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experiences

Ready to learn
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Prof Xavier Gomez- Batiste, MD, PhD
Director,
Qualy Observatory
WHO Collaborating Center for Palliative Care Public Health ProgramsCatalan
Institute of Oncology ICO (2007-2020)

Professor of Palliative Care. Faculty of Medicine. University of Vic
Scientific Director. Programa for the comprehensive Care of people with
advanced chronic conditions. La Caixa Foundation.

(Nov 2014-May 2015) Medical Officer for Palliative and Longterm Care, WHO
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Outline lecture

* Conceptual transitions and Challenges palliative care XXlc
* Epidemiology

* How to identify people with palliative care needs

* How to look after thie people

* How to establish prognosis

* Ethical dilemas of early identification

* Implementing psychosocial and spiritual care

* Inserting into academy

* Involving society

* Palliative care human right

Atencion integral a personas
con enfermedades avanzadas .
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Conditions to die in Peace (Expert’s group WHOCC / Chair)

e Spirituality, transcendence, beliefs, values, meaning of life, connection with God, to
Self, to Nature

* Love, support, company of beloved (family and friends), social suport and relations
* Legacy: family, heritage, professional, society
 Autonomy and control on decisions: placement, treatment choices, service choice

* Personal and behavioral resources: hope, positive thinking, optimism, humor,
generosity

* General resources: context, security, economic, ....
Symptom control

 Guarantee and access to good care

Atencion integral a personas
con enfermedades avanzadas ;
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Existing Palliative Care has shown effectiveness and efficiency Social "la Caixa”

CA
PALLIATIVES ot donciog
e Improves symptoms e Reduce use of hospital beds
e Reduces suffering e Reduce admissions and length
e Reduces complex bereavement of stay in hospital
e Increases satisfaction e Reduce emergencies
e Reduces suffering e Cost of Palliative care beds 50%
of conventional
- Increases home care
- Cost of health care 70% in the
e Added values: last 6 months
- Comprehensive - Cost of hospitals is 70% of the
- Patients and families cost of End of life care

- Essential needs
- Interdiscilpinary
- Dignity

- Ethics

- Humanism

Vol. 38 No. 1 _July 2009 Journal of Pain and Symptom Management 522 Journal of Pain and Symptom Management Vol. 31 No. 6 June 2006
e Original Article
The Costs and Savings of a Regional Public

g b 5 : ’ SO > Cons on : Costs o ve
Palliative Care Program: The Catalan ualy’ End Resource Consumption and ts of Palliative
Experience at 18 Years L0 Collab Care Services in Spain: A Multicenter
Silvia Paz-Ruiz, MD, Xavier Gomez-Batiste, MD, PhD, Jose Espinosa, MD, -] l)l'()SI)(‘(’li\'(‘ Study
Josep Porta-Sales, MD, PhD, and Joaquim Esperalba, MD alth Pallia .
World Health Organization Collaborating Centre for Public Health Palliative Care Programmes Xavier Gémez-Batiste, MD, PhD, Albert Tuca, MD, Esther Corrales, RN,

(S.P-R, XG.-B., J.Espi.); and Institut Catald d’ Oncologia (J.P-S., J.Espe.), Barcelona, Spain gl’a mmes Josep PortaSales, MD, PhD, Maria Amor, MD, José Espinosa, MD.
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Levels of complexity of Palliative Care provision

* Knowledge: . .
Chairs Reference: complexity + training+ research

* Observatories

* NGOs Complete teams Units
* Research
Groups Hospices Specific
patients:
Basic suport teams (home, hospitals, Cancer, ALS,
comprehensive) AIDS, etc

Specific teams:

\ - Psychosocial

- Symptom
control

- Bereavement

Specialist nurses or consultants

e Palliative approach or General measures in conventional Services
Atencion integral & (Hospitals, Primary care, Nursing homes, Emergencies, etc)

con enfermedades 4 ' . : .
Soaal mvolvement: compassive communities
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Catalonia: Comprehensive district system [sectors of 100-150,000 hab): integrated Catalonia: Comprehensive district system [small sectorsof 50,000 hab): integrated

Basic team intervening in every place,
mixed cancer @ geriatrics, conventional
beds

Unit at the intermediate care centers,
Support teams to Hospital, Home, and
residences

Territorial Models

of *250,000 hab)

Atencion integral a personas
con enfermedades avanzadas
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92 Journal of Pain and Symptom Management

Vol. 52 No. 1 July 2016

Special Article

The Catalonia WHO Demonstration Project of Palliative ®Cmsmm

Care: Results at 25 Years (1990—2015)

Xavier Gomez-Batiste, MD, PhD, Carles Blay, MD, MSc, Marisa Martinez-Munoz, RN, PhD,
Cristina Lasmarias, RN, BA, MSc, Laura Vila, RN, MSc, José Espinosa, MD, MSc, Xavier Costa, MD,
Pau Sinchez-Ferrin, MD, Ingrid Bullich, RN, MSec, Carles Constante, MD, and Ed Kelley, PhD

* Coverage (geographic): 95%

* Coverage cancer: 73%

* Coverage non cancer: >56% (*)

*  Proportion cancer/noncancer : >50%
* N2 Dispositives: 236
 Beds/milion: 101.6

*  Full time doctors: 220 (30 / milion)

Quality Improvement in Palliative Care Services
and Networks: Preliminary Results of a Benchmarking
Process in Catalonia, Spain

Atencion integral a personas
con enfermedades avanzadas
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Broject of Palliative Care in Catalo:K Obra Social "la Caixa”

Catalan Palliative Care Program. Social-Health Master Plan. Ministry of Health. Government of Catalonia. 2018

Atencion ini
con enferme

ENTRE
FUELIC HEALTH TALLIETIVE.

Catalonia WHO Demonstration Project
on Palliative Care Implementation 1990-1995:
Results in 1995

Xavier Gomez-Batiste, MD, M. Dilee Fontanale, Jordi Roca MDY T M
Borras, MD, Pau Viladiu, MD, Jan Stjernswi-d, MD, and Eduard Rius. MD
Palliative Care Servive (X.G-B.}, Catalan Institute u;f()nmb‘}. and Advisor for Palliaitve
Care, Catalan Health Service; “Life to the Years™ Frogram (M.D.F), Catalan Health Service;
Hospital Sta Crew (JR.), Vic, and Catalan Socicty for Paltiative Care (R ); Cancer Program
(/. M.B.), Cataian Department of Health; Calalan Institute of Ovcologs (EV.); Department of
Flealth (E.R ), Government of Cotalonia; Bareslona, Spain; and Cancer Urit ([.5.), World
Health Ovgenization, Geneva, Suntzeriand

Catalonia WHO Palliative Care
Demonstration Project at 15 Years (2005)

Xavier Gomez-Batiste, MD, PhD, Josep Porta-Sales, MD, PhD,
Antonio Pascual, MD, PhD, Maria Nabal, MD, PhD, Jose Espinosa, MD, Silvia Paz, MD,
Cristina Minguell, MD, Dulce Rodriguez, MD, Joaquim Esperalba, MD,

Jan Stjernswird, MD, PhD, FRCP (Edin), and Marina Geli, MD

on behalf of the Palliative Care Advisory Committee of the Standing Advisory
Committee for Socio-Health Affairs, Department of Health, Government of Catalonia
Palliative Care Advisory Committee (X.G.-B., A.P., M.N.), Standing Advisory Commillee for Socio-
Health Affairs (X.G.-B.), Department of Health (C.M., M.G.), Government of Catalonia; Palliative
Care Service (J.P-S., Jos.., S.P., J.E.), Institut Catala d’Oncologia; Catalan-Balear Sociely for
Palliative Care (D.R.), Barcelona, Spain; Cancer Control and Palliative Care (].S.), World Health
Organization; and International Palliative Care Initiative (].S.), Open Sociely Institule, New York,
New York, USA

Special Article

Spain: The WHO Demonstration Project of
Palliative Care Implementation in Catalonia:
Results at 10 Years (1991-2001)

Xavier Gomez-Batiste, MD, Josep Porta, PhD, MD, Albert Tuca, MD,

Esther Corrales, RN, Federico Madrid, MD, Jordi Trelis, MD, Dulce Fontanals, SW,
Josep M. Borras, PhD, MD, Jan Stjernsward, PhD, MD, Antoni Salva, MD,

and Eduard Rius, MD

Palliative Care Service (X.G.-B., [P, AT, E.C., EM., |.T.), Institut Catala d’Oncologia, Barcelona,
Spain; Fundacio SAR (D.F), Barcelona, Spain; Institut Catala d'Oncologia (].M.B), Barcelona, Spain;
Global Cancer Concern (].8.), Stockholm, Sweden; Divisio Sociosanatana (A.S.), Server Catala de la Salut,
Barcelona, Spain; and Ministry of Health (E.R.), Government of Catalonia, Barcelona, Spain

Special Article

The Catalonia World Health Organization
Demonstration Project for Palliative Care
Implementation: Quantitative and Qualitative
Results at 20 Years

Xavier Gomez-Batiste, MD, PhD, Carmen Caja, RN, Jose Espinosa, MD,

Ingrid Bullich, RN, Marisa Martinez-Munoz, RN, Josep Porta-Sales, MD, PhD,
Jordi Trelis, MD, Joaquim Esperalba, MD, MBA, and Jan Stjernsward, MD, PhD
The “Qualy” Observatory/WHQO Collaborating Cenler for Palliative Care Public Health Programs
(X.G.-B., JE.R., M.M.-M., |.5.), Palliative Care Service (|.I’-S., J.T.), Calalan Institule of Oncology;
and Catalan Department of Health (C.C., 1.B., .E.), Government of Catalonia, Barcelona, Spain

The Catalonia WHO Demonstration Project of Palliative Care: Results

at 25 Years (1990—2015)

Xavier Gomez-Batiste, MD, PhD, Carles Blay, MD, MSc, Marisa MartinezMunoz, RN, PhD,
Cristina Lasmarias, RN, BA, MSc, Laura Vila, RN, MSc, José Espinosa, MD, MSc, Xavier Costa, MD,
Pau Sinchez-Ferrin, MD, Ingrid Bullich, RN, MSc, Carles Constante, MD, and Ed Kelley, PhD

The Qualy Observatory/WHO Collaborating Cenire for Palliative Care Public Health Programmes (X.G.B., MM.-M., C.L., [E.), Institut
Catala d’Oncologia; Chair of Palliative Care (X.G.B., C.B., MMM.-M., C.L., L.V, J.E., X.C.), University of Vic, Barcelona, Spain; Chronic

Care Program (C.B.), Department of Health, Governmeni of Calalonia; Socio-Health Plan (P.S.-F., I1.B.), Department of Health, Government

Headquarters, Geneva, Switzerland

of Catalonia, Barcelona, Spain; Planning Departmeni (C.C. ), Departmeni of Health, Government of Catalonia; Primary Care Services (L. V.,
X.C.), District of Osona (Barcelona), ICS Catalunya Central, Barcelona, Spain; and Depariment of Service Delivery and Safety (E.K.), WHO

\ Generalitat de Catalunya
Departament de Salut
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Special Article

The Catalonia World Health Organization
Demonstration Project for Palliative Care
Implementation: Quantitative and Qualitative
Results at 20 Years

Xavier Goémez-Batiste, MD, PhD, Carmen Caja, RN, Jose Espinosa, MD,

Ingrid Bullich, RN, Marisa Martinez-Munoz, RN, Josep Porta-Sales, MD, PhD,
Jordi Trelis, MD, Joaquim Esperalba, MD, MBA, and Jan Stjernsward, MD, PhD
The “Qualy™ ()&c?n,wtm}/'-‘l”H() Collaborating Center for Palliative Care Public Health Programs
(X.G.-B., JER., M.M.-M., J.5.). Palliative Care Service (J.12-5., [.1 ). Catalan Institute of Oncology;
and Catalan Department of Health (C.C., LB., JE.), Government of Catalonia, Barcelona, Spain
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- Quantitative / 5 years (GOmez-Batiste X et al,
JPSM)

- External evaluation of indicators (Suiiol et al,
2008)

- SWOT nominal group of health-care
professionals (Gomez-Batiste X et al, 2007)

- Focal group of relatives (Brugulat et al, 2008)

- Benchmark process (2008) (Gomez-Batiste et
al, 2010)

- Efficiency (Serra-Prat et al 2002 & Gomez-
Batiste et al 2006)

- Effectiveness (Gomez-Batiste et al, J Pain
Symptom Manage 2010)

- Satisfaction of patients and their relatives
(Survey CatSalut, 2008)

VUTT CTIT CTTTIT AU O UUvVOUT 1. UNAaAUuU o

Weak Points (2010)

Low coverage noncancer,
inequity variability, sectors and
services (specific and
conventional)

Difficulties in access and
continuing care (7/24)

Late intervention
Evaluation

Psychosocial, espiritual,
bereavement

Volonteers

Professionals: low income,
support, and academic
recognition

Financing model and complexity
Research and evidence
Society
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Conceptual transitions in Palliative Care in the XXI century
FROM C
Terarimial disease Advanced progressive chronic disease <
Death weeks or months Limited life prognosis ﬂ>
Cancer All chronic progressive diseases and conditions
‘Disease\ Condition (multi-pathology, fraW
J
From . Mortality Prevalence
Cancer to all conditions - - — - -
Dichotomy curative - palliative Synchronic, shared, combined care

Terminal to advanced
Specialist to all Services
Services to population

Specific OR palliative treatment Specific AND palliative treatment needed
Prognosis as criteria intervention | Complexity as criteria

Rigid one-directional intervention |Flexible intervention

tients Advarn i tonomy
i Preventive of crisis / Case managemen

Palliative care services + Palliative care approach everywhere

Passive role of

Specialist services + Actions in all settings of health & social care

jtutional approach Community azr‘;r:::'h//
Services’ appr Population & distri

Gomez-Batiste X et al, Current Opinion in Supportive Palliative Care, 2012; Gomez-Batiste X et al, BMJ SPCare, 2012
Gomez-Batiste X et al, Medicina Clinica, 2013

Atencion integral a personas

con enfermedades avanzadas
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End of life

Hospice care Terminal care

6% care 0%
11%
— Advanced
Palliative approach chronic
21% )
diseases
9%

Advanced chronic
conditions
24%

Palliative care
23%

Proposed Terms

Gomez-Batiste, Connor, Murray et al, 2017

Atencion integral a personas
con enfermedades avanzadas
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Components target definition

Life prognosis:
- Limited
- Years, months, weeks

TK Obra Social "la Caixa”

Chronic, serious, life-threatening,
iliness or condition, mostly:

- Advanced
- Progressive

- Frequent crisis of needs
= High need and demand
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o

(Disease — specific interventions have _Assessment

mostly a progressively limited impact
in modifying the course of disease,
prognosis, and quality of life)

Atencion integral a personas
con enfermedades avanzadas

continuing care

Palliative needs of patient and
family:

- Basic or complex

- Multidimensional

-Suffering

- Essential

- Symptom control

- Emocional support

- Care of essential needs

- Ethical dilemmas

- Advance care Planning

- Case management, integrated and

Interventions: “palliative approach” or
“palliative care”: basic or complex
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New perspectives, new challenges:
i * Palliative approach / chronicity: NECPAL Program
1 * Essential needs Psychosocial spiritual care: La Caixa Program
4 * Social involvement: Compassive communities
* Academic: Palliative Care Chairs

T W* ) \
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Palliative Care needs

The populational perspective:

- Mortality
- Prevalence (population, territory)
- Prevalence by settings

Atencion integral a personas
con enfermedades avanzadas
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PALLIATIVE
MEDICINE
Original Article

Palliative Medicine

How many people need & The Authar(s) 2013
~ ~ Reprints and permissicns:
pal I Iat Ive c a re ? A S t u d y sagl;_pub.co. ukp.liou rnals Permissions.nav
. . Dl 1001 ITF02692 163 3489367
developing and comparing pmisagepub.com
- ®SAGE
methods for population-based
estimates

Fliss EM Murtagh!, Claudia Bausewein?, Julia Verne3,
E Iris Groeneveld!, Yvonne E Kaloki! and Irene ] Higginson!

75% population die by Chronic Conditions
Cancer / Noncancer 1/2

Atencion integral a personas
con enfermedades avanzadas
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Some quantitative data of prevalence and prognostic

Atencion integral a personas
con enfermedades avanzadas
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RECOMMENDATIONS
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WHO CCLLASCIIAT Nc: CENTRE
FUEIC HEALTH DALLIETIVE.
‘CARL PROGNAMIACE

NECPAL CCOMS-ICO® 3.1 (2017)
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NECPAL 3.1 2017

Research Team:
Author and main researcher:
Collaborating te:
Joan Espaulella,

NECPAL CCOMS-ICO®@ TOOL VERSION 3.1 2017

Surprise question (to/ among professionals):

YES, | d be T=ed HOT MECPAL
Would you be surprised If this patient dies within the next year? ’ would be surprised. <3

HECPAL
v NO, | would not be surprised Parameters
“Demand” or “ Meed” - Demand: Have the patient, the family or the teom reguested In Implicit or explicit manner, 1

palliotive care or Imitation of therapeutic effort?
- Meed: Identified b'rhenlthl:nre pmfsﬂ:mds'f‘mn the team 2

-=5EI o Barthel <20 . Cllnh:d dota anamnesls

= Symptom Checklist (ESAS)
= 2 persistent or refroctary symptoms

Multi- morbidity =2 chronic disegses (from the list of specific indicators)

Specific indicators of illness Cancer, COPD, CHD, Liver, Renal, CWA, = To be developed as annexes.

severity/ progression Ciementia, Meurcdegenerative diseases,
If there is ot least 1 MECPAL Parameter: ] 20271 IS

Pain, weakness, onorexio, digestive...

AIDS, other odvanced Mlinesses

— Ax least 1

Codification and Registry:
They help tovisualize the condition of “Advanced

chronic patient”™ in the clinical ovailoble and accessible
information

- Codification:
A specific code, os "Advanced chronic patient”, should
be used, as opposed to the common ICDF V6.7
(terrninal patient) or ICC10 Z251.5 (patient in palliative
care service).

- Registry

Clinical Charts:

After the surprise question, the different parometers
should be explored, and add + according to the positives
found

Shared Clinical Chart:

Always match codification and registry of odditional
relevant clinical inforrmation thot describes the situation
and recommendations for care in specific previsible
scenarios and other services {In Catalonia, PIIC)

13



PALLIATIVE
MEDICINE
Original Article

Pallictive Medicine
202 Vol X002 1—-10

Prevalence and characteristics of B The Muthor () 2014
Reprints and permissions:

patients with advanced chronic conditions sagepub.co-uk/iournalsPermissions.nav

DOl 10N ITFO02692163 13518266

in need of palliative care in the general S
population: A cross-sectional study

XKavier Gomez-Batiste!-2, Marisa Martinez-Munfioz!-2, Carles Blay2.3,
Jordi Amblas4, Laura Vilas, Xavier Costa®, Joan Espaulella?t, Jose
Espinosal-2, Carles Constante® and Geoffrey K Mitchell”

Abstract

Background: Of deaths in high-income countries, 75% are caused by progressive advanced chronic conditions. Palliative care needs
to be exrended from terminal cancer to these patients. However, direct measurement of the prevalence of people in need of palliative
care in the population has not been attempued.

Ajim: Determine,. by direct measurement, the prevalence of people in need of palliative care among advanced chronically ill patients
in a whole geographic population.

Design: Cross-sectional, population-based study. Main outcome measure: prevalence of advanced chronically ill patients in need of
palliative care according to the NECPAL CCOMS-1CO® tool. NECPAL+ patients were considered as in need of palliative care.
Setting/participants: County of Csona, Catalonia, Spain (156807 inhabitants, 21 4% = &5 years). Three randomly selected primary care
centres (51,595 inhabitants, 32.9% of County's populadon) and one district general hospital, one social-health centre and four nursing

ial "la Caixa”

homes serving

Results: A 1o Population:

condition: 3 1]
in nursing ho

oresent 10 94 4.5%: People with complex chronic conditions: PCC

Conclusions

prevaience ad 1.5%: People with advanced chronic conditions: PCA

0.4%: PCAs with social needs (solitude, poverty, conflict)

In Hospitals Other Settings

35-40% GPs: 20/ year
Nursing homes: 60-70%

Atell More than 85% of people with Advanced chronic conditions, palliative

care needs, limited life prognosis live in the community (Home or

con Nursing home)
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Age Mean [SD)

73.3(13.9) 76.0 (14.0) 85.5(6.5) 87.0(6.8)

58 (57.43) | 138(54.12) \|/ 37 (19.89) 84 (29.47)

0.001

43 (42.57) 117 (45.88 149 (80.11) 201 (70.53)

* 60-65%: more female, with frailty and multimorbidity, at home or nursing homes,
high prevalence of dementia

e 35-40%: more male, organ failutre, cancer

» Cancer / non cancer 1/7

* >85% of people with advanced chronic conditions, palliative care needs and
limited life prognosis are in the community, with a median survival of 2-3 years,
careed for relatives and primary care services with a median survival of 2-3 years

Atencion integral a p
Who are they?
con enfermedades avireoroos
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Jourmnal of Pain and Symptom Management 509

Special Article

(]{nnprellmmive and Ill[.{i‘gl'tl[.{-_‘d Palliative Care for Penple @C vtk
TS ST

With Advanced Chronic Conditions: An Update From Several

El.ll'{}pt‘tlll Inimtanves and Recommendations for Pnli{:}-’

Navier Gomez-Baitiste, MD, PhD, Scott A. Murray, MD, Keri Thomas, OBE, MBBS, MRCGP, DRCOG, MSC,
Carles Blay, MD, MSc, Kirsty Bovd, MD, PhD), Sebastien Moine, MD, MSc, Maxime Gignon, MD, PhD,
Bart Van den Eynden, MD, PhD, Bent Levsen, MD, PhD, Johan Wens, MD, PhD, Yvonne Engels, PhD,
Marianne Dees, MD, PhD, and Massimo Costantini, MD

Levels:

- Individual patients
- Services

- Territories

Atencion Integral a pers%pééThe ‘Qualy’ End of Life Care
con enfermedades avané)ésqggry—WHO Collaborating Centre

blic Health Palliative Care
Programmes




Table 2

1y Actons for Comprehensive Care of the Identified Patents in Services

A Lo

Merrond

Cormament s termns

I. Mulfidimvensional assessmvend

2. Explore worries, fears, oalues, and
preferences of pafenfs and fanulies

F. Review stabe of disenses and condifions

4. Review freatment

5. Fdenfify and suprport fomily corer

6. Involve Ehe feam

7. Define, agree, and start a Comprehensioe
Multidamensional Them peutic Plan

&, Owrpanize care with all savices moolved,
mcluding the specalized palliative care

SETTICES

9. Regrister and share key informafion with

all involoed services

Llse wvalidated vools

Start: Advance care planning

- Shared decision making
- S@rt discussion about the future
Review discase:

- Smge and progroosis

= Adms and recommendations v prevent
or respornd o crisis or possible
complications

- Ulpadave aims
= Addequacy
- De-prescribing, if needed

= AssessIment
- Educaton and support

Joine:

= ASSESSITIETL

= Plan

- Respecting patients” preferences

= Avdddressing all the needs idencifed
= UUse the square of care model

- Imvolving all veami(s)

- Case Imanagernment

= Shared care and decision making

- Therapeutic pathways across seiiings

- Look ar care and setting transitions

- Therapeutic conciliation between
SETVICES

- In clinical chares

- I shared information

- Im anticipatory care planning booklet

- Im reports of multdisciplinary team
T e Lingrs

Care of patients identified

T, Epaluate//montior owlcomes

- Fregquent review and apdave
- Afrer dearh ., clinical audic

Suffering/well-being fadjus onent
= Psvochosocial and func ton:al
Assessmment of careers burden, needs,

and demands

Explore the emotional experience of

the padent (and its evolution in dme)

Consider the illness narrmatives and life

stories told by the patient !

Doy o forger nonspecific iwems and

gpeneral indicatrs of functional decline

in frail elderhy~

Given that end of life s a urajectory

(dymamic) and noe a sitnavion (seacc),

consider the temporal evolution of

these gpeneral indicavors

Identify the current palliadve care

phase™

Discussing poals of care (shore/mid /2

long term ) with the patents may be a

wood opportianiny o i e

anticipavory care planning

Promove: capacity of care, adjusomen .,
and preventon of complex
bereaverment

- Define mole in conven tional follow-ap,
shared care, emerngencies, and
Ccontinuing care

= Define referent professional (s)

Love Tulin g

= Meeds assessment

Adrns

= Decisions

- Contact palliavive care services for care
of complex needs

Encourage contnuing collaboration
between services and develop
partnership agreements

Involve patients and family carers
patien s when designing programs

Smre of diseases, symploms, emaotional
adjusoment, Family supporn

- Patiens” priorities and preferences
(goals of care)

Possible crisis (out of hours handover
forms, anticpatory prescribing)
Decisions made (e, referral o
specialist palliavive care service,
treatment wi thdrawal Swithbolding)
Recommendations for care in all
Se Ll ngs

Record, communicate, and coomlinave
the care plan across all secvings

- Consider NICE quality standard™

- Design research and generave evidence
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Artiom Methawis
1. Establish and document a formal policy for pallative « Evidemoe based
ap proach - Imvolwe patents in the design and implementation of the
prlicy

]

. Determine the prewlence and identify patients in need

1. Establish '|'.|11:-|:-m:-'h, ﬂ-g'i:'rlm, andd sinls o asmess '|'.|:I:i+:1'.||5'
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review o the comventomal Iu'i:r.|'i:r.|g prosess (sesmioms, eie. )

b

L

Ndentity the primary cres of patients amd give support amsd
A, 'i1'.|n|i|1:|n|i'i:r.|g T derem v rneem

. Imcremse team :'|'.r|'.|1'-|:-:|:|:|

7. In serices with high prewalence: devote specihc tmes and
'|'.|1'-|:d'r.ﬂ-:i1:rm'h with sdvamoed In'i:r.ri:ng o take care of
Tn'l]'i:l:i'l.'r. e '|'.|]|:i1'!1'.||ﬁ { Bamic Palliginve Camre)

H. Incremse the 1:di'rr amid 'i1'.||1"1'.t':i I'l.' of zre for ddent hed

4.

- Stratily the popubstion at need/misk (complex amd advanced
chmime T.nh't:nlﬁ]
« Eviddemie based

« Bamic amed imtermaesd e lewved

« Carry o process evalim b -rih:l:nrg programme 5
11'|1'|'.|'I+5'|11‘1'.|I:I:|1:-1'.|

- Valdated ook

« Asgems meedds amd demamds

» Intremse anoess

« Cyiver exilicteom amiqd s pport

« Plan b avemenl

- Joant inderdiscdphmry approach

- Traimed referent probes sio nals

-!'i-]'.mq:i b times in 1:-1:I'|'.:|Ii1111|5

- hpeahc devoted areas in inpabents
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Actlons for Palliative approach in conventlonal services nursing homes

eritena miervemtion and acoess Ii:-p:]]'i:l:i'l.'-r: A 5'|'.r|-:1:i:'|:i:':-|-ﬂi
services aml all services in the amea

1L Address the ethical challenges of eady identihcation and
il society

- Establsh amd Sor 1:|:|'.|-r]:I1-: the mile of pallatve care
ﬁpﬂ:'i:'l:i:.'r:d SETVHES

- Estabhsh partneships between services

« Define clinical care pathwas

- Climical imformation available for all se

» Promaie benehis (shared decision Tn:k'irg. AP, 'i1'|1'|'.|1'-|:-1.||-:-ri|
imbensity ami 1'|1:|:'|:i I'g.'-i:d'um.p:]'l:i:l:i'l.'r. :'|'.r|'.|ﬂ:-:1:h] amed rexdaee
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Updating National / Regional / Territorial Plans

Atencion integral a personas
con enfermedades avanzadas

25



* Establish a formal national or regional policy with participation of patients and all
stakeholders (professionals, managers, policymakers, funders)

* Determine (or estimate) the populational and setting-specific mortality and
prevalence and needs assessment

* Elaborate, agreeand validate an adapted tool for the identification

* Establish protocols to identify this patients in services

* Establish protocols to assure good comprehensive person-centered care for the
identifed patients

* Identify the specific training needs, train professionals and insert palliative care
training in all settings

* Promote organisational changes in primary care, Palliative Care Specialised,
Conventional services and integrated care across all settings in districts

* Identify and address the specific ethical challenges

* Insert palliative approach in all policies for chronic conditions (cancer, geriatrics,
dementia, other,...)

* Establish and monitorise indicators and standards of care and implementation
plans and generate research evidence

10 actions for establishing a national/regional policy for comprehensive
and integrated palliative approach X Gémez-Batiste, S Murray, S Connor, 2017
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Updating Palliative care service’s perspectives and practice

* Population based perspective

* Timely and all types of patients in need

* Proactive cooperative with other services
* Flexible shared models of intervention

* Focused in essential needs

* Oriented to outcomes

* Adjustment to client service’s needs

* Society and community involved

Atencion integral a personas
con enfermedades avanzadas .
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Original Research and International Initiative

Journal of Palliative Care
2018, Vol. 33(4) 247-251

Ethical Challenges of Early ldentification © The Awchorts) 2018

Article reuse guidelines:

of Advanced Chronic Patients in Need DOF 10,1 177/0825853718782973
. . . journals.sagepub.com/home/pal
of Palliative Care: The Catalan Experience T S SAGE

Xavier Gémez-Batiste, MD, PhD', Carles Blay, MD, PhD'-%,

Marc Antoni Broggi, MD, PhDs, Cristina Lasmarias, BA, RN, MSc',
Laura Vila, RN'* Jordi Amblas, MD, PhD "5,

Joan Espaulella, MD, PhD"*, Xavier Costa, MD, PhD"*,

Marisa Martinez-Munoz, RN, PhD', Bernabé Robles, MD‘,

Salvador Quintana, MD, PhD’, Joan Bertran, MD, PhD®,

Francesc Torralba, PhDg, Carmen Benito, MD'°. Nuria Terribas, BL' '.
Josep Maria Busquets, MDS, and Carles Constante, MD'2

Abstract

Palliative care must be early applied to all types of advanced chronic and life limited prognosis patients, present in all health and
social services. Patients’ early identification and registry allows introducing palliative care gradually concomitant with other
measures. Patients undergo a systematic and integrated care process, meant to improve their life quality, which includes mul-
tidimensional assessment of their needs, recognition of their values and preferences for advance care planning purposes,
treatments review, family care, and case management.

Leaded by the National Department of Health, a program for the early identification of these patients has been implemented in
Catalonia (Spain). Although the overall benefits expected, the program has raised some ethical issues. In order to address these
challenges, diverse institutions, including bioethics and ethics committees, have elaborated a proposal for the program’s
advantages. This paper describes the process of evaluation, elaboration of recommendations, and actions done in Catalonia.

Keywords
palliative care, ethics, advance care planning, chronic conditions, palliative care approach
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Table |. Potential Benefits of the Program for Early Palliative Care Provision, According to 5 Clinical Ethics Committees.

Benefits for patients o Gradual introduction to the palliative approach: new perspectives and reflexive process on patients’ needs
and goals for care
o A rational and reflexive decision-making process: patient autonomy through advanced care planning
o Gradual adjustment to progressive impairment and loss: increase in the intensity and scope of care with a
combined curative/palliative focus
o Positive identification of individuals in vulnerable situations
Benefits for improving quality e |dentification of individuals with special needs who might otherwise remain unidentified
of care » Promotion of active team discussion and revision of therapeutic goals
o Promotion of integrated and continuing care and a rational approach to emergency care
» Focused on improving quality of care

Atencion integral a personas
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Table 2. Potential Risks of the Program for Early Palliative Care Provision, According to 5 Clinical Ethics Committees.

Risks for patients o Stigmatization: Loss of care and curative options (“negative discrimination”) due to confusion between
advanced and terminal disease
o Negative impact: Lack of involvement and permission of patients, with a possible impact due to

prognosis awareness
Risks and barriers for improving o Training deficits of health-care professionals: Lack of knowledge or resources to adequately meet
care quality patient needs

o Resistance of professionals due to the “dichotomy perspective” (antagonism: curative vs paliative)

o Changes in the role of palliative care services in the early palliative approach and the need to establish
new criteria for intervention

o Potential misuse of the program to reduce costs of care at the end of life

Atencion integral a personas
con enfermedades avanzadas 20
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Table 3. Questions and Answers on Implementation of the Program for Early Identfication of Patients in Need of Palliative Care.

Frequent Asked Questions (By Professionals)

Answers and Recommendations

Program aims
Aims of identifying patients

Who identifies patients? Where!

Patient involvement

Family involvement
Prognostic value of identification
What does being NECPAL+ mean?

What to do after identification

How to improve the palliative approach in all settings?

Do NECPAL+ patients need to be referred to a
specialist palliative care service!

What is the role of specialist palliative care services in
the care of NECPAL+ patients!

Du NECPAL+ patients need curative measures?

Is the aim to reduce the cost of care!

To improve the quality of care of patients with advanced chronic conditions in all
departments

Provides valuable clinical information to screen patients with advanced conditions
and palliative care needs in primary care and other conventional treatment areas
Patients must be identified by a competent team (preferably a multidisciplinary
team) who knows the patient. Careful assessment must be performed.

Primary care services are the preferred place for identification

Identifying patients in emergency services without previous contact is not advisable
Patients must be actively involved in the process. They should be given sufficient
informaticn about the program, advanced care planning, and they should lead
decision-making. Patient should be gradually informed about their situation and the
purpose, meaning, benefits, and goals of being identified

Family caregivers must also be involved in the process

Recent data show higher mortality rates for patients with early identification
(suggesting these are “at risk” patients)

The prognostic value needs to be interpreted cautiously in individual patients

It means that the patient suffers from one or more advanced chronic conditions and
that a palliative approach should be incorporated into the existing care plan
Gradually implement a palliative care approach (reflexive process of assessment)
accompanied by other perspectives (advanced care planning and case management)
The patient should be registered through shared information systems and all
available clinical data should be accessible for all departments, including information
on patients’ needs, established and agreed goals, and recommendations for future
expected scenarics

Implementation of early palliative care needs to be accompanied by training
strategies for health-care professionals and organizational changes in all
departments

Mot necessarily. Specialist intervention should depend on the complexity of needs
and agreements between departments

As the primary reference for complex cases

To provide advice and support to other departments to improve the quality of
palliative care

Yes, the use ol a palliative approacd must be concomitant with all other measures
that could benefit patient survival and quality of life

Mo. Palliative care programs could reduce resource usage and related costs, but
only as a side benefit related to improved efficiency. However, this is not the
primary aim of the program

bocial "la Caixa”

Note. with the wool NECPAL CCOMS-ICO"

(*)Acessible at: hetp:/fico.gencat eatlenlprofessionals/serveis | _programes/observatori_qualy/programes/programa_necpal/index heml
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Ethical approach: Benefits & risks :’( Obra Social "la Caixa”

. §'E'5Tt"vtEmg S\'/gmt“é'ﬂrdro;gtlc pincesy e Estigma
Needs assessment, Advance e Abandonment
Care Planning, Review of e Dichotomic perspective
Condition and treatment, e Reducing curative
Family involvement, Case opportunities
management, Continuing e Impact on patients and
care, etc families

e Patient’s involvement/ACP e Misuse to reduce cost

e Starting palliative perspective

e Adequation vs limitation of
resources

e Increasing home care

Journal of Palliative Care
2018, Vol. XX(X) 1-5

Ethical Challenges of Early Identification o2 The Auchors) 2013
of Advanced Chronic Patients in Need B0t 1011708258897 8788953

. . ° journals.sagepub.com/home/pal
of Palliative Care: The Catalan Experience T §sAGE
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Qualitative Research - > Nno cancer
Barriers to GPs identifying patients at the - Talking prognosis

end-of-life and discussions about their care: _ Communication
a qualitative study

- rdination
Lucy V Pocock®, Lesley Wye, Lydia R M French and Sarah Purdy COO d at 0
Centre for Academic Primary Care, University of Bristol, UK Am o ng u s :

*Correspondence to Lucy V Pocock, Centre for Academic Primary Care, Population Health Sciences, Bristol Medical PY HOW to ma nage

School, University of Bristol, Canynge Hall, 39 Whatley Road, Bristol, BS8 2PS, UK; E-mail: lucy.pocock@bristol.ac.uk

Abstract a fte r? ?

Background. Identification of patients at the end-of-life is the first step in care planning and many ° H
general practices have Palliative Care Registers. There is evidence that these largely comprise ConfUSIon
patients with cancer diagnoses, but little is known about the identification process.

Objective. To explore the barriers that hinder GPs from identifying and registering patients on temrlnalladvanCEd

Palliative Care Registers.

Methods. An exploratory qualitative approach was undertaken using semi-structured interviews ° Stigma
with GPs in South West England. GPs were asked about their experiences of identifying, registering
and discussing end-of-life care with patients. Interviews were audio recorded, transcribed and ° ACP?

L

analysed thematically.

Results. Most practices had a Palliative Care Register, which were mainly composed of patients e o

with cancer.They reported identifying non-malignant patients at the end-of-life as challenging and ® Tra l n l ng
were reluctant to include frail or elderly patients due to resource implications. GPs described rarely

using prognostication tools to identify patients and conveyed that poor communication between L] Resou rces

secondary and primary care made prognostication difficult. GPs also detailed challenges around
talking to patients about end-of-life care.

Conclusions. Palliative Care Registers are widely used by GPs for patients with malignant
diagnoses, but seldom for other patients. The findings from our study suggest that this arises
because GPs find prognosticating for patients with non-malignant disease more challenging. GPs
would value better communication from secondary care, tools for prognostication and training in
speaking with patients at the end-of-life enabling them to better identify non-malignant patients
at the end-of-life.

Key words: advanced care planning, family practice, general practice, palliative care, primary health care, terminal care.
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NECPAL CCOMS-ICO® 3.1 (2017)
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NECPAL 3.1 2017

Research Team:
Author and main researcher:
Collaborating te:
Joan Espaulella,

NECPAL CCOMS-ICO®@ TOOL VERSION 3.1 2017

Surprise question (to/ among professionals):

YES, | d be T=ed HOT MECPAL
Would you be surprised If this patient dies within the next year? ’ would be surprised. <3

HECPAL
v NO, | would not be surprised Parameters
“Demand” or “ Meed” - Demand: Have the patient, the family or the teom reguested In Implicit or explicit manner, 1

palliotive care or Imitation of therapeutic effort?
- Meed: Identified b'rhenlthl:nre pmfsﬂ:mds'f‘mn the team 2

-=5EI o Barthel <20 . Cllnh:d dota anamnesls

= Symptom Checklist (ESAS)
= 2 persistent or refroctary symptoms

Multi- morbidity =2 chronic disegses (from the list of specific indicators)

Specific indicators of illness Cancer, COPD, CHD, Liver, Renal, CWA, = To be developed as annexes.

severity/ progression Ciementia, Meurcdegenerative diseases,
If there is ot least 1 MECPAL Parameter: ] 20271 IS

Pain, weakness, onorexio, digestive...

AIDS, other odvanced Mlinesses

— Ax least 1

Codification and Registry:
They help tovisualize the condition of “Advanced

chronic patient”™ in the clinical ovailoble and accessible
information

- Codification:
A specific code, os "Advanced chronic patient”, should
be used, as opposed to the common ICDF V6.7
(terrninal patient) or ICC10 Z251.5 (patient in palliative
care service).

- Registry

Clinical Charts:

After the surprise question, the different parometers
should be explored, and add + according to the positives
found

Shared Clinical Chart:

Always match codification and registry of odditional
relevant clinical inforrmation thot describes the situation
and recommendations for care in specific previsible
scenarios and other services {In Catalonia, PIIC)

jo o)



NirarciAn riontificra
Figure 1. NECPAL 3.1 «classic» with all components x Obra Social "la Caixa”
o

Surprise question (to./among professionals):
Would you be surprised if this patient dies within the next year?

P YES, | would be surprised = NOT NECPAL P NO, | would not be surprised

“Demand” of “Need” - Dermand: Have the patient, the family or
the team requested in implicit or explicit
rnanner, palliative care or limitation of
therapeutic effort?

- Meed: identified by healthcare
T T team

Expert’s
Selected Parameters
with prognostic value

Severe Dependence - Karnofsky <50 o Barthel <20

Persistent symptoms Pain, weakness, anorexia, digestive...

Multi-morbidity =2 chronic diseases (frorm the list of
specific indicators)

Specific indicators of illness
severity / progression

Cancer, COPD, CHD, Liver, Renal, CWVA,
Dementia, Meurodegenerative diseases,
AlIDS, other advanced ilinesses
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Surprise question: would you be surprised if this patient die ObraSodial HiaCaixa’
in one year?

T FERTATR T
CARC PROGRANHACE

No, | will NOT be

surprised Yes, | Will be » Follow
surprised up
Necpal 4.0
prognostic
Dimension Criteria Additional
Palliative needs identified

Professionals think that he/she has palliative

Clinical assessment
care needs

Functional decline Clinical assessment of functional decline

Loosing => 30% Barthel in
sustained, severe and irreversible

6 months
Nutritional decline Clinical assessment of nutritional decline Loosing => 10% Weight in
sustained, severe, and irreversible 6 months
Multimorbidity More tan 2 chronic diseases added to the Added to principal
principal condition disease
Use of resources > 2 emergency admissions or increase of Of any type of

demand of interventions i 6 months interventions

Specific disease criteria Severity or progression of chronic conditions

as Heart, Renal, Lung, Neurologic, or Hepatic

CAVULT TN A\A U

Specific criteria

NWeNT T T I T T T I CNAANANG I




Supervivencia

NUmero factores

. n . n
Numero factores = 0-2 == 3-4 —— 5.6 bra SOClal la Calxa
1.00 1
0.751
0-501 T —~— Survival by
Long-Rank test
0<0.001 number Of
0.254
— parameters
000l affected
o 2 4 6 8 10 12 14 16 18 20 22 24 1-2, 3-4, or 5-6
Meses
0-2 420 409 394 376 361 348 335 330 314 301 291 283 276
3-4 168 142 128 114 104 98 90 87 86 82 82 75 74
5-6 43 28 19 15 10 9 8 8 8 8 7 6 5
0 2 4 6 8 10 12 14 16 18 20 22 24
Meses
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screening tools for early palliative
care and to predict mortality in

Reprines and permissions:
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patients with advanced chronic
conditions: A cohort study

Xavier Gomez-Batiste'?, Marisa Martinez-Mufioz'?,

Carles Blay??, Jordi Amblas?*, Laura Vila?*, Xavier Costa?®,
Joan Espaulella®*, Alicia Villanueva®, Ramon Oller’,

Joan Carles Martori’ and Carles Constante?

Abstract

Background: The Surprise Question (5Q) identifies patients with palliative care needs. The NECPAL C|
tool combines the Surprise Question with additional clinical parameters for a more comprehensive assessme
screening tools to predict mortality is still unknown.

Aim: To explore the predictive validity of the NECPAL and 5Q to determine |2- to 24-month mortality.
Design: Longitudinal, prospective and observational cohort study.

Setting/participants: Three primary care centres, one general hospital, one intermediate care centre,
Population cohort with advanced chronic conditions and limited life prognosis. Patients were classified accor|
criteria and followed for 24 months.

Results: Data available to assess 1059 of 1064 recruited patients (99.6%) at 12 and 24 months: 837
780 were NECPAL+. Mortality rates at 24 months were as follows: 44.6% (5Q+) versus 15.8% (5Q-)
versus 18.3% (NECPAL-) (p=0.000). SQ+ and NECPAL+ identification was significantly correlated w
risk (hazard ratios: 2.719 and 2.398, respectively). Both tools were highly sensitive (91.4, Cl: 88.7-94.1
with high negative predictive values (84.2, Cl: 79.4-89.0 and 81.7, Cl: 77.2-86.2), with low specificity and
The prognostic accuracy of 5Q and NECPAL was 52.9% and 55.2%, respectively. The predictive validit]
NECPAL.
Conclusion: 5Q and NECPAL are valuable screening instruments to identify patients with limited life pro
palliative care. More research is needed to increase its prognostic utility in combination with other paramet]
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Identifying patients with advanced
chronic conditions for a progressive
palliative care approach: a cross-
sectional study of prognostic indicators
related to end-of-life trajectories

J Amblas-Novellas,'* S A Murray,” J Es lia," J C Martori,* R Oller,*
M Martinez-Mufioz,” N Molist,'* C Blay,”® X Gémez-Batiste™”

ABSTRACT
Objectives: 2 innovative concapts have lately been
developed to radically improve the care of patients with
advanced chronic conditions (PACC): early
identification of paliative care (PC) needs and the 3
end-of-life trajectories in cheonic ilinesses (acute,
intermittent and gradual dwindling). It is not clear (1)
what indicators work best for this early ident
and (2) if specific clinical indicators exist for each of
these trajectonies. The objectives of this study are to
explore these 2 issues.
Sefting: 3 primary care services, an acute care
hospital, an intermediate care centre and 4 nursing
homes in a mibxed urban-rural district in Barcelona,
Span.
Participants: 782 patients (61.5% women) with a
positive NECPAL COOMS-ICO test, indicating they
might benefit from a PC approach.
Oulcome measures: The characteristics and
distribution of the indicators of the NECPAL CCOMS-
IC0 tool are analysed with respect to the 3 trajectories
and have been arranged by domain (functional,
nutritional and cognitive status, emotional problems,
geriatric syndromes, social vuinerability and others)
and according to ther static (severity) and dynamic
(progression) properties
Results: The commoan indicators associated with early
end-of-life identificabon are functional (44.3%) and

(30.7%) dstress
(21.9%) and geriatric syndromes (15.7% delirium,
11.2% falls). The rest of the indicators showed

in the per iiness
(p<0.05). 48.2% of the total cobort was identdied as
advanced frailty patients with no advanced disease

cntena.
Conclusions: Dyramic indicators are present in the 3
trajectories and are especially useful to identify PACC
for a progressive PC approach purpose. Most of the
other indicators are typically assocated with a specific

Research

Strengths and limitations of this study
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INTRODUCTION

Two concepts can be combined 10 illuminate
care provision for patients with advanced
chronic conditions (PACC): early identifica-
ton of patients with palliative care (PC)
needs and, second, end-oflife trajectories
associated with advanced chronic illnesses.
This gives a concepiual framework 1o under-
stand the different characteristics of patients

trajectory. These findings can help clinicians improve o X C .
Dr Jordi Ambids-Noved the identif o fora from their early idenufication for PC
poosy YN O pat Sor & P Sppeoecyy onwards.
Amblis-Nowllas J. of 2 B Open 20168:2012340. doi10.1136bejopen-2016-012340 1 39

BM)




» Additional material is
published anline only. To wiew
plese visit the journal oline
{attpefic ci.org 0.1 136/
benjspeare-2019-002126).

"The "Qualy’ Obsenaioey!
WHO Collaborating Centre for
Public Hesith Palliative Care
Programmes, Institut Catalla d’
(Oincologia, Barceiona, Spain
*Chair of Palkative Care, Faculty
of Madicine, University of Vic —
Central University of Catallonia,
Wic, Barcalona, Spain
*Department of Statistics,
Biomedical Research Institute of
Balvitge (INBELL), Barcelona,

Spain

*Central Catalonia Chronicity
Research Group (C3RG), Centre
fior Health and Sceial Care
Resaarch (CESS), Liniversity of Vic
— Central University of Catalona,
Vi, Barcalona, Spain

Comespondence to

Original research

NECPAL tool prognostication in
advanced chronic illness: a rapid
review and expert consensus

Xavier Gémez-Batiste © 2 Pamela Turrillas,? Cristian Tebé,*
Agnés Calsina-Berna,'? Jordi Amblas-Novellas™*

ABSTRACT

Objective To develop a proposal for a 2-year
mortality prognostic approach for patients
with advanced chronic conditions based on
the palliative care need (PCN) iterns of the
NECesidadles PALiativas (NECRAL} CCOMS-ICO
W.3.1 2017 tool.

Metheds A phase 1 study using three
components based on the NECPAL items:

(1) a rapid review of systematic reviews (SRs)
on prognastic factors of mortality in patients
with advanced chronic diseases and PCNs; {2}
a dinician and statistician experts’ consensus
bbased on the Delphi technigue on the selection
of mortality prognostic factors; and (3) a panel
meeting to discuss the findings of components.
(1) and (2).

Results Twenty SRs were included in a rapid
review, and 50% were considered of moderate
quality. Despite methodological issues, nutritional
and ﬁmcm:nd decllna. severe and refractory

m use of and

palliarive care needs (PCNs) in all sertings
ofm:euarelmntd:m]lengﬁ of palliarive
care (PC)." To respond to this challenge,
several tocls have been designed and vali-
dated based on rhe initial experience with
the Gold Standards Framework.® These
originally focused on the early identifica-
tion of patients with PCNs irrespective of
their prognosis, preferably in the commu-
mty, to gradually introduce a PC approach

a systematic needs assessment,
followed by a leidi ional model
of care, advance care planning, review
of diseases and treatment and inregrated
care across the syshe'm_l Additionally, this
mught be useful to identify patients with a
limited Life prognosis as a relevant aspect
to help padents, reladves and profes-
sionals with deasion-making, and empha-
sise some of the elements of care, such as
advanced care planning, spiritial needs
bereavement and end-of-life
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spedific diseass indicators were found to be
potentially prognostic variables for mortality
across four clinical groups and end-of-ife (Eol)
trajectories: cancer, dementia and neurologic
diseases, chronic organ failure and frailty.
Experts' consensus added "nesds’ identified
by health professionals. However, dinicians
were less able to discriminate which NECRAL
itemns were more reliable for a *general” madel.
A retrospective cohort study was designed to
evaluate this proposal in phase 2.

Condusions We identified several
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with prognestic value and linked them to the toal's
wtility to timely identify PCNs of patients with
advanced chronic conditions in all settings of care.
Initial results show this is a dinical and feasible
tool, that will help with dinical pragmatic decsion-
making and to define senvices.

INTRODUCTION
The nmely identfication of patents
with advanced chromic conditions and

{EoL) decisions.

Clinical prediction of survival (CPS) is
the most used trigger for the identifica-
tion of padents ar the EcL, even though
several systemaric reviews (5Rs) have
highlighted clinicians' lmitations for
distnguishing parients who have a limited
life prognosis.”~ Furthermore, prognestc
tools have been published for advanced
chronic diseases, althaugh most have been
validated for a specific chinical conditdon
or care serting, or include variables thar
are not necesaanly easymoblmnmdmly
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practice.®” All of the above emph
need to provide clinicians wu'h ﬁeauble
and reliable tools to use in daily practice
thar rake into account a necessary and
cautious approach of applying prognostc
nisks of selecred populanons to individual
patients.

Regarding this, the NECesidades PALi-
ativas (NECPAL) CCOMS-ICO V31
2017 rool which is a validated instrument
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Original research

NECPAL prognostic tool: a palliative
medicine retrospective cohort study

Pamela Turrillas,"” Judith Penafiel,™* Cristian Tebe,**
Jordi Amblas-Novellas,'** Xavier Gomez-Batiste © '**

ABSTRACT

Objective © dewsiop and valdate » progrostc
model 10 amess mortality risk at 24 months in
patents with advanced chrone: condtons
Methods Retronpective deugn based on »
previous population cohort study with 789 aduit
who were dentified with the surprise Queson
and NECPAL 100l from prmary and imtermediate
care conires, nursing homes and one acute
hospetal of Spain. A Cox regression model was
used 10 derive a mortaity predicive model besed
on patients’ age and ux previowaly selected
NECPAL prognossc faciors (pellative care noed
dentfied by heatthcarw professonals, funcesonal
docine, nutritional dechine, mudtmortedity, use
of rescurces, dussse specfc amera of seventy/
progresson)  Patents were spit into dervaton/
vabdation cohorts, and four steps were followed

independently amocated with increaned nk

of mortaliny st 74 months. Perdormance model

inchuding sge was good. dacrimination power

by area under the curve (AUC) was 072067 n

What was already known?

> NECPAL CCOMS4CO, V31 2017, 5 8
vabdated mstrument with widesgread
use 1o Identity patients Maly in need of
palliative care (PO).

> The combination of the Surprise Quession
and some ndnicdual parameters of
the NECPAL 10! may have potential
Prognostic utility for estImating mortality
in patients with advanced chronc dneases
and PC noeds.
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2 PC need assesument together with 3

PrognosTC assesument are sCarce and
MOsDy valuabie in late stages of sdvanced

the darn e, cohorts, and .
between expecied and cbserved (E/0) mortality
ra%o was 0. 740 70 The moded showed semdar
porformance acrom settings (AUC 065074
O 1.00-1.01), the best performance in
oncological patents (AUC 0.78, /O 0.76) and
the worst in dementia patents (AUC 0 58,

€0 0.8%5). Based on the number of factors
affected, theoe prognossc stages with signdcant
difforericen and & median survsal of 38 172
and 3.6 manths (p<0.001) were defined
Condusion The NECIAL prognosti ool s
scturate and evertually el ot the dencad
practce. Seranhcason n risk groups may enable
earty nterventon and enhance pokoy-mak rg
and sorvice planreng
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improve the quality of their care. This
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Pr

BM)

of et pease eoue Doy The nmely idennficanon of panents wath th. clud -—‘A‘—‘ ] needs
Month Yewr]. ok 00 11360 pallianive care (PC) needs in all semngs  assessment, a review of disease stages and
e of care » of paramount mmp to h 3, and adv: d care plk "3

MR 2 of of S0 Sugpontve § Pellabe Cave 20210100 30090 11 MARSQCIS X000 00 AT 1




Direccion cientifica

CATEDRA (\ o
pEcures wr ¢y 1CO
PA L?Lt: AT'SVES Institut Catala d'Oncologia

:K Obra Social "la Caixa”

PRACTICAL RECOMMENDATIONS
FOR IDENTIFYING

AND ESTABLISHING PROGNOSTIC
APPROACH OF PEOPLE WITH
ADVANCED CHRONIC CONDITIONS
AND PALLIATIVE CARE NEEDS

IN HEALTH AND SOCIAL SERVICES

NECPAL 4.0 PROGNOSTIC (2021)

NECPAL 4.0 PROGNOSTIC 2021

Authors and researchers: Xavier Gomez-Batiste, Jordi Amblas,
Pamela Turrillas, Cristian Tebé, Judit Periafiel, Agnés Calsina,
Xavier Costa, Josep Maria Vilaseca, Rosa Maria Montoliu

Collaboration team: Sarah Mir, Elba Beas, Marina Geli Ad d i ng p rogn ostic a p p roa c h
to
palliative approach

With the support of:
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v uvIC-ucc m Generalitat de Catalunya

namwmnmam&
iiinl social | eanitiria

1CO - INSTITUT CATALA D'ONCOLOGIA

Atencromrmrtegrar a persornas

con enfermedades avanzadas "



Direccion cientifica

CATEDRA )
DE CURES ‘w
PAL-LIATIVES

Q
xlIco

Institut Catala d'Oncologia

HOW TO USE IT IN PRACTICE IN HEALTH
AND SOCIAL SERVICES?

Steps: the first steps are similar to the previous versions:

:K Obra Social "la Caixa”

1. Review the list of people attended by the service.

2.Elaborate a list of those persons with chronic conditions
specially affected.

5.Apply the surprise question to doctors and nurses about
well-known patients: “Would you be surprised inf this
patient die in one year?” with clinical criteria.

4.In those patients in which the response was “I'm or we will
not be surprised”, explore the different NECPAL generic
parameters and the specifics for conditions.

The result of this procedure will be list of patients having
palliative care needs and a limited life prognosis (Figure I:
NECPAL «classic» 3.1)

Atencion integral a personas
con enfermedades avanzadas
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NECPAL TOOL VERSION 4.0 2021

r’P SURPRISE Would you be surprised if this YES‘ NECPALQ
o QUESTION patient die in one year? NEGATIVE

o} o

+ IF THERE IS AT LEAST 1 PARAMETER =

o PALLIATIVE Professionals think that he/she has palliative care needs
NEEDS IDENTIFIED ]

S0 [og g [0]\'F:Y N Clinical assessment of functional decline sustained, severe and (
l‘ DECLIVE irreversible
RES

S TR el TR Clinical assessment of nutritional decline sustained, severe, and R
3 DECLINE irreversible -4 NECPAL™
— POSITIVE

More tan 2 chronic diseases added to the principal condition

MORBIDITY

O (WETR0 8  >2 emergency admission or increase of demand of interventions
:{3e]V]:{e5=98 and 6 months

” d{} SPECIFIC Severity or progression of chronic conditions as Heart,
é EASE CRITERIA Renal, Lung, Neurologic, or Hepatic
Atencion integral a personas
con enfermedades avanzadas 43



> MNeed’s Checklist: Identification of palliative care needs to x Obra Socia] "la Caixa"
[

insert a palliative approach

1. Realize a rapid checklist of the need’s dimensions.

2. Complement with additional indicators and parameters if
needed.

3. Elaborate aims and actions to respond to the identified
needs.

4. Flaborate a comprehensive therapeutic plan.

The result of this procedure permits to identify palliative

care needs and elaborate a comprehensive therapeutic
plan:

Actions for the comprehensive care of pecople identified

1. Multidimensional assessment

2. Assessment of the stage of diseases and conditions and
possible evolution

3. ldentify values, preferences, and start advance care
planning

4. ldentify and care principal career

5. ldentify and activate referent profesional

6. Multidimensional Therapeutic Plan

7. Case management and integrated care with other services

con enfermedades avanzadas "
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> "Situational” Checklist: identification of the prognostic risk to elaborate the prognostic approach:

CATI
DEC

PAL: - Situational prognostic checklist

« Risk estimation

+ Criteria for prognostic approach

Listing the parameters with prognostic utility (palliative needs identified by professionals, functional decline, nutritional
decline, multimorbidity, increased use of resources, and parameters of the specific disease.

The result of this procedure includes the patient MACA in one of these three prognostic stages:

The evolutive stage: can be determined according to the number of parameters affected. If 1-2 or 3-4 or 5-6

) (

PS
Surprise
question

List of Prognostic parameters

« Palliative needs identified by professionals
» Functional decline

» Nutritional decline

» Multimorbidity

* Increase in use of resources

« Disease-Specific parameters

Atencion imnwegrdl d persorids

con enfermedades avanzadas

Stage |
«PS +
1-2 parameters

» Median:
38 months

Stage |l
-PS +
3-4 parameters

« Median:
17.2 months

Stage lll
«PS +
5-6 parameters

» Median:
3.6 months

45
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ASPECTS TO CONSIDER

How to manage the prognostic assessment in clinical

practice

1. The prognosis is one of the elements to consider, added to the
needs and demands .

2. The prognostic risk is applied to populations that accomplish
criteria, but must be applied with caution to individual patients.

3. Once established, we will have a prognestic situational
perspective, which can be valuable for a therapeutic approach.

4. It is recommended to update it regularly.

Atencion integral a personas

con enfermedades avanzadas i
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Risks and benefits of the prognostic approach

1. The most relevant benefit of the prognostic assessment is
to contribute to the situational assessment and permits
redefinition of the therapeutic aims, introducing gradually a
palliative approach.

2. This assessment must be shared with patients, relatives and
team, with the rithm, intensity, and concretion adapted
individually to the adjustment and preferences of patients.

3. The most relevant risk consists in the automatic individual
application of a population-based risk.

Atencion integral a personas

con enfermedades avanzadas .
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Resultat de l'estimacié @

5. Donat el segiient perfil de pacient
Estimaci6 de risc et Sl e
Escull el perfil del pacient

Edat en anys

Escull el perfil del pacient

Edat en anys

Probabilitat Explicacio

L
Necessitats pal-liatives
Perdua nutricional

Perdua funcional

Pacient: 70 anys

Multi-morbiditat

THE NECPAL 4.0 APP:

Atencion in| - _
identifying prognosis with 6 simple parameters
CON enNferMeé cooeocrrorrmororers
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New perspectives, new challenges:
Psychosocial & Spiritual care
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Program for the comprehensive psychosocial and
spiritual care of patients with advanced conditions
and their families

La Caixa Foundation & WHOCC Barcelona

Obra Social

Fundacién "la Caixa”




PAL-LIATIVES

What we do
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Emotional and
social care

Spirituality

Grieving

Volunteers

Proffesional
Support

Providing
psychological
and social care
measures to
help patient
and family to
face the illness

Includes spiritual
aspects that
enable patient and
family to serenely
face the final
process in
complete respect
for individual
beliefs and
convictions

Care for all those
involved in the loss
of a loved one that
require or request

support

By providing
personal support,
volunteers provide
a response to the
social needs of
patients and their
families

Specific support
for healthcare
workers in subjects
such as
communication in
difficult situations
and stress
management

51
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WHO CCLLASCIIAT Nc: CENTRE
FUELIC HEALTH TALLIETIVE.
‘CARL PROGNAMIACE

The Program in Spain

44 Teams

> 200.000 Patients

> 300.000 relatives
> 240 professionals
> 1.500 volonteers

D(

44 ‘ Equipos de Atencién
Psicosocial (EAPS)

128 | Centros sanitarios

133 | Equipos domiciliarios

*A fecha diciembre 2018
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Main results 11 years

* Quantitative:

- >200.000 patients

- 44 Teams > 240 Psychologists

* Qualitative: effectiveness, satisfaction, stakeholders, social impact
e Systematic assessment

* Developing tools

* Developing training materials

Atencion integral a personas

con enfermedades avanzadas -
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Innovations in progress

 The Volonteeers Program

* The “unwanted loneliness/isolation” Program
* Education for careers: the careers school

* Psychosocial on line care Program

* COVID support programs

- Professionals’ online coaching and support

- Surveys professionals’ mental health

 The Barcelona Center for people with advanced chronic conditions and
additional social needs (unwanted isolation, poverty, severe distress,
Access problems, complex bereavement, ....)

* + Nursing homes’ program

Identifying unmet psychosocial needs of
people with advanced chronic conditions

Atencion int

con enfermedades avanzadas ”
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Other programs of Nursing homes supports 1:
Recommendations for ethical decission making in NHs

MEDCLI-5240; No.af Pages4

Me=d Clin (Barc ). 320, aocm ] o ) s — oo

www_elsevier.es/medicinaclinica

Articulo especial

Recomendaciones éticas y clinicas para la toma de decisiones en el
entorno residencial en contexto de la crisis de COVID-19

Clinical and ethical recommendations for decision-making in nursing homes in the context
of the COVID-19 crisis

Jordi Amblas-MNowvellas-7.c+ y Xavier Gomez-Batiste "9 en representacién de los profesionales y
organizaciones que han participado en el consenso”

More tan 26 participant
organizations

Cihtedea s CESS
r@ de Cures Pal-liatives 2@ de Biostica ;0 Centre d'Estudis
oG e & Sanitaris | Socials
i CATALR ONGOLOMA PR A oL B —

RECOMANACIONS PRACTIQUES PER A LA PRESA DE DECISIONS ETIQUES I CLINIQUES
EN L'ENTORN RESIDENCIAL EN CONTEXT DE LA CRISI DE COVID-19 (vemis3.0)

Elzborat per

Wavier Gomez-Batiste, Jordi Amblas, MOria Terribas, Anna Casellas-Grau, Xavier Costa, Begofia Roman, Pepa Romero, karina Geli

Revisat per ) )

Conxita Barbeta, Montse Blasco, Ester Busquets, Cristina Casanowvas., Marta Chandre, Alex Guarga. Angel sover, Montse Liopis. Remedios Martin, Miguel Angel naas, sebastia
santzeugenia. Antoni Sisd

Amb el suport de:

& 3 e

(e — CPaL C—
SEMEG SECPAL T E— AECRAL - S

\wy

Corl-lergei e Metiges
de Barcelona

- —1 :lo .._..‘:K-‘:. alFtcc foe ﬁﬁ N
o e |[ "" :u-a:n;g-uw CAMRIC % SEMG ERats ? B @ =
. 22 Cures Fariatives
Fomn . Y es.  ACrA oSc mmmsmw, chicune 2o depwage

Marc Antoni Broggi (President del Comit2 de Bioktica de Catalunya) i Begofia Roman (Presidenta del Comitd d'atica de Serveis Socials de Catalunya)

Atencion integral a personas

con enfermedac Learning from Hong Kong experience
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New perspectives, new challenges:
Involving society
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Evolutive concepts: from
Medical paternalism to
Society leadership

“Everything done, /

is to us &

without us.”
(Medical Model)

“Nothing for us,

without us.”
(Social Model, Advocacy,
Co-design/Co-production/
Asset-based Approaches)

2 :" irture development

For

G

By
L

g

4

>

Alongsider/
Animator

“Everything done,
is done for us;

without us.”
(Charity Model)

“Done by Us for Us.”

(Asset-Based Community
Development)

A TEOTEETN
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Original Article

Compassionate communities: design and preliminary results of
the experience of Vic (Barcelona, Spain) caring city

Xavier Gémez-Batiste'’, Silvia Mateu’, Susagna Serra-Jofre', Magda Molas’, Sarah Mir-Roca’,
Jordi Amblas', Xavier Costa’, Cristina Lasmarias'?, Marta Serrarols®, Alvar Sola-Serrabou’, Candela

Calle®, Allan Kellehear® 3 -
alle’, Allan Kellehea Viure amb sentit,

Submitted Feb 27, 2018. Accepted for publication Mar 09, 2018. (l lg llltﬂt 1 Slll)ﬂl't
doi: 10.21037/apm.2018.03.10 al ﬁll al (lﬂ la "’Ti(la

View this ardcle at: heep://dz.doiorg/10.21037/2pm 2018.03.10

Refilexio, debat i accions compartides
Vic, cinquena edicié 2020-21

Activitats de lleure
Conferéncies
Formacions

Tallers

Taules rodones

www.catedrapaliatives.com
ciutat.cuidadora@uvic.cat

Atencion integral a personas
con enfermedades avanzadas
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Other programs of Nursing homes supports 2:
Online Course of palliative care approch for 1.200 NHs in times
of COVID

* 14 Modules on clinical, ethical and organizational issues

» Training material (powerpoints / lectures)

* To be shared within the teams

 Mandatory to 1.200 Nursing homes at the region (60.000 beds)
* Promoted by Department of Health and Welfare

Atencion integral a personas

con enfermedac o
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Other programs of Nursing homes supports 3:
Research: the RESICOVID Project

* Highly competitive

* Aims:

- Describe the impact of COVID in the NHs system

- Elaborate proposals of improvement

- Special focus on gender, mental health, and ethics

 Methods combined: representative sample of 1.200 NHs in the Region
- Big data / systematic review

- Mortality / morbidity during epidemic

- Qualitative of the impact & quantitative mental health

- Quality improvement

18 Months follow-up
Atencuon Integral a personas

fa
con enfermedadacayvanzadac 62
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New perspectives, new challenges:
Inserting into academy
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* Chair of Palliative Care 2013:
1st in Spain

* Professorship Palliative Care:
unique is Spain

Atencion integral a personas
con enfermedades avanzadas

» Additianal material is
published online andy. To vew
phazse visit the joumal cnline
(ttpoiids.dolong/ 10.11360
benjspeare-1018-001656).

For numbered affiliatiaons see end
of artice.

Correspondence to

Dr Manier Gomer-Batiste,
Director Chair in Paliztive Care,
Centre for Health and Soda

Care Research (CESS), University
of Wic-Central University of
Catalonia {UNic-CC), Vic
08500, Spain;

xgomez WHOCC@conoologia.
nat

Received & Saptamber 2018

Revised 26 Oictober 2018
Acreptad 31 October 2018

M) Check for updates

© Authors) [or their
employer(s]) 2018. No
commercial re-use. Sae rights
and pemissions. Published by
BM..

Features

Chair ICO/UVIC-UCC of palliative
care at the University of Vic -
Central University of Catalonia: an
innovative multidisciplinary model
of education, research and
knowledge transfer

To cite: Gamez-Batiste ¥,
Lasmarizs C, Amblas |,
et al. B! Supportve &
Fallztve Care Epub ahead
of print: [please include Day
Muonth Year]. dai: 10.11367
bmjspoare-2018-001656

Xavier Gomez-Batiste, "> Cristina Lasmarias,*? Jordi Amblas,'*
Xavier Costa, ™ sara Ela,™ sarah Mir,"* éﬁﬁgnEs Calsina-Berna,"*

Joan Espaulella,? Sebastia Santaugénia,

Marina Geli Geli,” Candela Calle®

ABSTRACT

Objectives Generation and desemination of
knowledge Is a relevant challenge of palliative
care (PC). The Chair Catalan institute of
oncology (ICOMUnNersity of Vic (UvIC) of
Falliative Care (CPC) was founded In 2012, as

a Joint project of the 10O and the University

of vic/Central of Catalonila to promote the
development of PC with public health and
community-oriented vision and academic
perspectives. The Inltiative brought together
professionals from a wide range of disciplines
(PC, geriatrics, oncology, primarny care and policy)
and became the first chalr of PC In Spain. we
describe the experence of the CPC at Its fifth
year of Implementation.

Methods Data oollection from annual reports,
publications, traning and research activities.
Results Results for perlod 2012-2017 are
classified Into three main blocks: (1) Programme:
{a) The advanced chromic care model (Palliative
nieeds (NECPALY; (b) the psychasodal and
spiritual domalns of care (Psychosodal needs
(PSICPALY); {c) advance care planning and
shared dedsion making (advance cane planning
(PO:ARALY; and (d) the compassive communities
projects {Soclety Invohement (SOCPALY. (2)
Education and traiming actiities: (2} The master
of PC, 13 editions and 550 professionals trained;
(b} postgraduate course on psychosoclal care,

4 editions and 140 professionals tralned; and
{c) workshops on spedific topics, pregraduate
training and online acthities with a remarkable
Impact on the Spanish-speaking community.
13} Knowledge-transfer activitles and research

Ramon Pujol,’

projects: (3) Development of 20 PhDs projects;
and (b) 59 articles and 6 books published.
condusion Being the first Initiative of chair in
PC In Spain, the CPC has provided a framework
of multidedplinary arezs that have generated

Innovative experiences and projects In PC.

INTRODUCTION

Training and educaton in  palliadve
care (PC) iz essentdal in the develop-
ment of quality PC provizsion and major
points of a Palliative Care Public Health
P[OETSI'D.D’IE_] In 1992 the PC service ar
the Catalan Instimte of Cncology (ICO)
in Barcelona—a monographic cancer
instinute—developed it own ftraining
strategy, implementing basic and interme-
diate levels, and the first master’s degree
in PC started in 1997, jointly with the
University of Barcelona.

Additionally, due to the experience
acquired i the implementation of the
Catalonia WHO Demonstraton Project
for Palliative Care and its international
impact, there were increasing demands
for support for the design, implementa-
ton and evaluation of PC services and
programme in Spain, Europe and Latin
America.® These policy activities, estab-
hshing contracts and agreements with
public or private organisations, had the
support, as main parmer, of the Catalan
Deparrment of Health.
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Identifying needs and improving palliative care of
chronically ill patients: a community-oriented,

population-based, public-health approach

Xavier Géomez-Batiste™®, Mansa Martinez-Mufoz™", Canes Blay®™®,
Jose Espirroﬂa“'h, Jdoan C. Contel®, and Albert Ledesma”

Purpase of review

'Wa describe concepteal innovations in pallictive core epidemiclogy and the methods o identify potients in
need of palliative core, in all settings.

In middle —high-income countries, more than 7 5% of the population will die from chronic progressive
diseases. Arcund 1.2-1.4% of such populations suffer from chronic advanced conditions, with limied li=
expectancy. Clinical skatus deteriorates progre ssively with frequent crises of needs, high social impoct, and
high vse of costly healthcare rescurces.

Receant findings
The innowative concept of patients with advanced chronic diseases and limited life prognosis has been

addressed recantly, and several methods to identify them howe been developed.

Summary

The challenges are to promote early and shared inlerventions, exendad fo all patients in need, in all
seftings u'l::?-a social care and hedthocore syslems; o design and develop Pdlliative Care Programmes with
a Public Health perspective. The first action is to identify, using the appropriate tools early in the clinical
evolution of the disease, all patients in need of palliative care in all seffings of care, especialy in primary
care services, nursing homes, and healthcare services responsible for care provision for these patients; o
promote appropriate care in patients with advanced diseases with prognosis of poor survival.

Heywords
advanced chronic patients, chronic care, planning, policy, stratification
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Palliative care XXI:

All chronic advanced patients
Timely

All dimensions

All settings

All professionals
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Atencidn in Multidimensional assessment and care,
con enferme ACP, case management, integrated care
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The most prevalent needed right consists in having access to
quality palliative care, specially, for the most vulnerable

“people without voice, like elder multimorbid frail women with
dementia and isolated without family at home or in nursing
homes”
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con enfermedades avanzadas o
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Conclusions

1. Palliative and chronic care must be integrated to provide a
comprehensive and integrated approach, with Public Health vision,
population based and systemic approach, and community perspective

2. Palliative care services and programs must see this as an opportunity and
be adapted to new needs

3. Psychosocial and spiritual needs are essential components of care

4. Society must be involved with an active rol and leadership

5. Palliative care is an essential component of pregraduate and
postgraduate training of all professionals

Atencion integral a personas
con enfermedades avanzadas .
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