 X 25.00% = 1.73
COSTOF END OFLIFE CARE 9.00 X 15.00% = 1.35
QUALITY OF END-OF-LIFE CARE 9.13 X 40.00% = 3.65
Overallscore (sumof weig hted category scores) 7.86
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List of categories, indicators and their weightings in the Index

Indicator

Unit

Source

Weight

Politicalinstability risk

GDPperhead ($ at PPP)

Oldage dependency ratio

Life expectancy at birth
Healthcare spending (% of GDP)

Numb er ofh ospital beds per 1,000 non-accidental
deaths

Numb er ofd octors per 1,000 non-accidentald eaths

Numb er ofnursesper 1,000 non-accid ental deaths

Socialsecurity expenditure onhealth

Nationalpension scheme coverage

Rating 1-100,
100=high est risk

USD at PPP
%

Years

%of GDP

Hospital beds per 1,000
non-accidentaldeaths

Doctors per 1,000 non-
accidental deaths

Nursesper 1,000 non-
accidental deaths

% of general government
expenditure

%

EIU RiskBriefing

EIU CountryData
EIU CountryData
US CensusBureau International Data Base

WHO StatisticalInformation System

WHO / EIU calculation

WHO / EIU calculation

WHO / EIU calculation

WHO

OECD par ticipation data forthe eligible workforce; various
nationalsources

5.00%

7.50%
7.50 %
7.50%
15.00%

7.50%

10.00%

10.00%

15.00%

15.00%

Availability of hospices and palliative care services
per million po pulation aged 65 and over

Availability of volunteer workers for end-of-life care
support

% of death touched by end-of-life care

Existence of agovem ment-led national palliative
carestrategy

EOL facilities per million
65+

Rating1-5
Rating 1-10

(Yes/In progress/No)

EIU calculation

Ratings based onvolunteer counts from country-s pecific
palliative care workforce reports

Expert interviews / EIU estimates

Ministries of Health published documents

35.29%

23.53%

17.65%

23.53%

Availability of publicfunding for end- of-life care

Financialburden to patients foravailab le end-of-life
careservices

Average payment by patientforend-of-life care
service per week

Rating1-5

Rating 1-5

USD/ week

European Association of Palliative Care, interviews

EIU calculation

Interviews,published literature

40.00%

50.00%

10.00%

Public awarenessof end -of-life care
Training for end-of-life carein medical schools
Availability of pain killers

Accreditation for end-of-life care providers
Do ctor-patient transparency
Govemmentattitude towards end-of-life care

Do notresuscitate (DNR) policy

Rating1-5
Rating1-5
Rating 1-5

(Yes /No)
Rating1-5
Rating1-5
(Yes /No)
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Ministries of Health, country palliative care advo cacy
organisations

European Association of Pal liative Care

Pain Policy Center's comparisonsof consumptionvs. need,
interviews, Europ ean Atlas of Palliative Care

“Palliative Carein the European Union”, May 2008
Interviews, published literature
Ministriesof Health published do cuments

Alzheimer Europe Assessment, Aug 2009

25.00%

10.00%

10.00%

15.00%
20.00%
10.00%
10.00%
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