White Paper on standards and norms for hospice and

palliative care in Europe: part 1
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Recommendations from the European Association for Palliative Care
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In this official position paper of the European Association for Palliative Care (EAPC), Lukas
Radbruch, Sheila Payne and the Board of Directors of the EAPC outline and explain the
association’ s recommendations for a common terminology and common quality norms
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1. Background

1. HE

The modern hospice movement was introduced by Cicely Saunders with the opening of St
Christopher’ s Hospice in London in 1967. However, as early as 1975, Balfour Mount found a
confusion of terms when he looked for a designation for his new inpatient unit in Montreal,
as in French-speaking Canada ‘hospice’ was already used in a different context, leading to the
introduction of the term ‘palliative care’
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The struggle for a common language has been going on since then in hospice and palliative
care throughout the world and has hampered the development of international standards and norms.
Recently, the European Association for Palliative Care (EAPC) commissioned a survey on the
development of palliative care in European countries. The Task Force on the Development of
Palliative Care in Europe, led by Carlos Centeno and David Clark, has just published the results
in the FAPC Atlas of Palliative Care in Europe, providing for the first time valid data for
comparison of the state of palliative care across BEuropean countries.®  This evaluation
showed some common structures, but also a wide variety in the structure of service
development and care delivery. These differences are at least partly related to different
understanding of the underlying concepts and the terms of palliative medicine. The
development of a common terminology has been claimed as a prerequisite for meaningful
comparisons. ’
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Following this lead, the EAPC is now putting forward suggestions for a common European
terminology following a consensus process with the national associations. Norms will be
defined on the basis of this consensual terminology. Guidance on norms and standards are
necessary not only for healthcare professionals working in hospice and palliative care
settings, but also for decision—makers in healthcare who are responsible for adequate access
to palliative care for patients.
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With the ongoing development of palliative care throughout Europe, decision—makers are
challenged not only to decide where and when palliative care services should be developed,
but also how they should be equipped and configured. Adequate structural quality is a
prerequisite for high quality of care. Administrative and political decision—makers will aim
for cost—effectiveness, and try to reduce costs by allocating a minimum of staff or
reimbursement. Care providers will negotiate for adequate staff resources necessary for high
quality of care. In this conflict, both sides will seek guidance on structural quality.

RN 2R CHEETTH Th 28EM7 TICB LT, BURRER L, T2EHICWS 8 TR 7 % &
Bl _RE), 2V EDHRRLT, FOXITLUTHEMS T 2 %E LEMICBE T, &I EICh
BT & TH D, ZUMEZBLEINTZEREED, SWEOr 7 OO ORIRGNTH 5, 1TERY,
BURMBURIREF 1L, BRAXREZ BEE T 208, RFFICEHEIRLRAATHND DT, /RO
EWEERD D, FTEEENTHEREEITE Y ETHD1L, BOREWTT 2 Eiid 2880545 T
MR EEE RO TOZETHD, ZDOL D AN KORWICBWNT, WH &7 7 OE % HR
THOHAX AR LRDDLDTH S,

In this paper, the EAPC presents norms on structural quality for the provision of palliative
care with in— and outpatient services in different settings. This White Paper takes into
account the different concepts in the European countries and regions. This is acknowledged
by the description of norms rather than the definition of standards. Whereas standards would
imply an absolute limit below which quality palliative care is not possible (minimal
standards), norms represent a consensus on quality goals that have to be aimed for

(aspirational norms). If (or when) norms are achieved, high quality can be safely expected.
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B Promote quality and reduce variation in newy
and existing programmes

m Develop and encourage continuity of care Box 1. Aims/goals of palliative care norms®
across settings

m Facilitate collaborative partnerships among
palliative care programmes, community
hospices and a wide range of other healthcare
delivery settings

W Facilitate the development and continuing
improvement of clinical palliative care

programmes = <Ky 7 A1.> BT T7TICET 5 RZEREORK
B Establish uniformly accepted definitions of the
essential elements in palliative care that S RaB N

promote guality, consistency and reliability of
those services

B Establish national goals for access to quality
palliative care

B Foster performance measurement and quality
improvement initiatives
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2. Methods
2. Hik

This White Paper is designed to provide guidance and recommendations for service providers,
stakeholders and decision—makers. The first draft was presented at a cancer conference in February

2008 during the Slovenian presidency of the European Union.
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As previously stated, the EAPC presents norms and working definitions rather than standards.
Standards set rigid limits with cut—off values, implying that units not achieving them would
lose their specialist status. EAPC norms affirm how things ought to be to provide high—quality
palliative care, but services that do not meet one or more of these norms due to local or
regional differences will not be discriminated against. Taking into account the differences in
the healthcare systems as well as different cultural backgrounds, it does not seem possible to
agree on standards with national associations in more than 20 countries. However, a consensus

on norms does seem realistic.
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The Board of Directors of the EAPC gave the remit of preparing this paper to a writing
committee (Saskia Jiinger, Sheila Payne and Lukas Radbruch). The draft manuscript was reviewed by
experts within the EAPC (Franco De Conno, Carl—-Johan Fiirst, Geoffrey Hanks, Irene Higginson, Stein
Kaasa, Phil Larkin, Friedemann Nauck). The draft was revised with the feedback from these experts
and this revised draft was circulated to the Board members of the national member associations
of the EAPC. Feedback from the national associations was elicited with a Delphi procedure,
asking for the level of agreement or disagreement with each norm suggested. Representatives of
35 different national hospice and palliative care associations from 22 European countries have
participated in the consensus procedure. Using the feedback from the Delphi process, a final
revision of the paper was prepared. This final version was submitted to the Board of Directors of
the EAPC and adopted as an official position paper.
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2. 1 The purpose of norms

2. 1 ZFHEEEZEDDIEXN

Norms can be developed on a national and a regional/local level. The national level represents
a uniform strategy for development and control; it can save time and energy. At the regional or
local level, the national norms are adapted to the specific characteristics of the respective
regions or institutions. Evidently, the best approach results from a combination of both. *
The introduction of norms presumes a far-reaching consultation and agreement with all involved
participants, in order to ensure validity, as well as relevance. The aims and goals of

palliative care norms are outlined in Box 1.
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2.2 Key areas of norms in palliative care
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This paper is not based on a systematic review, but rather on a scoping of publications and
other sources from acknowledged official institutions such as the Council of Europe. The key

areas outlined in this paper have been derived from existing documents on norms and standards
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in palliative care from different organisations, associations, nations and committees.®” This
paper covers the following key elements of palliative care:

Definition and terminology of palliative care and hospice care

Common values and philosophy

Levels of care

Patient groups

Services and settings
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Other key areas - such as availability of, and access to, services; education for healthcare
providers; clinical audit and documentation standards; public education and awareness; and

research - are not included in this paper and will be covered separately.
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2.3 Sources of bias
2. 3 XNATRADFE

The consensus—building process on norms for quality palliative care in the European Union bears
several challenges due to the considerable heterogeneity of service provision in the
different countries. Some types of services have been developed only in certain countries.'
for example, the results of the study of the EAPC Task Force revealed that, among 52 European
countries, only five countries have a well developed and extensive network of inpatient
hospices. In contrast, other countries have a much higher proportion of home—care teams. This
leads to the question of whether a common approach will do justice to the different regional,
geographical and cultural focuses regarding the provision of palliative care. The same is true
for the issue of terms and definitions. Herein, the task of attaining consensus might be even
more challenging than in North America. After all, the European Union consists of countries
with millennia of history and language that keep them separated - and it must be acknowledged
that there is a lot of pride in the differences.®
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Therefore, the consensus building process has to take into account whether European norms of
care provision can be dovetailed to the respective demographical and cultural aspects in the

different countries and regions.
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Palliative care policy is a rapidly evolving field; since the start of the European consensus
process, two important government reports have been published. In July 2008, the End of Life
Care Strategy for England was published by the Department of Health;® 1in April 2009, the
second edition of the consensus guidelines of the National Consensus Project of the USA was
released.® The updates of this second edition, as well as specific guidelines of the Endof Life
Care Strategy, could not be considered in the European consensus process. By means of a post hoc
validation, the writing committee has verified that the statements in this White Paper are
still in accordance with the recommendations in these recent documents.
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An effective European approach to quality palliative care demands an unambiguous use of terms
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3. Terminology

3. BHMMHE

The attempt to examine and compare palliative and hospice care in Europe revealed a
heterogeneous terminology. ' The differences in terminology did not only appear in the
scientific literature, but also in texts of law, government bills and expert statement of
relevant associations. ! For example, by means of a discourse analysis of palliative care
definitions, Pastrana et a/ have noticed the use of different terms referring to overlapping
medical fields such as ‘hospice’ , ‘hospice care’ , ‘continuing caring’ , ‘end-of-life
care’ , ‘thanatology’ , ‘comfort care’ and ‘supportive care’ .!! Moreover, different terms
may trace back to different cultural backgrounds. For example in the German language, there is
no direct equivalent for the term palliative care, and thus ‘Palliativmedizin’ is used both
for palliative care and palliative medicine.!' However, the synonymous use of ‘Palliativmedizin’
(palliative medicine) with palliative care has led to concerns about a medicalisation of
to
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palliative care in Germany.!' Therefore, some expertsevenused the English term
differentiate from palliative medicine. Only in the last year has the term

‘Palliativversorgung’ been accepted as synonymous with palliative care. Similarly, in other
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European languages, it is not evident in how far the same concepts are intended by the term
officially used for palliative care (see Table 1).
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It is obvious that an effective European approach to quality palliative care demands an
unambiguous use of terms, which implies, as a prerequisite, the mutual agreement on the
definitions of these terms. The Task Force on the Development of Palliative Care in Europe has
compared service development and provision of care in 42 European countries in the Atl/as of
Palliative Care.” In a critical appraisal of the At/as, the importance of a common language
was underlined, as comparative charts will only have leverage when they are based on a shared
3

language where the same word will have the same meaning in each country where it is used.
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Realising that full consensus will not be possible within the scope of languages and
cultures 1in Europe, the EAPC will use the following working definitions of palliative care and
hospice care.
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3.1 Palliative care

3. 1 &Rr7

Palliative care is the active, total care of the patient whose disease is not responsive to
curative treatment. Control of pain, of other symptoms, and of social, psychological and
spiritual problems 1is paramount. Palliative care is interdisciplinary in its approach and
encompasses the patient, the family and the community in its scope. In a sense, palliative care
is to offer the most basic concept of care - that of providing for the needs of the patient
wherever he or she is cared for, either at home or in the hospital. Palliative care affirms
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life and regards dying as a normal process; it neither hastens nor postpones death. It sets

out to preserve the best possible quality of life until death. 2
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Despite the cultural differences regarding the palliative care approach across Europe,
the EAPC definition of palliative care has had a unifying impact on the palliative care
movements and organisations of many Furopean countries.'® The EAPC definition is slightly
different from the definition of the World Health Organization (WHO), given below.
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Palliative care is an approach that improves the quality of life of patients and their
families facing the problems associated with 1ife—threatening illness, through the prevention
and relief of suffering by means of early identification and impeccable assessment and

treatment of pain and other problems, physical, psychosocial and spiritual.
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This WHO definition has replaced an older definition of the WHO that was restricted to
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patients ‘whose disease is not responsive to curative treatment The new and modified

WHO definition from 2002 extends the scope of palliative care to patients and families

‘facing the problems associated with life-threatening illness’ .'°
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3.2 Hospicecare
3. 2 RRAERTT

Hospice care is for the whole person, aiming to meet all needs - physical, emotional,
social and spiritual. At home, in day care and in the hospice, they care for the person who
is facing the end of life and for those who love them. Staff and volunteers work in multi-
professional teams to provide care based on individual need and personal choice, striving to

offer freedom from pain, dignity, peace and calm. '’
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The definition of hospice care meets with much less consensus than the definition of
palliative care. There seem to be fundamental differences in the understanding of hospice care,
which probably reflect the different ways that hospices are used in Western Europe. In some
countries, there is a clear distinction between hospice and palliative care, whereas in other
countries, the terms are used synonymously. If a distinction is made, it can be related to
the institutional framework, describing a palliative care unit as a ward within a general
hospital versus an inpatient hospice as free—standing service.
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However, the distinction can also relate to the indications for admission or the type of
interventions offered. Using this framework, in Germany, for example, a palliative care unit as
part of a hospital primarily aims at crisis intervention and medical stabilisation, whereas
an inpatient hospice provides end—of-life care for patients who can not be cared for at home.
This categorisation would not be used in other countries
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In some countries, a similar distinction is made for outpatient services. In Germany,
palliative home—care services focus on nursing, whereas home—care hospice services mainly
provide volunteer psychosocial support.

B HETIE, AREEOHISITE N TRBRORENFEAEL TWD, RA Y Tl EEEMT 7% —

EATEHMNEICESARDH TONTNDN, EEFRAEAY—EATIIRT VT 4 TIZ L D LEEART

XN ELS LTRSS TV D,

In some countries, the meaning of hospice represents the philosophy of care more than a
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certain type of setting where care is provided. In Germany, for example, hospice work

has been used predominantly for the provision of care that has developed as a community movement,
depending strongly on volunteer engagement, whereas palliative care and, more specifically,
palliative medicine are seen as a medical field.
HOLETIE, RAEVAOEWKRT L L AL, HOLMOT T gt 4 25l nwo Lo, 77
KNTLHEFEDODLOZERL TWD, L& XX A Y TiE, RAVZRORY AL ITEE LT,

T T 4 TR ARAF LT lldEB OO L D& L TR L TE 2 7 otz 8k 25 —77,
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A7 T & DI RERMERIIESO i E L THFE ST D,

However, as the underlying philosophy as well as the definitions of palliative care and
hospice care overlap to a large extent, we will use the term ‘palliative care’

throughout this paper to represent both hospice and palliative care.

UL S, JRERXAREE D R A AT MO, M7 7 OERICIE T 22 EZDH 2
CIED, RBIZBWTIRABCREEMZF 7T OMF2EWT 500 L LT EMZT] v HRE
fEAd 22 & & Lz,

3.8 Supportive care

3.3 XEFHST

Supportive care is the prevention and management of the adverse effects of cancer and its
treatment. This includes physical and psychosocial symptoms and side—effects across the entire
continuum of the cancer experience, including the enhancement of rehabilitation and
survivorship. !° There is considerable overlap and no clear differentiation between the use of the

terms ‘palliative care’ and ‘supportive care’

TR T LiX, BDADORE, RO, TORBICIH268EFEFRIETL500E THOZ L TH D,
TR, DADIRBR TRk D FRR R VD ERESRER EEIER NG £, U T—a
WS 3 — (RRERE) & L TCoITEZRET L2 bEEND, £ ZICEFBETXEEET Y
DDV BT LN T ) FHEEOMEWITIIARHE TS 5,

However, most experts agree that supportive care is more appropriate for patients still
receiving antineoplastic therapies and also extends to survivors, whereas palliative care has
its major focus on patients with far advanced disease where antineoplastic therapies have been
withdrawn. 2 However, a national survey in Germany has shown that 9% of the patients in
palliative care units received chemotherapy.?' Cancer survivors would not be included in the
target groups of palliative care. On the other hand, palliative care covers not only cancer
patients, but also other patient groups with life—threatening disease.

L LR b, KD OFMARNR &5’@/‘6 Llick b, ZXF TN ARREEZIT TV 5D
G, &5V, A AIER T 55A AN H D, ZUTx LT, BTy 7 O H550%, 1R
ﬁﬁ‘]ﬁ?ﬁh?ﬁﬁ%ﬁ%@f:%ﬁ}%i‘h%%‘@%E)o LA FAYOREREIC LT BT T RIS
WDEBED 9 %MEFIRIEEZZ T TV e, BAY S, S— (REBRE) 1387 7 O GERICITE £h
RNTohA D, i, M7 TIE. BDABEORRLT, ZRUSNOEMITIERD & DI 0> T
WDIHABRZITEA TN D,

Supportive care should not be used as a synonym of palliative care. Supportive care is part
of oncological care, whereas palliative care is a field of its own extending to all
patients with life—threatening disease.

IER T TR 7 ORIFEFHEE LTHOW LN NE TIERW, KRN 7I3ERE T O—#Th 2,
ZHUSK LTRRA T 71, A DfERD & DIWR LA T2 BB 22 R & Loz o,

3. 4 End-of-life care
3.4 ZUFRZFTFGA757T
End-of-life care may be used synonymously with palliative care or hospice care, with end

of life wunderstood as an extended period of one to two years during which the
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patient/family and health professionals become aware of the life-limiting nature of their
illness.
TR FT  TATHETIE BT T HDHWVE, RAVAFTOREEE L THY NS Z L

Nb, BE /DO BEFBENNEREO 1 -2FLEEL TWDH 25, EREMERILZEORK
DFEBROEINTND LT 2 L 212785,

The term ‘end-of-life care’ 1is widely used in North America and it has been picked up by
regulatory bodies in European countries, sometimes with the understanding that palliative
care is associated predominantly with cancer, whereas end-of-life care would be applicable to
all patients. For example, in England, the NHS /£nd of Life Care Strategy was published in 2008
to improve dying for all patients whever they receive care.®

[ R A7« TA4757 (end-of-life care) | &) MEEIFALK TR W HATEY . BN
# EOFFENLG ORI DT HEYD EIF b TWD A, B, BACEE LS D& LT
THREfRI, S, = R AT - TA T TR, B HBFITHEICINS BT\ D, f
ZIE AT T FTE TERREY—ERCBT 22 R - A7« T4 757 OT5k] 73 2008 4
AT SN, FT 22 TVLTNTOREEZzdRE L THRICOSBEREZEELL Y & Lk,

End-of-1life care may also be understood more specifically as comprehensive care for dying
patients in the last few hours or days of life.

TR FT e TATTIER. NEREZEOEB., B2 WIIERR A2 Z TV D EE DO DA
W TELT, EVRENRLEDE LTHEMENTWSE LR,

End-of-life care in the restricted time frame of the last 48 or 72 hours of life is the goal of
the Liverpool Care Pathway for the Dying Patient. This approach has been promoted to transfer
the hospice model of care to patients dying in non—specialised setting. # used with this
connotation, end-of-life care may also be implemented as a standard of care for dying patients
not requiring palliative care

Btk D A8 e e L T2 il & W O IFRIIRER 22 R« 7« T4 7 7%, Wselicd 2 85

MOV NRTF =N T A2 =4 (LCP) DHIETH D, ZOHIEIX, HWEMIZIHLEEHEDRAE AT

NG FFEDRRISWRWEE OB 2 eES 2 b0 TH 5, BsiEKRIC I, = F - 47 -

TA 7T LI BETHT HIRER ST ORREMRH Y | BRI T O Z & TN,

Considering the ambiguity of the term and the degree of overlap between end-of-life care
and palliative care, no specific reference will be made to end-of-life care in this paper.
2R HBEERETT 2% 6. =0 K37 « T4 757 Lo 7 OEEH S ORE ZRatd 258
DY T D0, KAAETIIFFEOBANO T U R« 47 « JA4 75T 2Rt L TR0,

3. 5 Terminal care

3. 5 —IFNTT

Terminal care is an older term that has been used for comprehensive care of patients with

advanced cancer and restricted life expectancy.

Z—=IFNTTIEEVHETH L, Tk, TRORONZET N ABEIRFHICHN O N TE I,

More recent definitions of palliative care are not restricted to patients with restricted
11



life expectancy in the final stage of the disease. The term ‘terminal care’ , therefore, has

lost relevance and should not be used any more, or only to describe the care given during the

very last stage (the last few days) of illness
BT OFREFN T 7 DEFRIL, ERORKEBE TCTHRORONTZEAEIZRE L THWOLNTWD DT TiE

e, [Z—=IF T o H

FHE. Ledio T BUE, EDNTWARWHEETH Y, (REOEK

HEW9) WRORBOEETEZ BN TWAZ T OERICOBZA NS TN D,

3.6 Kespitecare
3. 6 VARAIXA T

Family members or other primary caregivers caring for a palliative care patient at home may

suffer fromthe continuous burden of care. Respite care may offer these patients and their

caregivers a planned or unplanned break. %

HETEMTZ T 217> CWARIE, HAHNIFr THYEEIX, BEOF 7T OMGRICENLTCLE > Z &
NHD, VAL N7 e, 20X BEOFEME, 77 HEFIC, RN D D W IREEREOKRE %
i+ ThH D,

Respite care can be provided in day—care facilities, inpatient units or through specialist home—

care services.

LASA WIT UL, FATT . ARBEOR, bDEEEY— A & LT LRTRETH D,

Table 1.
Fz1

Conventional terms for ‘palliative care’ in different European countries

B2 DRRINGEENC BT D — I HFEE Lo 47T (palliative care) |

Country Terms for ‘palliative care’ Other terms

Austria Palliativ(e) Care; Palliativmedizin;
palliative Betreuung / TR (relief and fort)
Palliativbetreuung; indernde Fursorge (relief and comfort
Palliativversorgung

Belgium

(Flemish) Palliatieve zorg

Belgium

(Walloon) Soins palliatifs

Republic of
Croatia

Pal jativna skrb

Cyprus

Anakoufisiki frontitha / frontida

Paragoritikes agogis (relief or comfort)

Czech Republic

Paliativni pece

Denmark Palliative indsats; palliative
behandeling (og pleje)

Fr . .

ance Soins palliatifs Accompagnement de fin de vie

b (accompaniment at the end of life)

Ger .. - . . . .

Sy Palliativmedizin; Palliativversorgung Hospizarbeit ([volunteer] hospice work)
Greece

Anakoufistiki frontida
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Hungar
saty Palliatv ellts

Iceland Liknarmedferd / liknandi medferd

Treland Palliative care

Israel . . ... ..
srae Tipul tomeh / tomech; tipul paliativi Palliative care
Italy Cure palliative
Latvia Paliativa aprupe
The Netherlands Palliatieve zorg Terminale zorg (terminal care)
Norway Palliativ behandeling; palliati
Oisoiz.lv ehandeling, paiilatlv Lindrende behandling og omsorg (relief
palliativ madisin; palliativ pleie and comfort) ; palliative care
Portugal Cuidados paliativos
Spain Cuidados paliativos
Sweden o i o o
Palliativ vard; palliative medicin
Switzerland
Palliative Care; Palliative Betreuung
UK Supportive and palliative care; end—of-

Palliative care; palliative medicine -
life care

4. The philosophy of palliative care
4. BERr T OEE

Despite the differences among national approaches to palliative care, a series of common
values and principles can be identified in the literature, which have been recognised and

endorsed by hospice and palliative care activities. 't

BENCBT AN TIZRT A7 7o —FIhB VRS A0 0bh b3, —#o @3 AhEeE &
JFERN R FICERD BV TCWA D, ZHUTARA AR OSER 7 7 OIEENCB W TER I N A,

Throughout the European countries, a set of common values is acknowledged among palliative
care experts. This includes the value of patient autonomy and dignity, the need for

individual planning and decision—making and the holistic approach.

BN E DTSN TS —# oM@ LIz iE@losigzfin s 7 oM FRICIT L <o Tind, Zh
(Zid, BE ORELE BRI D ME, BRI OIEHREE & B ORE, EARXNSOBLEERETEND,

4. 1 Autonomy

4. 1 H#EM

In palliative care, the intrinsic value of each person as an autonomous and unique
individual is acknowledged and respected. Care is only provided when the patient and/or family
are prepared to accept it. Ideally, the patient preserves his/her self-determination regarding
the power of decision onplace of care, treatment options and access to specialist palliative

care.
13




AT 7BV TIE, B, £ NMA ONIHER SN TWD L, 2OoBHINATND,
Thzlfid, RO/ HoH0E, BERENZITIANONLHEIZORT TRk sn 5, HImiIZix
7T a2 DG S BAE, IR OB, SRR S T ORI O] 2 BE TR - TV D

Patients should be empowered to make decisions if they wish. This requires the provision
of adequate information on diagnhosis, prognosis, treatment and care options and all other

relevant aspects of care.

HrDOBEFET b LAETIUTRITOBRIZ, SEEZZTHXETHD, ZOZERHLHLDT, B,
T, 1B, 77 ORI, oo 7 IZEE U RBEICET D o R WiRit s nEl s Ih s,

However, there is an ongoing discussion on the ethical challenge when decision—making
capacity 1s not available or not wanted by the patient, and information and decision—making
shift to the family or the palliative care staff. The balance between autonomy and protective
care seems to be influenced by cultural factors, as, in some countries, the shift of decision—
making from patient to caregiver is reported more frequently.

LU 6, IS 28808 312720, HD W, BEDPALE LRV EEOMBREREIZ OV T,
Z LT, BT 7IRERCEEFRBICRERSBAT LT LE S MBEIC OV TE, WERIZER VT
5. BENELRGER T T DT AR, U ER OB L2 T 5, T2& 21X, HOETIIEENLIT
EE~DOWREHDBATRHERIZZ VD, EHESNATVND

4.2 Dignity
4. 2 Mgk

Palliative care is supposed to be performed in a respectful, open and sensitive way, sensitive
to personal, cultural and religious values, beliefs and practices as well as the law of each
country.

BRAN7 71, BRI D, RLFN R MROMLNR AT, BEICHLTHT U r— T, Uk
1) - RERUMMEZ R B, B8« BEICE S S| Fx ODEOERICKE> T s, DTS

As with quality of life, dignity seems to be an individual concept including different
domains and priorities for each patient. Depending on the definition, dignity may be seen
rather as an inherent property than as an item that can be damaged or lost. Following this view,
palliative care is challenged to provide a setting where the patient can feel and enact
their dignity.

QOL & [AERIZ, %4 DI LY g o BRI Z BT 0 T, Bl IEROMETH D LD
WD, ERKREBTHDN. Bk i?ffo’Cﬁihtlﬁ@F‘ﬁ LWV XV IFEONEY . Kb
VT HMEDOL S ThD, TORMICHEZXE, MERICBEWTRENEHAZE L HND), BIEICHE
BENTWD0, EWOREEREMT T i?ﬂo“(b\éo

4. 3 Relationship between patient-healthcare professionals

4. 3 BFE LREEREMER OB

Palliative care staff should maintain a collaborative relationship with patients and
families. Patients and families are important partners in planning their care and managing
their illness.

T ORBIL, B8, KOTOFE L OHIIBEROMERHICE DR TR b, B & KR
TR, ROYEROERICBWTHERNN— T —TbhH D,
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Palliative care holds a salutogenic view with emphasis on the resources and competencies of
patients, and not simply on their difficulties.!! Herein, a resilience—oriented approach has
recently received increasing recognition. Resilience describes the ability of patients to
deal with incurable disease and related problems, and with the change of perspective due to a
restricted life expectancy. The concept of resilience offers a change of paradigm: whereas
the focus on symptoms, risks, problems and vulnerability is deficit-oriented, the focus on
resilience is resource—oriented. Resilience emphasises the importance of public health and
creates a partnership between patients, professionals and community structures.?

AT 7L, BEORNEDOHRR G, BEDY Y — A& Hil 4 o EEHERPGRA (salutogenic) 72K,
RS 5, ZOZ EEFBE LT, BIET) (resilience) HLOT 7o —FRNEHE, FikSh>ob
Do WBBDRIAZDIRNEBR, KO FICEE LB, 7 Sz NMEIZR AR O HaE L OZ LIS kL
TLEBEORNEZBEIDPYED, BEHEDOBERIZE, T4 A LOEEERELTND, L TANR, E
W VAT EER, RIHICET T2 813, BATLOT T u—FThHhD, BENIL, AREEOER
P RO EEEMR, BEEO/S— R —yy TORMEZEHR L T D,

4. 4 Quality of life
4. 4 Q0L (NEDFEE, NEIZHT S ERE

A central goal of palliative care is to achieve, to support, to preserve and to enhance the

best possible quality of life.
Ao 7 O TR BARIT, RRBRICEBIATREZ: QOL O, MERr, B2, EICH D,

Care is guided by the quality of life as defined by the individual. More specifically, bio-
psychosocial and spiritual quality of life have been named, and standardised questionnaires are
used for the assessment of health-related and disease—specific quality of 1ife. However, the meaning
of ‘quality of life’ can only be determined by each palliative care patient individually for
themselves. ! Relevant dimensions of the individual quality of life, as well as priorities within
these dimensions, often shift in relation to the progression of the disease. Quality of life
seems to depend more on the perceived gap between expectations and actual performance status
than on an objective impairment of function.

TTIHENZE > TRESND QOLIC K > TEND, S HICERIL, AW - 0F - i), A Y
F 2TV 72 QULIFEEIND L, R, 7o, HWEEO QOL TR 2RIz >\ Tk, L
SNTTr—ERHWLNS, L Lennn, [QOL] OEMKIL, Elx DFEEFED A H T OHRIC L -
TORRESND, e AD QOLIZBHEY D5k~ DIITIE, €D L D 7RKRTTICEHE LN D HODOEILIA
ML RERTH D03, HBDOHEATIZ L 72> TEILT 2 Z & 03% 0y, QOL I, EBI 2R OMEREREE K
Db, HIRFENDbDLBEIZTELZLLEDFy vy TRE L BN,

4. 5 Position towards life and death
4.5 HLIEDHNEIST

Many definitions of palliative care include a position towards life and death.!! The first
definition of the WHO in 1990 postulated that ‘palliative medicine affirms life and regards
dying as a normal process’ , and other definitions have shared this position. Death is seen on

the same level as life, inseparable from it, and as a part of it.
15



R 7T 52 < OEFRITIT AL FICETAMESTRE TN TV 5, 1990 D HH]D WHO
DEFTIE, FEMERIIAEMEZEEREL LIPS ZE2EKREBRE LTEET I Z2HHOLD &
LTRELTWE, FLT, £EBOERTIE. ZOMESIT 2 HEICH > Tz, AL R UK
TLTHRZ BN, HEETAZLNTET, ZO—HTHD LEZ LTV,

Palliative care seeks neither to hasten death nor to postpone it.

BT TIE, EaRDD L bARn L, EamaXd 2 L bk,

The provision of euthanasia and physician—assisted suicide should not be part of the

* ‘The value of life, the natural process of death, and the fact

responsibility of palliative care.'
that both provide opportunities for personal growth and selfactualisation’ should be
acknowledged. %
EFEOREAT. L OAREIX, M7 7 OFBEIZE 56 N&E TIERVY,  [EmofiifE, 28I
THAKRRRE, LT, TOMmMAER, HAOKE., KOACEBEOWESLZRIET 5L VWO FHE) &
HHLHLHRXETHD,

4. 6 Communication
4,6 aZa=kh—Tzgrv

Good communication skills are an essential prerequisite for quality palliative care.
Communication refers to the interaction between patient and healthcare professionals, but also
to the interaction between patients and their relatives as well as the interaction between
different healthcare professionals and services involved in the care.
Blif7eala=r—rar - AF)E, PEREMT T ICRERAIRQEENEZ D, 2Ia=r—T 3 id,
B L EREGEPROMOMBEEMCES R T 20470 69, BF LIRS OMOM AR, ERGMEE 7
TIZBIE L 7c Y — B A DY & OO AR b BIET 5,

Dissatisfaction and complaints about care can often be attributed to ineffective
communication rather than inadequate service delivery,' whereas effective communication has
been shown to improve patient care.?® Communication in palliative care is much more than the
mere exchange of information. Difficult and sometimes painful concerns have to be considered,
which requires time, commitment and sincerity. For palliative care staff, it can be a
challenging task to convey honest and complete information on the one hand, and respect the
patient’ s and their families’ hopes for survival despite the oncoming death on the other
hand.?” Adequate prerequisites for effective communication have to be provided,? including
training and education, appropriate space and accommodation, time for interaction with
patients and their families and for exchange with the team, as well as access to up—to—date

information technology.

FTIZET A, R, < 05A. Aokt —ev xRkl b, FEIFERaIa=r—
a NTEDAREER B, Lo T, RN aIa=r—vaid, BEOFr 7T OWERICR S T
HiLd, MTTICBTLaIa=lr—a ik, HRHHRSHICEEDL O TIIZRY, HLW, K
WZIEE 2 LWREWEZ LTS R0 b d D (ZERR E BT E TEIZE T HHLDED) |
R 7 ORERFIZE 5T, —HCTREERZH, DOIEETHDZ Lk, 5T, OO0 EE
WEHIHEZEFAL T, BECEBEOEGFOEALZEE L2 TR 67200 T, RERRETH D, 2
R aAIa=r—a OO, ZYRMBEFENRIESINRITNIER L2V, BESEDOFEE
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EERPREM O F — LM EZZFT S 72D & BE ., 2228 &Rk, o O Rl
ZMMAT 2 Z L bREBRICEE S LRI B,

4. 7 Public education
4.7 REEBE

The Council of Europe claims that it is of utmost importance to create a climate of acceptance
for palliative care in the member states of the European Union.® Therefore, it is essential
to build community capacity and to promote preventive healthcare that will leave future
generations less afraid of the dying and bereavement that will confront all of us.?®

Kk <3 (CouncilofEurope) 1%, BRMES 2T 2 FEEIC IR W TR T 7 3% T AL D4k
WETERT D ENFEFICEETHS, EFEELTWD, LER> T, MIsHRICEMEIED Z &
W TPYHEB 2 et 5 Z ENEETH D, FEROMMITIE, Fer 2385 LTWD K972, JEIC
W} <k, KON NS T 58N 22 TEDETTH D,

4. 8 Multiprofessional and interdisciplinary approach

4.8 BHEOEMBE, ROSLBMEOHAERRICIL ST Fu—F

Team works is regarded as a central component of palliative care.® A multiprofessional team
includes members from different healthcare and non—healthcare professions and disciplines who
work together to provide and/or improve care for patients with a particular condition. The
composition of multiprofessional teams will differ according to many factors, including the
patient groups served, the extent of the care provided and the local area of coverage. *
F— LT — KRN T ORISR AR L TV D IO L 5T — 2T B 5 EHR
FE, M OSEEREME, FFEORICBWTHED 7 2lE T 212 0I@ < BEN G EN D, L
FRIZE DT — A1, ZL<0ERICLY, (BEOILV—T%2ET) | RBRIESND 77 OYEKR & syl
FEMEIC K-> T T %,

Palliative care is supposed to be provided withina multiprofessional and interdisciplinary
framework. Although the palliative care approach can be put into practice by a single person
from a distinct profession or discipline, the complexity of specialist palliative care (see
under Chapter 5. ‘Levels of palliative care’ ) can only be met by continuous communication
and collaboration between the different professions and disciplines in order to provide
physical, psychological, social and spiritual support.

REAN T T E, R OFMRRAEIC L 5 F— o0 KON AR K D0 A N BE ST\ 5, 725
EE BRI T AT, Teole— AEdf e LTEREIND ZENH D, Lo, HMFITK DM
FTOEERT, FEHE BRIy T7TOL~v) 2) | FRR), DRI, 2K, AU Fa 700
PR— N FEET D700, MR ala=r—var, KON B DFEMBEOW 06 255D
TOCIEETE 5,

There are clear indications that teamwork in palliative care is advantageous for the
patient.? A systematic literature review on the effectiveness of specialist palliative care
teams in cancer care by Hearn and Higginson has revealed evidence that specialist teams in

palli4ative care improve satisfaction, and identify and deal more with patient and family needs,

17



compared with conventional care.®

BRI T7TICB 5T —L U —27 13, $%‘(kofﬁ%V@%é*&bﬁ%ﬁ:ﬁéivmﬂéofvvykt
XUV NTED BDAUBEOT TIZBIT HEMAEN T 7 T —LOFNMECET 2V AT ~T 4 v 772
kL B 2= KAUX, BT T L LTe G S, BT 72800 5 AR T — L TEE O e
i b, BE, ROFEEO=—RFZ RO, L0 XIS TEDHE 91275,

Moreover, multiprofessional approaches turned out to reduce the overall cost of care by
reducing the amount of time patients spend in acute hospital settings. A more recent review
supported the evidence of the positive effect of palliative care teams, with the strongest effect
for patient pain and symptom control.® The extension of the team can be dealt with flexibly and

has to be determined by the patient’ s needs. The minimal version, therefore, can consist of a
general practitioner and a specialised nurse. However, in most cases, social workers,
psychologists and/or volunteers are involved in the teams. The Council of Europe recommends
that the leaderghip role of every section in specialised palliative care teams should be
adopted by an approved professional qualified in palliative care.’

X5, BEOEMERICL DT T a—FiL, B ORBEICHET 2R EZRD IEDL Z L2k,
ERELTOr 7 O[S T, IFEOMBIZ XL, 77 F— LTk 2 H5EMRZRD
AEL, FREOER SER Y b — VBT A KB R N B D, F— AEROILRIT, LV Kk
b THAI L, o, BEDO=— RICL> TIRESNRITIER B, Lo T, i/ NRE
F— A%, GP(NHS D —f%BHEE) L HIF#EMIC L > THERESND, LOLARRG, 2L 0BREe, V—
YNT—F—, LEL o/ HDHWNE, BT T 4 TRF—AIZIEEENRS, BMiES (Council of
Europe) 1%, FEMBUREFNT 7 F—AICBIT D TO U —F — v 7RI, BT 728 2 HR G
RELZZITT-HMIKIC L > THR SN OIRETHDLZ L 2EEL TS,

4. 9 Grief and bereavement

4.9 FREEL L ZEH]

Palliative care offers support to family and other close carers during the patient’ s illness,
helps them prepare for loss and continues to provide bereavement support, where required, after'gbe
patient’ s death. Bereavement services are recognised as a core component of palliative care
service provision. *®
AT T IEFEE, KO, B ORKOMICEAG T 28 LW 7 E 2388 L, RO EHREICZH 5
ﬁEEa%fﬂb‘f HEH D SR Z kIR BT 5, b LIV E R HBEFE DKL TH > Th, JERNTEM S 7 —1
BNV THEIERZHEKT 2 b0 L L TR TN 5,

Grief and bereavement risk assessment is routine, developmentally appropriate and ongoing for
the patient and family throughout the illness trajectory, recognising issues of loss and grief
in living with a life-threatening illness. Bereavement services and follow—up support are
made available to the family after the death of the patient.

B L BRI ’Be’ﬁﬁhé U 27 FIILTIThN D, YL THDH L, BE EFHEMNFRTH AL, JEICH
ML= AAE TR 2L L EERET D720 ThD, SR —E A (Bereavement services) & 7412
*7Vfﬁﬁ Fi\%%uﬁﬁﬂt%%®ﬁbﬁmbfﬁbhéo

5. Levels of palliative care

B 7 oKk

Palliative care can be delivered on different levels. At least two levels should be
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provided: a palliative care approach and specialist palliative care.

R 71k, Bpol-KETEBINDZ ENDH D, DRty Zo0KETRMEIND, T7hbb,
BT 7T 7a—F, KON, HRREZ T TH D,

Currently, in most documents, a two—level approach of palliative care can be found; that is,
the differentiation between a palliative care approach and specialist palliative care. The
palliative care approach would be used in settings and services only occasionally treating
palliative care patients. In contrast, specialist palliative care applies to a team of
appropriately trained physicians, nurses, social workers, chaplains and others whose
expertise is required to optimize quality of life for those with a life—threatening or
debilitating chronic illness.®

W, REBSDOLEIZBWT, BT T >OKEO T Fa—FnL bbb, Thbb, Bmr 7
77— EEMERER S T ORIITEWR S D, FRFT T T I a—F ik, f&fT 7 BEOIREIZE D
TORFEMHINTETCND, JHUTK LT, BFEFEEZ 7128\ TE, JIEREACER, B,
V=X VU —J1—, Fx L EOMOIITE T L 7R BISRT 2SOV TR A A 72 5
BRI Ko T SN T — 208, EDOXINIHT=5

5. 1 Palliative care approach
5.1 Bfr77ra—F

The palliative care approach is a way to integrate palliative care methods and procedures in
settings not specialised in palliative care. This includes not only pharmacological and non—
pharmacological measures for symptom control, but also communication with patient and family
as well as with other healthcare professionals, decision—making and goal-setting in

accordance with the principles of palliative care.

w77 7 a =Tk, BT 7 B & RSB SR AT D HGIETH Y . AT T 2 MR
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BRI, ZTOMOEFRGEME Da I a=r— a0 BT 7 OFANCHE - 2R ERRE & B ED
HEND,

The palliative care approach should be made available for general practitioners and staff in
general hospitals, as well as for nursing services and for nursing home staff. To enable
these service providers to use the palliative care approach, palliative care has to be
included in the curricula for medical, nursing and other related professionals’ basic
education. The Council of Europe recommends that all professionals working in healthcare should
be confident with the basic palliative care principles and able to put them into practice.®

77T 7 —F1d NHS Ok RiE « mEOEREREY—ER) O—KBEE. —REEOKE &
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5.2 General palliativecare

5.2 —RAUERINT T

This two—step ladder of care levels can be extended to three steps, with a palliative care

approach, general palliative care and specialist palliative care. General palliative care is
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provided by primary care professionals and specialists treating patients with life—

threatening diseases who have good basic palliative care skills and knowledge.

ZD2BEERFRO S T AKEE VUL, BT T S u—F — KR T . BEFREERS T S0 9
3 BEMBICHIET A LN TE S, — BB 713754~ U 7 7 EMR. MOV, EARREEMS 7 D%
kLN AR, EICEIE LRBR AR BREOBRICH - A HMFIC L RSN S,

Professionals who are involved more frequently in palliative care, such as oncologists or
geriatric specialists, but do not provide palliative care as the main focus of their work,
still may have acquired special education and training in palliative care and may provide
additional expertise. These professionals can provide general palliative care.*

T T 2BEORWEMRIL, (LA TEBESEARETH D R LU TEEERIEM

TTOFEKRTIIRY) | BT TICBWTREDH 2 HMAF LHENThILD XETH Y, BN
HBRHORUELHY 5 D, ZO LD REMRBITRAEER 7 T OREEZITV D D,

5. 3 Specialistpalliativecare
5.3 HMWEMI 7T

Patients with life—threatening disease, and those important to them, may have complex needs,
whichrequire the input of the specialist palliative care team. Specialist palliative care
describes services whose main activity is the provision of palliative care. These services

generally care for patients with complex and difficult needs and therefore require a higher

level of education, staff and other resources.*

FEAZIEE LI AL, (bl &~ THER) | HHh=—F 2o Z&2nbv ., FMRkEmT 7T
F—LOBMe b e 5, FIRREMT 713, N7 7 2 L 0E8 & 0%, LERSND, 2
DY —E AT AN, HHETHEE R =— FERXTCEEDO T TIZU 5D T, XY EERKEDHE.
WA, €OMmOERIRD LN D,

Specialist palliative care is provided by specialised services for patients with complex

problems not adequately covered by other treatment options.

BRI 7 713, E OMOIEHROEINR & LT T, EMERRME L2 2 BF IR 2 51
P—bvRE LTRSS D,

All patients with progressive incurable diseases should have access to specialist palliative
care services, which address proactively all the symptoms of their condition and the effect these

symptoms have on them and their families/carers.®

Patients with complex palliative care needs
require a wide range of therapeutic interventions for symptom control. The relevant
specialist palliative care services must have access to the necessary level of trained staff to

safely manage these interventions.

HEFFIE T TREME O R Z T A T S, MRy 7 2RI AR ThH 5 <& Th o, Th
. 5O IERITHIE L, DOFERABHICL > THHTh D, SRR 7 =— X%l
BHE, IR b — BT BRI A E BB LT 5, HIREMY T, BEE Sh
KA K 5 7BFHEABRATZIRE L Y | BRI AT S5 LER S 5,

Specialist palliative care services require a team approach, combining a multi—professional team
with an interdisciplinary mode of work. Team members must be highly qualified and should have

their main focus of work in palliative care.
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The provision of specialist palliative care services has to be performed by palliative care
professionals who have undergone recognised specialist palliative care training.®® The team
members are supposed to have expertise in the clinical management of problems in multiple
domains in order to meet the patient’ s complex needs. Their work reflects substantial
involvement in the care of patients with life-threatening or debilitating chronic illness, and

their families

BPRGRRR 7 T 2 R D BT, FRE S EEMRIRRN 7 T HE &% ?Tb\éfi%ﬂ’f?ﬂf'}mﬂﬁ%b S éu?“
NETHD, FT—LA =T, ,%%@?@zé%a%ﬁw~%%ﬁeﬂ%ﬁét (2. ZITHEIC DT
FRIRAVICHRR TE DR RO BN D, TOEBITE WL, FEIZER L7z, &)6“61‘[%‘&%%%?@2
TeBE, ROBEFREOWRZ DB L5 LT 25,

5. 4 Centres of excellence

5.4 EHMFEVF—

The ladder can also be extended to a fourth level, that of centres of excellence. Centres
of excellence should provide specialist palliative care in a wide variety of settings,
including in— and outpatient care, home care and consultation services, and should provide
academic facilities for research and education. The role of centres of excellence is still
under discussion, and the position of such centres in a multilevel approach will depend on

that discussion.

BEpEIEIT, BMZEE L #— (centres of excellence) ZES ZEICEY ABMICIERT A Z & B AT
HBEThD, HEMFE ¥ —IIZHER R Téﬁﬁ#7@$mﬁéﬁff&%f%b NdsE
g%%%%@#? EET T, :y%w%~yay %~Hx HE - AR &I DRI T 5
EHREHRD T RETH D, HMFE L Z—D&E ﬁf%@ﬁ@f%é# FDX Il B —
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Centres of excellence in palliative care should act as a focus for education, research and

dissemination, developing standards and new methods.

R T OBMEYr X —1L, HE. R, Sk, FTLWHEGGRB X OEEORR L Wo - REICEF L
THY f#HTe_xThH D,

6. Population served

B 7 OXRE

6. 1 Patients
6.1 HBHE

Palliative care is not restricted to predefined medical diagnoses, but should be available for
all patients with life—threatening diseases.

FEFNA 7IE, BEERIZWNC RSN T TiER< . FBICER L7ERAZ2Z 5T X TOEFEIZFHEE T2
DR ECANEY AN

Palliative care is appropriate for any patient and/or family living with, or at risk of
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developing, a life—threatening illness due to any diagnosis, with any prognosis, regardless
of age, and at any time they have unmet expectations and/or needs and are prepared to accept
care. Palliative dare may complement and enhance disease—modifying therapy or it may become the
total focus of care. Some aspects of palliative care may also be applicable to patients at

risk of developing an illness and their families.

FEFn/r 71d. FEIC pﬁﬁéﬁm%@zt\%éwi ZDORREMER D HAEIEEZES TWHEE, 2o
S DL, EOFRIHEISSNDN, ZEick oy, PRICED., FmIcEb LT, fEC=—XIC X
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Each year, 1.6 million patients in the European region will die from cancer and
approximately 5.7 million from non—cancer chronic diseases.

B, AT 160 T ADEEDBFINZIBWTIHET LTHY | FE08 A DEMLRE TITHK 570 T AL L
Tb\éo

In the European region (as defined by the WHO), 881 million inhabitants are registered.
Age—standardised death rates have been calculated for this region, with 9,300 deaths per
million inhabitants. Out of these, approximately 1,700 deaths are related to cancer and 6, 500
to non—cancer chronic diseases.® This calculation is supported by a recent review suggesting

that there are 1.7 million cancer deaths per year in Europe.*

(WHO DEFRIZE D) BRIMNIZIX 8 /& 8100 T NDERBENH 5, HUikHURIZH W T, FipiREL R
IIAOBE T ANTZD 9300 ATHDH, T v, £ 1700 ADBBABHEOIET TH Y . 6500 ADFEDN
IWOBYERB Ch b, ZOHERT., MINZBWTEE 170 FADONRAFTERNHLE WS iDL B 2—
WX > TEMNT BTV D,

The vast majority of these patients will suffer from pain, dyspnoea and other physical
symptoms or will require support with psychosocial or spiritual problems with the progression
of their disease. An Australian workgroup estimated the population for palliative care to be
between
50% and 89% of all dying patients, using different approaches in a conceptual framework.®
Whereas a palliative care approach will provide adequate care for many of these patients, it
has been estimated that at least 20% of cancer patients and 5% of non—cancer patients require
specialist palliative care in the last year of their life. * However, these percentages have
been challenged in the consensus procedure, and much higher percentages of cancer as well as
non—cancer patients requiring palliative care have been suggested. These estimates will also
depend upon specific patterns of disease in different countries. Treatment times will vary from
a few days to several years, but, with the advances of modern medicine, many of these patients
will need palliative care for longer periods of time and not only in the final year of their
life.

ZORFEORZEIL, FRIINESINDITT TH D, TOENH EIL, HRREEZ OO FIRERTH
D, HDHNE, INHDOERBOBITIZE 729 A Y F o LR, oIS RREIC R 2 X
ERLELRD, HDEIA—A ST U T OMEIIC LD L, EMTZr T 20 L $25 A%, JEICH LT
WHBFD 50—89% TH 50, BEEHMAD R 2564 DT 7 a—FRHN LTS, TR L,
R 7T O7 7a—FX, ZOL D REBEOZHICZ Y r T BT A0, KIKTH 20% D0 AR
F. MO B5%DIEN ABEITITEE A2 HEICB W TEMFIC L DB 7 0NGEICR D L HESN
T3, LD LARDL, 20X RESRTa Lt P A2 B BRICBITAHECTHY . HEELY
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This means that, at any given time, more than 320, 000 cancer patients and 285, 000 non—cancer
patients require support or care from specialist palliative care services in the European
region (as defined by the WHO).

ZDOZ &V, HRE, 32 AL EORABIE L 28 5 5 T ANDIENABED, BRINZISW CTREFIRIREFD &
TH—E RZLDZEHDLNZT T E2ROTND L EEERT D,

These numbers are rather conservative estimates, as symptom load and palliative care needs are
often not recognised and consequently may be much higher than estimated. These estimates also
assume that general palliative care is well developed and generally available, which is true only
for few European countries. Other reports from the UK have used higher numbers of cancer &nd
non—cancer deaths and estimated considerably higher percentages of patients requiring

specialist palliative care.®

ZORFIE, IRV EZXRRHENITH A 5, RO EE EFEMT T OLEMITE < OLERE IR
L. AR, HEIE D &0 R0 2L D2 ERRENTR D, 2O XD eHEINT £ 72, — BRI 7 1%
BB L, 2ORMREETH D LT 2003, 13E A EDHNGEEIZIBWTHETITRY, T L iFHo
FEOREFIZLD L, TV ZOBRAKOIEBAFETEZAWRN L, HHITEWEEO BE D HMR)
R 7 2B e LTS EHERIL 72,

In all European countries, palliative care is predominantly delivered to patients with far
advanced cancer. Patients with other diseases, such as neurological diseases, HIV/AIDS, or
with cardiac, pulmonary or renal failure, may have the same palliative care needs as cancer
patients, but will find it much harder to access palliative care.

ETORINFEEIB T, mEETAARE ST BN T RIRS ER LTV D, MORBOEE,
o & TR HIVIAIDS, E703, flERER. Mlgs, BOIRETH D08, DABSHE & IR
T OB HD0H LRV, &7 7 2R 5 2 L3 ) IWER Z ERNEI 5725 9,

Prevalence of physical symptoms as well as psychological, social and spiritual needs are as
frequent in patients with chronic neurological, cardiac, cerebrovascular, pulmonal or renal disease
or HIV/AIDS. The pattern of symptoms and the disease trajectory may be different from those of
cancer patients. *** However, many of these patients require either a palliative care approach
or even specialist palliative care, as intensity and complexity of symptoms and problems may be

similar to those of cancer patients.

B ARSER, W ONT LR, i), A F o TV MENEO R BLERIL, B, DR, A B
PR, B HIV/AIDS IZB W T H RIERICHTE L TV D, RO/ Z — 0 MORBRGEIE, 2
WEBEDLDOEIZERR D0 LR, LLAERL, 20X RBEOELIEMr 77 e —F %
TIFHEMARE 77 S2 L0 ELTWAD L, TOER, ROMESICEET 2E & EREMEIE, BA
BEOLDLFERTHA D,

Providing access to high—quality palliative care for non—cancer patients should be a
priority of national and European health policy development.
FEDABFIT HEEOREMT 7T Z2RHAAREE 325 2 &iE, ENE L UBINEEEEEGE O BEHIZ B0
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Today, more than 95% of all patients currently treated in specialist palliative care services
suffer from cancer. However the low percentage of non—cancer patients is primarily related to
higher barriers preventing access of these patients to palliative care providers, as palliative

care in the public and medical opinion is often perceived to be restricted to cancer patients

A B ERED DYWL RIS, BADE LIHITHT 2 FEMERR 7 7 BN — Rt T s, Ll
NH. EDABEDIRNEERT, BT 7R ST D m O FEEEICERE L TR Y . BT TS5
e, MOEFNERLIL. 2056, BABELY BIRENTH 5,

Adequate provision of palliative care for non—cancer patients requires additional resources
If non—cancer patients were to have equal access to palliative care compared to cancer
patients, the percentages of patients requiring palliative care are estimated at 40% (non—cancer
patients) and 60% (cancer patients) respectively.
D WBF KT DRI 7 DY EIZ BN T, FERERERPRO LN TWD, b LEIZ, FE0
A B DABE L OHBIZB W TRSE ORI AR 2 R0 & 7 7 2 LB L+ 2 BEDEIE
3. BxL GEBAERFE) 40%I12x LT (BAERE) 60% EHEE SND,

With the demographic changes of aging populations, the pattern of mortality also changes.™
More people are now living longer and proportion of those living beyond 60 years has

increased, and will increase further over the next 20years. "

with increasing life
expectancy, more die as a result of severe chronic diseases, such as heart disease,
cerebrovascular disease and respiratory disease, as well as of cancer. As more people live to
older ages, and as chronic diseases become more common with older age, the numbers of people in
the population living with, and suffering from, these diseases will increase as well. With
ongoing medical progress, patients will survive longer with chronic disabling disease, and
in consequence will require palliative care over a longer period of time. The number of
cancer patients requiring palliative care will also increase in the years to come, as the
number of patients living with cancer is expected to increase, due to earlier diagnosis,
improved treatment and longer survival.’ National health strategies should include plans to
coveran increasing demand. A recent analysis of past trends and future projections in mortality
in England and Wales underlined the urgent need to plan for a large increase of aging and
deaths, requiring either substantially more inpatient facilities or extensive development of
community care.?’®

LD NP EICE D, FEERORE b F B LTS, I ELSDALN, 4K
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6. 2 Diseasestage
6.2 KHRDORT—Y

There is no predefined time point in the course of the disease marking the transition from
curative to palliative care.

TARDOREIC & 59 IRIANEIR D SRR 7 7ICBAT T SR IR E S e,

Palliative care is appropriate for all patients from the time of diagnosis with a life-
threatening or debilitating illness.® The term ‘life—threatening or debilitating illness’
here is assumed to encompass the population of patients of all ages with a broad range of
diagnostic categories, who are living with a persistent or recurring condition that adversely
affects daily functioning or will predictably reduce life expectancy. Most patients will need
palliative care only with far advanced disease, but some patients may require palliative care
interventions for crisis management earlier in their disease trajectory. This can be a period
of several years, months, weeks or days.?

The transition from curative to palliative care is often gradual rather than a clear time point,
as the treatment goal shifts more and more from life prolongation at all costs to preservation of
quality of life, with a need to balance between treatment benefit and burden.

R TIXEMPENEINDE N, KEREFHIEIHRK[UDP DS TR TORFICHEIENHDH, D

(Hfnz Znd . HAHWNE, KEEFHIELR ( ‘life-threatening or debilitating illness’ ) |
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6. 3 Childrenandadolescents
6.3 RELEEH

Palliative care for children represents a special, albeit closely related field, to adult

palliative care. #

RE DR 7%, BEER S b B ICEET 508, FMNTH 5,

The Council of Europe points to the specific challenge of palliative care for children with
incurable and life-threatening diseases.’

RiiE= (CouncilofEurope) 1%, {RIEREE, 72>D, EMOBROH HWHKUT P> TNDH - EH T2
KT DR TR D BRI R A R L T\ 5,

Palliative care for children begins when the illness is diagnosed, and continues regardless of
whether or not the child receives treatment directed at the disease.* The unit of care is the child
and family.

TRIBISTEWr SITzBR, VBSR4 288 7 7 5Bk S D 038, RIBICK D EHERRIBRZ 7 £ b 3%
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Life-limiting illness in children is defined as a condition where premature death is usual; for

example, Duchenne muscular dystrophy.* Life—threatening illnesses are those with a high

probability of premature death due to severe illness, but where there is also a chance of

long—term survival into adulthood; for example, children receiving cancer treatment or

admitted to intensive care after an acute injury.
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Paediatric palliative care is characterised by a heterogeneous range of conditions and a
higher proportion of non—cancer diagnoses than adult palliative care. Palliative care for
children and adolescents can be summarised in four categories, based on a guide to the
development of children’ s palliative care services produced by the Association for
Children’ s Palliative Care (ACT) and the Royal College of Paediatrics and Child Health in
the UK. *

Group 1: life—threatening conditions for which curative treatment may be feasible but can fail,
where access to palliative care services may be necessary alongside attempts at curative
treatment and/or if treatment fails.
Group 2: conditions, such as cystic fibrosis, where premature death is inevitable, where
there may be long periods of intensive treatment aimed at prolonging life and allowing
participation in normal activities
Group 3: progressive conditions without curative treatment options, where treatment is
exclusively palliative and may commonly extend over many years; for example, Batten
disease and muscular dystrophy.
Group 4: 1irreversible but non—progressive conditions with complex healthcare needs,
leading to complications and likelihood of premature death. Examples include severe
cerebral palsy and multiple disabilities following brain or spinal cord insult.
INREEFN T T, ZHEZERZREE. 22D, mWHEOIERAMRLIZ I | RAOEM T 7 & 1358
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Specific paediatric palliative care services for inpatient treatment and home care should
be implemented. A full range of clinical and educational resources must be available for the
child and family, in a format that is appropriate to age and to cognitive and educational
ability. “

ABiRE,. M OMEEr TR 2 BARM 2/ NEEM 7 7T — AR, BEiSNDHX&ETHDH, TDOXH 7%
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The document on standards for paediatric palliative care in Europe prepared by the Steering
Committee of the EAPC Task Force on Palliative Care for Children and Adolescents (IMPaCCT)
reveals that palliative care services are insufficiently available for children and their

families.* For example, a lack of community resources enabling families to care for their child

at home has been noticed, as well as a shortage of services for respite care.

(IMPaCCT) Bk Z I3 15 D /NEFEFN 7 7 D Fc AR FE BB §~ 4 CEIC L VI B E e o 7o fid, #&fnr 74
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The family home should remain the centre of caring whenever possible. Every family should have

access to a multidisciplinary, holistic paediatric palliative care team at home.*

FEEIIRER L WOTHZ 7T OHFLE LTHERTRETH D, KX OFET, EEOEME) SR S
o, IR RFESM L CL LA /NESERM 7 7 F— L2 R A RE TR IT U7 720,

The bold type in this text highlights the recommendations made by the EAPC.

ZDOILEIIBITAKRFHESIZEAP COEICHBITAMHHSTH A,

Part 2 of this EAPC White Paper will be published in the European journal of Palliative Care
17. 1.

COEAPCHEDE 2HIZ. EJPCORZFICTATIOTFTETH 5,
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White Paper on standards and norms for
hospice and palliative care in Europe:
part 2

Recommendations from the Furopean Association for
Palliative Care

In part 2 of this official position paper of the European Association for Palliative Care (EAPC),
Lukas Radbruch, Sheila Payne and the EAPC Board of Directors outline general requirements for

palliative care services and the specific requirements for each service type

EAPC DARR Y g =R =DH 2 FHCBNT, T7— M7 —7 ~A RO EAPC BEE XL, #&F17
T EREDOT—E AT LT RMICRO O D b O Z BB L7,

.- continued from the European Journal of Palliative Care (EJPC) 16.6
-« EJPCI6. 6 D

7. Palliative care delivery

7. M7 OER

This chapter focuses on the way in which palliative care is provided in the community. Basic
assumptions and general requirements for palliative care services will be outlined. Thereafter,
in Chapter 8, different types of services will be presented with the specific requirements for
each service type.
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The following basic requirements are highly relevant for the provision of palliative care:
Advance care planning
Continuity of care
Availability of care
Preferred place of care.
TREDHARRI SN DR T T D FEREIZ LI EET D,
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7. 1 Advance care planning
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Ideally, the patient, family and palliative care team discuss the planning and delivery of
palliative care, taking into account the patient’ s preferences, resources and best medical
advice. Changes in the patient’ s condition or performance status will lead to changes in the
treatment regimen, and continuous discussion and adaptation will forge an individual plan of
care throughout the disease trajectory.
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However, with the progression of disease and deterioration of cognitive and physical function,
some patients’ decision-making capacity will be reduced and they may not be able to participate in
decision—making any more. Palliative care should integrate means for advance care planning, so
that these patients can receive palliative care according to their preferences, if they wish.
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Advance directives allow patients to retain their personal autonomy and provide instructions
for care in case the patients become incapacitated and cannot make decisions any more. !
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The legal standing of advance directives differs between the European countries. Only a few
countries have authorised these documents by state laws.
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There has been an ongoing discussion on how binding advance directives should be. Patients’
preferences may change with the progression of the disease, and it is not always clear whether
patients have been informed adequately or have understood that information. Advance directives,
therefore, may not be relevant any more, or may never have been meant for the situation at hand.
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Advance directives may be supplemented with, or substituted by, a healthcare proxy (or
durable power of attorney). This document allows the patient to designate a surrogate, a person who
will make treatment decisions for the patient if the patient becomes too incapacitated to make

such decisions.!
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Adequate use of a surrogate decision—maker as well as of an advance directive requires that
the patient and proxy have discussed the patient’s preferences in recognition of the specific
disease and have had adequate information from the palliative care team on the projected disease
trajectory. In some European countries, the legal basis for this is not yet established.
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7.2 Access to services
P—E2OFAFE
Services should be available to all patients, wherever and whenever they require them, without delay.%?
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Palliative care teams should work towards equitable access to palliative care across all ages
and patient populations, all diagnostic categories, all healthcare settings (including rural
communities)and regardless of race, ethnicity, sexual preference or ability to pay.*

KR 7 F—20%, i, BEOBE, 2R, RMEERTR MO 227 0 —%25T) 12290
DOTVHEIEHTNETH D, 2o, A, BRI, HRER, WIS Db LT TH S,

Equity of access to palliative care should be guaranteed in all European countries, assuring
provision of palliative care according to needs and regardless of cultural, ethnic or other
background.
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There should be equal access to services for patients with equivalent needs. The access should
not depend on the ability to pay.’
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Access to high—quality palliative care should not depend on the ability of patients or carers
to pay.
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7.3 Continuity of care

7 DRk

Continuity of care throughout the disease trajectory and across the different settings in the
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healthcare system is a basic requirement of palliative care.*
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This applies to continuity of care throughout the illness trajectory as well as across
settings. Continuity of care will help to avoid errors and needless suffering of patients with a
life—threatening illness; it can prevent patient and family from feeling abandoned, and ensure

that patient choices and preferences are respected.
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Palliative care is integral to all healthcare delivery system settings (hospital, emergency
department, nursing home, home care, assisted living facility, outpatient service, and
nontraditional environments such as schools and prisons). The palliative care team collaborates
with professional and informal carers in each of these settings to ensure co-ordination,
communication, and continuity of palliative care across institutional and home—care settings.

Preventing crises and unnecessary transfers is an important outcome of palliative care.’
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7.4 Preferred place of care

TTBEEESND G

Most patients want to be cared for in their own homes, if possible until the time of death. In

contrast to this, the place of death for most patients is the hospital or nursing home.
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A growing body of evidence from both population and patient surveys shows that the majority of
cancer patients would prefer to die in their own home. Studies have found that around 75% of
respondents desire to experience their last phase of their life at home.® However, this is linked
to the presence of a strong social and family network; the percentage of younger, single or

widowed patients preferring to die at home seems to be well below that percentage.
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Nonetheless, in contrast to patients’ preferences, in Europe, the place of death is most often
the hospital or nursing home. In a review on the state of palliative care in Germany, the place
of death was reported with considerable variation depending on the different authors’ approaches,
but dying in institutions was summarised with a frequency of 60—95%. Based on different studies

with varying percentages, the authors report the following estimations with respect to the place of
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death in Germany:hospital 42—43%, home 25—-30%, nursing or residential home 15—25%, hospice 1—2%,
other 3-7%).°
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Many patients are able to spend most of the final year of life at home, but are then admitted to
the hospital to die. The fact that many dying people are admitted to hospital for terminal care
because of inadequate support in the community has been criticised.?
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The preferred place of care and place of death should be acknowledged and discussed with the

patient and family, and measures taken to comply with these preferences, wherever possible.’
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It is important to recognise, however, that the place of death may be determined by factors other
than patient preference. In the final stage of the disease, the medical condition may deteriorate to
the extent that it may necessitate admission to hospital or specialist inpatient unit for
intensive medical and nursing care, which could not be provided in the home-care setting.
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7.5 Locations of care

77 ERE DB

Palliative treatment, care and support are provided at home, in nursing homes, in residential homes

for the elderly, in hospitals and in hospices, or in other settings if required.?
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It is currently recognised that palliative care in the community should be provided along a

‘continuum of specialistion’ 8. It is supposed to reach from primary healthcare to services
whose core activity is limited to the provision of palliative care. Palliative care can be
provided as a palliative care approach or general palliative care in non—specialist services as
well as in specialist palliative care services.?
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Non—specialist palliative care services are:
District nursing services
General practitioners
Ambulant nursing services
General hospital units
Nursing homes.
HFMFIZ L DM T T — 204
- Mgk — s e PR
G E S
MEFH#HEI—E X
—fBRIPIAR
=T R
Specialist palliative care services are:
Inpatient palliative care units
Inpatient hospices
Hospital palliative care support teams
Home palliative care teams
Community hospice teams
Day hospices
‘Hospitals at home’
Outpatient clinics.
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Now, as in the future, a major part of palliative care will be provided by nonspecialist
services. Consequently, non—-specialist professionals must have easy access to specialist
consultation for advice and support.
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Non—specialist services need specific guidance to implement a palliative care approach or provide
general palliative care. Integrated care pathways are useful to facilitate implementation.® The
Liverpool Care Pathway for the Dying Patient (LCP) has been named, in the UK’s National Institute
for Health and Clinical Excellence (NICE) guidance for supportive and palliative care,” as a

mechanism to identify and address the particular needs of patients dying from cancer.
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Integrated care pathways, such as the Liverpool Care Pathway for the Dying Patient, are
recommended as an educational and quality assurance instrument to improve care of dying patients
in settings that are not specialised in palliative care.
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In some non-specialist services (for example, radiology, radiotherapy or surgery), limited
resources may lead to the implementation of waiting lists. These waiting lists are particularly
disadvantageous for palliative care patients because of the limited remaining life-span in
which they could benefit from the service. Therefore, fast—tracking pathways have been
suggested to give priority access to palliative care patients.?
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Considering the reduced life expectancy of palliative care patients, fast—tracking care
pathways should be implemented in medical services, ensuring adequate priority for these
patients, to prevent disproportional burden from lost time.
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The provision of specialist palliative care should be structured in a way that permits
patients to change from one service to another according to clinical needs or personal
preferences. This implies that specialist palliative care services are not isolated entities and
that co—ordination of services is essential.
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A comprehensive system of services, including inpatient services, home—care services and support
services, should be available to cover all care needs and treatment options. '
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In a graded system of palliative care services (as shown in Table 1), the different needs of
patients and carers can be matched with the most suitable service.!® With such a system, the

right patients can be treated at the right time in the right place
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Table 1. Graded system of palliative care servicesk

# 1. T T —ERITET DB AT A

Palliative care

Palliative care Specialist support for general palliative care Spec%al%st
approach palliative care
e _________ |}
Acute care Hospital Hospital palliative care support | Palliative care unit
Long—term Nursing home
Care residential home Inpatient hospice
Volunteer
hospice service Home palliative care teams —
General Home palliative care
Home care practitioner s, teams, day—care
community nursing centre
teams
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7.6 Palliative care networks
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Regional networks integrating a broad spectrumof institutions and services, and effective co—
ordination, will improve access to palliative care and increase quality as well as continuity of
care.
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Relevant experts’ reports on quality palliative care argue that the specialist palliative care
inpatient unit should be the centre of a regional palliative care network.®?
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There should be at least one specialist palliative care inpatient unit within each healthcare
service area.
HARR, — @& AT OFFIRIFETN 7 7 O ABERD . 45 % OPREZIFEXI T L IR E SN D& ThH 5,
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The specialist palliative care inpatient unit should be the core element of the specialist
palliative care service. Specialist palliative care services in all other settings, including
general hospitals and the community, should be based in, or have formal links with, the specialist

palliative care inpatient unit.® This connection not only warrants support and continuing
education of the teams, but also improve continuity in patient care.
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In its recommendations, the Council of Europe states that the quality of care in a certain region
does not depend only on the quality of the single institutions and services, but also on the co—
ordination of specialist services and the co—ordination between specialist services and primary
care services.? If the services are organised within a coherent regional network, this will improve
access to palliative care and increase quality as well as continuity of care.®!'™ If such a network
is to function well, two conditions have to be fulfilled: an effective co—ordination and a broad
spectrum of institutions and services.
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Effective co—ordination is best achieved through a case manager (case co—ordinator, key worker) who
can provide transfer of information and continuity of care across different settings.’ An effective
co—ordination of services will allow a higher proportion of people to die at home if they so wish.
To be effective, these co—ordination services must be available 24 hours a day, seven days a week.
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Co—ordination can be accomplished by a team or a person. Case management and coordination can
be performed by an interdisciplinary expert group representing the various services within the
network, or by a palliative care unit or an inpatient hospice.
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The spectrum of services is supposed to cover all the different levels of care needed by the

patients (see Table 1).'" Additionally, liaison services are strongly recommended (support
services in hospital as well as ambulant palliative care services).
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A palliative care network has several tasks. Apart from the co-ordination of care, the
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components of a smoothly functioning network are:
Consensual definition of goals and quality standards
Uniform criteria for admission and discharge at all levels of care
Use of common evaluation methods
Implementation of common therapeutic strategies based on available evidence.
OLODEMT T Fy MU =7 IIEHEORER S H, 7 7T 2L, 1y T —27 OMNIEREERE L
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Beyond the provision of care, the network should evaluate its own efficiency, for example using audit
methods, and should organise and supervise education and research activities.!

TTDOFERIIBNTE, 2L ATHEELEL Vo7, Xy FU—27 M A OHBHEETIH SN L& TH D,
Z LT, WHEEE-CER TR EZE DS TP 5 & TH D,

7.7 Staff in specialist palliative care services
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Services that are not specialised in palliative care can use a palliative care approach or
deliver basic palliative care, even when this can only be done by one professional category,

or even by one individual (for example, a general practitioner working alone), if they have
access to support from an interdisciplinary team.
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Palliative care is most effectively delivered by an interdisciplinary team of healthcare
professionals who are both knowledgeable and skilled in all aspects of the caring process related
to their discipline of practice.' However, in the non-specialised setting, multidisciplinary team
work is the exception rather than the rule. Care should be taken that non—specialised services

maintain adequate communication links with specialist facilities.
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Specialist palliative care service delivery requires a multiprofessional team with an
interdisciplinary work style.
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The Council of Europe? and the National Advisory Committee on Palliative Care® list staff requirements

for specialist palliative care services. According to these, the following professionals - in
addition to nurses and physicians - should be available full-time, part—time or at regular
times:
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- Social workers

- Professionals skilled in psychosocial support
- Adequate numbers of office workers, administration secretaries and general assistants
- Physiotherapists

- Professionals skilled in bereavement support
- Coordinators for spiritual care

- Co—ordinators for voluntary workers

- Chaplains

- Wound management specialists

- Lymphoedema specialists

- Occupational therapists

- Speech therapists

- Dietitians

- Pharmacists

- Complementary therapists

- Trainers/instructors

- Librarians.
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The core palliative care team should consist of nurses and physicians with special training as
minimum, supplemented by psychologists, social workers and physiotherapists if possible. Other

professionals can be members of the core team, but more frequently will work in liaison.
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Differences between European countries, regions and settings have to be considered in the balance
between core team and extended team. For example, in some countries, psychologists are regarded as
essential members of the core team, whereas, in other countries, this profession does not have relevance

for the clinical work with patients and their families.
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Children need specialised services that are to be provided by paediatrically skilled staff. This
applies especially to the paediatric palliative care nursing service. Palliative home care for
the support of children and their families should be available.?
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7.8 Voluntary work
BT TIEE

Specialist palliative care services should include volunteers or collaborate with volunteer
services.
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Volunteers provide an indispensable contribution to palliative care. The hospice movement, as a
civil rights movement, is based on volunteer work. The Council of Europe points out the importance of
voluntary work for the provision of quality palliative care in the community.® To adequately
fulfil the role of a partner in the palliative care network, several prerequisites have to be
met :

R T AT, BT TR L TEETRS ARINLIDHMN S5, SAVREHT, ARMEERE LT,
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Voluntary workers have to be trained, supervised and recognised by an association

RNIZ T4 T, A—RX—T 4 U a v, FEORELELZITRTIER 5220,

Training is indispensable and demands a diligent selection of voluntary workers
IFUIILEARFIRTHY , 2>2, BT T 4 7 DNBRBERITIE U TTON D,

Voluntary workers act within a team under the responsibility of a co-ordinator

R TA4TIEa—T 4 X=X —DOELIZBNTTF— LN TIEET 5,

The co—ordinator is the link between the voluntary workers and the carers, between the
hospital and the association

A—FT 4 X —=Z IR T T 4T LNEEORO, FEEFEOMOBEEL TH D,

In the interdisciplinary team, voluntary workers do not substitute for any staff member, but
supplement the work of the team.

MAEBIBHR T — 22BN TUE, AT 07 4 TIIFFEDOMEORH E LTTIERL, F—AFHOM7EE L
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For more detailed staff requirements for different palliative care services, see Chapter 8

( ‘Palliative care services ).

FREISN D L0 R T — B R T A FOMOIREICE L L S BEASKO Z L iy T O
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7.9 Palliative care leave

B TR

Legal regulations for palliative care leave for carers are available only in Austria and France.
Similar regulations should be introduced in other European countries to enable family members to

provide care for their relatives at home for as long as required.
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Leave of absence from work for people who have to care for seriously ill or dying spouses,
parents, children or other close relatives would allow many patients to remain in their home
until the time of death. However, legal regulations for palliative care leave exist in only two
European countries. Introduction of similar legislation in other countries would be a major step
in the development of palliative care. Legal recognition of reimbursement claims for palliative

care leave would further reduce the burden of care for family members and other carers.
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8. Palliative care services

By 7od—r 2

In this section, guidelines are provided on the minimum resources required to meet the
population’s needs for palliative care in a community. The different kinds of services are

presented according to the following characteristics:

ZOETIL HURICE T A7 TICxHT A A2 D=— K& 0122307 S5 R/NBE O GJR 2 H2(t
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Definition and purpose of the service
F—EADEFHL B

Demand in the community

Mt o> FEE

Requirements (staff and spatial requirements).

(B L SGETIcBEd %) 2R

8 1 Palliative careunit

BRI T

8. 1.1 Definition and purpose

EE. RUEH

Palliative care units (PCUs) provide specialist inpatient care. A palliative care unit is a
department specialised in the treatment and care of palliative care patients. It is usually a ward
within, or adjacent to, a hospital, but it can also exist as a stand-alone service. In some
countries, palliative care units will be regular units of hospitals, providing crisis
intervention for patients with complex symptoms and problems; in other countries, PCUs can also
be freestanding institutions, providing end-of-life care for patients where home care is no
longer possible. The aim of palliative care units is to alleviate disease— and therapy-related
discomfort and, if possible, to stabilise the functional status of the patient and offer patient
and carers psychological and social support in a way that allows for discharge or transfer to
another care setting.

FEFno 7T, ABTBE T 2 MR T 2T 5, S TR, RIS T BE O T LIRERIZ B W

THEMEHME LTZEMTH 5, FHUTmE . Wi, HDWITIRERICITE L T L TWA R, My L= —E A

ELTIHETDHZ L DD, HDETIE, M7 7T, M ERCHMEE 2 0 2 7= B T D e A &

79 LV BHTHEFEOWRHCTH D, FROETIE, 7 7M. LG TH Y | HITRIEETIEAR
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PCUs admit patients whose medical condition (physical, psychological, social and spiritual)
necessitates specialist multiprofessional palliative care.?Patients can be admitted to these
units for specialist care for a few days or for a number of weeks; medical, nursing, psychosocial
or spiritual problems can determine the priority.

REFNT TRICIE, (B RRD, DDERRY, HERi), A8 Y F a7 D) EROMLEZRRER DT, s 7ICET %
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TTEZI DDA D ENnb 5, EFH, Fi#R, LE - 2, AU F a7 A RRBICE LT, BEIE
MNEDTHIELHD,

These units may also provide day hospice facilities, home care, support for appropriate
patients cared for in care homes, and bereavement support, together with advice services and

education. '

ZOXIBFHTIE, TA « RAVR AEET T, 7 HR— LR DBE~DIHE, £ LT, RSN, BIER
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Essential services should be available 24 hours per day and seven days per week. If possible,
there should be 24-hour telephone advice for healthcare professionals and 24-hour telephone

support service for known outpatients and their carers.

HERY—E AT 1 H 248/, 1HTHRE, UIWBERIBREN LIS THD, b LAREERLIE, FMABIIHIST
% 24 R OBEFEFRE. £ L C, SSREBENER ITxHET 5 24 RHOEFEF—E A bITIRETH D,

PCUs are supposed to collaborate with various services in the ambulant and inpatient sector. They
work in a network with medical centres, hospital units, general practitioners, ambulant nursing
services and hospice services, as well as other appropriate services.®

FEFn 7 FBRIE, REREOAGHMIC BT 2 2R — e A LB IBRR B D, AT 4 L - B2 — L K
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8. 1.2 Demand
TRAE (Fv )

It is estimated that 50 palliative care beds are needed for 1, 000, 000 inhabitants. With an optimal
size of 8-12 beds per unit, this would correspond to five PCUs per million inhabitants. Recent
estimations have upgraded the number of palliative care and hospice beds needed to 80—100 beds
per 1, 000,000 inhabitants.

100 5 OfFERITK LT 50 DFEFIZ TIRKRNMLE L HEE S TW5D, 1B 720 8—12 IROBANEARTH 5
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Until recently, the need for palliative care beds for cancer patients was estimated to be 50
beds for one million inhabitants. However, this rate does not take into account the needs of non-
cancer patients, nor does it consider the rising prevalence of chronic diseases resulting from the
European population growing older.® The actual need probably amounts to twice the number of beds.

BTIZ72 D £ T, BABREICXKT D7 TIHROMEMEL, 100 HOFERICR LT REHESNL TV, L
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Generally speaking, the respective number of palliative care beds needed in a certain region will
depend on the region’s demographic and socioeconomic development and on the availability of other
specialist palliative care services, providing, for example, respite care or home care. For Austria,
60 beds for one million inhabitants have been recommended, distiributed according to the regional

 For Ireland, the Report on the National Advisory Committee on Palliative Care

conditions.!
recommends that at least 80-100 palliative care beds for one million inhabitants should be

available.?
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The EAPC Atlas of Palliative Care in Europe sheds light on the existing number of palliative care
beds in different European countries.!” The number of palliative care beds in Western Europe was
estimated to range from 10—20 beds per million inhabitants (Portugal, Turkey) to 50—75 beds per
million inhabitants (Sweden, UK, Iceland, Luxembourg). Consequently, the number of beds has to be
increased even in many Western European countries — and the situation in most Eastern European

countries is even worse
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8. 1.3 Requirements

D S

PCUs require a highly qualified, multidisciplinary team. 2 Staff members in palliative care units are
supposed to have specialist training. The core team consists of doctors and nurses. The extended team
comprises relevant associated professionals, such as psychologists, physiotherapists, social

workers or chaplains.
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A central feature of PCUs is amultiprofessional teamwith specially trained members from different

healthcare professions, completes by voluntary workers.®

AN T RO LR R R L 1, R RBHME 22 1 T D R DIEREMRIC L 2T — A2 H D
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The core team consists of doctors and nurses as a minimum and comprises dedicated input from
psychologists, social workers, physiotherapists and spiritual care workers. In addition, there

should be ready access to other professionals. All staff members of the core team are supposed to
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have specialist training in palliative care accredited by the national professional boards.
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Medical staff should include consultants with special knowledge and skills in palliative
medicine. Nurses are supposed to have post-basic professional training in palliative care
Voluntary workers should have participated in a course of instruction for voluntary hospice

workers. 1°
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PCUs require a dedicated core team of nurses and physicians. PCU nursing staff should
encompass a ratio of at least one nurse per bed, and preferably 1.2 nurses per bed. PCUs require

physicians with special training, with a ratio of at least 0.15 physicians per bed.

AN 7IRRTClE, BHERD & AT CRERL SN BEIBIC X DT — AU Th D, BT 7RO
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In a setting where children are being cared for, there should be at least one nurse on each

shift with a special paediatric qualification.

WREITKT 5 &7 AT 5 MERIC T, HoNREE, % % BB #HIC B T/ NI I D& i & 55 - 7= B il
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A number of recommendations are made on the staffing level of specialist palliative care nurses
working in different care settings. There should be no less than one full-time specialist
palliative care nurse for each bed.” It is recommended that there should be at least one whole time

physician specialised in palliative medicine for every five to six beds.
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PCUs require an extended team of relevant associated professionals, such as psychologists, social
workers, spiritual care workers or physiotherapists. These professions should be included in the
team or work in close liaison with it. There should be dedicated input from these professionals,

or at least ready access to them should be warranted.
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National reports on norms for palliative care staff agree that relevant professions to be
included in a PCU’s extended team are: speech and language therapists, psychologists, chaplains,
occupational therapists, clinical nutritionists, pharmacists, physiotherapists, wound
management specialists, lymphoedema specialists, speech and language therapists, social workers,
bereavement specialists, and psychologists. Moreover, there should be voluntary workers
available with a professional volunteer co—ordinator.
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Palliative care units should offer a homelike atmosphere with quiet and private areas. They should
be separate areas with a capacity of 815 beds. The units should be equipped with single or double
patient rooms, facilities for relatives to stay overnight and rooms for social activities, such
as kitchens or living rooms.
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The patient areas should be accessible for people with disabilities. Every room should have a
bathroom. In the unit, one room for viewing the deceased, taking leave from them and
meditating, as well as for multifunctional use, should be available. Access to a chapel or prayer
room (multi-faith room) is desirable.
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The setting of care should be arranged so that it conveys safety and comfort and provides ample
opportunity for privacy and intimacy.'® Where possible, care settings should be homelike, with
access to the outdoors.
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Recent estimations have upgraded the number of palliative care and hospice beds needed to 80—100
beds per 1,000,000 inhabitants
BHT OB TIE, AH 100 5 AH7-0 80—100 FRDOAR A B REEMZ TIHRENDLE L STV

An inpatient hospice requires a multi—professional team that cares for patients and their
relatives using a holistic approach.
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8.2 Inpatient hospice
NBEBE 2RI AN S H R E°X

8.2.1 Definition and purpose

EFEL BH

An inpatient hospice admits patients in their last phase of 1ife, when treatment in a hospital is not

necessary and care at home or in a nursing home is not possible.

AP E 252 T AND R A AZII N EDO R/ 2 2 72 BENARET 505, ZORFIIE, bIEehbt
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The central aims of an inpatient hospice are the alleviation of symptoms and achievement of the best

possible quality of life until death, as well as bereavement support.'°

ABRIZ K DR AR T OFEIH BENE, 582 OIEROFEM, JERFII D £ Thom O AN DTl 2 & 2Rk
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In many countries, the function of an inpatient hospice is similar to that of a PCU, whereas,

in other countries, a clear distinction can be observed.
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In Germany, for example, patients will be admitted to a PCU for crisis intervention and to an
inpatient hospice for end-of-life care. In some countries, a hospice, in contrast to a PCU, is a

free—standing service with end-of-life care as its main focus of work.
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8. 2.2 Requirements

B

An inpatient hospice requires a multiprofessional team that cares for patients and their relatives
using a holistic approach. Nursing staff should encompass at least one, preferably 1.2 nurses per bed.
A physician trained in palliative care should be available 24 hours a day. There should be

dedicated input from psychosocial and spiritual care workers as well as voluntary workers.
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The core team of an inpatient hospice consists of nurses and requires ready access to a trained
physician. The extended team comprises social workers, psychologists, spiritual carers,
physiotherapists, dietitians, speech and language therapists and occupational therapists, as

well as voluntary workers.
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An inpatient hospice requires a homelike atmosphere with access for people with disabilities,
single or double patient rooms and a capacity of at least eight beds. The hospice should be

equipped with rooms for social and therapeutic activities.
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The inpatient hospice is supposed to be an autonomous organisational unit with its own team and at
least eight beds. ! The patient rooms should be equipped with a bathroom. Facilities for overnight stay
of relatives should be provided
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8. 3 Hospital palliative care support team
WBEDREFI 7 7 X B F— b
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8.3.1 Definition and purpose

EFEL BH

Hospital palliative care support teams provide specialist palliative care advice and support to
other clinical staff, patients and their families and carers in the hospital environment. They

offer formal and informal education, and liaise with other services in and out of the hospital.
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Hospital palliative care support teams are also known as hospital supportive care teams or hospital
mobile teams.!” Hospital palliative care support teams, in the first instance, offer support to

healthcare professionals in hospital units and polyclinics not specialised in palliative care.'®
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One central aim of a hospital palliative care support team is the alleviation of multiple
symptoms of palliative care patients on different hospital wards by mentoring the attending staff
and by supporting the patients and their relatives. Furthermore, expertise in palliative
medicine and palliative care shall be made available in the respective environments.
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Support and education is offered on pain therapy, symptom control, holistic care and psychosocial
support. This involves attending to patients on a variety of different wards and providing advice
to other clinicians. However, decisions on, and implementation of, therapies and interventions
remain the responsibility of the attending medical staff. The hospital palliative care support
team contributes at the request of medical and nursing staff, the admitted patient and his

relatives.” The team is supposed to act in close collaboration with other specialists
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The aims of a hospital palliative care support team are the improvement of care to foster
discharge from an acute hospital unit and the facilitation of the transfer between inpatient

and outpatient care.
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Measures taken by the team can be a well-directed transfer of patients to palliative care
units or co-ordination between inpatient and outpatient care. Close co-operation with other

services and the contribution to a sustainable palliative care network is an important function of
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a hospital palliative care support team. Within this context, additional tasks can be the provision

of a hotline to give advice to medical and nursing staff on difficult palliative questions, or of

regional education and training in selected topics of palliative care.®
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8. 3.2 Demand
ER/KHE

A hospital palliative care support team should be affiliated to every PCU and should be available for every
hospital in case of need. There should be at least one team available for a hospital with 250 beds.
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It would be desirable to have a hospital palliative care support team associated with every PCU.
In case of need, such a team should be available for every hospital.'” However, in the majority of
European countries this model of support and care delivery is still very poorly represented. !’
Countries with a high proportion of hospital palliative care support teams are Belgium, France,
Ireland and the UK. In most of the other European countries, a considerable dearth can be observed in

the availability of these teams.

JRBERRAN T 7 R T — DI T RN TCOREM T TR E IR0 H 5 Z EBRLEE LV, LEIZSUT, £0
LR T—LEHLWDLHECBOTEATE R bR, LrLans, Efhd—a v/ GEEICBV T,
ZOXIBRIEE ST OFE T, WVETEBE TH D, RN T IR T— A OHENREVEE LT, ¥ — 7
TR TANT Y R, EERD D, TOMOKE SO I —m v XOEL T, ZEOETHNZBNT, ZDL 7%
F—LOBEIZ LD ZERNHINH LN WVWEETH D,

8. 3.3 Requirements

DB

A hospital palliative care support team is composed of a multiprofessional team with at least one

physician and one nurse with specialist palliative care training.
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The core team should include dedicated input from doctors and nurses. '*!® Medical and nursing staff are
supposed to have specialist training accredited by the national professional boards. The team should
have ready access to other professionals working in liaison with it, including bereavement
specialists, chaplains, dietitians, therapists, oncologists, pharmacists, physiotherapists,
psychiatrists, psychologists, social workers and speech and language therapists. All clinical
staff should be supported by administrative staff. Staff support such as supervision should be

available for the team.

ZOHRET—LITiE, EMOHEEMD O OEREENLETH D, EF, FHEREIL, REPE O H MK
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A hospital palliative care support team should have a room for staff meetings and administrative

support at its disposal.

TRABEREIN 7 7 KT — 20k, AR, MO, FHEBZITOLO O —MEBELFONE TH D,

One central aim of a hospital palliative care support team is the alleviation of multiple

symptoms of palliative care patients on different hospital wards

SRR 7 7 KB F — LD ET- 5 B, B DHEBICB W THA RERE 2T 287 7 HBEOER A
5 ZEThD,

8. 4 Home palliative care team

TEERERI T F—A

8.4.1 Definition and purpose

EEL BH

Home palliative care teams provide specialised palliative care to patients who need it at home and
support to their families and carers at the patient’s home. They also provide specialist advice to

general practitioners, family doctors and nurses caring for the patient at home.

EEREMT 7 F— o, ETHEE L BEFKR, BEORTr T 2 L TWD A3 L THEMAREM T 7 2484t 72,
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The home palliative care team is a multiprofessional team that, in the first place, supports
people at home or in a nursing home (for example, relatives, medical staff, nurses,
physiotherapists). It offers support with a graded approach. Most often, the home palliative
care team has an advisory and mentoring function, and offers its expertise in pain therapy,
symptom control, palliative care and psychosocial support. Advice and support by the home
palliative care team can also be provided directly to the patient. Less frequently, the home
palliative care team may provide ‘hands-on’, direct care in collaboration with the general
practitioner and other primary care workers. In selected cases with highly complex symptoms and
problems, the home palliative care team may take over treatment from the general practitioner and
the nursing service, and provide holistic palliative care. The mode of action also depends on the
local model of care delivery and the level of involvement of primary carers. The home palliative

care team also assists the transfer between hospital and home. "

TEEREMT T F— MIEE OG5 F— L THY . HF 2, L. HDOWIE, F T HEEZICND
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8. 4.2 Demand
ERoK#E

There should be one home palliative care teamavailable for 100, 000 inhabitants. The team should be

accessible 24 hours a day. !

fER 100,000 A7 —DODIEEREMTr T F—LNBNETHDH, TDOF—A1% 1 B 24 BEfE], FIHTEE TR IUE
R0,
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Home palliative care teams have to be available seven days a week and 24 hours a day.®

EE R 7 F—203 1 B 24 BFfE, —@EIC 7 BERIATRE TRITIUZ 72 5720,

According to the FAPC Atlas of Palliative Care in Europe, the UK, Poland and Sweden have a high
proportion of home—care services, with a ratio of approximately one service for 160,000 to 180, 000
inhabitants.!” Italy and Spain also show a noteworthy number of home-care services, with a ratio of
approximately one service for 310,000 to 380, 000 inhabitants. However, in other European countries, the
number of home—care services is much smaller. In some regions, there is hardly any palliative home
care available at all (for example, in Germany, there are 30 services in total for a population of
more than 80, 000, 000).
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In rural areas, home—care services have to cover a greater catchment area in order to work cost—
effectively.® Therefore, regional networks have to be developed in order to provide ambulant

palliative care in rural areas with poor infrastructure.
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8. 4. 3 Requirements

DA SIS

The core team of a home palliative care team consists of four to five full-time professionals and
comprises physicians and nurses with specialist training, a social worker and administrative
staff.

TEEBEIT T F =BT 55 F — A%, 4 4026 5 L DOFEOEMRIC L > TR S, BEERHE
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The core team of a home palliative care team should consist of professionals with specialist

training in palliative care accredited by the national professional boards. !°

TEEREM T T F— LB T 2P TF— i3, BREHEOZERIC X 2AEL 2T M7 7123 5 S a9t
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In some home palliative care teams, day—today care for patients and carers is provided by staff
members without specialist training, with palliative care consultants and nurses specialised in

palliative care available for guidance and supervision.’
TEEREM T 7 F—2OHIZIE, BELNEE T DH 2O TIZHEWT, FEMIHE 2% 1T T

WIBIC Lo THEBMENAZERH LD, My T Oa Y ILE L MOy, 7 EHMEHIMOIEERL A — —F
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In addition, there should be easy access to other professionals such as physiotherapists,
psychologists, occupational therapists, speech therapists, dietitians, spiritual care workers

and voluntary workers.
Mz T, ZOMOEME, 7=& 203, BEEEE L DL, EEREL, SEET L. &L A
UF 270 F7HEEE, N7 07 4 THREZFIHATE2TER 500,
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The home palliative care team works in close collaboration with other professionals so that

the full range of multiprofessional team work can be realised in the home—care setting.

FEEREMT 7T F— 2%, OB ESERG NGOG CIIEEITAZ EICL ), EERECEBONTLD
5 B EMRRO MMM ELSERNCE SN2 iT e 5720,

In some countries, multiprofessional teams are not available and palliative care at home is
delivered by specialist palliative nursing services and by specialist physicians working in general

practice or in home—care support services.
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Palliative care at home requires close collaboration of other professional services, such as
specialised nursing services and general practitioners with specialist training, including
(but not restricted to) regular meetings at the patient’ s bedside (and other tasks).

LRI T 713, OEMEkE OB G NIBEGRELE LT 5, L2, FMFEH#EY— 2 FEMIHE
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The home palliative care team requires a working room at its disposition for nurses, physicians
and social workers, as well as a meeting room and a depot for medical aids.

TEERER T 7 F— 0%, FHilghili, Eff, Y=y VU =0 —RNEHT 5720 0HRELEL T 5, [
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8. 5 Hospital at home’
[HEEEZH)

The ‘hospital at home’ provides intensive hospital-like care for the patient at home.
EEZEICBW TR, BECTERICX L TR O L REO 7 7 284t 5,

In some European countries, for example France or Finland, the ‘hospital at home’ offers an
intensive medical and nursing service that allows patients who would otherwise be admitted to a
hospital to stay at home. This implies a type of care that is much more similar to inpatient
hospital treatment than to the usual home care. Different organisational models can be found,
ranging from an expansion of existing resources within the home environment to the allocation of a
specialist team that can cover all demands.?
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8. 6 Volunteer hospice team
IIRZ>T ¢ TR ERF—LA)

8.6.1 Definition and purpose

EELHH

A volunteer hospice team offers support and befriending to palliative care patients and their
families in times of disease, pain, grief and bereavement. The volunteer hospice team is part of a

comprehensive support network and collaborates closely with other professional services in
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palliative care.
ﬁ?y?47mXEX%~A@\i%%$bﬁé&&%ﬁ\%%&%wﬁﬁmﬁbfﬁf\%ﬁ\%%\
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Volunteer hospice teams are vital in contributing to the psychosocial and emotional support of
patients, relatives and professionals, and foster the maintenance and improvement of patients’

and carers’ quality of life. The support persists beyond the patient’ s death and continues in
the phase of bereavement. '

Volunteer hospice teams do not only provide an indispensable dimension of palliative care to
patients and families, but also act as advocates of palliative care to the general public. In some
countries, volunteers contribute to fund-raising, reception and administration duties, and the
governance of hospices as trustees.

NI T AT RACATF—LIE, EETHD, B, B, KO, HEMRICHT 208 - thany, BIE 72 3C8%
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8. 6.2 Demand

EROK#E
There should be one volunteer hospice team available for 40,000 inhabitants. '
R 40,000 ANiZ2WT—2DRT T 4 THRAY ZAF— ARFIHATRE TRITFIER bRV,

However, during the Delphi procedure (see part 1 of this article in the £/PC 16.6), the consensus
regarding this statement was not as great as it was for other statements. The demand for
volunteer hospice teams may vary according to the role of volunteers in the national and local
settings. In certain regions, one volunteer hospice team for up to 80,000 inhabitants may be

sufficient.
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8. 6.3 Requirements
DA S
The volunteer hospice team comprises specially trained voluntary hospice workers with at least

one professional co—ordinator.

RIVTFLTRAERF—AiL, BRI EZZT AT VT A THRACZRBEZE%, ZHETL—AOEMBD =—
FTAR—EF—PNHETHD,

A volunteer hospice team consists of at least ten to 12 voluntary hospice workers and one
dedicated professional co—ordinator. The coordinator should have an education in the social care
and/or the healthcare sector, with additional specialist training in palliative care. The voluntary
workers should have participated in an accredited instruction course and take part in regular

supervision and self-reflection, as well as in continuing education.!® The required qualification
of volunteer workers and their coordinators depends on their tasks inpalliative care. Volunteers
in administrative or other functions require a different type of training.

T T 4T HRAEAF—LAIZIE, HIETH 10~12 ADRAERRT 7 4 THRE, KO — AORREEMER
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8. 7 Day hospice
T e AR EX

8.7.1 Definition and purpose

EEL BHH

Day hospices or day—care centres are spaces in hospitals, hospices, PCUs or the community
especially designed to promote recreational and therapeutic activities among palliative care

patients.
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Patients usually spend part of the day in the day-care centre, either each day or once weekly. Day hospices
focus on creative living and social care, offering patients the opportunity to participate in various
activities during the daytime outside their familiar surroundings. Formal medical consultations are not
usually part of routine day care, but, in some day—care centres, patients may have some treatments, such

as a blood transfusion or a course of chemotherapy, while at the centre.
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Central aims are social and therapeutic care, to avoid social isolation as well as to relieve the burden
of care on relatives and carers.
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8. 7.2 Demand

EROK#E
Until now, day—care centres have been a characteristic feature of hospice and palliative care
development in the UK, with a reported total of more than 200 services, but are only sparsely
available in other European countries.! In consequence, a clear estimation of the need for day—care
centres in European countries is lacking. However, a mid-range prediction of the demand for

palliative care services has recommended a catchment area of 150,000 inhabitants for one day—care

centre. Because of the lack of evidence, pilot projects are strongly suggested.'’

LHRIZEDLE T, TATT R X =%, FEEIZBIT AR AE R LB 7 O &2 8-S T\, 200
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It must be noted that, in many countries, day—care centres are not regarded as an essential

service and other models of palliative care delivery are offered.
BRI LA R B2 2 B, 24 OEICBN T, P4 771 ¥ —d. BERAROF—E X
ELTTIE L, BREFRRDE M7 TV —EADORMHEL SN TWLETH D,
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There should be a day hospice available for 150,000 inhabitants.!® National pilot projects
should be established and evaluated to investigate the need for this type of service.
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8.7.3 Requirements
D SIS

A day-care centre is staffed by a multiprofessional team supplemented by voluntary workers. It is
recommended that there are two nurses present during opening hours, with at least one specialist
palliative care nurse for every seven daily attendees. A qualified physician should be directly
accessible in case of need. Ready access to other professionals, such as physiotherapists, social
workers or spiritual care workers, should be obtained.

TATT RO —IZE, AT T 4 THREEZE0RZBET — L2 VWO BEREN RO LD, —EX
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A day—care centre is supposed to have patient rooms, a therapy room, staff rooms, a bathroom, a
kitchen and a recreation room. All rooms should have access for people with disabilities.
7477?/& Jik. BEMOEE, 16R=E, BEE, stmir, g VL ao—Ta rEx2Hab
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A day-care centre should provide a homelike atmosphere. Patient rooms should be equipped
comfortably and suitable for multifunctional use. The centre is an autonomous organisational
unit with at least six places and may be associated with an inpatient hospice or palliative

care unit.
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8. 8Palliativeoutpatient clinic
BRI RZ AT
Palliative outpatient clinics offer consultation for patients living at home who are able to visit
the clinic.
NREFIT T 7 V= 7i%, 7Y =y 7 OFBPBFRETH H2EEBREOHKIIIELCTND

Palliative outpatient clinics are an important component of a community palliative care programme.
Usually, they are affiliated to specialist PCUs or inpatient hospices. Patients with progressive
disease and reduced performance status will often no longer be able to visit the outpatient clinic.
Therefore, outpatient clinics should be integrated in regional networks, in order to consult with

inpatient services, home palliative care team or the primary care team.
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9. Discussion and future prospects

BRLOPREE

After a pioneering stage of about four decades, palliative care is still quite a young discipline,
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and consensus—building processes are a recent development. Ferris et a/, in their publication on
the US-based model to guide patient and family care, state that the ‘grassroots movement
developed where there were champions.’ '° Approaches to care were usually based on individual
opinion. Considerable variability in the services offered by individual programmes as well as

inconsistent access to care could be observed.
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In their recent publication on the results of the EAPC Task Force on the Development of
Palliative Care in Europe, Carlos Centeno and colleagues pointed to the following problems in the

evaluation of palliative care services:'
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Different types of services in different countries

Hp o HTIIE R —EX

Lack of unified standards and universally accepted definitions of each type of available
resource
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Different interpretations of what is considered to be a ‘specialist palliative care resource’.
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Commenting on this publication, von Gunten stated that this inconsistency ‘bedevils conversation,
comparisons and progress’ .% He strongly pleaded for a European consensus and pointed to Canada and
the USA, which have set a good example.
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The need for professional consensus on what constitutes high—quality palliative care is a
prerequisite to the effective delivery of such services across the continuum of care.
Disseminating and advocating these standards and norms recommended by the EAPC to decision—
makers and other stakeholders will support public awareness about hospice and palliative care in

Europe. *
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The World Health Organization (WHO) strongly advises policy-makers to ensture that palliative care
is integral to the work of all healthcare services and is not seen as just an ‘add-on extra’ °.
This is in line with the recommendations of the Council of Europe to its member states that
palliative care is an indispensable and integral part of healthcare. Therefore, national
healthcare strategies should contain measures for the development and functional integration of

palliative care.? Health organisations must be rewarded for improving quality. Partnerships should
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be established between geriatric medical teams, nursing homes and palliative care staff.
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The EAPC supports the recommendations of the WHO to policy— and decision—makers, which are the
following®:
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Recognise the public health implications of aging populations

mEl bt IR D AR MR T 5 2 &,

Undertake a quality audit of palliative care services
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Invest in the development of core data sets
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Invest in audit and quality improvement methods/reward the involvement of health
organisations
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Ensure that multidisciplinary services are adequately funded, rewarded and supported
BEOHEMBRIZ L 5 — A0, Y TR, H®, XRICLDZ L 2mAET 5,

Ensure that the training of healthcare professionals includes sufficient time devoted to
palliative medicine and that professionals are supported to keep up to date
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Act against stereotypes that mean older people are not offered palliative care when they
need it.
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The focus of this White Paper is on norms and standards for hospice and palliative care in Europe as
recommended by the EAPC. The content has been restricted to those issues directly related to the
distribution of services in the community as well as the material, staffing and personal

equipment of these services.
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As a matter of course, in addition to the structure of care, other dimensions play an
important role in the provision of quality hospice and palliative care — such as treatment
methods, quality and outcome measurement, research, education, funding, policy and
organisation, and legislation. It is beyond the scope of this White Paper to cover those areas

in detail. Relevant topics will be examined in more depth in a series of future papers.
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The bold type in this text highlights the recommendations made by the EAPC. Part 1 of this EAPC
White Paper was published in the EJPC 16. 6.
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	欧州におけるホスピス緩和ケアの最低基準と到達目標に関する白書：第1部
	In this official position paper of the European Association for Palliative Care (EAPC), Lukas Radbruch, Sheila Payne and the Board of Directors of the EAPC outline and explain the association’s recommendations for a common terminology and common quali...
	＜ボックス１.＞ 緩和ケアに関する到達目標の意図／ねらい
	２．Methods

	２．１ The purpose of norms
	２．１ 到達目標を定める意図

	2.2 Key areas of norms in palliative care
	２． ２ 緩和ケアの到達目標に関する重要な領域

	2.3 Sources of bias
	２．３ バイアスの存在
	・ An effective European approach to quality palliative care demands an unambiguous use of terms
	・ 質的に担保された緩和ケアに対する欧州アプローチの有効性こそが、曖昧さのない専門用語の使用を可能とする。


	3.1　Palliative care
	３．１ 緩和ケア
	Palliative care is the active, total care of the patient whose disease is not responsive to curative treatment. Control of pain, of other symptoms, and of social, psychological and spiritual problems is paramount. Palliative care is interdisciplinary ...


	3.2　Hospice care
	３．２ ホスピスケア
	Hospice care is for the whole person, aiming to meet all needs – physical, emotional, social and spiritual. At home, in day care and in the hospice, they care for the person who is facing the end of life and for those who love them. Staff and voluntee...


	3.3  Supportive care
	3.3 支持的ケア
	Supportive care should not be used as a synonym of palliative care. Supportive care is part of oncological care, whereas palliative care is a field of its own extending to all patients with life-threatening disease.
	「エンド・オブ・ライフケア（end-of-life care）」という用語は北米で広く用いられており、欧州諸国の指導的立場の団体においても取り上げられているが、時折、がんに関連したものとして緩和ケアが理解され、他方、エンド・オブ・ライフケアは、あらゆる患者に適応されると思われている。例えば、イングランドでは「国民保健サービスにおけるエンド・オブ・ライフケアの方法」が2008年に公刊されたが、ケアを受けているすべての患者を対象として死にゆく過程を改善しようとした。
	End-of-life care may also be understood more specifically as comprehensive care for dying patients in the last few hours or days of life.
	エンド・オブ・ライフケアは、人生最後の数日、あるいは数時間を迎えている患者のための幅広いケアとして、より限定的なものとして理解されているかもしれない。


	3.5 Terminal care
	３．５ ターミナルケア
	Terminal care is an older term that has been used for comprehensive care of patients with advanced cancer and restricted life expectancy.
	ターミナルケアは古い用語である。それは、予後の限られた進行がん患者に広範に用いられてきた。


	3.6　Respite care
	３．６ レスパイトケア
	Family members or other primary caregivers caring for a palliative care patient at home may suffer from the continuous burden of care. Respite care may offer these patients and their caregivers a planned or unplanned break.23
	Throughout the European countries, a set of common values is acknowledged among palliative care experts. This includes the value of patient autonomy and dignity, the need for individual planning and decision-making and the holistic approach.
	４．２ 尊厳
	4.3 Relationship between patient–healthcare professionals
	４．３ 患者と保健医療専門職員の関係性



	4.4 Quality of life
	A central goal of palliative care is to achieve, to support, to preserve and to enhance the best possible quality of life.
	緩和ケアの中核的目標は、最大限に実現可能なQOLの促進、維持、支援、達成にある。

	4.5 Position towards life and death
	4.5 生と死の位置づけ
	Palliative care seeks neither to hasten death nor to postpone it.


	4.6 Communication
	4.6 コミュニケーション

	4.7 Public education
	4.7 大衆教育

	4.8 Multiprofessional and interdisciplinary approach
	Palliative care is supposed to be provided within a multiprofessional and interdisciplinary framework. Although the palliative care approach can be put into practice by a single person from a distinct profession or discipline, the complexity of specia...
	緩和ケアは、複数の専門職種によるチーム、及び、相互交流による分析枠組みが想定されている。なるほど、 緩和ケア介入は、たった一人を対象として実践されることがある。しかし、専門家による緩和ケアの複合体は、（第5章「緩和ケアのレベル」参照）、身体的、心理的、社会的、スピリチュアルなサポートを実践するための、継続的なコミュニケーション、及び、異なる専門職の協力がある場合のみ十分に活動できる。
	４．９ Grief and bereavement 4.9  悲嘆と死別
	Grief and bereavement risk assessment is routine, developmentally appropriate and ongoing for the patient and family throughout the illness trajectory, recognising issues of loss and grief in living with a life-threatening illness. Bereavement service...

	5. Levels of palliative care

	5.1 Palliative care approach
	5.1 緩和ケアアプローチ
	The palliative care approach is a way to integrate palliative care methods and procedures in settings not specialised in palliative care. This includes not only pharmacological and non-pharmacological measures for symptom control, but also communicati...
	緩和ケアアプローチは、緩和ケア理論と施設における実践を統合する方法であり、緩和ケアを専門特化させることではない。これには薬物療法、及び非薬物療法による症状コントロールのみならず、患者と患者家族、その他の医療専門職とのコミュニケーション、緩和ケアの原則に従った決定過程と目標設定が含まれる。


	5.2 General palliative care
	5.2　一般的緩和ケア
	Professionals who are involved more frequently in palliative care, such as oncologists or geriatric specialists, but do not provide palliative care as the main focus of their work, still may have acquired special education and training in palliative c...


	5.3 Specialist palliative care
	5.3 専門的緩和ケア
	Specialist palliative care is provided by specialised services for patients with complex problems not adequately covered by other treatment options.
	専門的緩和ケアは、その他の治療の選択肢としてではなく、複雑な問題を抱える患者に対する専門的サービスとして提供される。
	Specialist palliative care services require a team approach, combining a multi-professional team with an interdisciplinary mode of work. Team members must be highly qualified and should have their main focus of work in palliative care.
	専門的緩和ケアの実践にはチームアプローチが必要であり、複数の専門職による相互関連的な活動が求められる。チームメンバーは高度の資格を求められるし、それは緩和ケアに特化したものであるべきだ。


	5.4 Centres of excellence
	5.4 専門家センター
	Centres of excellence in palliative care should act as a focus for education, research and dissemination, developing standards and new methods.
	緩和ケアの専門家センターは、教育、研究、普及、新しい理論および基準の開発といった問題に集中して取り組むべきである。
	Each year, 1.6 million patients in the European region will die from cancer and approximately 5.7 million from non-cancer chronic diseases.
	毎年、がんで160万人の患者が欧州において死亡しており、非がんの慢性疾患では約570万人が死亡している。
	この患者の大多数は、苦痛に悩まされるはずである。その苦痛とは、呼吸困難その他の身体症状であり、あるいは、これらの疾患の進行にともなうスピリチュル問題、または心理社会的問題に対する支援が必要となる。あるオーストラリアの研究班によると、緩和ケアを必要とする人々は、死に瀕している患者の50－89％であるが、概念枠組みの異なる諸々のアプローチが用いられている。これに対し、緩和ケアのアプローチは、このような患者の多数に妥当なケアを提供するが、最低でも20％のがん患者、及び5％の非がん患者には死を 迎える年に...
	This means that, at any given time, more than 320,000 cancer patients and 285,000 non-cancer patients require support or care from specialist palliative care services in the European region (as defined by the WHO).
	In all European countries, palliative care is predominantly delivered to patients with far advanced cancer. Patients with other diseases, such as neurological diseases, HIV/AIDS, or with cardiac, pulmonary or renal failure, may have the same palliativ...
	全ての欧州諸国おいて、高度進行がん患者に対する緩和ケアが広く普及している。他の疾患の患者、たとえば神経疾患、HIV/AIDS、または、循環器、呼吸器、腎疾患であるが、がん患者と同様に緩和ケアの必要性が あるかもしれないが、緩和ケアを利用することはかなり困難なことが判明するだろう。
	Providing access to high-quality palliative care for non-cancer patients should be a priority of national and European health policy development.
	非がん患者に対する高度の緩和ケアを利用可能とすることは、国内および欧州健康政策の展開において、優先事項とされるべきである。
	今日、全患者の95％以上に、がんの苦しみに対する専門的緩和ケアが一般的に行われている。しかしながら、 非がん患者の低い比率は、緩和ケア提供者に対する高い障壁に関連しており、緩和ケアに対する社会、及び医学的意見は、多くの場合、がん患者よりも限定的である。
	Adequate provision of palliative care for non-cancer patients requires additional resources. If non-cancer patients were to have equal access to palliative care compared to cancer patients, the percentages of patients requiring palliative care are est...
	非がん患者に対する緩和ケアの適切な実施においては、新たな資源が求められている。もし仮に、非がん患 者が、がん患者との比較において同等の利用可能性を持つなら、緩和ケアを必要とする患者の割合は、各々、（非がん患者）40％に対して（がん患者）60％と推定される。


	6.2 Disease stage
	6.2 疾患のステージ
	There is no predefined time point in the course of the disease marking the transition from curative to palliative care.


	6.3 Children and adolescents
	6.3 児童と思春期
	Palliative care for children represents a special, albeit closely related field, to adult palliative care.43
	Palliative care for children begins when the illness is diagnosed, and continues regardless of whether or not the child receives treatment directed at the disease.44 The unit of care is the child and family.
	Specific paediatric palliative care services for inpatient treatment and home care should be implemented. A full range of clinical and educational resources must be available for the child and family, in a format that is appropriate to age and to cogn...
	The family home should remain the centre of caring whenever possible. Every family should have access to a multidisciplinary, holistic paediatric palliative care team at home.44
	このＥＡＰＣ白書の第2部は、ＥＪＰＣの次号にて公刊の予定である。
	しかしながら、病勢の進行、及び、認知的、身体的機能の退化にともなって、患者の意思決定能力は次第に減退し、意思決定過程に参加できなくなってくる。緩和ケアは、アドバンス・ケア・プランニングとも統合されるべきであるから、このような患者は、もし希望するなら、そのような指示書による緩和ケアを受けることが可能である。
	アドバンス・ダイレクティブスの法的立脚点は欧州諸国において異なっている。数カ国のみにおいて法的に認められているにすぎない。
	アドバンス・ダイレクティブスの拘束力については、現在も検討が続いている。患者の能力は病勢の進行 にともなって変化する可能性がある。患者が充分に説明を受けているか、その情報を理解しているかについては、必ずしも明らかではない。したがって、アドバンス・ダイレクティブスは、もはや適切ではないか、あるいは、このような状況に適応してはならないのである。
	代理人による決定の妥当性においてはアドバンス・ダイレクティブスと同様に、患者と代理人は、患者の
	特定の疾患に関する認知について、かつ緩和ケアチームからの妥当性のある情報を得ることについて、話し合いが求められる。欧州内の数カ国では、いまだにこのことが確立していない。
	サービスの利用方法
	サービスはあらゆる患者に利用可能でなければならない。いつでもどこでも求めに応じて遅滞なく、である。
	Equity of access to palliative care should be guaranteed in all European countries, assuring provision of palliative care according to needs and regardless of cultural, ethnic or other background.
	Access to high-quality palliative care should not depend on the ability of patients or carers to pay.
	ケアが優先される場所
	The preferred place of care and place of death should be acknowledged and discussed with the
	patient and family, and measures taken to comply with these preferences, wherever possible.7

	7.5 Locations of care
	ケア実施の場所
	for the elderly, in hospitals and in hospices, or in other settings if required.2
	Now, as in the future, a major part of palliative care will be provided by nonspecialist services. Consequently, non-specialist professionals must have easy access to specialist consultation for advice and support.
	Integrated care pathways, such as the Liverpool Care Pathway for the Dying Patient, are recommended as an educational and quality assurance instrument to improve care of dying patients in settings that are not specialised in palliative care.
	Considering the reduced life expectancy of palliative care patients, fast-tracking care pathways should be implemented in medical services, ensuring adequate priority for these patients, to prevent disproportional burden from lost time.
	A comprehensive system of services, including inpatient services, home-care services and support
	services, should be available to cover all care needs and treatment options.10

	7.6 Palliative care networks
	緩和ケアのネットワーク化
	There should be at least one specialist palliative care inpatient unit within each healthcare service area.
	Co-ordination can be accomplished by a team or a person. Case management and coordination can be performed by an interdisciplinary expert group representing the various services within the network, or by a palliative care unit or an inpatient hospice.

	7.7　Staff in specialist palliative care services
	Services that are not specialised in palliative care can use a palliative care approach or deliver basic palliative care, even when this can only be done by one professional category, or even by one individual (for example, a general practitioner work...
	緩和ケアにおいて専門特化していないサービスでは、緩和ケアアプローチや基本的緩和ケアを行うことができ
	Children need specialised services that are to be provided by paediatrically skilled staff. This applies especially to the paediatric palliative care nursing service. Palliative home care for the support of　children and their families should be availa...

	7.9 Palliative care leave
	Legal regulations for palliative care leave for carers are available only in Austria and France. Similar regulations should be introduced in other European countries to enable family members to provide care for their relatives at home for as long as r...
	介護者のための緩和ケア休暇の法整備はオーストリアとフランスにあるだけだ。同様の法律は、できる限り自宅 で家族や親類を介護するために、そのほかの欧州諸国において導入されるべきである。

	8. Palliative care services
	児童に対するケアを行う施設においては、最小限度、各々の勤務帯において小児科専門の資格を持った看護師1名が配置されるべきである。
	8.2.1 Definition and purpose
	8.2.2 Requirements
	8.3 Hospital palliative care support team
	病院の緩和ケア支援チーム
	8.3.2 Demand
	8.3.3 Requirements

	8.4 Home palliative care team
	8.4.1 Definition and purpose
	8.4.2 Demand

	8.5 ‘Hospital at home’
	8.6 Volunteer hospice team
	8.6.1 Definition and purpose

	8.7 Day hospice
	8.7.1 Definition and purpose


	9. Discussion and future prospects
	The bold type in this text highlights the recommendations made by the EAPC. Part 1 of this EAPC
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