.-r. v \ |
| Hablemos de éstas personas
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Prof Xavier Gomez- Batiste, MD, PhD
Director,
Observatorio ‘Qualy’

Centro Colaborador OMS para Programas Publicos de Cuidados Paliativos. ICO

Catedra 1CO/UVIC de Cuidados Paliativos,

Catedratico, Facultad de Medicina, Universitat de Vic
Director Cientifico, Programa atencidn integral personas con enfermedades
avanzadas, Fundacion La Caixa

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

Atencion integral a personas
con enfermedades avanzaaas
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I ”

You will get the results you got!!

Albert Einstein

Pensamiento lateral, serendipia, y océano azul como métodos de analisis y mejora

Atencion integral a personas
con enfermedades avanzadas
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[ N\ /N

Y&?SR?\IZH ONAL °C SERVICE 100 XCI\I:'IA\\/DE;\?II;:I'Y/ DEP OF HEALTH | LA CAIXA FOUNDATION
coop N 7 = \ /
~__“~ CLINICAL TRAINING & | | MASTER PC [] SOCIO-HEALTH PSYCHOSOCIAL
WHO Project RESEARCH IN-PLACE CHRONIC CARE PROGRAM

Atencion integral a personas
con enfermedades avanzadas

CATEDRA
DE CURES v - Academic

PAL-LIATIVES - Research

WHO CC PRIMARY CARE - Consultation
GERIATRICS
COMMUNITY
Research:
QUALY . Epldemlology
OBSERVATORY - Effectiveness
@ Generalitat de Catalunya & = SerV| CeS/p o g fam ,S
Departament
[_j de Salut o Institut Ca(aladO olo J
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ccoms

Consulta:
- Diseno

- Evauacion

- Implementacion

- Servicios/programas

:K Obra Social "la Caixa”

QUALY
OBSERVATORIO

Atencion integral a persc@w

CATEDRA
DE CURES '
PAL-LIATIVES
- Académico
- Investigacion
- Consulta
AT PRIMARIA
GERIATRIA
COMUNIDAD

N Generalitat de Catalunya Q@
Departament

2l de Salut

o I1Co J
Institut Catala d'Oncologi:

con enfermedades avanzadas

Investigacion:

- Epidemiologia

- Resultados

- Servicios/programass




Objetivos Taller

e Fundamental

Promover la innovacion de los servicios y programas de cp hacia la cronicidad
avanzada

e Adicionales

1. Impulsar una vision sistémica, poblacional, comunitaria y de salud publica
2. Generar consenso con otras disciplinas

3. Benchmark y generacion de pertenencia de grupo

 Metodologia

Combinacion de conferencias, discusiones, ejercicios
Elaboracion de autoevaluaciones

Disefo de propuestas-programas demostrativos de mejora

* Resultados esperados

1. Capacitacion sobre la nueva concepcion de cp integrados
2. Proyectos en marcha

3. Seguimiento

Atencion integral a personas
con enfermedades avanzadas .. . .




Guion Taller

e Presentacion

e Conceptos

e Epidemiologia

e (Caracteristicas

e CoAmo identificar

e En vuestro centro: cuantitativo y cualitativo

e CAmo atender: evaluacidn, aspectos psicosociales, dolor

e Aspectos éticos

e Como organizar la atencion en servicios residenciales, hospitalarios, atencion
primaria...

e En territorios

e Los programas demostrativos

e Vinculacion con sociedad

e Docencia

e Investigacion

> Experiencias de Cataluna: NECPAL, Programa La Caixa, Catedra de CP UVIC,
Ciudades cuidadoras

Atencion integral a personas
con enfermedades avanzadas .. . .
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5 de septiembre, 2019

Horario Tema Horario

8:00 Registro
15:00
Mensaje de Bienvenida
Dra. Asa Ebba Christina Laurell
900 Subsecretario de Integracion y Desarrolio del Sector Saiud
Mtro. Ricardo Octavio Morales Carmona
Director General de Educacion en Salud

Situacion Actual de la Atencion Paliativa en México
930 Dr. Bernardo Villa Cornejo
Jefe de Departamento de Cuidados Paliatives, México

10:00 Receso
Modulo 1
10:30 Xavier Gomez-Batiste/

Director de CCOMS, Cotedratico C. Paliotivos Facultad de Medicing UVIC

. Innovaciones conceptuales de los Cuidados Paliativos en el

siglo XxI
Il. Epidemiologia de las nuevas necesidades de atencion Componentes
paliativa basicos de
Il Caracteristicas de los nuevos usuarios de programas de 9":9'3":::
Cuidados Paliativos; de cancer terminal a enfermos LalEzsie)
avanzados, fragilidad, insuficiencias organicas,
multimorbilidad, dependencia, etc
V. Como disefar, implementar y evaluar programas integrales
Introduccién eintegrados
Conceptual a. En Estados, en territorios (distritos urbanos, rurales,
metropolitanos)
b. Enservicios convencionales: Atencion primaria, hospitales
(rmedicina interna, geriatria, oncologia, etc.), comunidad.
c. Enorganizaciones financiadoras y proveedoras
V. Comoadaptar y transformar servicios existentes de Cuidados
Paliativos
VI. Comovincular a la sociedad: Ciudades cuidadoras
VIl Como evaluar resultados
14200 Comida Libre 19:00

Atencion integral a personas
con enfermedades avanzadas

LIDERES DE PROGRAMAS PUBLICOS EN ATENCION PALIATIVA, MEXICO 2019

:K Obra Social "la Caixa”

5 de septiembre, 2019
Tema
Modulo1
Xavier Gomez-Batiste/
Director de COOMS, Catedrdtico C. Paligtivos Facultod de Medicing
uvic
. Liderazgo, objetivos, mision, vision, principios, valores

Il Evaluacion de necesidades y del contexto (cuantitativo,
cualitativo).

. Modelo de identificacion, atencion e intervencion.
V. Definicién de la poblacion objetivo.

V. Patrones organizativos (en todos los niveles de
atencion).

Wl Medidas generales en servicios convencionales

Wil Adaptacion de los servicios especializados a la atencion
cronica en diferentes entornos.

VIl Redes sectorizadas de atencion integrada, continua y
de emergencia.

X, Atencion a poblaciones  especificas  (pediatrica,
geriatrica, etc))

¥ Educacién y entrenamiento a todos los  niveles
“entrenar a los educadores”

¥l Planificacion en investigacion

Xl Disponibilidad y acceso a opicides y medicamentos
esenciales.

¥l Legislacion, estandares, presupussto, modelos de
financiacion y compra de servicios.

XV, Evaluaciony mejora de la calidad.
XV. Evaluacion de resultados e indicadores.
EATR

Plan de accion a corto, mediano y largo plazo: Proyectos
dermostrativos

XVIl. Debates éticos
AVILImplicacien  social comunidades  compasivas,
veluntariado, interculturalidad.

Fin de actividades
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Institut Catala d'Oncologia

WHO CCLLASCIIAT Nc: CENTRE
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Lideres de Programas Publicos en Atencion Paliativa, México 2019

Horario Tema
800 Registro
Modulo 3
9:00 Xavier Gomez-Batiste
Director de CCOMS, Catedratico C. Paliativos Facultad de Medicina UVIC
1. Programas publicos
1. Servicios especificos de cuidados paliativos
Trabajoen | aencion primaria
IV.  Servicios hospitalarios
V. Territorios y otros ambitos
100 Receso
130 Modulo 3
VL. Autoevaluacion cuantitativa y cualitativa
VIl.  Elaboracién de planes de mejora por dimensiones

14:00

15:00

XL

Xl

Objetivos acciones resultados

Indicadores y monitorizacion

Factores de éxito

Barreras, dificultades y resistencias previsibles

Aspectos éticos

Comida

Modulo 4

Xavier Gormnez-Batiste

Director de CCOMS, Catedratico C. Paliativos Facultad de Medicina UVIC

Empoderar a los lideres
Generacion de pertenencia y benchmark
Proponer seguimiento y cooperacion

Planificacion, implementacion y evaluacion sisternatica
de programas y sernvicios

Elaboracion de propuestas

Resultados esperados

Conclusiones practicas y propuestas de seguimiento

Atencion integral a personas
con enfermedades avanzadas

Obra Social "la Caixa”

GOBIERNO DE

MEXICO | SALUD

SECRETARIA DE SALUD

e NN
A v%;@
%q.’..\% S

Curso-Taller dirigido a:

LIDERES DE PROGRAMAS PUBLICOS EN
ATENCION PALIATIVA

Ciudad de México, Sy 6 de septiembre de 2019

Sede: Lieja No. 7, Cofonia Judrez, D. T. Cuauhtémoc, Ciudad de Mexico
Auditorio "Miguel E. Bustamante”y sala de usos mdltiples,



Guion Taller

8

Parte I:

ePresentacion

eConceptos

eEpidemiologia

eCaracteristicas

eComo identificar

*En vuestro centro: cuantitativo y cualitativo

*CAmo atender: evaluacion, aspectos psicosociales, dolor
e Aspectos éticos

Parte Il: Autoevaluacion DAFOS

eCAmo organizar la atencidn en servicios residenciales, hospitalarios, atencion
primaria...

*En territorios

Parte lll:

*Programas demostrativos

Parte IV:

eVinculacion con sociedad

eDocencia

e|Investigacion

Parte V: que podemos hacer en los préoximos 2 afos????
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Retos de los Cuidados paliativos del sXXI

1.Atencion paliativa para personas con enfermedades cronicas
avanzadas

2.Atencion psicosocial y espiritual como elementos clave
3.Insertar en academia

4.Involucrar sociedad

Atencion paliativa como derecho humano fundamental

Atencion integral a personas
con enfermedades avanzadas

7K Obra Social "la Caixa”
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Resultados de los servicios y programas clasicos de cp

Atencion integral a personas
con enfermedades avanzadas

12
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Levels of complexity of Palliative Care provision: diversity

Reference: complexity + training+ research

Complete teams Units

Basic suport teams (home, hospitals,

comprehensive) \

V\

Specialist nurses or consultants

Atencion integral a rersonas

con enfermedades a\ Palliative approach or General measures in conventional Services
(Hospitals, Primary care, Nursing homes, Emergencies, etc)



WHOCC Basic Indicators of SPCSs

n

Structure:

e Multidiscilinary team

e Advanced or specialist
training

e Documentation

e Unit / office / setting /
access criteria

e Policies

Process:

e Multidimensional evaluation of needs of patients
and families

e Systematic elaborated multidisciplinar plan of care
e Systematic approach of process of care (square of
care)

e Systematic monitoring and review of clinical
outcomes and organisational outputs

e Team approach: meetings, plan, assessment,
doccumentation

e Continuing care and accesibility

e Links with other services

e Documentation and tools complimented

e Bereavement process

e Education / Training / research

e Quality evaluation and improvement

e Links with society

Atencion integral a personas

C

Adapted from SCBCP 1993 and SECPAL 2006




Specialist service’s settings: diversity, adaptation

Hospices

Acute Hospitals

Mid term and long term, RHB,
(Sociohealth Centers)

Nursing homes

Units

Primary Care /
Community

Support teams

Outp’s / Day care
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A model for District Polliotive Care Comprehensive Plonning

Context / Needs:
Demography
Resources

Type patients:

Cancer, geriatrics,
aids, other

Complexity

Maortality f
Prevalence

Cualitative
assessment [SWOT)

/

Specialist care for complex patients

T~

Early palliative approach forall

integrated care

loint policies, shared &

Z

patients all settings

+ Leaderzhip

+ Bvaluation & Quality improvement

Specialist Services

= Early ldentification
= Criteria intervention

* Shared / Continuing /
emergency care

= Clinical pathways
= |nformation system

+ Training

~

+ Palliative approach

inall services

Atencion integral a personas

con enfermedades avanzadas
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Concept of integrated system or network

“In which a service/team leads all the palliative care devices in a district or sector”

Atencion integral a personas
con enfermedades avanzadas
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q
[»
p

Catalonia: Comprehensive district system (sectors of 100-150.000 hab]: integrated

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

Catalonia: Comprehensive district system (small sectors of 50,000 hab): integrated

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

.'/ A\l _/ /
II\ J ‘\"‘*-\..___-/ Ik\ _//

ive district system [metroploitan sectors of >250.000 hab)

Catalonls: Complex Compre)

Catalan models of district
organisation of palliative care,
according to demography

con enfermedades avanzadas
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PAL-LIATIVES
TaBLE 4. CONVENTIONAL AND SPECIALIST PALLIATIVE CARE SERVICES
IN DIFFERENT TYPES OF SECTORS OF CATALONIA
Conventional
(nonpalliative care) Palliative
Type Characteristics Number resources care resources”
Rural < 50,000 citizens 9 PCC 1 support team available
in all settings (home, hospital,
others)
CH
Rural-urban 50-150,000 citizens 18 PCC Unit in the SHC or DGH,
DGH HCST, HST, OPC
Intermediate: rural areas PSHC
with 1-3 small cities
Urban (Girona, Lleida, 200-300,000 citizens 3 PCC Unit in Hospitals and
Tarragona) 1 provincial capital CH SHC +2 HST+ 3 HCST
1TH
1 DGH
PSHC
Metropolitan (Barcelona,  400-600,000 citizens 7 PCC 5 levels of complexity of PCS:
Badalona, Hospitalet, 1TH Reference unit + HST + OPC + HST
Sabadell-Terrassa) DGH in DGH + HCST / 100,000
citizens or district
Metropolitan Barcelona PSHC
Total 7,300,000 citizens 37 Hospitals HCST / 100,000 citizens
PSHC HST in every Hospital Units
PCT 3 levels, OPC

“As agreed in the benchmark meeting.

PCC, primary care center; CH, community hospital; DGH, district general hospital; TH, teaching hospital; OPC, outpatient clinic; PSHC,
polyvalent social health center; PCT, primary care teams; HST, hospital support teams; HCST, home care support teams; SHC, social health
centers; PCS, palliative care services.

ATencion integral a personas
District models of palliative care organisation

con enfermedades avanz



652 Journal of Pain and Symptom Meanagement Vol 40 No. 5 November 2010

Original Article

Effectiveness of Palliative Care Services

in Symptom Control of Patients

with Advanced Terminal Cancer: A Spanish,
Multicenter, Prospective, Quasi-Experimental,
Pre-Post Study

Navier GomesBatiste, MD, PhD, Josep Porta-Sales, MD, PhD.
Jose Espinosa-Rojas. MD, Antonio Pascual-Lopez, MD, PhD, Albert Tuca. MD,
and José Rodriguez, RN

World Health Ovganization Collaborating Center for Public Health Palliative Care Programs (X G.-B.,
JE-R) and Palliative Care Service (J.P-5., A.T. )., Catalan Institute of Onology, Baralona; and
National Strategy for Palliative Care (A.P-I.. R ). Agency for Quality, Ministry of Flealth,
AMexcric, Sfezin

jenagement 259

Efficacy of Granisetron in the Antiemetic
Control of Nonsurgical Intestinal Obstruction
in Advanced Cancer: A Phase 1II Clinical Trial

Albert Tuca, MD, Rosa Roca, MD, Carme Sala, MD, Josep Porta, MD, PhD,
Gala Serrano, MD, Jests Gonzales-Barboteo, MD,
and Xavier Gomez-Batiste, MD, PhD

Instituto Cataldn de Oncologia (AT, [P, G5, [ G-B., X.G.-B.), 'Hospi
de Santa Caterina (R.R.), Givona; and Hospital de Sant Lidtzer (£

SLIUCLu
canc

Albert Tuca-

Research

tcomes In

odriguez,” Xavier Gémez-Batiste,>® Jose Espinosa-Rojas,?*
Marisa Martinez-Mufoz.%® Nuria Codorniu,* Josep Porta-Sales®

7K Obra Social "la Caixa”

TEDICTNA

CLINICA

Cuidados Paliativos

Equipos de soporte domiciliario de cuidados paliativos en Espana

Vol 38 Noo T fudy 20009 . . . - . .
Loy Specialist palliative care home care support teams in Spain

Jose Espinosa **, Xavier Gémez-Batiste ?, Josep M. Picaza® y Esther Limén ©

Sﬁ{.’{'{a! Article * Observatorio Qualy de Final de [a Vida, Centro Colaborador de la OMS para Programas Pablicos de Cuidados Poliotivos, Instituto Cataldan de Onoologia, Barcelong, Esparia

® Eguipo PADES, Instituto Cataldn de lz Salud, Marard, Barcelona, Espaiia
© Equipo de Atencion Primaria de Matard, Instituto Cataldn de la Salud, Matard, Barcelona, Espania

The Costs and Savirigs

522 Jowrnal of Pain and Sympiom Managemeni

Vol. 31 No. 6 June 2006

Palliatuve Care Program:

Experience at 18 Years
Original Article

Silvia Parx-Ruiz, MDD, Navier GomersBartiste, N

oscp Porta-Sales, MID, PhId), and Joaguim Esg -~ - - - - -
Mootk Jo ! Resource Consumption and Costs of Palliative

World Health COrganization Collaborating Centre for Pul

B P-R, XN(:-B., JFFEsfx ); and fnsi Cladoaled o7 Chacod -~ - - - - - -
‘ S i Care Services in Spain: A Multicenter

con enfermedades av

Prospective Study

Navier Gomez-Batiste, MDD, PhI», Albert Tuca. MDD, Esther Corrales, RN,
Josep Porta-Sales, MDD, Phl», Maria Amor, MD, José Espinosa, MID,
Tosen WM™ Borris, MDD, PhD, Isabel de la Mara, NI,
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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
¢ 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
i ont g Original Article
The Costs and Savings of a Regional Public R C . 1C { Palliati

Sy . - S ’ source Cons on .0sts ol Palhatve
Palliative Care Program: The Catalan ualy End esource Lonsumpuon anc L alliative
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 Palliatwe Care Programmes Xavier Gomez-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 gra mmes Josep PortaSales, MD, PhD, Maria Amor, MD, José Espinosa, MD.
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92 Jowrnal of Pain and Sympiom Management Vol. 52 No. I July 2016

Special Article

The Catalonia WHO Demonstration Project of Palliative ®E,¥I
Care: Results at 25 Years (1990—2015)

Xavier Gomez-Batiste, MD, PhD, Carles Blay, MD, M5¢, Marisa Martinez-Munoz, RN, PhD,
Cristina Lasmarias, RN, BA, MSc¢, Laura Vila, RN, MSc, José Espinosa, MD, M5e, Xavier Costa, MD,
Pau SanchezFerrin, MD, Ingrid Bullich, RN, MSc, Carles Constante, MD, and Ed Kelley, PhD

Atencion integral a personas
con enfermedades avanzadas
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92 _.l'-'.'e.".lif.'e'_ af Pamn and S .l.'.'lrJn‘-'.l.'.' .h'f.'.lif.'qw.'.'ﬂ.liu‘ Vol 52 No. 1 _,I'.u k 2016
Special Article

The Catalonia WHO Demonstration Project of Palliative (E)C__m\tm
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 SanchezFerrin, MD, Ingrid Bullich, RN, MSc, Carles Constante, MD, and Ed Kelley, PhD

* Coverage cancer: 73%
» Coverage non cancer: >56% (*)

L OF PALLIATIVE MEDICINE
Number 10, 2010

* Coverage (geographic): 95% o

Quality Improvement in Palliative Care Services

and Networks: Preliminary Results of a Benchmarking

Process in Catalonia, Spain

*  Proportion cancer/noncancer : >50%

* N2 Dispositives: 236
* Beds/milion: 101.6
*  Full time doctors: 220 (30 / milion)

Atencion integral a personas
con enfermedades avanzadas
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* Baja cobertura: no cancer, areas, servicios

e Variabilidad en servicios convencionales

* Intervencion tardia

* Dificultades accesibilidad i atencion continuada
*  Evaluacion resultados

* Aspectos subjetivos, espiritualidad, duelo

* Profesionales: Soporte,

* Académico / Investigacion

 Sociedad

Areas de mejora 20 aios
(Gomez-Batiste et al, Medpal 2008)

Atencion integral a personas
con enfermedades avanzadas
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Nuevas perspectivas, nuevos retos:

- Mejorar cobertura cronicidad: Programa NECPAL

- Mejorar modelo atencion: Programa PSICPAL/La Caixa
- Involucrar sociedad: Cuidades cuidadoras

- Insertar en academia: Catedra ICO/UVIC

Atencion integral a personas
con enfermedades avanzadas
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Nuevas perspectivas, nuevos retos:
Mejorar cobertura: Programa NECPAL

Atencion integral a personas
con enfermedades avanzadas



Transiciones Conceptuales CP sXXI xGB et al, BMJ SPC 2013, Med Clin 2013

Conceptos DE s XX A s XXI
Enfermedad terminal Enfermedad crénica avanzada evolutiva
Prondstico de dias / semanas / 3 m +/- | Prondstico de vida limitado
Evolucion progresiva Evolucion progresiva con crisis
Conceptos - - — -
basicos Cancer Todas las patologias cronicas evolutivas
Jee Condicion: fragilidad, multimorbilidad,
Enfermedad especifica .
dependencia,
Mortalidad Prevalencia
Dicotomia curativa vs paliativa Atencion sincrdnica, compartida y combinada
Intervencion rigida Intervencion flexible
Modelos Tratamiento especifico vs paliativo Tratamiento especifico CONel paliativo

intervencion

Prondstico como a item central

Complejidad criterio intervencion servicios CP

Respuesta pasiva a crisis

Actitud proactiva - preventiva y Gestion de Caso

Rol pasivo del enfermo

Proceso de Decisiones Anticipadas

Modelos y
organizacion

Cuidados paliativos

Atencion paliativa

Servicios Especificos

Mejora todos los servicios del Sistema de Salud

Atencion fragmentada

Atencion coordinada e integrada

Paciente institucionalizado

Paciente en la comunidad

Servicios

Poblacion / distrito / salud publica
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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%

Términos considerados mas apropiados

Gomez-Batiste, Connor, Murray et al, 2017

Atencion integral a personas
con enfermedades avanzadas
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Componentes definicion del target

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

NRER

A

i

S
\

\\
RN

§\\

.
.

.
.

Ay

SRR
Sy

SR

7% 7 i
o 7//%//

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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Acuerdo?

Atencion integral a personas
con enfermedades avanzadas
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Patients with Advanced Chronic
Conditions (PACCs)

“PCCCs with a limited life prognosis”

Prevalence of 1.0-1.5% of population

Identified by Surprise Question & NECPAL tool

Living in the community or nursing homes

Frailty, multimorbidity, organ failures, dementia,
cancer

Prognostic: limited life prognosis (median survival
around 2 years)

Progressive impairment and loss

Complex clinical decission-making combining
curative/palliative

Prognostic uncertainty

Focus on Advanced Care Planning, Essential needs,
Psychosocial aspects and Bereavement

Organizational: all services involved in integrated care
pathways

Atencion integral a personas

Patients with Complex Chronic
Conditions (PCCCs)

Prevalence of 3.5-5% of population

Multimorbidity or severe specific chronic disease

Progressive evolution with increasing dependency and
impact

Frequent crisis of needs and demands
Uncertainty and complexity of decision-making

Frequently associated psychosocial needs

Interaction of professionals from all types of resources,
especially acute and emergencies

High use of drugs and risk of pharmacological
interactions

Need of multidimensional, integrated, and
comprehensive approach

con enfermedades ava

“Complejos” vs “cronicos”
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EJERCICIO 1: Qué denominacion para México?

Atencion integral a personas
con enfermedades avanzadas
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Propuesta definicion:
“Atencion paliativa integral e integrada de personas con enfermedades/condiciones cronicas
avanzadas y sus familias en Servicios de salud y sociales”

1. Alolargo de toda la evolucion (oportuna)
2. Todas las dimensiones (integral)
3. Visidn de Salud Publica, poblacional, territorial, en todos los Servicios, todos los
profesionales (integrada)
4. Atencidn paliativa como derecho humano fundamental

Atencion integral a personas
con enfermedades avanzadas
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Open Access

Research

BM) Open 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 Esépaulela 2 J C Martori,* R Oller,*
M Martinez-Mufioz.® N Molist,™® C Blay,*® X Gomez-Batiste™ "

GPs' workload - Average 20 deaths/GP/yr / Death
(approximate proportions)
Low

Functien

:K Obra Social "la Caixa”

mM2 Time = often a few
Onset of incurable years, but decline

utually seems < 2 mom

ENDOF.LFE
High Organ System Failure Trajectory TRAJECTORIES
lwx:;m‘
Frailty / 'g {mostly heart and lung failure) Good S— oot
Dementia E '":"":' ‘ Trgecdony
o
Dea complex L -:n:v."-’.: ire
heaith VIpeciory
Low K conditions m—
oo e e et . Time 23 pea o 0
Failure
High Frailty | Dementia Trajectory PROGRESSIVE
k
Death
Low &
KB spesch amomistian” — W ptosbremn
- » -
Atencion integral a personas
con enfermedades avanzadas .
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a4 Of patients with advanced chronic conditions
“Classical” Palliative care

7

“1st transition”

R

Building the epidemiology, clinical
e | care, ethics and organization
* | of the 1st transition
 Living in the community or nursing homes
* Frailty, multimorbidity, organ failures, dementia, cancer
* Prognostic: limited life prognosis (median survival around 2 years)
* Progressive impairment and loss
« Complex clinical decission-making combining curative/palliative
* More focus on
- Advance care planning
- Essential needs (spirituality, dignity, relations, hope, autonomy)
- Psychosocial aspects (emotional, loss, family)
- Bereavement
At . Organizational: all services involved

con enfermedades avanzadas
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Adapting the clinical , ethical & organizational perspectives of palliative approach & palliative
care to the evolution of persons with advanced chronic conditions

Longterm Advanced
Chronic chronic Terminal
Complex disease / condition
Condition condition

Time line: ------ 2-5 years 2 years 6 months

“Complex Chronic condition”
- Disease-centered

- Survival, sec/tert prevention
- Build confidence

- Shared Decission-making

- Common language

- Advance directives

- Disease / Care management
- RHB

- Primary & secondary specialist
care

“Advanced chronic condition”

- Condition & QoL

- Multidimensional assessment

- Advance Care Planning

- Values & Preferences &Scenarios
- Crisis prevention

- Gradual palliative care approach
- Gradual essential needs
management & Integrated care
Primary care & secondary &
occasional palliative care

“End of life or terminal”

- QoL

- Review & Adjust frequently
- Essential needs

- Sedation

- Elarging / shortening life

- Nutrition/hydration

- Bereavement

- Primary & palliative care (if
needed) shared care
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Un reto compartido

Trabajar la epidemiologia, clinica, ética y organizacion para
atender personas en la 12 transicion

Atencion integral a personas
con enfermedades avanzadas .. . .
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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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Mortality (McNamara, 2006 )Minimal: 50%, Mid-range: 55.5 %, High range: 89.4%

Takle 1

Operational Definitions of the Minimal, Mid-Range, and Maximal Palliative Care Populations

mentioned the excluded
conditions in Pare 1 of the
dearh cerrificare.

Estimare Idenrificarion of Cases Operational Definition (ICD-10 Codes)
Minimal Mention of any of the 10 Death from 10 canses:
underlying causes of dearth o Neoplasm (CO0=D48)
in Part | of the dearh cernficare. e Heart failure (1500, 1501, 1509, T111, 1130, 113237
¢ Renal failure (W1B0, N18SE, NI1BO, N102, N112, N132,
MN120, NI131, N132)
e Liver failure (K704, K711, K721, K729)"
e Chronic obstmictive pulmonary disease (440, J410, J411,
JALE, J42, 430, 431, J432, J438, 439, J440, J441, J448, J449)
« NMotor Neuron Disease ((G122)
¢ Parkinson’s disease (G20)
» Hunringron's disease ((10)
o Alzheimer's disease (G300, G301, G308, G309)
o HIVAAIDS (B20-B24)
Mid-range Person was admirtted to hospital Underlying cause of dearh recorded on the Dearth Cerrificare
in the last 12 months of life for the matched the principal or secondary diagnosis fields of the
same condition as thar recorded in Haospital Morbidity Data for admissions in the last year of life.
Pare 1 of the dearth cerrificate.
Maximal All dearhs exceft those thart Dearhs from all causes exceprt:

e During pregnancy, childbirth, or puerperium (O00--000)

e Originating during the perinatal period (POO-POG)

o Besulting from injury, poisoning,. and certain other
exrernal canses (SO0=-T98): or

e Resulting from external causes of morbidity and
mortaliny (VO1--Y08)

were no recorded deaths from this cause during the smdy period.

“Both heart failure and renal failure include the code 1152 (hypertensive hearnt and renal disease with both CHF and renal failure ) However, there

"With the excepton of K721, the remaining codes do not sepamte acute from chronic liver failure,

con enfermedades avanzadas
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:K Obra Social "la Caixa”

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!

Estimaciones desde tasas mortalidad de condiciones/enfermedades crénicas

Atencion integral a personas
con enfermedades avanzadas
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Mortalidad

e 75 (60-90%) por enfermedades crdnicas progresivas
e Cancer / no cancer 1:2

e Basado en diagnodsticos enfermedades

* Basado en certificados defuncion

Atencion integral a personas
con enfermedades avanzadas
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Sector de 100.000 h en Espaina

Mortalidad:

* Mueren 900 personas

* 670 (75%) por enf crénicas evolutivas (25% cancer, 45-50% otras)
* Proporcion cancer / no cancer: 1/2

Prevalencia personas con enfermedades crdnicas avanzadas prondstico
vida limitado necesidades paliativas:

 1.2-1.5% de la poblacion: 1.200-1.500
* Proporcion cancer-no cancer: 1 /8

Atencion integral a personas
con enfermedades avanzadas
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Chronic Disease / Failure / N

Condition (+/- 10%)

Geriatric syndroms & 415

pluripathology

Dementia 300

Cancer 170

Cardiac 140

Respiratory 80

Neurological 80

Renal 40

Liver 26

Other 40

Total 1.300

Estimacion de prevalencia de pacientes con enfermedades cronicas
avanzadas y prondstico de vida limitado Sector de 100.000 hab en Espaiia
Ater (+/- 10%)

con enfermedades avanzagdas. . . o
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Ejercicio: En México???

Atencion integral a personas
con enfermedades avanzadas
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Chile: mortalidad (datos 2011) (+ Isabel Allende / Laura Tupper)

* Mortalidad global: 101.000

e Cancer /nocancer:1/2.5
 Familiares en duelo / afio: 300.000

Causa N N %
cronicas | Cronica
s
Cancer 23.000
Cardiovascular | 25.000
Respiratoria 9.000 60.000 60-70%
Digestiva 7.000
Atencidn Metabdlica 4.000
con enfeil Agudas / varios | 35.000

45
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Chile: prevalencia

* Global: 120.000

e Cancer: 30.000

* No Cancer: 80-100.000

e %Cancer /nocancer:1/1/6-8

* Prevalencia + familia: (x 3): 360.000

Atencion integral a personas

con enfermedades avanzadas .
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Prevalencia

y
Caracteristicas

Atencion integral a personas
con enfermedades avanzadas
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Atencion integral a personas
con enfermedades avanzadas

Es ésta?
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FUELIC HEALTH TALLIETIVE.
‘CARL PROGNAMIACE

PALLIATIVE
MEDICIMNE
Ovriginal Article

Polliative Medicine
2002, Vol 2200 1—10

Prevalence and characteristics of D The fasthvor (=) 2014
Reprints and permissions:

patients with advanced chronic conditions sagepub.co_uk/journalsPermissions.nav

DO 101 ITF02692163 13518266

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

:K Obra Social "la Caixa”

Xavier Gomez-Batiste!:2, Marisa Martinez-Munoz!-2, Carles Blay2-3,
Jordi Aimblas4, Laura Wila®, Xavier Costa®, Joan Espaulella?, Jose
Espinosal-?2, Carles Constante® and Geoffrey K Mitchell”

Abstract
Background pds

to be exrende PObIaCioln: ve

care in the pol

pim: e 4.5%: Personas con cronicidad compleja: PCC e

Design: Crosg e of
pamacve carel 1.5%: Personas con cronicidad avanzada: PCA
;c;mg‘?% 0.4%: Personas PCAS con déficit social severo "

condition: 3 1.3% advanced frailoy, 23.47% dementia, TZ2.9% cancer (ratio of cancerinon-cancer = [/7), 6&6.8% Tiving at home and T9.7%
in mursing home; only 15.5% previously identified as requiring palliative care:; general clinical indicators of severicy and progression
present in 942 of cases.

Conclusions: Direct measurement of prevalence of palliative care needs on a population basis is feasible. Early identification and
prevalence determination of these patients is likely to be the cornerstone of palliative care public health policies.

Atencion integral a personas
con enfermedades avanzadas
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Patients with Advanced Chronic
Conditions (PACCs)

“PCCCs with a limited life prognosis”

Prevalence of 1.0-1.5% of population

Identified by Surprise Question & NECPAL tool

Living in the community or nursing homes

Frailty, multimorbidity, organ failures, dementia,
cancer

Prognostic: limited life prognosis (median survival
around 2 years)

Progressive impairment and loss

Complex clinical decission-making combining
curative/palliative

Prognostic uncertainty

Focus on Advanced Care Planning, Essential needs,
Psychosocial aspects and Bereavement

Organizational: all services involved in integrated care
pathways

Atencion integral a personas
con enfermedades avanzadas

w1 e 1Mm

Patients with Complex Chronic
Conditions (PCCCs)

Prevalence of 3.5-5% of population

Multimorbidity or severe specific chronic disease

Progressive evolution with increasing dependency and
impact

Frequent crisis of needs and demands
Uncertainty and complexity of decision-making

Frequently associated psychosocial needs

Interaction of professionals from all types of resources,
especially acute and emergencies

High use of drugs and risk of pharmacological
interactions

Need of multidimensional, integrated, and
comprehensive approach

”
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En Hospitales Otros settings
* 35-45% pacientes PCA * Meédico de familia: 20
- Mortalidad ingreso: 20-25% * Residencias geriatricas: >60%
- Mortalidad al afho: 60% - Mediana supervivencia: 24 meses
- Dolor: 60-70% - Dolor: 60-70%
- Distress emocional: 50-60% - Distress emocional: 50-60%

Atencion integral a personas
con enfermedades avanzadas -
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Age Mean [SD)

73.3(13.9)

76.0 (14.0)

85.5 (6.5)

Obra Social "la Caixa”

87.0(6.8)

Male N (%)

58 (57.43)

138 (54.12)

37 (19.89)

84 (29.47)

Female N (%

43 (42.57)

117 (45.88

149 (80.11)

201 (70.53)

0.001

2 grupos identificables:

e Mujeres de 80-85 ainos con fragilidad severa y demencia, mas en residencias y domicilio
e Hombres de 70-75 ainos, con insuficiencias organicas y cancer

Quiénes son?

Atencion integral a personas
con enfermedades avanzadas
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Sintomas TOTAL

Dolor 40 (50,6%)
Astenia 61 (78,2%)
Depresion 50 (63,3%)
Ansiedad 54 (70,1%)
Somnolencia 32 (41%)

Anorexia 40 (50,6%)
Insomnio 33 (41,8%)

% de pacientes NECPAL+ en HUB con sintomas = 4/10 (ENV)
Atencion integral a personas

con enfermedades avanzadas.. . .




Direccion cientifica

citepra ) © ICO % Obra Social "la Caixa"

DE CURES ‘=
PAL-LIATIVES Institut Catala d'Oncologia

JPM-2017-0339-ver9-Calsina-Berna_1P
Type: research-article

JOURNAL OF PALLIATIVE MEDICINE . .
Volume XX, Number XX, 2018 Orlglnal Article
© Mary Ann Liebert, Inc.

DOI: 10.1089/jpm.2017.0339

g Intrahospital Mortality and Survival of Patients
with Advanced Chronic llinesses in a Tertiary Hospital
|dentified with the NECPAL CCOMS-ICO Tool

Agnés Calsina-Berna, MD, PhD,"? Marisa Martinez-Mufioz, RN, PhD#® Ignasi Bardés Robles, MD?
Elba Beas Alba, CNA?® Rafael Madariaga Sanchez, PhD? and Xavier Gémez Batiste Alentorn, MD, PhD#*

Atencion integral a personas
con enfermedades avanzadas . . .
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En Hospitales (“llamados de agudos”)........

* 35-45% pacientes PCA

- Mortalidad ingresso: 20-25%
- Mortalidad afho: 60%

- Dolor: 60-70%
(infradetectado e infratratado)

- Distress emocional: 50-60%

Atencion integral a personas
con enfermedades avanzadas
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PALLIATIVE
Original Article MEDICINE
Palliative Medicine
Extent of palliative care need in the & Thie Auhor() 20
- - Reprints and permission:
acute hospital setting: A survey of two sagepub.co.uldc ons
H H pmj.sagepub.com

acute hospitals in the UK S SABE
Clare Gardiner  uUniversity of Sheffield, School of Health and Related Research (ScHARR), UK
Merryn Gott uni of School of ing, New Zealand
Christine Ingleton University of Sehool of ing & Midwifery, LIK
Jane Seymour L of i School of i idwifery and by, UK
Mark Cobb T ing itals NHS ion Trust, UK
Bill Noble  university of Sheffield, Academic Unit of S ive Care, UK
Milke Bennett University of Leeds, Leeds Institute of Health Sciences, UK m
Tony Ryan  university of Sheffield, School of Mursing & Midwifery, UK
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GSF Prognostic Indicators

Result: 36.0% o patlems ere dented a having paIIIatIve care needs accordlng to GSF crlterla

con enfnrmedades avan7af"“
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Ejercicio: En vuestro servicio..........

Cudntas personas podrian ser Personas con Enfermedades cronicas avanzada?

* Dificultades: identificacion

Atencion integral a personas
con enfermedades avanzadas
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Caracteristicas

Atencion integral a personas
con enfermedades avanzadas
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DISEASE PHYSICAL PSYCHOLOGICAL
MANAGEMENT Pain and other symptoms * Personality, strengths, behaviour,

Primary diagnosis, prognosis,
evidence

Secondary diagnoses (e.g..
dementia, psychiatric
diagnoses, substance use,
trauma)

Co-morbidities (e.g., delirium,
seizures, organ failure)

Adverse events (e.g., side
effects, toxicity)

Allergies

LoOoss, GRIEF ,
Loss ?

Grief (e.g.. acute,
chronic, anticipatory)

Bereavement planning

e

Level of consciousness, cognition

Function, safety, aids:
Motor (e.g., mobility,
swallowing, excretion)
Senses (e.g., hearing, sight,
smell, taste, touch)
Physiologic (e.g., breathing,
circulation)
Sexual

Fluids, nutrition
Wounds
Habits (e.g., alcohol, smoking)

motivation
Depression, anxiety

Emotions (e.g., anger, distress,
hopelessness, loneliness)

Fears (e.g.. abandonment, burden,
death)

Control, dignity, independence

Conflict, guiit, stress, coping
responses

Self-image, self-esteem

Mourning

END OF LIFE CARE/
DEATH
MANAGEMENT

Life closure (e.g., completing
business, closing relationships,
saying goodbye)

Gift giving (e.g.. things, money,
organs, thoughts)

Legacy creaticn
Preparation for expected death

Anticipation and management of
physiological changes in the last
hours of life

Rites, rituals
Pronouncement, certification

Perideath care of family,
handling of the body

Funerals, memorial services,
celebrations

———

e TR S o AP AP Pt

Fi >4

g. <.

SocliAaL

Cultural values, beliefs, practices

Relationships, roles with family,
friends, community

Isolation, abandonment, reconciliation
Safe, comforting environment
Privacy, intimacy

Routines, rituals, recreation, vocation
Financial resources, expenses

Legal (e.g., powers of attorney for
business, for healthcare, advance
directives, last will/ testament,
beneficiaries)

Family caregiver protection
Guardianship, custody issues

PRACTICAL

Activities of daily living (e.g.,
personal care, household
activities, see detailed listing
on page 91)

Dependents, pets

Telephone access,
transportation

* Other common symptoms include, but are not limited to:
Cardio-respiratory: breathlessness, cough, cdema, hiccups, apnea, agonal breathing patterns

Gastrointestinal: nausea, vomiting, constipation, obstipation, bowel obstruction, diarrhea, bloating, dysphagia, dyspepsia
Oral conditions: dry mouth, mucositis

Skin conditions: dry skin, nodules, pruritus, rashes
General: agitation, anorexia, cachexia, fatigue, weakness, bleeding, drowsiness, effusions (pleural, peritoneal), fever/chills, 9
incontinence, insomnia, lymphoedema, myoclonus, odor, prolapse, sweats, syncope, vertigo

Issues common to illness and bere

SPIRITUAL
Meaning, value
Existential, transcendental
Values, beliefs, practices, affiliations
Spiritual advisors, rites, rituals
Symbols, icons

avement.




Palliative Care for the Seriously Ill

Amy 5. Kelley, M.D., M.5.H.S., and R. Sean Morrison, M.D.

W EMGL) MED 5718 MNEM.ORG AUGUST 20, 2015

70

B Fain

I Er=athl=ssness

M Fatigue or lack of energy
B Anore=ia

B Mausea or womiting

Syrrp om Prew al ence (% of pa tients)

B Constipation
Anuiefy O NErFOUSNESS
[ De=pression or sadness
Diry mcuth
Sleep disturbance

CKD

Figure 1. Symptom Prevalence in Advanced lliness.

Data are from representative studies of symptom prevalence among patients with cancer, "™ congestive heart fail-
ure,*** chronic obstructive pulmonary disease (COPD),* chronic kidney disease (CKD), " or dementia’™ " and among
patients who received highly active antiretroviral therapy for the acquired immunodeficiency syndrome (AIDS).*
Self-reported data regarding some symptoms were unavailable for patients with dementia.




Direccion cientifica

CATEDRA ) ycial "la Caixa”
DE GURes Tt Figure 2: Physical, social, psychology and spiritual wellbeing in
the last year of life
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Distress |

acute exacerbations

«— Palliative phase » Death

Murray, S. A et al. BMJ 2008;336:958-959

Atencion integral a personas
con enfermedades avanzadas
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Palliative and End-of-Life Care in Stroke: A Statement for Healthcare Professionals From
the American Heart Association/American Stroke Association
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End-Stage Renal Dsease' A New Trajectory of Functional Decline
in the Last Year of Life

Fliss E.M. Murtagh, PhD,* Julia M. Addington-Hall, PhD,” and Irene ]. Higginson, PhD*

Function

J Am Genatr Soc 59:304-308, 2011.
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Dolor (1

(*) Diapositivas de presentacion R Galvezy E Limoén, 2017
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Table 3
Examples of symptoms provided by patients and categorization for analysis

Symptom Category Example:x N =166 (%)
DiscomfortPain IMeck pam, headache, clogged ear, gout pain, drooling 330207
Weakmezz Fatigue Sleep | Lack of energy, nighimaras, difficulty zlesping 34 (20.3)
Faspiratary Shortmess of breath, restricted chest coughing 43 (16,9
Gastrointestinal Lack of appetite, constipation, indizestion, vomiting, diamrhea 33{12.4)
Dluzculozkeletzl Trouble gettng around, arthritis, trouble tyimg shoes, hand pain difficulty moving hands 31({11.T)
Paychosocial Mervousness, loneliness, anmiousness, depression 25 9.4
MNeurological Dizzinsss, impaired halance speach difficulty 14 (5.3)
Cardiovazcular Edema, irregular hearthaat, chest pain 0{3.4)

XuJ, NolanMT, HeinzeK, YenokyanG, Hughes MT, Johnson J, et al. Symptom
frequency, severity, and quality of life among persons with three disease
trajectories: cancer, ALS, and CHF. ApplINursRes. 2015 Nov;28(4):311-5. doi:
10.1016/j.apnr.2015.03.005. Epub2015 Mar 13.

Atencion integral a personas
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Figure. Frequency of clinically significant pain during the last 2 years of life.

70—

I T

20

Reported Clinically Significant Pain, %

1
24 23 22011 20019 18 17 1% 15 14 13 12 1 W % & 7 & &5 4 3 2 1
Time Before Death, mo

Diamonds represent the mean prevalence of clinically significant pain (defined as often having moderate or severe pain) at each month before death. Bars
represent 95% Cls.

Atencion integral a personas Epidemiology of Pain During the Last 2 Years of Life.

con enfermedades avanzadas| Ann Intern Med. 2010;153:563-569.




Table 2. Predicted Prevalence of Pain at 4 Time Points Before Death for Various Subgroups®

Characteristic Prevalence of Pain (35% CI), % P Valuet Global
P Valuet
2y 1y 4 mo Last Month
of Life
Total population 26 (23300 27 (25-30) 28 (25-32) 46 (3B-55)
Ageh
=65 ¥ 39 (33-45) 40 (35-45) 41 B5-47) o (50700 =000
Be—75 y 31 (2635} 31 (2B-35) 32 (28-37) 51 (43-59) 0.007
Te—85y 27 (23-31) 28 (26-31) 29 (25-32) 47 (35-55) <00
=Bb y 23 (19-28) 24 (21-27) 25 (21-28) 42 (323-51) <000
Men 23 (20-27) 24 (22-27) 25 (21-29) 47 (34-51) 0,001
Women 30 (26340 31 (2B-34) 32 (28-36) B0 (@10 0,001
Race or ethnicity
White 27 (24-31) 28 (26-31) 29 (25-33) 47 (35-58) - 0.01&
Elack 19 (1525} 20 (16-25) 21 (16-26) 37 (27-4E) 0,005
Hispanic 30 {2437 31 (25-38) 32 (2540} 51 (20-52) 035
COrther 20{11-35) 21 (11-3&) 22 (11-37) 38 (21-59) 031
High school diploma or greater 26 (2329 27 (25-29) 27 (24-31) 46 (37-550] 040
Less than a high school diploma 27 (2332 28 (25-32) 29 (2534} 47 (35-58) 040
Met worth =582 D00 24 (21271 25 (22-28) 26 (21-30) 43 (34-52] 0.003
Met worth =589 000 29 {25-33) 30 (28-33) 31 (27-34) 49 (41-58) 0.003
Income =$20 000 26 (22-31) 27 (25-30) 28 (24-32) 46 (37-55] 0.E3
Income =520 000 27 (23300 28 (24-31) 28 (24-33) 46 (37-58) 0.Es
Terminal diagnosis
Cancer 25 (21300 26 (23-30) 27 (23-32) 45 (3654 - 0.195
Heart disease 27 (23-33) 28 (25-32) 29 (25-34) 48 (I8-5E8) 036
Frailty 30 {25-35) 31 (26-3a) 31 (25-38) S0 (a0-0) 0.072
Sudden death 23 {(19-28) 24 (21-28) 25 (21-30) 47 (33-52) 037
Orther 27 (3333 28 (24-34) 29 (23-36) 47 (38-58) 054
Arthritis 38 (342 I8 (3732} 40 (35—} &0 (51-5E8) <1000
Mo arthritis 13 (1015 13 (11-1&) 14 (11-17) 26 (20-33) <0001
Promy 34 (28—-1) 36 (3130 36 (3141} B (4754 <000
Mo proxy 25 (22-28) 26 (23-28) 26 (23-30) 44 (35-53) <1000
- ’ -
Atencion i ntegra | a personas Epidemiology of Pain During the Last 2 Years of Life. Ann

InternMed. 2010;153:563-569.
con enfermedades avanzadas



Tabla 1 Datos generales

Numero de pacientes 138
Edad, anos 81+95
S0X0
\arones, % 45
Mujeres, % 55
Estancia en ol hospital de procedencia 20,5 = 16,5 dias; mediana: 17 dias
Comorbilidad (indice de Charlson) 3419
Situacion funcional (escala de Barthel)
Provio (3 meses provios) 46,5 = 37,9; mediana: 45
En el momento del ingreso 5,3 = 15,2; mediana: 0
Doterioro cognitivo (test de Pfeiffer), % 89
Competencia on la toma de docisiones, % 19
Estado nutricional
Mini Hutritional Assesment (MMA) 12,0 £ 5,2; mediana: 11
Albumina serica (meg/dl) 2,604
Colosterol total (mg/dl) 139,4 £ 36,9; mediana: 140
Linfocitos (células/mi) 1.537,3 + 950,2; mediana: 1.410
Valoracion sociofamiliar
Escala de Gijon modificada y abreviada (version de Barcelona) 6,7 = 2,4; mediana: 7
Sintomas al ingreso
Dicfagi &4
Dolor, % P
imionto. %
Anorexia, % 52
Disnea, % 49
Malestar, % 39

T Navarro R, Valls M, Castellano E. Atencién a
Atencion integral a personas pacientes cronicos avanzados no oncologicos con

con enfermedades avanzadag necesidad de cuidados al final de la vida en un
hospital de media y larga estancia. MedPaliat.
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» Eldolor de personas con enfermedades crénicas avanzadas es un
sintoma
- frecuente (>60%)
- severo >50% > 4/10)
- infradetectado
- infratratado
- sujeto a restriccions en el uso de opioides
No es todavia considerado un paradigma de las necesidades de

Atencion integral a personas
con enfermedades avanzadas .
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Palliative care needs in heart failure:

A multicenter study using the NECPAL questionnaire.

Necesidad de cuidados paliativos en insuficiencia cardiaca: Un estudio

multicéntrico usando en cuestionario NECPAL.

Paloma Gastelurrutia, PhD'*"; Mar Domingo, MD, PhD*"; Elisabet Zamora, MD,
PhD>* . Sonia Ruiz, MD*:José Gonzalez-Costello, MD® Josep Lupdon, MD, PhD 234
Laura Oller, CN*: Maria José Barbosa, CN°: Beatriz Gonzalez, CN°: Roser Cabanes,
CN?; Elba Beas’; Maria Luisa Martinez-Mufioz, PhD"; Xavier Gomez-Batiste, MD,

PhD’; Antoni Bayes-Genis, MD, PhD, FESC'***.

Consultas Externas de Insuficiencia Cardiaca (3)
N: 922 pacientes
PS+:35.2%

Atencion integral a personas
con enfermedades avanzadas.. .
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Supervivencia? Pronostico de vida limitado?

Atencion integral a personas
con enfermedades avanzadas
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Supervivencia NECPAL +

Estudio de cohorte: 1.064 pacientes

Atencion integral a personas
con enfermedades avanzadas
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QOriginal Article
Utility of the NECPAL CCOMS-ICO® R ierin e

tool and the Surprise Question as
screening tools for early palliative
care and to predict mortality in
patients with advanced chronic
conditions: A cohort study

prmisagepub.com

®SAGE

Xavier Gomez-Batiste!'Z, Marisa Martinez-Muiioz'2,

Carles Blay?3, Jordi Amblas?4, Laura Vila25, Xavier Costa?.5,
Joan Espaulella?4, Alicia Villanueva®, Ramon Oller?,

Joan Carles Martori” and Carles Constante?

Reprints and permissions:
sagepub.co.ukfjournalsPermissions.nav
DOL: 10.1 17702692 163 | 6676647

What is already known about the topic?

Prediction of mortality can be estimated according to several different clinical and biochemical parameters.

The Surprise Question (SQ) is a proven predictor of mortality in specific diseases and settings, primarily cancer.

The 5Q and the NECPAL CCOMS-ICO (MECPAL) tool are face and content-validated instruments to identify patients
likely in need of palliative care. However, there are insufficient data on their sensitivity, specificity and predictive values
with a need for evidence to inform their usefulness as screening tools for early palliative care.

What this paper adds?

The MECPAL tool, which combines the SQ with additional indicators, can be used to screen patients for early palliative
care with a reasonable degree of predictive accuracy.

Despite a high propertion of false positives, it presents high sensibility and high negative predictive value, both predictive
abilities which are important for a screening tool intended to identify such a vulnerable population. Additional research
is needed to improve specificity and positive predictive value with the combination of the NECPAL tool parameters.
The NECPAL tool allows to verify palliative care needs in further assessment in patients who screen positive, identifica-
tion which has been proven to be associated with a higher risk of mortality.

Implications for practice, theory or policy

The NECPAL tool can be used in any health or social setting of care to screen patients with advanced chronic conditions
for early palliative care at 2 years.

This tool, or similar cnes, should be used more widely to identify and deliver palliative care to patients in need.At pre-
sent, this population is under-identified and untended.

Wider implementation of this tool would better establish the burden of disease and would be a first step in improving
the quality of palliative care in the population and in all settings of care.

Ot
o wra

Figure |. Survival at 24 months for both instruments: on the left, a comparison between SQ+ and SQ patients (log-rank test chi-
square 58.007, p-value =0.000); on the right. a comparison between NECPAL+ and NECPAL- patients (log-rank test: chi-square
64.717. p-value=0.000)

[ov—

Figure 2. Comparison of survival by disease/condition: on the left, SQ + patients (log-rank test: chi-square 90.974, p-value =0.000);
on the right. NECPAL + patients (log-rank test: chi-square 82.350, p-value = 0.000).

Atencion integral a personas

con enfermedades avanzadas. . .
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Figure 3. Comparison of survival by recruitment setting (| =primary care services, 2 =intermediate care centre, 3 =acute hospital
and 4=nursing homes): on the left, SQ+ patients (log-rank test: chi-square 76.644, p-value=0.000); on the right, NECPAL+
patients (log-rank test chi-square 70.570, p-value =0.000).
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Figure 2. Final first phase study diagram: Selected prognostic items for a geng
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MEED's APPROACH:

Basic NECPAL checklist

Identified Meeds*®
Drernand
Functional Decline
Mutritional Decline
Cognitive Decline
Severe Dependence
Geriatric Syndromes
Persistent Symptoms
Psychosocial Aspects
Multimorbidity

Lise of Resources

gdel bazsed on NECPAL CCOOMS version 3.1 2017 tool (PROGEAL)

' PROGNOSTIC APPROACH: ‘
Basic prognostic items
MECPAL for a “general”

model

Identified Meeds*®
Functional Decline
Mutritional Decline
Multimorbidity

Use of Resources

pecific Indicators of illneg

specific Indicators of illness
Severity and Progression

EoL: end of life; 50 Surprise guestion; (*): Palliative care neads identified by health professionals

P\ 1= | e —

Turrillas, GomezB: Elaboracion propuesta utilidad prondstica NECPAL A 24 meses

con entermedades avanzadas
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“Paradigmas paliativos”

Paradigma sXX

Paradigma sXXI

Varén

62 anos

Cuidado per esposa
Cancer de pulmodn

Ingresado en serv cuidados
paliativos

Morira en 7 semanas

“Enfermo terminal” o
“Enfermo paliativo”

Atencion integral a personas

con enfermedades avanzadas

Mujer
82 aios
Viuda, cuidada por hija

Pluripatologia + demencia +
dependencia

Domicili o residencia
At Equipo atencion primaria
Vivira 24 meses

Necesidad de “atencion
paliativa” o “enfoque paliativo”
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Como identificar a personas con necesidades de
atencion paliativa en servicios de salud y sociales
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Procedimiento (primeros pasos) para la identificacion de per-
sonas en servicios: para producir una “lista de personas con
procesos cronicos complejos avanzados especialmente afec-

tadas en las que aplicar el NECPAL":

1. Generar listado de pacientes cronicos complejos desde informa-
cion clinica o de gestidn (edad, diagndsticos, severidad, uso re-
cursos, consumo farmacos, etc) y conocimiento de los pacientes.

2. Pacientes-diana: "Cronicos Especialmente Afectados”: personas
con enfermedad o condicion crénicas avanzadas con afectacion
severa/intensa, progresion v alta demanda (multi-morbilidad,

multi-ingreso, frecuentacion, severidad, polifarmacia, etc).

3. Iniciar MECPAL: PS5 + parametros

Atencion integral a personas
con enfermedades avanzadas.. . . o
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Recomendaciones generales:

v Utilizar fundamentalmente criterios y parametros clinicos (no se
precisan exploraciones complementarias adicionales)basados en
la experiencia y conocimiento del paciente, complementados con
el uso de instrumentos validados

v Profesionales: médico y/o enfermeras que conozcan bien paciente
y evolucion. Aconsejable abordaje interdisciplinar (meédico y en-
fermera, participacién de otros profesionales como psicélogos o
trabajadores sociales)

v Ubicacion: cualquier servicio del sistemna de salud y social (no
aconsejable en servicio de urgencias o en aguellos que no conoz-
can al paciente, o ingresos < 3 dias de evolucidn)

Atencion integral a personas
con enfermedades avanzadas. . ... . o




INSTRUMENTO NECPAL-CCOMS-ICO® VERSION 3.1 2017

FECHA:. /... .. SERVICIO:

PACIENTE = :K Obra Social "la Caixa”

RESPONSABLE(S):
“Demanda” o “Mecesldad” - Dernanda: ;Ha habide alguna expresisn implicita o explicita de limitacisn de esfueze O S [ No
terapéutico o demanda de atencidn paliativa de paciente, familia, o miembros del
equipo?
- Necesidod: identificada per profesionales miembras del equipo Os Mo

Dependencia severa et S ciricos por ot S NECPAL 3.1 2017

Sintomas persistentes Dolor, debilidod, ancrexia, disneq, - Checklist sintormas (ESAS) OS5 ENo
digestivos... = 2 sintomas persistentes o refractarios
Multimorbliidad E 2nnfwrna:hdasumnd'icu'ns crénicas ovanzadas (de ka lista de indicadores O5 [MNo
Cancer, MPOC, ICC, i Hepatica, i Renal, - Ver anexo 1 05 ENe
pmglu‘llin dl la ll'rflnl-dnll AYC, Deméncia, Neurodegeneratives,
SID¥, d'altres malalties avancades
Pregunta Sorpresa (PS) | PS + (No me Serprenderia) V Proponer codificacidn como Faclente con Cronicidad
PS - (Me Sorprenderia) Avanzada (FCA}
Pardametros NECPAL + (de 1+ a 13+)
NECPAL NECPAL - (Ningin pardmetra) | v —




CRITERIOS NECPAL SEVERIDAD / PROGRESION / ENFERMEDAD AVANZADA {1)(2)(3)(4)

Enfermedad
oncologica

Enfermedad
pulmonar
cronica

Enfermedad
cardiaca cronica

Demencia

Fragilidad

Enfermedad
neurclogica
wvascular (ictus)

Enfermedad
neurologica
degenerativa:
ELA, EM,
Parkinson

Enfermedad
hepatica cronica

Insuficiencia
renal cronica

Cancer metastasico o locoregional avanzado

En progresion (en turmores solidos)

Sintomas persistentes mal controlados o refractarios a pesar optimizar el
tratamiento especifico.

Disnea de reposo o de minimos esfuerzos entre exacerbaciones
Confinado a domicilio con limitacién marcha

Criterios espiromeétricos de obstruccion sewvera (VEMS <30%) o criterios de
déficit restrictivo severo (CV forzada <40% / DLCO <4096)

Criterios gasométricos basales de oxigenoterapia cronica domiciliaria.
Mecesidad corticoterapia continuada

Insuficiencia cardiaca sintomatica asociada

Disnea de reposo o de minimos esfuerzos entre exacerbaciones
Insuficiencia cardiaca MYHA estadio Il o IV, enfermedad valvular severa no
quirdrgica o enfermedad coronaria no revascularizable

Ecocardiografia basal: FE <30% o HTAP severa (PAPs>= 60)

Insuficiencia renal asociada (FG <30 1 / min)

Asociacion con insuficiencia renal e hiponatremia persistente.

GDS = 6cC
Progresion declive cognitivo, funcional, y/o nutricional

Indice Fragilidad = 0.5 (Rockwood K et al, 2005)
Evaluacion geridtrica integral sugestiva de fragilidad avanzada (Stuck A et al,
2011)

Durante la fase aguda y subaguda (<32 meses post-ictus): estado vegetativo
persistente o de minima conciencia> 3 dias

Durante la fase cronica (> 3 meses post-ictus): complicaciones medicas
repetidas (o demencia con criterios de severidad post-ictus)

Deterioro progresivo de la funcion fisica y / o cognitivas

sintomas complejos y dificiles de controlar

Disfagia / trastorno del habla persistente

Dificultades crecientes de comunicacion

Meumonia por aspiracion recurrente, disnea o insuficiencia respiratoria

Cirrosis avanzada estadio Child C ({determinado fuera de complicaciones o
habiéndolas tratado y optimizado el tratamiento), MELD-Na> 30 o ascitis
refractaria, sindrome hepato-renal o hemorragia digestiva alta por
hipertension portal persistente a pesar de optimizar tratamiento.
Carcinoma hepatocelular en estadio Co D

Insuficiencia renal severa(FG <15) en pacientes no candidatos o con rechazo
a tratamiento sustitutivo y / o transplante
Fimalizacion dialisis o fallo trasplante

(1) Usar instrumentos validados de sewveridad yfo prondstico en funcion experiencia y evidencia

(2) En todos los casos, valorar tambien distress emocional o impacto funcional severos en paciente (yio impg

familia) como criterio de necesidades paliativas
(3) En todos los casos, valorar dilemas é&ticos en toma decisiones
(4) “Walorar siempre combinacion con multi-morkilidad

;'K Obra Social "la Caixa”

Criterios especificos
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Aspectos clave

Condiciones > enfermedades

Sindromes geriatricos
Cancer / no-cancer 1/8

Combinar siempre:
Severidad (Estatico)
+

Progresion (Dinamico)

Atencion integral a personas
con enfermedades avanzadas
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Listas

Todos

Enfermedades cronicas
Especialmente afectados
Pregunta sorpresa
NECPAL

Adicionales

AR S o A

Atencion integral a personas
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Tiempo de realizacion: 5 minutos (3-7)
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Enfermeria Clinica

www.elsevier.es/enfermeriaclinica i

ORIGINAL BREVE

Deteccidn de necesidad de atencidén paliativa en una
unidad de hospitalizacién de agudos. Estudio piloto

[\iguel Angel Rodriguez-Calero®*, Joana Maria Julia-Mora® y Araceli Prieto-Alomare®

Inirdad Ao ralidoAd Hecnital Ao Adonacoe danaeae Mollaesn Eorana

(Kappa 0,5043) encontrapde
por paciente fue entr
resulto 23,28%.

sRgordancia entre enfermeras. El tiempo medio dedicado
La prevalencia de necesidad de atencion paliativa

Tiempo para Realizacion NECPAL

Atencion integral a personas

con enfermedades avanzadas . .
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Dudas frecuentes
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Ejercicio 1a Equipos convencionales:
Lista de vuestros pacientes

Ejercicio 1b Equipos cuidados paliativos: rol playiing con un Servicio
convencional

Atencion integral a personas
con enfermedades avanzadas
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Ejercicio / rol playing: dilemas éticos de la identificacidon precoz

Lista de:

Riesgos

Beneficios
Requisitos
Recomendaciones

Atencion integral a personas
con enfermedades avanzadas
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Journal of Palliative Care
. . . 2018, Vol XX(X) 15
Ethical Challenges of Early ldentification & The Authers) 2018
of Advanced Chronic Patients in Need ok 10, 177082545971 3780933
. . . journals.sagepub.com/home/pal
of Palliative Care: The Catalan Experience ©SAGE

Xavier Gomez-Batiste, MD, PhD', Carles Blay, MD, PhD'?,

Marc Antoni Broggi, MD, PhD3, Cristina Lasmarias, BA, RN, MSc',
Laura Vila, RN"* Jordi Amblas, MD, PhD'",

Joan Espaulella, MD, PhD'®, Xavier Costa, MD, PhD'*,

Marisa Martinez-Mufioz, RN, PhD', Bernabé Robles, MD®,

Salvador Quintana, MD, PhD’, Joan Bertran, MD, PhD?3,

Francesc Torralba, PhDg, Carmen Benito, MD'O, Nuria Terribas, BL' ',
Josep Maria Busquets, MD?3, and Carles Constante, MD'?
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Table 2. Potential Risks of the Program for Early Paliative Care Provision, According to 5 Clinical Ethics Committees,

Risks for patients

Risks and barriers for improving
care quality

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

o Training deficits of health-care professionals: Lack of knowledge or resources to adequately meet
patient needs

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

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
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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/pallative focus
o Positive identification of individuals in vulnerable situations
Benefits for improving quality e Identification of individuals with special needs who might otherwise remain unidentified
of care o Promotion of active team discussion and revision of therapeutic goals
o Promotion of integrated and continuing care and a rational approach to emergency care
o Focused on improving quality of care

Atencion integral a personas
con enfermedades avanzadas o
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Early Palliative Care for Patients with
Metastatic Non—Small-Cell Lung Cancer

Jennifer S. Temel, M.D., Joseph A. Greer, Ph.D., Alona Muzikansky, M.A.,
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Effects of Early Integrated Palliative Care in Patients With
Lung and GI Cancer: A Randomized Clinical Trial

Jenrifer 5. Temel, Joseph A. Gireer, Areej El-Jawahri, William F. Pid, Elyse R Park, Vicki A. Jackson, Anthony L.
Back, Mihir Kamdar, Juliet facobsen, Eva H. Chittenden, Simone P. Rinaldi, Emily 8. Gallagher, Justin & Eusehio,
Zhigang Li, Alona Muzkansky, and David P Ryan

Pumpose
We avaluated the impact of eary integrated palliative care (PC)in patients with newly diagnosed
lung and Gl cancer.

Patients and Methods

We randomly assigned patients with newly diagnosed incurble lung or nencolorectal Gl cancer to
receie either early integrated PCand oncology care (n = 175} or usual care (n = 175} between May
2011 and July 2015. Patients who wene assignedto the intervention met with a PC clinician at least
once per month until death, whereas those who received usual care consulted a PC dlinician upon
request. The primary end point was change in quality of life (QOL) from baseline to week 12, per
scoring by the Functional Assessment of Cancer Thermpy-General scale. Secondary end points
included change in QOL from baseline to week 24, change in depression per the Patient Health
Questionnaire-8, and differences in end-ofdife communication.

Results

Intervention patients (vusual care) reported greater improvement in QOL from baseline to week 24(1.58
v=3.40, P= 010 but not week 12 (0.38 v-1.13, P= .338). Intervention patients also reponed|ower
depressionatweek 24, contralling for baseline scores (adjusted mean difference, —1.17,95% C|, -2.33
10-0.01;, P=048). Intervention effects varied by cancer type, such thatintenention patientswith lung
cancer reported improvements in Q0L and depression at 12 and 24 weeks, wheneas usual care patients
with lung cancer reported deterioration. Patients with Gl cancers in both study groups reported im-
provements in Q0L and mood byweek 12. Intervention patients versus usual cane patients were more
likely to discuss their wishes with their oncologistif they were dying (302% v14.5%; P = .004),
Conclusion

For patients with newly diagnosed incurable cancers, eary integrated PC improved QOL and other
salient cutcomes, with differential effects by cancer type. Earyintegrated PC may be most effective
if targeted to the specific needs of each patient population.

J Clin Oncol 36:834-841. @ 2018 by Amenican Society of Clinical Oncology
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Fin 12 parte (Sesion Mafana)
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22 parte (Sesion tarde)
1. Como atender (Protocolo)
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Qué hacer?
Como atender?

e Evaluacion
multidimensional

Inicio gradual de * Modelo atencion

* Planificacion
decisiones anticipades

* Revision enfermedad

* Revision tratamiento

* Cuidador

e Gestion caso

*Enfoque paliativo

*Enfoque prondstico

Atencion integral a personas
con enfermedades avanzadas o8
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Los tres ambitos de mejora

INDIVIDUAL EQUIPO TERRITORIO

Font: Programa de prevencid i atencié a la cronicitat. Departament de Salut. 2013.

Atencion integral a personas
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Joumal of Pain and Symplom Management 509

Special Article

(]{nn[;}rehmlﬂive and Ill[.{i‘gl'tl[.{-_‘{i Palliative Care for Penple @C ok
TS E WAL

With Advanced Chronic Conditions: An Update From Several

El.ll'{}pt‘tlll Initianves and Recommendations for Pnli{:}f

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

Niveles:

- Individual paciente
- Servicio

- Territorio

Atencion Integral a pers%@@ﬁsﬁhe ‘Qualy’ End of Life Care
con enfermedades avanfésq)gslry—WHO Collaborating Centre

blic Health Palliative Care
Programmes




Table 2

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

A riomn

Mol

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. Idenfify and suprport fo

Llse wvalidated vools

Seare: Advance care planning

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

- Spge and progroosis

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

- UTpadave aims
= Avdequacy
- De-prescribing, if needed

S R N RERELS

6. Involve Ehe feam

Ireo e o

Suffering/well-being fadjus orent

Psychosocial and func ional

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 elderh

Given that end of life is a rajectory

(dymamic) and noe a sitnavion (seacc),

consider the temporal evolution of

these peneral indicavors

Identify the current palliadve care

phase -

Discussing gpoals of care (shore/mid

long verm ) with the patents may be a

wood opportianiny o i e

anticipavory care planning
ST B R T pcdjusumene,

Atencion de los pacientes

identificados

e

al Follow-anps,
andd

7. Define, agree, and start a Comprehensioe

Multidanensional Ther pewlic Plan

&, Ohrganize core with all seovices mooloed,

mcluding the specalized palliative care

SETTICES

9. Regrister and share key informafion with

all involoed services

I8, Fpalua e/ monifor owfcomes

= Plan

- Respecting patients” preferences

= Addressing all the needs identfed
= UUse the square of care model

- Imvolving all veami(s)

- Case managernment

= Shared care and decision making

- Therapeutic pathways across seiiings

- Look ar care and setting transitions

- Therapeutic conciliation between
SETVICES

- In clinical chares

- I'm shared informacion

- Im anticipavory care planning bookler
- Im reports of multdisciplinary team

T e Lingrs

- Frequent review and updave
- Afrer death, clinical audic

Define referent professional (s)

Love Tulin g

MNeeds assessment

Adrns

Drescisions

Contact palliative 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
adjusonent, family supporn

Patien ™ priorvities and preferences
(goals of care)

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

Record, communicate, and coomlinave
the care plan across all secvings
Consider NICE guality standard’”
Design research and generave evidence
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Ejercicio: COmo atender a pacientes identificados?
Construir un protocolo de como atender pacientes identificados en servicios
convencionales
Qué proponen los paliatologos a servicios convencionales para atencder
personas ECA

Atencion integral a personas
con enfermedades avanzadas 0
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1. Evaluacion multidimensional, situacional, e inicio
de atenciodn integral, multidimensional, centrada
en la persona

2. Explorar valores, preferencias y preocupaciones de
pacientes i familias

3. Revisar estado de la enfermedad/ condicion

Instrumentos:
-Screening

4. Revisar tratamiento -Basicos
-Complejos

5. Identificar y atender al cuidador principal

6. Involucrar al equipo e identificar responsable

7. Definir, compartir e iniciar un Plan Terapéutico
Integral Multidimensional

8. Atencidén integrada: Organizar atencién con todos
los servicios involucrados, con especial énfasis
en definir el rol de los servicios especificos de
cuidados paliativos y los de emergencias

9. Registrar y compartir la informacién clinica
relevante con todos los servicios involucrados

10. Evaluar, revisar y monitorizar resultados 103
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DISEASE PHYSICAL PSYCHOLOGICAL
MANAGEMENT Pain and other symptoms * Personality, strengths, behaviour,

Primary diagnosis, prognosis,
evidence

Secondary diagnoses (e.g..
dementia, psychiatric
diagnoses, substance use,
trauma)

Co-morbidities (e.g., delirium,
seizures, organ failure)

Adverse events (e.g., side
effects, toxicity)

Allergies

LoOoss, GRIEF ,
Loss ?

Grief (e.g.. acute,
chronic, anticipatory)

Bereavement planning

e

Level of consciousness, cognition

Function, safety, aids:
Motor (e.g., mobility,
swallowing, excretion)
Senses (e.g., hearing, sight,
smell, taste, touch)
Physiologic (e.g., breathing,
circulation)
Sexual

Fluids, nutrition
Wounds
Habits (e.g., alcohol, smoking)

motivation
Depression, anxiety

Emotions (e.g., anger, distress,
hopelessness, loneliness)

Fears (e.g.. abandonment, burden,
death)

Control, dignity, independence

Conflict, guiit, stress, coping
responses

Self-image, self-esteem

Mourning

END OF LIFE CARE/
DEATH
MANAGEMENT

Life closure (e.g., completing
business, closing relationships,
saying goodbye)

Gift giving (e.g.. things, money,
organs, thoughts)

Legacy creaticn
Preparation for expected death

Anticipation and management of
physiological changes in the last
hours of life

Rites, rituals
Pronouncement, certification

Perideath care of family,
handling of the body

Funerals, memorial services,
celebrations

———

e TR S o AP AP Pt

Fi >4

g. <.

SocliAaL

Cultural values, beliefs, practices

Relationships, roles with family,
friends, community

Isolation, abandonment, reconciliation
Safe, comforting environment
Privacy, intimacy

Routines, rituals, recreation, vocation
Financial resources, expenses

Legal (e.g., powers of attorney for
business, for healthcare, advance
directives, last will/ testament,
beneficiaries)

Family caregiver protection
Guardianship, custody issues

PRACTICAL

Activities of daily living (e.g.,
personal care, household
activities, see detailed listing
on page 91)

Dependents, pets

Telephone access,
transportation

* Other common symptoms include, but are not limited to:
Cardio-respiratory: breathlessness, cough, cdema, hiccups, apnea, agonal breathing patterns

Gastrointestinal: nausea, vomiting, constipation, obstipation, bowel obstruction, diarrhea, bloating, dysphagia, dyspepsia
Oral conditions: dry mouth, mucositis

Skin conditions: dry skin, nodules, pruritus, rashes
General: agitation, anorexia, cachexia, fatigue, weakness, bleeding, drowsiness, effusions (pleural, peritoneal), fever/chills, 4.
incontinence, insomnia, lymphoedema, myoclonus, odor, prolapse, sweats, syncope, vertigo

Issues common to illness and bere

SPIRITUAL
Meaning, value
Existential, transcendental
Values, beliefs, practices, affiliations
Spiritual advisors, rites, rituals
Symbols, icons

avement.
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6. Confirmation

= Understanding

« Satisfaction

« Complexity

e Stress

« Concerns, other issues,
questions

= Ability to participate in
the plan of care

5. Care Delivery

= Careteam

= Composition

» Leadership,
coordination, facilitation

= Education, training

= Support

= Consultation

« Setting of care

= Essential services

= Patient, family, extended
network support

« Therapy delivery

= Process

« Storage, handling,
disposal

= Infection control

« Errors

Fi

o
-

4.

Confirmation

5 M—L 2

Care Delivery

4

Care Planning

)-\ :

Assessment

ey

Information
Sharing

3

Decision-making

1. Assessment

« History of active and
potential issues,
opportunities for growth,
associated expectations,
needs, hopes, fears

+ Examine with
assessment scales,
physical examination,
laboratory, radiology,
procedures

4. Care Planning

= Setting of care

= Process to negotiate
and develop plan of care
that:

+ Addresses issues and

opportunities, delivers

chosen therapies

Includes plan for:

Dependents

Backup coverage

Respite care

Emergencies

Discharge planning

Bereavement care

LI I I I

3. Declision-making

« Capacity

+ Goals for care

= |ssue prioritization

= Therapeutic options with
potential for benefit, risk,
burden

= Treatment choices,
consent

= Requests for:

= withholding, withdrawing
therapy

= therapy with no potential
for benefit

= hastened death

= Surrogate decision-
making

= Advance directives

« Conflict resolution

2. Information sharing

= Confidentiality limits

« Desire and readiness for
information

+ Process for sharing

information

Translation

Reactions to information

Understanding

Desire for additional

information

Essential and basic steps during a therapeutic encounter.

Atencion integral a personas

con enfermedades avanzadas
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Table 2. Item mapping for the development of a patient support needs tool for patients with advanced COPD.

Typology of support needs (24
domains of support need)

Draft tool items (16 items taken to
workshops)
Do you need more support with ...?

Draft tool items (15 items taken to Stage
2 patient and carer focus groups)
Do you need more support with ...7

Tool items included in the final version of
the SNAP tool (n = 15)
Do you need more support with ...?

Understanding COPD
Managing symptoms and
medication

Staying active

Stopping smoking

Healthy eating

Managing feelings and worries
Living positively with COPD
Overcoming anxiety and depression
Looking after other health problems

Finance

Housing

Work (evidenced only in the
systematic review)

Legal

Accessing and using services

Knowing who to contact

Aids and adaptations

Getting out and about

Maintaining activities and interests
Maintaining positive relationships
with families and friends

Talking to relatives about COPD
Future planning

Practical help in the home or
garden

Support with personal care

Support for carers

... understanding your illness

... managing your symptoms (including
medication and oxygen)

.. having a healthier lifestyle (e.g.
keeping active or eating well)

... dealing with your feelings and worries

... looking after any other physical health
problems you may have
... financial, legal, work or housing issues

... making services work for you (e.g.
accessing services or using services)
... knowing who to contact if you are
concerned

... understanding your illness

... managing your symptoms (including
medication and oxygen)

.. having a healthier lifestyle (e.g.
keeping active or eating well)

... dealing with your feelings and worries

... looking after any other physical
health problems you may have
... financial, legal, work or housing issues

... accessing or using services

... understanding your illness

... managing your symptoms (including
medication and oxygen)

... having a healthier lifestyle (e.g. keeping
active or eating well)

... dealing with your feelings and worries

... looking after any other physical health
problems you may have
... financial, legal, work or housing issues

... accessing or using services

... equipment to help yo
... getting out and about

Original Article

@

... overcoming boredom
... family relationships (i
to your relatives about

... knowing what to expd
... practical helpintheh

... your personal care (e
washing)

Enabling patients with advanced chronic
obstructive pulmonary disease to identify
and express their support needs to health

Palligtive Medicine
1-13
The Author(s) 2019

Article reuse guidelines:
sagepub.com/journals-permissions
DOI: 10.1177/0269216319833559
journals.sagepub.com/home/pmj

Does your carer (family frermmoerormrer
who helps you) need more support?

friend who helps you) need more
support?

care professionals: A qualitative study ®SAGE
to develop a tool
A Carole Gardener'®), Gail Ewing? >} and Morag Farquhar3
DOUTS YU\JI TarcT \IDIIIIIY TITCTTTICT OT oUTo ™ Iulllll,’ TITCTITOCT OT TTTCTTO WiITwr IICI.JJ

you need more support?

COPD: chronic obstructive pulmonary disease.

Bold entries in cells represent the establishment of the final version of the SNAP tool items.
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El modelo ICO de competencias de la atencidn integral: valores, actitudes, y comportamientos profesionales

A\ AN

Values and behaviours:
hospitality, empathy, compassion, commitment, presence, honesty, congruence,..
Competent ~ N
o Care of essential needs : Spirituality, dignity, autonomy, relations, hope,..
Committed -
c
. (0]
Conscious E
IS
Compassionate | _ s
(&) —
H c - ©
COO pe ratlve o Clinical care: Communicatior Ethics / Continuity / Teamwor.k, o
© assessment, Emotional / Advance Care Case cooperation <
g symptoms, Counselling Planning Management / system view, o
w medicines, .. Integrated care social g
| | ‘ ‘ | | awareness <
©
I I =
5 Basic Competences
Personal values: Education and respect
Organizational Context: Values / Leadership / Team approach / Networking

Social values & Policy context: Human rights, Universal Health Coverage, Access, Equity, Quality

Atencion integral a personas
con enfermedades avanzadas Maté J, Gomez-Batiste X et al, 2012
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Ejercicio Servicios convencionales: JUNTO A SCP!!
Como hacer una evaluacion multidimensional

* Dimensiones

* Instrumentos

* Niveles complejidad

* Criterios intervencion especializada

Atencion integral a personas
con enfermedades avanzadas 108
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Idenicaci()n de Necesidades
Enfermos/ Familia |

., - o T Pfeiffer
Valoracion Cognitiva |,
., . ¢ E. DME (Diagnéstico de malestar emocional) )
Valoracién Emocional
J
Valoracion del o E. Zarit )
Cuidador ... )
\
G g Valoracion Social « E. Gijon / ETIRS
A}tenaon i J

Actividades

7

Valoracion de

, * Edmonton Symptom Assesment ( ESAS_-ENV)
Sintomas

e E. Barthel (ABVDB)

Valoracion Funcional |, E Lawton i Brody (AIVDL)

con enfermedades avanzadas
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Minimo sintoma Intensidad Maximo sintoma
Sin dolor 012345678910 Maximo dolor
Sin cansancio 012345678910 Maximo cansancio
Sin ndusea 012345678910 Maxima nausea
Sin depresion 012345678910 Maxima depresion
Sin ansiedad 012345678910 Maxima ansiedad
Sin somnolencia 012345678910 Maxima somnolencia
Buen apetito 012345678910 Sin apetito
Maximo bienestar 012345678910 Maximo malestar
Sin falta de aire 012345678910 Maxima falta de aire
Sin dificultad para dormir 012345678910 Maxima dificultad para dormir

Evaluacion sintomas: ESAS

Atencion integral a personas

con enfermedades avanzadas . .




Dirf DETECCION DE MALESTAR EMOCIONAL (DME) - Grupo SECPAL
. n . »
= 13, ;Como se encuentra de animo, bien, regular, mal, o usted qué diria? % Obra SOClal la Calxa
[
IED)AEJ — Entre 0 “muy mal” y 10 “muy bien”, ;qué valor le daria?:
0 1 2 3 4 5 6 7 8 9 10
Muy mal Muy bien
22, ;Hay algo que le preocupe? [1si [INo
= En caso afirmativo, le preguntamos:
En este momento, ¢ qué es lo que mas le preocupa?
Tipo de preocupacion (sefiala y describe)
(] Econémicos
[] Familiares
[ ] Emocionales
[ ] Espirituales
[] Somaticos
[ ] Otros: D M E .
32, ¢Como lleva esta situacion? M al estar Em O C | O N al
Entre 0 “no le cuesta nada” y 10 “le cuesta mucho”, ;qué valor le daria?: .
. . Pacliente
0 1 2 3 4 5 6 7 8 9 10
No le cuesta nada Le cuesta mucho
42, ;Se observan sighos externos de malestar? [Isi [JNo
= En caso afirmativo, sefiala cuales:
[] Expresién facial.
(tristeza, miedo, euforia, enfado...).
[] Aislamiento.
(mutismo, demanda de persianas bajadas, rechazo de visitas,
ausencia de distracciones, incomunicacion...).
[ '] Demanda constante de compania / atencion.
(quejas constantes...).
[ ] Alteraciones del comportamiento nocturno.
(insomnio, pesadillas, demandas de rescate no justificadas, quejas...).
[] Otros:
Observaciones:
CRITERIOS DE CORRECCION - DME:
A (10— item 1) +item3 = [10—( )]+( )=

T TS TR ATy S rRasS . . -




Fecha y hora de administracion: Codigo evaluador:
Diagnéstico enfermedad: Cadigo centro:

nespuiue ui proiesivren

Evaluacion del malestar emocional del cuidador principal del paciente con enfermedad avanzada
o al final de la vida (DME-C)
1.*-; Como se encuentra de animo?
En una escala de 0 a 10, donde O es “Muy mal” y 10 “Muy bien”,
¢ Como valoraria su estado de animo?:

-> -
o 1 2 3 - 5 6 7 8 9 10
Muy mal Muy bien

2% ; Coémo lleva esta situacion?
En una escala de 0 a 10, donde 0 es “No me cuesta nada” y 10 “ Me cuesta mucho”,
équé valor le daria?:

-> ©
o 1 2 3 = 5 6 7 8 a 10
No me cuesta nada Me cuesta mucho

3% a) ;Qué es lo que mas le preocupa en este momento? (lo mas textual posibie)

Observaciones:

Criterios de correccion - DME-C:
(10-item1) + item2 =*[10-()]+( )=

‘ Obra Social "la Caixa”

DME Malestar
emocional
cuidador
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Cuestionario de evaluacion de necesidades
psicosociales y espirituales del enfermo al final de
la vida (ENP-E) que recibe cuidados paliativos

INSTRUMENTO ENP-E e INTRUCCIONES

Version 2018.0

Atencion integral a personas
con enfermedades avanzadas .. . .




A) EXPLORACION DE NECESIDADES PSICOSOCIALES (Preguntas al paciente)
A continuacion le vamos a hacer una serie de preguntas sobre como se siente, piensa o que cosas hace dlfimamente:

A

éComo se encuentra de animo?

AlO

bra Social "la Caixa”

1 ONo Exploradoe® OMuy Mal® OMal* ORegular® OBien? COMuy bien'
¢ Esta usted triste?

2 CINo Explorade® fINada' DIPoco? [INi mucho Ni poco® (IBastante’ Mucho®
¢ Esta usted nervioso?

3 ONo Exploradoe® COONada' DO Poco? [CONi mucho Ni poco® OBastante® CIMucho®

. & Como lleva esta situacion?
OINo Exploradoe® COIMuy Mal® fOMal* ORegular® £Bien? CIMuy bien'
éHabla abiertamente con su familia sobre su enfermedad?

° ONo Explorade” ©ONada® OOPoco® ONi mucho Ni poco® [OBastante® COMucho'
sConsidera que necesita saber mas sobre su enfermedad?

6 TINo Explorade® CINo necesito méas' Un poco mas® CIMe es indiferente®
OBastante mas* OOMucho mas®

— éSe siente cuidado/apoyado por sus familiares?
OINo Exploradoe® fINada® CIPoco* CINi mucho Ni poco® [IBastante? CIMucho'
éSe siente cuidado/apoyado por sus amigos?

® ONo Explorade” ©ONada® OOPoco® ONi mucho Ni poco® [OBastante® COMucho'
¢ Se siente satisfecho en general con las cosas que ha hecho en su vida?

8 CINo Explorade® CINada® COOPoco* OONimucho Ni poco® COBastante? IMucho'

- Se siente en paz? (no tener remordimiento o sentimiento de culpa)
ONo Explorade” ©OONada® OPoco’ ONi mucho Ni poco® OBastante? O Mucho'
éConsidera que su vida tiene sentido?

10 ONo Exploradoe” OINo tiene® OOPoco® ONi mucho Ni poco® COBastante’ [OTodo'
& Sus creencias y valores le ayudan en esta situaciéon?

1 CINo Explorade® CINada® COOPoco* OONimucho Ni poco® OBastante? IMucho'

- & Como valoraria globalmente su bienestar?

ONo Explorado® OMuy Malo® COMalo* ORegular’ OBueno’ OMuy bueno’

RESULTADO APARTADO A.

S| EL PACIENTE HA PODIDO RESPONDER A TODAS LAS PREGUNTAS DEL AP.A (P1 A

P12),

INDIQUE EL VALOR TOTAL RESULTADO DE LA SUMA DE TODAS LAS

RESPUESTAS.

¢UNA O MAS DE LAS PREGUNTAS CLAVE (1, 2, 4, 10, 12) PUNTUA CON VALOR 247

ONo
asi

ENP:
Evaluacion
emocional
espiritual
pacientes:
3 Partes
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Nada | Poco | Algo | Bastante | Mucho
0 1 2 3 4

1. Revisando mi vida me siento satisfecho con lo que he vivido y conmigo
mismo

2. He hecho en mi vida lo que sentia que tenia que hacer

3. Encuentro sentido a mi vida

4, Me siento querido por las personas que me importan

5. Me siento en paz y reconciliado con los demas

6. Creo que he podido aportar algo valioso a la vida o a los demas

7. A pesar de mi enfermedad mantengo la esperanza de que sucedan
C0sas positivas
8. Me siento conectado con una realidad superior (la naturaleza, Dios,...)

Ges: Espiritualidad SECPAL

Atencion integral a personas
con enfermedades avanzadas .. . .
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Pasos para la exploracmn de NE

Table 2 / Steps to Exploring and Covering
Patients’ Essential Needs

1. | Create a context in which to enact basic personal
interactions and care competence: privacy, safety,
comfort, symptom control, communication, active
listening, counselling, ethical decision making,
advance care planning, and case management and
continuity.

2. | Start to gradually, gently, and slowly explore by
asking open questions.

3. | Establish acommon language, understanding,
and goal orientation; ensure that the patient has
confidence in the relationship.

4. | Explore the information on, the experience of,
and the meaning of the disease; explore the patient’s
adjustment to the disease.

5. | Promote and explore a life review; identify goals,
meaning, values, beliefs, legacy, and previous crises
and experiences.

TK Obra Social "la Caixa”

6. | Explore the quality of family and social relationships
and promote high-quality relationships.

7. | Promote and explore reflection on unfinished
business, forgiveness, and guilt.

8. | Promote and explore religious expression and
practice.

9. | Review and readjust goals, language, and
expectations in order to prevent misunderstandings
and promote hope.

10. | Prevent crises and explore decision-making
scenarios.
11. | Offer and guarantee support and accessibility.

Source: Adapted from Breitbart W (24); Chochinov HM, Hack T,
McClement S, et al. (26); Gomez-Batiste X, Buisan M, Gonzalez MP,
et al. (41); Walling A, Lorenz KA, Dy SM (53); Von Roenn JH,

von Gunten CF (54).

Maté- ~Barpoteo oo [0

Instltmw elltgqqa l\me qﬂallleaarﬁ)elprge@m@gd comprehensrve framework to address the essentlal needs of patlents wi

cancer. J Palliat Care 2013; 29(4): 237-243
con enfermedades avanzadas

Atiste X. The
advanced
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PREGUNTAS CLAVE GENERALES para explorar las

NECESIDADES ESENCIALES
Table 3 / Key Questions for Exploring

1. ¢COMO SE SIENTE? Essential Needs

1. | “How do you feel?”

¢COMO VE LA SITUACION ACTUAL DE SU “How do you see the current status of your condition?”

ENFERMEDAD? “What are you worried about?”

“How do you think things might go in the future?”

3. ¢QUE ES LO QUE MAS LE PREOCUPA? “What helps you to cope with this situation?”

“What would you like us to do for you?”

¢COMO CREE QUE PUEDEN IR LAS COSAS EN EL
FUTURO?

5. ¢QUE LE AYUDA A LLEVAR ESTA SITUACION?

¢ QUE LE GUSTARIA QUE HICIESEMOS POR USTE
QUE ESTE EN NUESTRAS MANOS?

AALTIHIVIVIL THILTYIal g Tl ouviiago

6.

con enfermedades avanzadas
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Planificacion de Decisiones Anticipadas

“Consiste en explorar e identificar los valores, preferenciasy
objetivos del paciente y poder establecer objetivos y
medidas adecuadas a estos, haciendo prevencion de
escenarios o situaciones evolutivas previsibles”

Atencion integral a personas
con enfermedades avanzadas
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¢Queée es la PDA?

Vehiculo parala expresion de

Proceso deliberativo y
valores y preferencias

estructurado

Planificacion de la atencion,
especialmente relevante
cuando no puede decidir

Proceso de toma de decisiones

Soporte y acompanamiento

de familia/entorno y
profesionales

Atencion integral
con enfermedades
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Tabla 1. Becornmeandations for Information and Care Planning in Cancer Patiants

Evidence
Racomrmmendation Litaratura® Guidelinast Panal
Falliative care and hospice integration
Assass comprehansively from a pallistive perspective and document pain and other symiptoms, spiritual or [ Yas Yes

existential concems, caregiver burdens/need for practical assistance, and financial concerns for patients with

advanced cancer wheon death is expoactad

Refar outpatients with advanced cancer for palliative care andfor hospice within 6 months of their death Il Yas Yes
End-of-life discussion and advance care planning
Discuss prognosis and advance care planning within 1 month of a patient’s new diagnosis of advanced cancer Il Yas Yes
Document advance directive or surrogate decision maker in patients with advanced cancer when death is expected Il Yas Yes
Sentinel events
Document patient’s goals or preferences for care in patients with advanced cancer within 48 hours of any admission ([ Yes Mo
to a hospital
Document patient’s goals or preferances for care in patients with advanced cancer within 48 hours of admission to [ Yas Yes
an intensive care unit and before mechanical ventilation
Discuss progniosis and advance care planning with patients who have advanced cancer who have a new diagnosis Il Yas Yas
of CNS metastases or who are to begin a new chemotherapy ragimen
Discuss advance care planning with patients with advanced cancer whao are to begin high-dose opiates Il Yes No
Discuss goals of care and preferences for interventions when a patient with advanced cancer undergoes new Il Yas No
hermodiahysis, pacemaker, or implantable cardioverter-defibrillator placement; major surgery; or gastric tuba
placement
Continuity

Transfer advance directives with patients when they change venues

MOTE. These recommendations are some of the standards addrassed in t
quality indicatars for information and care planning in cancer patients.

*Level |: randomized clinical trials; level 1I: nonrandomized controlled trial
descriptive studies.

tGuidelines sources include Mational Comprehensive Cancer Metwork, An
for Cuality Cancer Care Guidelines. Guidelines may not be exactly matched
captured in the recommendation.

$Panelists reviewed supporting evidence and rated validity and feasibility i
column means that the expert panel agreed with the recommendation.

VOLUME 26 - NUMBER 23 - AUGUST 10 2008

JOURNAL OF CLINICAL ONCOLOGY REVIEW ARTICLE

Evidence-Based Recommendations for Information and
Care Planning in Cancer Care

Anne Walling, Karl A. Lorenz, Sydney M. Dy, Arash Naeim, Homayoon Sanati, Steven M. Asch,
and Neil 5. Wenger

enfermedades avanzadas
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PALLIATIVE
MEDICINE
Review Article

Paliigtive Medidine
I-26

The effects of advance care planning on © The Author(s) 2014

Reprints and permissions:

end-of-life care: A systematic review sagepub.co.ukfournalsPermissions.nav

DOk 10.1 17702692163 14526272
pmj.sagepub.com

®SAGE

Arianne Brinkman-Stoppelenburg, Judith AC Rietjens,
and Agnes van der Heide

Atencion integral a personas
con enfermedades avanzadas
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En México...

¢Qué dificultades tenéis para la PDA?
¢Tenéis algun protocolo para la planificacidon de decisiones anticipadas?

¢Y su registro en la ficha clinica?

Atencion integral a personas
con enfermedades avanzadas .. . o
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CARC PROGRANHACE

Revisidn de la Pauta de tratamiento Farmacologico

* N2 de farmacos recomendables ?
 Valorar la adecuacion

* Instrumentos/ Metodologias disponibles: Self Audit, criterios STOPP,
Deprescribing
* Priorizacion del uso de farmacos en base a su funcion:
— Tratamientos especificos (Broncodilatadores, diuréticos)
— Control de sintomas (Analgésicos, AINEs, Mdrficos, Psicofarmacos, etc,

— Preventivos (Ex.: hipolipemiantes, prevencion de fracturas osteoporoticas,
IECASs para prevencion de Nefropatia DM, AAS, etc.

* 4 acciones: Mantenimiento, reduccion gradual, Suspension, Consulta
Especialista

Atencion integral a personas
con enfermedades avanzadas
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Ape and Ageing 201 1; 402 419477 & The Author 201 | Published by Chadond University Press on behalf of the Briteh Geratrics Sodety.
dae |00 1093 zpang a5 Al regits resened For Pemmissions, please amal joumas permssorsfDounoom
Publshed alectrorically 28 May 201 |

COMMENTARY

Pharmacotherapy at the end-of-life

Deras O'Mancrrr, Marie M. O Conmor

Key points

* End-of-life, ie. the pre-terminal phase of a person's
decline to death & well recopnised by physicns in
Geratric Medicine but hitherto has been poorly defined

and consequenty poorly researched. ® D e p resc ri bi n g

* The focus of pharmacotherapy in the rsing mumbers of

end-of-life older people should be olipopharmacy, i.e the () Ad ecuacién

deliberate awnidance of polypharmacy (the greatest risk
factor for ADFEs) and symptom control, rather than Life- oge o 7
projonging treatments, ® ConC|I|3C|On
« Dirugs for secondary disease prevention are of no vahie in
end-of-life patents if the time to therapeuric benefit

exceeds estimated life expectancy.

con enfermedades avanzadas
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Atencion continuada / gestion de caso

* Planificar el seguimiento

* Programar soporte y adelantarse a crisis
* Mostrar disponibilidad i accesibilidad

* Indicar los recursos adecuados

* Identificar factores de riesgo de descompensacion y crisis:
educacion, prevencion, gestion

* Definir el rol y coordinar intervenciones de cada equipo:
seguimiento, at continuada, situaciones urgentes

* Informacion accesible para equipos que intervenguan:
informes, etc

Atencion integral a personas
con enfermedades avanzadas
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Seguimiento del enfermo:

(J Convencional por su equipo de AP o equipo responsable

J Atencidn continuada: planificacion/ prevencion

(J Atencidn en situaciones urgentes: recursos, sistemas de
informacion

Atencion integral a personas
con enfermedades avanzadas
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Roles especificos enfermeros

e Enfermera clinica
e Referente
e Gestion de caso

e Enlace

Atencion integral a personas
con enfermedades avanzadas



Direccion cientifica

:K Obra Social "la Caixa”

citepra ) ©
DE CURES ' w ICO
PA L.Ct: ATlsVES o Institut Catala d'Oncologia

22 parte (Sesion tarde)
1.

Atencion integral a personas
con enfermedades avanzadas -
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Como mejorar la atencidn paliativa: planos / niveles

0. Mejora del modelo de atencion, aspectos éticos, etc
1. Adaptacion Servicios de cp

2. Adaptacion de los Servicios convencionales

3. Adaptacion de politicas en territorios

4. Adaptacion de Programas Nacionales

Atencion integral a personas
con enfermedades avanzadas 120
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Vil 53 No. 3 Mawch 2017

Joumal of Pain and Symplom Management 509

Special Article

Comprehensive and Integrated Palliative Care for People @C ok
[OSE WAL

With Advanced Chronic Conditions: An Update From Several

El.ll'{}pt‘tlll Initianves and Recommendations for Pnli{:}f

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

Niveles:

-Individual paciente
-Servicio / organizacion
-Territorio

-Estado o Nacion

Atencion Integral a pers%@@ﬁsﬁhe ‘Qualy’ End of Life Care
con enfermedades avanfésq)gslry—WHO Collaborating Centre

blic Health Palliative Care
Programmes
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22 parte de Sesion tarde
1. Como mejorar la atencion paliativa en servicios convencionales?
2. COmo adaptar los servicios de cuidados paliativos ala cronicidad?
3. Como adaptar Programas Publicos de Cuidados Paliativos?

* Inicio: Autoevaluacion DAFO

e Siguiente: plan de mejora

e Siguiente: programas demostrativos
(Servicios, territorios, estados)

Atencion integral a personas
con enfermedades avanzadas -
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Propuestas de grupos

I Servicios esp cp en institutos de cancer

1. Grupo

Il. Servicios esp cp en hospitales

- 1. Hospitales generales

- 2. Hospitales universitarios o superespecializados
lll. Programas Publicos especificos de cp estatales

IV. Programas comunitarios (at domiciliaria)
1. México DF?
V. Miscelanea: calidad, docencia, profesiones, eticistas

En cada uno:

1. Moderador/a
(control
tiempo)

2. relator/a

Atencion integral a personas
con enfermedades avanzadas

133
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METODOLOGIA DAFOS

1.El objetivo es el de generar una auto-
evaluacion sistematica y reflexiva de la que
surge un plan de mejora (objetivos y acciones)
2.A partir de la reflexion, se elaborar objetivos
(1-3) a 1-2 aios

3.Para cada objetivo, se proponen acciones (1-
3) en 1-2 aifos

eSe pueden hacer aplicados a servicios
(aspectos clinicos o organizativos), Programas,
, etc

Atencion integral a personas
con enfermedades avanzadas
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eAreas o dimensiones de lo que se quieren explorar
(seleccionar algunas)
ePueden agregarse o ampliarse

Aspectos de un Programa Publico de CP

Politicas, normativas, estandares, financiacion

Definicion pacientes diana

Definicion instrumento identificacion

Servicios especificos de cuidados paliativos

Medidas en servicios convencionales

Cobertura cancer / no cancer

Equidad/acceso / servicios /

Acceso medicacion esencial

Profesionales

Evaluacion y monitorizacion

Entrenamiento

Investigacion

Financiacion

Participacion social

Atencion integral a personas
con enfermedades avanzadas

:K Obra Social "la Caixa”

Seleccionaremos
algunos
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En la 19 fila:
Son los pasos a realitzar
(se pueden anadir — por ejemplo, amenazas, o barreras - o reducir)

ePrincipios: los que deben cumplirse. P ej: “los pacientes requieren una
evaluacion multidimensional” o “los Servicios de medicina interna deben
tener politicas de atencion paliativa”

eEvaluacion cuantitativa: a cuantos pacientes afecta?

ePuntos Fuertes: lo que va o hacemos bien

eAreas de mejora (o debilitades): lo que debe mejorarse

*Objetivos

e Acciones concretes

eIndicadores con los que podamos medir progresso monitorizar

Aspectos de | Principios | Evaluacién [ Puntos |Areas de | Objetivos |Acciones: |Indicador |Miembro

un Programa Cuantitati |fuertes |[Mejora |/ corto es 1-3 responsab

Publico de CP va 1-3 1-3 Prioridade | plazo 1-3 le del
s1-3 proceso

Atencion integral a personas
con enfermedades avanzadas
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Ejercicio DAFO 3: hospitales y servicios
convencionales

Atencion integral a personas
con enfermedades avanzadas .. . .
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10 Actons for Integrated Palliatve Care Approach in Healh and Social Care Services
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Servicios convencionales Hospitales: los que NO son especificos de CP:
oncologia, medicina interna, atencion primaria, neumologia, cardiologia,
geriatria, residencias de mayores, ........

Dimensiones Principios Evaluacion Puntos Areas de Mejora (3) |Objeti |Acciones (3): [Indicadores Miembro
Cuantitativa |fuertes (3) vos (3) [corto plazo (1 para cada responsable del
accién) proceso

Politicas de atencidn paliativa

Identificacion
Prevalencia
Identificacién pacientes
Evaluacion necesidades
multidimensional
Identificacion valores y
preferencias

Pacientes

Planificacion decisiones
anticipadas

Pacientes

Plan terapéutico
multidimensional
Pacientes

Adecuacion terapéutica
Pacientes

Atencidon continuada gestion
de caso

pacientes

Atencidn cuidados principal y
familia

Trabajo equipo

Protocolos, documentacion
Formacion profesionales

Relacién con equipos /
servicios de cuidados

AtencidTi integrat a persona

con enfermedades avanzadas



Medidas de mejora de la atencion paliativa ‘ Obra Social "la Caixa”

1. Disenar, consensuar, establecer y protocolizar una propuesta formal de mejora de la
atencion paliativa

2. Determinar la prevalencia e identificar personas con necesidades de atencion paliativa con
instrumentos validados

3. Establecer protocolos, registros, e instrumentos basados en evidencia para evaluar necesi-
dades de los pacientes y responder a las necesidades mads prevalentes

4. Formar los profesionales en atencién paliativa (comunicacion, planificacion decisiones
anticipadas, control sintomas, etc)

5. |dentificar a los cuidadores principales y ofrecer educacion y soporte, incluyendo atencion Ac Ci ones
del duelo
6. Aumentar el trabajo en equipo (compartir evaluacion, definicion objetivos y sequimienta) en
servicios

7. En servicios con altas prevalencias: destinar profesionales especificos (referentes) con
formacion intermedia o avanzada y tiempos/dreas especificas para la atencién paliativa
(otencion domiciliaria, consultas externas, habitaciones individuales)

8. Aumentar la oferta e intensidad de cuidados dirigida a la mejora de calidad de vida a los
pacientes identificados: atencién programada, accesibilidad, prevencion crisis, atencion
continuada y urgente

9. Atencion integrada: Establecer rutas asistenciales, criterios de intervencion de servicios
convencionales y especificos, definir roles en atencién convencional, continuada y urgente,
coordinacion, informacion compartida, entre los servicios del sector

10. Tener en cuenta y responder a los retos éticos de la identificacion precoz: promover bene-
ficios y reducir riesgos, garantizar el ejercicio de los derechos del paciente

140




Direccion cientifica

TK Obra Social "la Caixa”

chtebra Y © ICO

DE CURES =
PAL-LIATIVES

Institut Catala d'Oncologia

Ejercicio:

DAFOs servicios cuidados paliativos:

1. Aspectos asistenciales necesidades pacientes y familias
2. Aspectos organizativos relacionados con cronicidad

3. Relaciones con otros servicios y territorios

Atencion integral a personas
con enfermedades avanzadas .. . .
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EJERCICIO TABLA de DAFO 1: Autoevaluacion clinica de Servicios
de Cuidados Paliativos

Necesidades de | Principios Evaluacién Puntos Areas de Objetivos (3) | Acciones (3): | Indicadores Miembro
pacientesy Cuantitativa fuertes(3) Mejora (3) cortoplazo | (1 paracada |[responsable
familias accion) del proceso

Manejo de la
enfermedad

Fisica, sintomas

Emocional,
informacion,
comunicacion

Continuidad del
cuidado

Social
Familia

Etica / PDA/
decisiones
valores

Espiritual
Practica
Final de vida
Duelo

Atencion integral a personas
con enfermedades avanzadas
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EJERCICIO TABLA de DAFO 2: Autoevaluacion organizativa de Servicios de
Cuidados Paliativos
Revisar: Mision, Vision, Valores, Principios, Objetivos: corto, medio, largo

Dimensiones

Principios

Evaluacion
Cuantitativa

Puntos
fuertes (3)

Areas de
Mejora (3)

Objetivos (3)

Acciones (3):
corto, plazo

Indicadores
(1 para cada
accion)

Miembro
responsable
del proceso

Evaluacion
necesidades
poblacionales

Accesibilidad

Continuidad

Cobertura
territorial cancer

Cobertura
territorial no
cdncer

Integracion
relacion con
servicios
convencionales:
criterios de
intervencion

Ruta asistencial
territorio

Docencia a
servicios
convencionales

Relacion con
stakeholders

Voluntariado

Relacion con
sociedad /
comunidad

”
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¢Como adaptar los servicios de cp a las necesidades y al contexto?

Un cambio de perspectiva......... .

Atencion integral a personas
con enfermedades avanzadas .. . o




C/
DE

Cambio de perspectiva: oportunidades vs amenazas

De

A

Cancer

Todos

Dicotdmica modelo Unico rigido

Compartida flexible

Pasiva post aguda Hospital

Proactiva comunitaria

Tardia Precoz
Prondstico Complejidad
“Mi servicio” “La poblacion”
Narcisista Respeto
Queja Responsabilidad compartida
------- Requisitos:
-Cambio actitud
-Liderazgo
o -Formacion
Atencion Int¢ pianificacion estratégica compartida

con enfermedades avanzadas
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Adaptacion Servicios de cp

. * Conceptuales

* Dilemas * Asistenciales

* Barreras - Criterios intervencion?
e Dificultades - Recursos?

* Propuestas * Formativos

Atencion integral a personas
con enfermedades avanzadas
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Como mejorar la atencion paliativa en un territorio???

Vision poblacional
Vision de Salud Publica
Integral e integrada
Atencion paliativa como derecho humano

Atencion integral a personas
con enfermedades avanzadas .



Perspectiva poblacional / territorial:

Ruta asistencial integrada de atencion paliativa

Contexto /
Necesidades

Demografia
Recursos
Pacientes:
geriatricos, ..
Complejidad

Mortalidad/
Prevalencia

Cualitativa (DAFO)

Atencion
integrada y
compartida

+ Mejoras en todos los
servicios

+ Liderazgo (organizacional & clinico)

+ Evaluacion (salud, eficiencia, satisfaccion)
con enfermedades avanzadas

e |dentificacion (NECPAL)
 Registro / estratificacion
e PNT /Rutas asistenciales
e Profesionales referentes
e Criterios intervencion

e At continuada/urgente/
coordinacion

e Sistemas informacion
e Formacion

* Incentivos (organ
profesionales)
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Ejercicio: COmo mejorar la atencion
paliativa en 1 territorio

Atencion integral a personas
con enfermedades avanzadas 149



Direccio

CATEDR

Aspectos de un
Programa
Publico de CP

Principios

Evaluacion
Cuantitativa

Puntos
fuertes 3

Areas de
Mejora 3

Objetivos/
Prioridade
s3

Acciones:
corto plazo 3

Indicadores

Barreras
previsibles

DE CUR
PAL-LIAT

Politicas,
normativas,
estandares,
financiacion

Definicion
pacientes diana

Definicion
instrumento
identificacion

Servicios
especificos de
cuidados
paliativos

Medidas en
servicios
convencionales

Cobertura
cancer / no
cancer

Equidad/acceso
/ servicios /

Acceso
medicacion
esencial

Rutas
territoriales

Calidad de los
Servicios

Profesionales

Evaluacion y
monitorizaciéon

Entrenamiento

Investigacion

Financiacion

Ate

Participacion
social

LA B4 I I J |

T \ogl L™ B |

A '\J\/Is}\/

I INAY

COr

TABLA de DAFO 4: Autoevaluacién de Programas Publicos y/o territorios
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Diseno, implementacion y evaluacion
Programas Publicos de Atencion paliativa

Definicion de Programa Publico de CP:
conjunto de medidas que responden a las
necesidades de atencion paliativa de una
poblacidn, un territorio (Distrito, estado,
provincia), o un recurso (por ejemplo,
todo un hospital)

Atencion integral a personas
con enfermedades avanzadas
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Programas demostrativos (piloto)

eDefinicion
Son Programas seleccionados para la implementacion de mejoras / innovacion

del Plan de CP
eObjetivos

Especificos (de cada Programa)
1.Generar experiencia

2.Explorar factibilidad, dificultades, retos y soluciones
3.Compartir experiencia
4.Generar evidencia

En su conjunto:
1.Generar un panel de experiencias que, en su conjunto, resumen las iniciativas

del Programa Nacional
2.Generar un ambiente de Programa nacional compartido, con pertinéncia
3.Benchmark

4.Soporte horizontal
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e Tipologias / Ejemplos basicos (total de 8-12)
- Asistenciales:

1. Atencion paliativa generalista en distintos Servicios del SNSalud: A
Primaria, Hospitales, Residenciales

2. Modelos de adaptacion de Servicios especializados de cp a atencion
cronicidad

3. Modelos / Networks de atencion paliativa integrada de sector con ruta
assistencial integrada: rurales, metropolitanos, urbanos, etc

4. Algunos modelos de atencidn a colectivos especificos: pediatricos,
geriatricos, ELA, etc

5. Modelos ciudades compasivas
- Docentes / Académicos:

6. Modelos de organizacion y provision docente y/o investigacion: centros
A  de excelencia

con enfermedades avanzadas
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ePlanificacion implementacion gradual priorizada: corto, medio, largo

eSeleccion / requisitos / factores criticos de éxito:

Los criterios de seleccion estarian basados en los factores criticos de éxito:
1.Liderazgo efectivo

2.Compromiso institucional local /organizacion
3.Factibilidad

4.Compromiso de evaluacion y seguimiento (Accountability)

eOrganizacion

eSeguimiento

Atencion integral a personas
con enfermedades avanzadas
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Elementos de un Programa Piiblico de Atencion paliativa

Misidn, Vision, Valores, Principios

Liderazgo
Consenso inicial: grupo de mejora

Evaluacion contexto:
Cuantitativa: necesidades, recursos existentes, condicionantes de sistema
Cualitativa: DAFO

Politicas, normativas, estandares, definiciones

Definicion pacientes diana

Definicion del modelo de atencién

Definicién instrumento identificacion

Servicios especificos de cuidados paliativos

Medidas en servicios convencionales: identificacion, atencion

Modelos territoriales: urbano, metropolitano, rural,
Rutas territoriales

Modelos especificos: Por patologias: cancer, especificas, pediatria, etc
Por ambitos o settings: hospitales, comunidad, centros geriatricos, etc

Cobertura cancer / no cancer

Equidad/acceso / servicios /

Acceso medicacion esencial

Calidad de los Servicios: estandares

Profesionales: formacion, soporte, etc

Evaluacién y monitorizacion resultados

Formacion en todos los niveles

Investigacion

Financiacion, compra,

Participacion social

Atencion inte

Objetivos, acciones y resultados esperados
Corto plazo: < 2 aiios

Medio plazo: 2-5 aiios

Largo plazo: > 5 anos

Barreras y dificultades previsibles

Cuadro de seguimiento

con enfermed

Indicadores de progreso
A065 avanzaoas
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DAFO Programas

Atencion integral a personas
con enfermedades avanzadas -



Direccio

CATEDR

Aspectos de un
Programa
Publico de CP

Principios

Evaluacion
Cuantitativa

Puntos
fuertes 3

Areas de
Mejora 3

Objetivos/
Prioridade
s3

Acciones:
corto plazo 3

Indicadores

Barreras
previsibles

DE CUR
PAL-LIAT

Politicas,
normativas,
estandares,
financiacion

Definicion
pacientes diana

Definicion
instrumento
identificacion

Servicios
especificos de
cuidados
paliativos

Medidas en
servicios
convencionales

Cobertura
cancer / no
cancer

Equidad/acceso
/ servicios /

Acceso
medicacion
esencial

Rutas
territoriales

Calidad de los
Servicios

Profesionales

Evaluacion y
monitorizaciéon

Entrenamiento

Investigacion

Financiacion

Ate

Participacion
social

LA B4 I I J |
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A '\J\/Is}\/

I INAY

COr

TABLA de DAFO 4: Autoevaluacién de Programas Publicos y/o territorios
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Ejercicio: barreras y factores criticos de éxito de tu programa de mejora

Atencion integral a personas
con enfermedades avanzadas -
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Formacion

Si crees que la formacion es cara, prueba con la
ignorancia!!!

1. Introducir contenidos 12
transicion
2. Introducir docentes otras
disciplinas
. Nuevas Dianas
4. Nuevos métodos: mentoring,
tutorizacion

w

Atencion integral a personas
con enfermedades avanzadas
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Ejercicio:

1.Lista de actividades formativas que propondras en tu
Servicio en 1 ano

2.Lista de protocolos que propondras en 1 afio

Atencion integral a personas
con enfermedades avanzadas -
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Investigacion 12 transicion como reto fundamental para la innovacidn

1. Epidemiologiay caracteristicas
Resultados intervencion asistencial: PDA,
Deprescribing, control sintomas, psicosocial y
espiritual..

3. Resultados Programas Publicos Intervenciones
complejas de salud publica: efectividad, eficiencia,
satisfaccion

Atencion integral a personas
con enfermedades avanzadas
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Ejercicio:
1.Elabora una propuesta de investigacion que ayude a
desarrollar conicidad en tu ambito

Atencion integral a personas
con enfermedades avanzadas -
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Ejercicio: como interaccionar con la sociedad / comunidad?
5 acciones en 1 aio

Atencion integral a personas
con enfermedades avanzadas e
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Table 1. Palliative Care as Compared with Hospice.®

Characteristic Palliative Care

Model of care Interdisciplinary team, including physicians,
nurses, sodal workers, chaplains, and
staff from other disciplines as needed;
primary goal is improved quality of life

Eligibilizy Patients of all ages and with any dizgnosis
or stage of illness; patients may continue
all life-prolonging and disease-directed
treatments

Place Hospitals {most comman), hospital clinics,
group practices, cancer centers, home
care programs, or nursing homes

Payment

by Medicare Part B for inpatient or cutpa-
tient care; hospital teams are induded with-
in Medicare Part A or commercial insur-
ance payments to hospitals for care epi-

sodes; flexible bundled payments under
Medicare Advantage, Mznaged Medicaid,
ACOs, and other commercial payers

Huospice

Interdisciplinary team, including physicians, nurs-

es, social workers, chaplains, and volunteers,
25 dictated by statute; primary goals are im-
proved quality of life and relief of suffering
(physical, emational, and spiritual)

Patients of all ages who have a prognosis of sur-

vival of =& mo, if the disease follows its usual
course; patients must forgo Medicare coverage
for curative and other treatments related to ter-
minal illness

Home {mast common), assisted-living facilities,

nursing homes, residential hospice facilities,
inpatient hospice units, or hospice-contracted
inpatient beds

Physician and nurse practitioner fees covered  Medicare hospice benefit; standard hospice bene-

fit from commercial payers is usually modeled
after Medicare; Medicaid, although coverage
varies by state; medication costs are included
for illnesses related to the terminal illness

Atencion integral a personas
con enfermedades avanzadas

Tahle 2. Palliative Care Domains and Recommendations from the Mational Consensus Panel Guidelines.®

Domain

Structure and processes of care

Physical aspects of care

Psychological and psychiatric aspects
of care

Social aspects of care

Spiritual, religious, and existential
aspects of care

Cultural aspects of care

Care of the imminently dying patient

Ethical and legal aspects of care

Key Recommendations

Inerdisciplinary team, comprehensive interdisciplinary assessment, edu-
cation and training; relationship with hospice program

Pain and other symptoms are managed with the use of best practices

Psychological and psychiatric issues are assessed and managed; grief and
bereavement program is availzble to patients and families

Interdisciplinary social assessment with appropriate care plan; referral to
approprate sevices

Spiritual concerns are assessed and addressed; linkages to community and
spiritual or religious resources are provided as appropriate

Culture-specific needs of patients and families are assessed and addressed;
recruitment and hiring practices reflect the cultural diversity of the com-
miunity

Signs and symptoms of impending death are recognized and communicated;
hospice referral is recommended when patient is eligible

Patient's goals, preferences, and choices form basis for plan of care; the team
iz kmowledgeable about relevant federal and state statutes and regulations
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Understanding the Barriers to Introducing Early
Palliative Care for Patients with Advanced Cancer:
A Qualitative STUCI}" Conceptos

Aline Sarradon-Eck, MD, PhD = ngl‘.fﬂiﬂ Besle, PhD! Jais Troian, MSc? EStlgmas
Géraldine Capodano, MD,” and Julien Mancini, MD, PhO® Formacio’n

Abstract

Background: Palliative care is often undemnatilized or initiated late in the course of life-threatening illness.
Randomized clinical Early Palliative Care (EPC) trials provide an opportunity for changing oncologists” per-
ceptions of palliative care amnd their attitndes to referring patients to palliative care services.

Aim: Todescribe French oncologists” perceptions of EPC and their effects on referral practices before a clinical
EPC trial was launched.

Design: A gqualitative study involving semistroctured face-to-face interviews. The data were analyzed using the
Grounded Theory coding method.

Setting/Participants: Thirteen oncologists and 19 palliative care specialists (PCSs) working at 10 hospitals all
over France were imterviewed. Most of them were involved in clinical EPC trials.

Results: The findings suggest that referral to PCSs shortly after the diagnosis of advanced cancer increases the
terminological barners, induces avoidance patterns, and makes early disclosure of poor prognosis harder for on-
cologists. This situation is attributable to the widespread idea that palliative care means terminal care. In addition, the
fact that the EPC concept is poorly understood increases the confusion between EPC and supportive care.
Conclusion: Defining the EPC concept more clearly and explaining to health professionals and patients what
EPC consists of and what role it is intended to play, and the potential benefits of palliative care services could
help to overcome the wording barriers rooted in the traditional picture of palliative care. In addition, training
French oncologists how to disclose “*bad news"" could help them cope with the emotional issuses involved in
referming patients to specialized palliative care.

Atencion integral a personas
con enfermedades avanzadas .
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Integration of oncology and palliative care: a Lancet Oncology (R)

Commission
Steinkoasa”, o Panel 1: Three levels of integration Cervantes,
David C Cumrow, nson,
Marianne] Hjern |_||-|hge i, Gary Redin,
PerSiogren Patri . patients are cared for in a planned system
Full integrati¢ * Based on an understanding of special needs (formalised in s of care: the
tumour-direct a standardised care pathway) roach, which
focuses on th . . . ms to achieve
the best outce *  Work in parallel or in series are point 1o
health gains;i «  Basic understanding of the various professional skills hemotherapy
at the end of ources. Early
delivery of pi Coordination nt promotes
patient-centre - - _ olvement in
the decisions Pal:l.ents = cared for in awell-structured plan, on the ' better use
of health-care basis of patients’ needs and the content of the prganisation,
education, a standardised care pathway ther barriers
clude thy q q AL d dyi nd
:251317129;(1 » Integration operates in separate structures within a (:l?:]?gr’:m
widely. This systemn (eg, pathology, imaging, surgery, radiation, or to promote
integration of _r activities of
professionals I:um:}ur_djrecl:ed d‘lEH‘ID_l:l‘IEElp}fS'jI'I'IF_I'tDﬂ'I management) es, with the
overallgoalof * Integration has been an implementation plan to improved
clinical care. (of the standardised care pathway) and follow-ups and care? What
is the biologi sy - integration
st chall monitoring of the plan approach
that places . . gement and
policy ma Full integration ise goals and
needs, and sy = Resources (competence and skills of medical staff) are wdel must be
reflected in in pooled into one unit or section, taking from existing Is, education
and research aich they are
situated. Pati systems rognosis and
treatmentink «  5ilos are eliminated (partially or totally) and the fties in health

Ate -

Fanel adapted from Leutz. *

crganisation is based on the standardised care pathway

The multidiscplinary team meetings can, as a dynamic
structure, be an example of full integration as they meet

Panel 3: Policy—recommendations

Barriers

+ Palliative care not perceived as a needed integral part of the cancer care continuum

+ Deficient planning of palliative care at national and regional levels

» Insufficient organisational and infrastructural capacity of palliative care

+ Palliative care limited to respite care and supportive care, and often left to the family
+ Inadequate assessment of costs and benefits of palliative care

Solutions

+ Establishment of standardised care pathways that cover all cancer care services
(envisaged also by National Cancer Control Programs)

= Adherence to the European Guide for Quality of National Cancer Control Programs

= Theneed to invest in palliative care infrastructure—partly related to the workforce

+  Build on infrastructure for palliative care also in outpatient and home settings to
address the needs of cancer patients

= Transparency of direct and indirect costs, and also doing health technology
assessment for palliative care procedures

Recommendations for immediate action

In order to develop better integration of oncology and palliative care, WHO and

professional organisations (European Association of Palliative Care [EAPC], Worldwide

Palliative Care Alliance [WPCA], International Assodation for Hospice and Palliative Care

[IAHPC], European Oncology Nursing Society [EONS], European Society for Radiotherapy

and Oncology [ESTRO] and American Society of Clinical Oncology [ASCO], among others)

should work together to establish consensus on structure and implementation plans to

guide policy makers based on present best knowledge for the following areas:

+ Convergent polices worldwide addressing integration of oncology and palliative care

» Organisational structures of early integration of oncology and palliative care in
hospitals

« Organisational structure of early integration and collaboration between hospitals and
community care in oncology or palliative care, or both, at global level need to be
developed

ERVje)
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Palliative care needs of advanced cancer patients in the emergency l
department at the end of life: an observational cohort study

Mary-Joanne Verhoef' 2 = Ellen de f'-.llj_"'.1 - Manda Hnrevm-gi - laap F-ngte-l-nna = Christian Herhghm54 .
Anouk Jochems** - Marta Flocco™® « Yvette van der Linden'

Recatved 15 Apal 2009/ Acempted: 31 May 2009
i€ The Author(s) 2019

Abstract

Purpose Patients with advanced cancer commenly visit the emempency department (ED) dunng the last 3 months of life
Ientification of these patients and their palliative care nesds help initiating appmopriate core acconling to patients” wishes,
Our objective was o provide insight into ED visits of advanced cancer patients at the end of life.

Methods Adult pallitive patients with solid imours who died < 3 months afler their ED visit wers includad (200 1-2014). Patients,
EI wasits, and follow-up were described Factors assodatad with approaching death were assessa] wsing Cox proportional haseards
midels.

Results Four hundred twenty patients were ncluded. 54.5% was male, malian apge 63 yvears. A tolal of 54.6% was on svslemic
anti-cancer eaments and 10.5% received home care = | per day. ED visits wene initiated by patients and Somily in 340% and
51.%% ocourned dunng oul-ofoffice hours. Dyspooea (2 1L05) or pain (18.6%) were most reporied sympioms. Before the ED

ED was 3:20 h (range Wk 1 2-18:00 h), and 3 19 (76,05 ) were hospitalized. Madian survival was 18 days (10 range 7-41). One
hundred four (24.8%) died within 7 days after the ED visit, of which 71.2% in-hospital. Factors associatsd with approaching
At1 death were hing cancer, neumlogic delenoration, dyspnosa, hyper@mlesmia, and jaundice.
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Formacion

Si crees que la formacion es cara, prueba con la
ignorancia!!!

1. Introducir contenidos 12 transicion:
- Coémo identificar

- Como atender

- Actitudes

- Malentendidos

- PDA

1. Introducir docentes otras disciplinas
2. Nuevas Dianas

.| 3. Nuevos métodos: mentoring, tutorizacion
Atencid. .. —

con enfermedades avanzadas
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Investigacion 12 transicion como reto fundamental para la
innovacion

1. Epidemiologiay caracteristicas
Resultados intervencion asistencial: PDA,
Deprescribing, control sintomas, psicosocial y
espiritual..

3. Resultados Programas Publicos Intervenciones
complejas de salud publica: efectividad, eficiencia,
satisfaccion

Atencion integral a personas
con enfermedades avanzadas
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Como mejorar la atencion paliativa en un
pais???

Vision poblacional
Vision de Salud Publica
Atencidn paliativa como derecho humano
Integral e integrada

Adecuacion de los Programas Publicos de
Cuidados Paliativos

Interaccion de los Programas de cuidados
Atencio| paliativos con los de cronicidad

con enfermedades avanzadas 70
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Atencidn paliativa
Y
cronicidad:
Como organizar la atencion paliativa

Atencion integral a personas
con enfermedades avanzadas
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Dema'n é“é.tdom
+/- Dependéncia

Multiusoserv omorbilidad

poblaciéon

Enf avanzada (NECPAL)

éomplejudad
severidad /
clinicas

Atencio | Clusters” de complejos / avanzados:
con enfe ldentificacion x diversas metodologias
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Models of palliative interventions in chronic care

Hospital
NP
N Y Y5’ |
b3 ‘\ ': ! /
’\\ ‘\ ,: 1
\\ L\ 1 I Il
D S \ 1 r oy,
o = ‘\\ \ : ,' !
‘\\\\ \\\ |l "' Il’
N \ 11 9
« N VI g
R \\ |I llll
Mg
* Mostly non-cancer 85/15% e Mostly cancer 70 /30%
* Mostly community services « Mostly in palliative care services
 Early  Late
+ Length survival 12-14 months e Length survival 2-3 months

* Preventive / Programmed « Identification in Pal Care services
«  Community identification tool e« Reactive |/ after crisis

« Advance care planning e Post acute
- Case management e Emergencies
A - Integrated care « Fragmented care

“l“Planned” [ °°"**“**  |“Reactive” XGB otal, 2012




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

A 10 actions for establishing a national/regional policy for comprehensive
c| and integrated palliative approach x Gémez-Batiste, S Murray, S Connor, 2017
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JOURNAL OF PALLIATIVE MEDICINE
Volume 22, Number 5, 2019

® Mary Ann Liebert, Inc.

DOI: 10.1089/jpm.2018.0338

Understanding the Barriers to Introducing Early
Palliative Care for Patients with Advanced Cancer:
A Qualitative Study

Aline Sarradon-Eck, MD, PhD.2 Sylvain Besle, PhD,® Jais Troian, MSc,*
Géraldine Capodano, MD? and Julien Mancini, MD, PhD®

Results: The findings suggest that referral to PCSs shortly after the diagnosis of advanced cancer increases the
terminological barriers, induces avoidance patterns, and makes early disclosure of poor prognosis harder for on-
cologists. This situation is attributable to the widespread idea that palliative care means terminal care. In addition, the
fact that the EPC concept is poorly understood increases the confusion between EPC and supportive care.
Conclusion: Defining the EPC concept more clearly and explaining to health professionals and patients what
EPC consists of and what role it is intended to play, and the potential benefits of palliative care services could
help to overcome the wording barriers rooted in the traditional picture of palliative care. In addition, training
French oncologists how to disclose “bad news™ could help them cope with the emotional issues involved in
referring patients to specialized palliative care.

Atencion integral a personas
con enfermedades avanzadas s
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Atencion paliativa
el “alma” de los programas de cronicidad

Atencion integral a personas
con enfermedades avanzadas
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Programa PPAC Cataluna

- 25-29.000 Pacientes MACA identificados / anuales
- En Servicios de atencion primaria
- Instrumento NECPAL

Atencion integral a personas
con enfermedades avanzadas -



“PCC” and "MACA" prevalence

Inltlal Health Plan target ‘labelling” available since February

2013): 25.000 complex chronic patients should be identified by 2015
In December 2017 over 200.000 patients included
Almost 3,5% of general adult population (3% PCC / 0,5% MACA)
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“Individual Intervention Plan well performed”

PAL-LIATIVES I ORloB e

Prevalence complex people with Interv. Plan well performed”

®EMACA ®PCC Target 2017: 80%
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.“Advanc_ed_ chronlc disease” (MACA) profile

MACA services utilization

Term

Care 1.2 X 35

Mental 0,3

Health @ =

Care 0.3

Hospital

Care [ X9
(I) 2|5 5|0 7|5 1(|)0

Taxa d'ingressos per 100 pacients

B MACA General population

Font: Base de dades de morbiditat poblacional

con enfermedades avanzadas
Source: Catsalut, 2017



_‘Advanc_ed_ chronlc disease” (MACA) profile

MACA |dent|f|cat|on variability among 40 counties
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“Advanced chronic disease” (MACA) profile

MACA identification variability among 369 Primary Care centers
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.“Advanc_ed_ chronlc disease” (MACA) profile

MACA services ut|I|zat|on
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Med Clin {Barck 2013;1490(6):241-245

MEDICTNA
CLIMNKY

ELSEVIER
DO AA www.elsevier.es/medicinaclinica

Original

Identificacion de personas con enfermedades cronicas avanzadas y necesidad
de atencion paliativa en servicios sanitarios y sociales: elaboracion del
instrumento NECPAL CCOMS-1CO®

Xavier Gomez-Batiste**, Marisa Martinez-Muifioz ?, Carles Blay®, Jordi Amblas 9,
Laura Vila® y Xavier Costa©

*0bservatorio QUALY-Ceniro Colaborador de [a OMS para Programas Piblicos de Cuidados Palia tives {COOMS- 100, Ins teur Catald d"Oncologla (/0D), Gdtedra de Cuidados Palativos,
Urmversicar de Vie, Vic, Barcelona, Esparia

" Equipo de Atenddn Primaria de Santa Eugéna de Berpa, fnstitur Catld de lo Salit, Osona, Barcelona, Espario

“Hospital de [a Santa Creu, Vic, Barcelong, Espana

? Hogpital General de Vie Vie Barcelonn, Esparia

“Servicio de Atencidn Primaria Osona, Institur Cotold de o Salut, Osona, Barcelona, Esparia

Atencion integral a personas
con enfermedades avanzadas
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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

A -

con enfermedades avanzadas
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Identifying patients with chronic
conditions in need of palliative care in
the general population: development

of the NECPAL

prevalence ra:]

Mavier Gomez-Batste,
Jordi Amblis* Laura Wila,
Joan Espaulella® Jose Espin
Carles Corstants®
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Identifying patients with chronic
conditions in need of palliative care in
the general population: development
of the NECPAL tool and preliminary
prevalence rates in Catalonia

Xavier Gomez-Batiste, " Marisa Martinez-Mufoz,"'* Carles Blay,*>
Jordi Amblas,? Laura Vila,? Xavier Costa,” Alicia Villanueva,®
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Como atender a las personas identificadas con necesidades
de atencidn paliativa en servicios de salud y sociales

Atencion integral a personas
con enfermedades avanzadas.. .
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Review Article
Palliative Medicine
A systematic review and critical appraisal of © The Author(s) 2019
quality indicators to assess optimal palliative W“l
care for older people with dementia DO AT O TS

journals.sagepub.com/home/pmj

®SAGE

Sarah Amador! (), Elizabeth L Sampson?, Claire Goodman?
and Louise Robinson3; SEED Research Team

Abstract

Background: A challenge for commissioners and providers of end-of-life care in dementia is to translate recommendations for good
or effective care into quality indicators that inform service development and evaluation.

Aim: To identify and critically evaluate quality indicators for end-of-life care in dementia.

Results: We found 8657 references, after de-duplication. In all, 19 publications describing 10 new and 3 updated sets of indicators
were included in this review. Ultimately, 246 individual indicators were identified as being relevant to dementia end-of-life care and
mapped against EAPC guidelines.

Conclusions: We systematically derived and assessed a set of quality indicators using a robust framework that provides clear

definitions of aspects of palliative care, which are dementia specific, and strengthens the theoretical underpinning of new complex
interventions in end-of-life care in dementia.
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care professionals: A qualitative study ®SAGE

to develop a tool

A Carole Gardener!(), Gail Ewing?(’) and Morag Farquhar®

Abstract

Background: Patients with advanced chronic obstructive pulmonary disease have difficulty reporting their holistic support needs to
health care professionals, undermining delivery of person-centred care. We lack tools that directly support patients with this.

Aim: To develop an evidence-based, designed-for-purpose, tool to enable patients to directly identify and express support needs to
health care professionals.

Design: Two-stage qualitative study. Stage 1: domains of support need were identified through a systematic review, analysis of an
established qualitative dataset and patient/carer focus groups. Stage 2: draft tool developed using the identified domains of need and
then refined through feedback from patients, carers and health care professionals, ensuring acceptability and suitability.
Setting/participants: Stage 1 patients/carers recruited via four primary care practices and two patient support groups (East of
England). Stage 2 health care professionals recruited via the Clinical Research Network and local community trust and patients/
carers through two further practices and two additional support groups (East of England). In total, 57 patients, carers and health care
professionals participated.

Results: A comprehensive set of evidence-based support domains (for example: overcoming boredom or loneliness, knowing what
to expect in the future) was identified and formulated into questions. The resulting tool asks patients to consider whether they need
more support in 15 broad areas. Patients, carers and clinical stakeholders broadly endorsed the tool’s content and wording.
Conclusion: The Support Needs Approach for Patients (SNAP) tool is a concise evidence-based tool designed to help patients with
advanced chronic obstructive pulmonary disease identify and express their support needs to enable delivery of person-centred care.
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Decision-Making in Geriatric Patients with End-Stage
Renal Disease: Thinking Beyond Nephrology

Faheemuddin Azher Ahmed * and Angela Georgia Catic 2,3
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Abstract: Compared to younger individuals, the prevalence of end-stage renal disease (ESRD) in
elders is notably higher. While renal replacement therapy, usually with hemodialysis, is accepted
therapy in younger patients with ESRD, decisions regarding the treatment of advanced kidney
disease in the elderly population are more complex, secondary to the physiologic changes of aging,
concurrent geriatric syndromes, and varying goals of care. Evaluation for possible initiation of
dialysis in geriatric patients should be multidisciplinary in nature and patient-focused, including a
consideration of physical, cognitive, and social function. If renal replacement therapy is not pursued,
optimization of medical management or symptom management needs to be the goal of care.
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Barriers to GPs identifying patients at the
end-of-life and discussions about their care:
a qualitative study

Lucy V Pocock®, Lesley Wye, Lydia R M French and Sarah Purdy

Centre for Academic Primary Care, University of Bristol, UK

*Correspondence to Lucy V Pocock, Centre for Academic Primary Care, Population Health Sciences, Bristol Medical
School, University of Bristol, Canynge Hall, 39 Whatley Road, Bristol, BS8 2PS, UK; E-mail: lucy.pocock@bristol.ac.uk

Abstract

Background. Identification of patients at the end-of-life is the first step in care planning and many
general practices have Palliative Care Registers. There is evidence that these largely comprise -
patients with cancer diagnoses, but little is known about the identification process. En Cataluna:
Objective. To explore the barriers that hinder GPs from identifying and registering patients on .,
Palliative Care Registers. 'CO“fUSlon Conceptos
Methods. An exploratory qualitative approach was undertaken using semi-structured interviews o
with GPs in South West England. GPs were asked about their experiences of identifying, registering _EStlgma
and discussing end-of-life care with patients. Interviews were audio recorded, transcribed and 7 7
analysed therr?atica\ly. ’ _Que hacer despueS?
Results. Most practices had a Palliative Care Register, which were mainly composed of patients _PDA?

with cancer.They reported identifying non-malignant patients at the end-of-life as challenging and *
were reluctant to include frail or elderly patients due to resource implications. GPs described rarely _Recu rsos
using prognostication tools to identify patients and conveyed that poor communication between
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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Nuevas perspectivas, nuevos retos:
- Mejorar modelo atencidon: Programa PSICPAL / La Caixa
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1. CONTEXTO

DEFINICION DE
ENFERMEDAD AVANZADA

Presencia de una enfermedad Gran impacto emocional en
progresiva, incurable paciente, familia y equipo
terapéutico, muy
relacionado con la

Falta de posibilidades presencia, explicita o no, de
razonables de respuesta la muerte

a tratamiento curativo

. Pronéstico de vida limitado
Presencia de numerosos

problemas o sintomas intensos,
multiples, multifactoriales y
cambiantes

Sociedad Espafiola de cuidados paliativos (SECPAL)
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1. CONTEXTO

¢POR QUE NACE EL PROGRAMA?

Segun la OMS, los Cuidados En Espafia mueren
Paliativos estan orientados a anualmente mas de
mejorar la calidad de vida de 410.600 personas’.
los pacientes y sus familias, De estas, un 50%
previniendo y aliviando el © necesitan cuidados
sufrimiento, tanto fisico, paliativos?y de ellas ,un
como psicosocial y 50% requiere atencién
espiritual. psicosocial.

A 4
(@)

&

Fuente: INE 2016*
ICO: Centro colaborador de la OMS?
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ATENCION INTEGRAL A PERSONAS CON ENFERMEDADES AVANZADAS

DESCRIPCION DEL PROGRAMA

%& ¢QUE HACEMOS?

S Modelo de atencién psicosocial que complementa la atencién médica = ATENCION INTEGRAL

OBJETIVO
f H poyo especifico a trabajo social da respuesta a
Mejorar la calidad de A ifi El trabajo social d
. profesionales de sanidad ) T las necesidades sociales de las
vida de las personas en temas como la % P A personas enfermas y de sus
con enfermedades comunicacién en FISICO é SOCIAL familiares.
avanzadas Yy la de sus situaciones dificiles y la El voluntariado realiza
familias. gestion del estrés. . || actividades de
PSICOLOGICO ESPIRITUAL | acompafiamiento.
R Ve o n ~ o
Modelo consolidado :‘C%:
en 10 afios de =
trayectoria. Proporciona medidas de Inte_g.ra los aspectos )
atencion psicolégica espirituales que permiten
para ayudar al paciente y al p?‘?'ente yasus
la familia a afrontar la familiares afrontar
enfermedad. serenamente el proceso
DUELO final, desde un respeto
maximo a las creencias y
Duelo: atencion a todas las Sociedad: Realizacion de convicciones de cada
personas implicadas en la pérdida actividades formativas y persona.
de un ser querido que lo de sensibilizacién

requieran o lo soliciten.
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2. EL PROGRAMA

CON QUIEN SE HACE EL PROGRAMA
PROFESIONALES

(¢)
g'e
Ak
MR

ESTRUCTURA DE LOS PROFESIONALES

42 mas de 200

equipos profesionales

multidisciplinares d

e entidades M Psicologia: 74% -
sociales y sanitarias B Trabajo social: 20% FORMACION

Medicina, enfermeria,

agentes pastorales: 6% Formacién continuada de @ 82% Master o posgrado
*Los/las profesionales
*Fomento de la investigacion

58% mas de
*Excelencia en la atencidn

5 afios de experiencia

“Disponibilidad, calidez y habilidad de permitir
que me exprese, guardar silencios, interés personal”
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80 L2BUN il Cenro de Cuidados Loguna VALENCIANA
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2asiass Fundocin Parque Viven Asparion, Alcante
128 | Centros sanitarios G —— e i Gl
133 | Equipos domiciliarios . AT
g o ANDALUCIA r
*A fecha diciembre 2018 ] v ' d m\_ﬁ_a\ Fundacién CUDECA, Mdlaga Fundacin stiuto San Jos, Toledo
9y
FIBAO (Fundocén Publico Ak
urce mmlnw;’m s o REGION DE MURCIA
ISLAS CANARIAS hadduio oo, Gronada p—
b Cutp G oo, Espoida Con o GRS g, b S bty
i . o iz Rojo, Cadiz g 3 ola el Cancer a0 s, N
e E:m"lﬁ?ﬂi e crababates (102 R0, Almeria Facer 1w«)m RN e kil Mondercl
Fundacian DomusVi, Cérdoba
Ca i, T Domus®) fobebonel i

Cras efa Enpadls

Atencion integral a personas
con enfermedades avanzadas Sou



Direccidn cientifica
5 :K Obra Social "la Caixa”

citepra ) ©
DE CURES ' w ICO
PA L.Ct: ATlsVES o Institut Catala d'Oncologia

2. EL PROGRAMA

VOLUMEN ASISTENCIAL

GLOBAL
v 8 &g
LGN 1l
. PACIENTES FAMILIARES

2018 25.507 30.933

2008- 2019* 159 356 219.516

*A fecha 31 de marzo de 2019
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2. EL PROGRAMA

DOTACION
ECONOMICA

GLOBAL

8.869.847 €

2009-2018

Acumulado desde el 68 9 8 3 6 1 O €
inicio del programa . .
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3. PACIENTES Y FAMILIARES

PERFIL DEL PACIENTE
¢A QUIEN ATENDEMOS?

& 29 5

EDAD GENERO INCIDENCIA DE PATOLOGIAS
Edad Media: 71,5 afios M Hombre: I No oncoldgico: PRINCIPALES PATOLOGIAS NO ONCOLOGICAS
0,
s 53,8% 33,15% Pluripatologia geriatrica 26%
I Menos de 60 afios: . .
21.9% Mujer: Oncoldgico: ELAy enfermedad de mononeurona 11%
’ 46,2% 66,85% EPOC11%
Entrf 60y 80: Insuficiencia cardiaca 14%
44,8% Demencias 12%
I Mas de 80 afios:
33,3%
PRINCIPALES PATOLOGIAS ONCOLOGICAS
Pulmén 19%
Colorrectal 14%
. ) L Mama 8%
Corte 2018. Informe de Efectividad. Instituto de Investigacion P4 7%
Biomédica de Bellvitge e Instituto Cataldn de Oncologia Eatn’creas 5;6
stomago
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3. PACIENTES Y FAMILIARES

PREOCUPACIONES DEL PACIENTE

¢QUE LE PREOCUPA AL PACIENTE PERFIL DE LOS FAMILIARES ATENDIDOS

EN SITUACION DE FINAL DE VIDA?

GLOBAL

Reada;‘ﬂ%ﬁ%@dﬁtg‘ﬁ Sgﬁdientes 2 19 ° 5 1 6
Pronostico [ncertidumbre ape .
Malestar fisico familiares atendidos

Conirol sintomas

A t ¥ &=~ Miedos fisicos Género: 70,3% mujeres B Hijo/a: 43,8%
u O n OI I I I a Depresion Edad media: 57 afios B Coényuge/Pareja: 30,7%

L Enfermedad
H UOS Progresion Padre/Madre: 3,9%
Economia Miedo al alta B Otro: 21,5%

Traslado fuera de casa
Calidad de vida

Estudio realizado por Qualy (ICO) con el Instituto de
Investigacion Biomédica de Bellvitge (IDIBELL)
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5. EVALUACION

OBJETIVOS
DE LA EVALUACION

* ASEGURAR LA
CALIDAD

* GENERAR
EVIDENCIA

« SOSTENIBILIDAD
* EXTENSION

Atencion integral a personas
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5. EVALUACION

PUNTOS FUERTES

Al i

SISTEMATICA METODOS

/ Continuada Ha combinado métodos cientificos:

/ En todos los ambitos /Cuantitativos: Evaluacién de parametros

/ 100.000 pacientes emocionales, sociales y espirituales de més
de 150.000 pacientes

(@ /Cualitativos: indices de satisfaccién,

92% califican de excelente la atencidn.

RESULTADOS

Ha evaluado y aportado %

resultados en:

/ Pacientes INSTRUMENTOS

/ Familias Utilizacién de instrumentos validados:
/ Voluntarios

/ Profesionales de equipos receptores /ENP

/ Gestores /ESAS

/ Sociedad /DME
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5. EVALUACION

RESULTADOS MAS RELEVANTES

MEJORA DE MEJORA EN LA

ADAPTACION A LA SITUACION

LA CALIDAD DE VIDA

MEJORA DE TODOS LOS NIVEL DE SATISFACCION DE LOS
PARAMETROS PACIENTES
1. Emocionales (ansiedad, depresion, Un 95% afirma haber tenido
adaptacion al proceso de o ‘ tanto contacto como necesitaban

enfermedad) con profesional

2. Espirituales (sentido de la vida,

- Un 95% valoraba positivamente
sensacién de paz
paz) o ‘ la ayuda para poder hablar de

3. Sociales (mejora en la temas dificiles

comunicacion, competencia en el

cuidado del paciente y autocuidado, o |
sobrecarga familiar, riesgo de
claudicacion familiar...)

Un 92% valoraba positivamente
la ayuda para asuntos pendientes

la ayuda para comunicarse con la
familia

o ‘ Un 90% valoraba positivamente

El 90% de los pacientes
mejoran en estos parametros

Fuente: Institut catala d’oncologia

Atencion integral a personas
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7. EVALUACION

RESULTADOS MAS RELEVANTES

£ &

PROFESIONALES IMPACTO EN EL CONOCIMIENTO CIENTIFICO
Alta satisfaccion y utilidad para: / Formacion / Comunicaciones
1.Los profesionales / equipos (4/5) / Manuales / publicaciones / Publicaciones cientificas
2.Gestores y planificadores » )
/ Instrumentos de evaluacién / Tesis doctorales

3.Administraciéon

482 profesionales sanitarios de los
equipos receptores valoran el trabajo
realizado por el EAPS, a nivel general,
con un 8,9 sobre 10.

En concreto:

9,17 9,18

ATENCION SATISFACCION

La atencion proporcionada al Valoracion positiva por parte
paciente y a la familia es de de profesionales de la
calidad, debido a su medicina, enfermeria y del
competencia, disponibilidad resto de los equipos

horaria e implicacién receptores

Atencion integral a personas
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5. EVALUACION

RECONOCIMIENTOS

o5

OoMS EXPERTOS CONSEJO DE EUROPA

La atencion con cuidados paliativos es un derecho humano reconocido por
el Consejo de Europa. “En Espafia, este tipo de apoyo se ofrece a través de
diferentes mecanismos, incluida una colaboracion publico-privada
mediante la cual ‘la Caixa’, junto con el Ministerio de Salud, implementa el
programa [...], para abordar las necesidades emocionales, sociales y
espirituales de los pacientes con enfermedades avanzadas y sus familias”.

Doc. 14657, 29/10/2018
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Figura 8: Distribucion de la ESAS-r dolor segin complefidad

Visita || Inicial[_] Visita 2

No complejidad Complejidad

0.15-

0.00-

0.0 2.5 5.0 75 100 0.0 25 5.0 7.5 10.0
Dolor
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10.1 Evolucion del dolor

La escala asociada al ESAS-r dolor es la siguiente:

El peor dolor que se

Nada de dolor 0 1 2 3 4 5 5] il 8 9 10 i 4
pueda imaginar

Figura 8: Transition plot de la ESAS-r dolor en 55 3 primeras visitas

Dolor (n=884)

Visita inicial Visita 1 Visita 2
T [02) [0,2)
L R 2720
= [2.4) _ IL [2,4)
[4.6) ) éf )
I22%I \
[6,10] ”‘

[37%]

No complejo emocionalmente
= Complejidad emocionalmente
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Manual para la atencion
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Xavier Godmez-Batiste
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PARA LA EVALUACION Y ATENCION

PSICOSOCIAL Y ESPIRITUAL

DE PERSONAS CON ENFERMEDADES |pmwesewmemsmessessmmrsommmmwom
:Como se encuentra de animo, bien, regular, mal, o usted qué diria?

AVANZADAS Y PRO NO STICO : = Entre 0 “muy mal”y 10 “muy bien”, ;qué valor le daria?:
DE VIDA LIMITADO 0o 1 2 3 4 5 & 7 8 9 1

PROGRAMA PSICPAL (2018) e TS

= En caso afirmativo: en este momento, ;qué es lo que mds le preocupa?
Tipo de preocupacién (sefala y describe)

O Econd
O Familiares
O Emocionales
O Espirituales
O Somadticos
O Otros

. . :Como lleva esta situacion?
Grupo investigador:
= Entre 0 “no le cuesta nada” y 10 “le cuesta mucho”, ;qué valer I~ Anrin3-

Dolors Mateo-Ortega, Xavier Gomez-Batiste, 3 A) EXPLORACION DE NECESIDADES PSICOSOCIALES (Prequntas ol paciert) B) EXPLORACION DE PREOCUPACIONES. (Pregurias o pocients)
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. L. . 4Estd usted nerviosa? ONoExplorodc? ONadg' OIFoco’ CINimuchonipoce® 0 Bestame® 0 Mucho|
O Demanda constante de compafi¢ia/atencion (guejas cons |3 bt S S 2 et S
. . . . o rado fof o NI mucho nil poco? stone’ ucho*
O Alteraciones del comportamiento nocturne (inscmnio, pes ’ - 5o Ephtucles
M no justificadas, quejas...) 4 §Cémo lleva sta situaciin? ONoBiplrad? CNadd' OPece’ CINmuchanipoce® 0 Bostome? [ Muche|
CATEDRA UvIC o] U " O Otros ONoBiirade® DMy Ma? OMa® DReguiar® ler? DMy bler Wolestlas fias
DE CURES ‘w’ UNIVERSITAT DE VIC @ T o T A - i
PAL-LIATIVES UNIVERSITAT CENTRAL Universitat Au . 5 su famila NoBipirad® DNads DPsce’ N muchanipocet 0 ostome? 0 Mucho
DE CATALUNYA Frease SauTng e Tensisn dearcel - Observaciones: DNoExplorade? Diado® Pt OMmuchonipocs® DBostame® OMuche! -
lo axiste owra
Criterios ¢| |Consideraque necesita saber mds sobre su enfermedad? {Hay alga mis o diferente que ke preocupe y que considere | PE2CHPSEE
(10-item 1) 4 | ONoBxploade® ONonecesto mas' OUn pocomas” DM es Inderente® ¢ | esimportante por ustdl; £n qué mecldo? Tpe—
|C0 Con el soporte da: DBostome mast Obucho mas'
#5e slente culdado/apoyado por sus famlllares? - . -
é : -
Institut Catals d'Oncollogt i A p? ONoExplorode? ONade' OPoce’ TN mucho nlpoce? 0 Bostamet 0 Mucho|
" o= TK Obra Social "la Caixa" | ONoExplorac? ONode® TFocet N muchoipoco’ lbostame? IMuche
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35 slente satlsfacho en general con las cosas que ha hechoen su
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g |va ) SIGNOS EXTERNOS DE MALESTAR EMOCIONAL (SEM)
5 > - . y
ONoBipiorade® ONode? DFece* ONImucho nipocs* OBastame® OMucho o —
9 £5e slente en paz' (no tener emordimienta o sentimienta de culpa) Valore en qué medida se encuentran presentes los siqulentes signos externos de
ONoBrpionds® ONode* DFocst OMimuchonipocst TBastame® DMuchd! malestar emoclonal (ftems 14a a 14f) skendo 0 = "nada presentes”;y 10 = "total-
esentes”
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LOGROS ACADEMICOS:
PUBLICACIONES, COMUNICACIONES
Y POSTERS, ACTIVIDAD DOCENTE

42 EAPS
~ 200 PROFESIONALES
CUMPLIR 10 ANOS 1.000 VOLUNTARIOS
. . ESCUELA DE =8
EspacioCaixa CUIDADORES
° A 2 A 4 A o) A 8 A 10
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v —
ALIANZAS 17 CC. AA. FINAL DE RESULTADOS MAS DE 350.000 PERSONAS
128 HOSPITALES VIDAY 90% MEJORA EN SU BIENESTAR MEJOR ATENDIDAS Y MAS
SOLEDAD ACOMPARNADAS

133 EQUIPOS DOMICILIARIOS
INTERNACIONALIZACION

(HONK KONG, MEXICO, PORTUGAL)

HSC

Hospital Santa Qotilde
SANTAND =R

2 ICO {725, Organizacion
o Institut Catala d'Oncologia P Mundial de la Salud
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6. CONCLUSIONES

RETOS ACTUALES

DERECHO HUMANO
FUNDAMENTAL

Involucrar a la sociedad a que
participe activamente en el proceso
de final de vida

y generar consciencia social

Universalizar el modelo: desarrollar
un modelo contrastado de atencion
psicosocial y espiritual con una
evaluacidon permanente

Atencion integral a personas
con enfermedades avanzadas
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Nuevas perspectivas, nuevos retos:
-Involucrar sociedad: Cuidades cuidadoras

Atencion integral a personas
con enfermedades avanzadas



{

:K Obra Social "la Caixa”

VIC, CIUDAD CUIDADORA

Vic
ﬂv Ciutat
"™ (Cuidadom

*

: . CATEDRA DE DMmémora
Ajuntament de Vic CUIDADOS (o g e et
PALIATIVOS compromelislat con ln vida




CONTEXT i CONCEPTES

Al nostre cula que I’
persones pateixen malalties croniques avangades
que causen el 75% de les morts. Aquy
siluacions generen, d'una banda, nece:
fisiques, psicologiques, espirituals i socials,
atiment en ents i families i, de
ra, provoquen una gran necessitat i demanda
datencio, especialment quan es combinen
malaltics avangades i ncc aracter
i asolitud o la pobres:

OBJECTIUS DEL PROGRAMA

Millorar les actituds socials i culturals envers una
aavancadaiel final de I;

Promoure el suport social i la qualitat de vida a les

persones que ho pateixen.

Organitza:

CATEDRA ¢7)
DE CURES (@
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[
4G4

=4
LroYiee]
(@3l Ajuntament de Vic

Amb el suport d

Vic, ciutat cuidadora

VISIO i VALORS

Convertir Vic en una ciutat referent d’atencié a
les persones amb major vulnerabilitat. Promoure
olidaritat, la
compassi6 i la participacié social.

icompartir I'humani

CARACTERISTIQUES DEL PROJECTE

Es tracta d'un projecte social liderat per
mitzacions loc:

FASES

Inicialment, es pretén fomentar la particip
ciutadana, millorar el trasps

Ies organitzacions locals, promourc Feduca
formacié de voluntaris; a mig termini, millorar
Patencié integral i integrada de persones en

ituacié de malall ne¢ada i amb nec

ACTIVITATS

duran a terme activ’
i formatives amb la part
organitzacions soci

bromiiligia
i Comarca

:i6 de Vidues de Vie | Comarca
Associacic El Tupi
ia f

t
wciacions de vefns: d” mella, del Barri Vic
Tl

Nord, del a
™

Viurc amb sentit,
dignitati suport
al final de¢ la vida

Reflexio, debat i accions compartides
Vig, gener- juny 2017

Conferéncies
Formacions
Tallers

Taules rodones

www.vicciutatcuidadora.cat
ciutat.cuidadora@gmail.com

Vic, 5 Vie,
e e iutat
+ Ciutat N L

Cuidadora humana

Vic
« Ciutat

Cuidadom
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Programa 2017

Programa”®

Dia, lloc i hora

Dilluns, 30.01.2017
De18a19.30 h

UVIC Sala Mercé

Divendres, 03.02.2017
del8a21h

Dissabte, 04.02.2017
de10a13h

UVIC Aula F101

Dimecres, 15.02.2017
18h

lantida, Sala Ramon

Dilluns, 27.02.2017
De18a19.30 h

UVIC Sala Merce Torrents

Divendres, 03.03.2017
Del8a21h

Dissabte, 04.03.2017
De10a13h

UVIC Aulo F101

Dilluns, 27.03.2017
De18a19.30 h

UVIC Sala Mercé Torrents

Dimarts, 28.03.2017
Dimecres, 29.03.2017
De18 0 21.00 h

UVIC Aula

Activitats
formatives

Conferéncia

Curs
formatiu

Conferéncia

Orgonitza.

Conferéncia

Curs
formatiu

Conferéncia

Curs
formatiu

Titol

Com atenem en equip
persones amb malalties
avangades

Curs basic
d’acompanyament
al final de la vida

El projecte de Vic,
Ciutat Cuidadora

Com afrontar el dol

Curs basic d’atencié
al dol

Com afrontar
I'envelliment i la
proximitat de la mort

Curs basic
d’acompanyament al
final de la vida

Actes gratuits, adrecats a totes les persones
Cal inscriure’s per participar en els cursos formatius: 660 246 966 (de 9 a17 h)

Vic, ciutat cuidadora

Ponents i entitats
col-laboradores

«+ Cristina Lasmarias (
* Anna Albé (me
- Olga Bosch (
* Carme Guinovart (treb, social)

« Creu Roja

« Xavier Gémez-Batiste (director
de la catedra de Cures Pal-iatives
de la UVIC)

« Silvia Mateu(c

artament de Benestar i Fo

ut Publica de 'Ajuntament
de Vic)

inadora del

« Alba Payés (experta en otencié
al dol)

« Creu Roja

+ Ramon Bayés (catedrétic
emérit de Psicologia de la UAB)

- Creu Roja

ABRIL

MAIG

Dia, lloc i hora

Dilluns, 24.04.2017
De18a19.30 h

Aud
Caixa Manlley
vital, 1, Vi

tori Fundacié Antiga

Rambla H;

Dimarts, 25.04.2017
Dimecres, 26.04.2017
Del8a21h

UVIC Aula F101

Dissabte, 06.05.2017
Tarda

Rambla del

Dilluns, 08.05.2017
Dilluns, 15.05.2017
Dilluns, 22.05.2017
De17.30 ha19.30 h
UVIC Sala Mercé Torrents

Divendres 26.05.2017
De18a2lh

Dissabte 27.05.2017
De10a13h

UVIC Aula F101

Dilluns, 29.05.2017
De18 a19.30 h

UVIC Sala Mercé Torres

Divendres, 16.06.2017 i
De18a2lh

Dissabte, 17.06.2017
De10a13h

UVIC Aula F101

Dilluns, 26.06.2017
De18a19.30 h

UVIC Sala Mercé Torrents

Activitats
formatives

Conferéncia

Curs
formatiu

Mostra

Conferéncia-
Taller

Curs
formatiu

Taula
Rodona

Curs
formatiu

Taula
Rodona

Titol

Atencié religiosa al final
de la vida

Curs basic d'atencié
al dol

Participacié a la 14°
Mostra d’Entitats i
Musiques de Vic

Cinema i atencié al final
de vida

Curs basic
d'acompanyament al
final de la vida

Les paraules de suport:
cures, compassié,
empatia...

Curs basic d'atencié
al dol

Com integrem la mort
en la vida

*Programa preliminar

Ponents i entitats
col-laboradores

- Francese Torradefiot (

de I'Associacié Unesco per ol

didleg Interreligic:

+ Creu Roja

Dilluns, 08.05.2017
- Julio Gémez (metge de I'Hospital
Sant Joan de Déu de Santurce)

« Creu Roja

« Creu Roja

- Caritas Arxiprestal
« Unitat de Medicina
Integrativa - Bayés Integral

Vic
« Ciutat

Cuidadom
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Chair ICO/UVIC-UCC of palliative
care at the University of Vic -
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innovative multidisciplinary model
of education, research and
knowledge transfer
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Xavier Gomez-Batiste,"** Cristina Lasmarias,"** Jordi Amblas,"?
Xavier Costa, ™ sara Ela,™ sarah mir,"* ﬂ;nEs Calsina-Berna,"*

Joan Espaulella, Sebastia Santaugénia,

Marina Geli Geli,” Candela Calle®

ABSTRACT

Objactives Generation and diesemination of
knowledge Is a relevant challenge of palllative
care {PC). The Chair Catalan institute of
onoology (ICOWUnersity of Vic (UvIC) of
Falliative Care (CPC) was founded In 2012, as

a Joint project of the 0O and the University

of vic/Central of Catalonia 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 discplines
(PC, geriatrics, oncology, primary care and policy)
and became the first chalr of BC 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 activitios.
Results Resulis for perlod 2012-2017 are
classified Into three main blocks: (1) Programme:
{2) The advanced chromic care model (Palliative
nieads (NECPALY; (b) the psychasodal and
spiritual domalns of care (Psychosodal needs
(PSICPALY); {c) advance care planning and
shared dedsion making (advance care planning
(PO:APALY; and (d) the compassive communities
projects (Soclety Involvernent (SOCRALY. (2)
Education and traiming activities: (2} The master
of PC, 13 editions and 550 professionals trained;
(b} postgraduate course on psychosoclal care,

4 editions and 140 professicnals tralned; and
{c) workshops on specdfic topiks, pregraduate
training and online acthities with a2 remarkable
Impact on the Spanish-speaking community.
13} Knowledge-transfer activitles and research

Ramon Pujol,’

projects: (a) 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 educadon in  palliadve
care (PC) is essendal in the develop-
ment of quality PC provizsion and major
points of a Palliative Care Public Health
PI'OETSI'D.D’IE_] In 1992 the PC zervice at
the Catalan Instimte of Cncelogy (ICO)
in Barcelona—a monographic cancer
instimute—developed it own training
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 in the implementation of the
Catalonia WHO Demonstration Project
for Palliative Care and its inrernational
impact, there were increasing demands
for support for the design, implementa-
ton and evaluation of PC services and
programme in Spain, Europe and Larin
America.® These policy activities, estab-
hshing contracts and agreements with
public or private organisarions, had the
support, as main parmer, of the Catalan
Deparrment of Health.

BHJ Gomez-Batkte X, & &l BMJ Supportve & Paliatve Care 2018:0:1-8. doi:10.1136/bmjspeare- 1018-001856 1
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- Mision: Promover el desarrollo de los CP con vision de Salud Publica

- Caracteristicas: Concepto de spin-off, innovacidn, flexibilidad, think-tank; Interdisciplinar y
multidisciplinar; Combinacion docencia, investigacion, y transferencia conocimiento; Valores de los
cp

- Areas de interés:

Interaccidn cronicidad-Cuidados paliativos (Programa NECPAL),

Atencion de necesidades esenciales: psicosocial, espiritualidad (Programa Fundacion LaCaixa),

Vinculaciéon Sociedad (Programa Vic Ciudad cuidadora).

Docencia postgrado:

Master oficial de CP: 142 edicidon, mas de 500 alumnos formados

Postgrado de atencidn pisocosocial (42 edicion), mas de ... formados

Talleres cronicidad (41), Planificacion decisions anticipadas (17), Otros cursos (...?), MOOCs (2).

Cursos Online: Planificacion de decisiones anticipadas

- Docencia pregrado:

Ciencias de la Salud: colaboracidn asignaturas enfermeria

Medicina (2017+): asignatura troncal 22 curso, optativa 42 curso

Investigacion y mejora de calidad: 8 proyectos activos

- Tesis doctorales: 14 (8 finalizadas y 6 en curso)

- Publicaciones: 55 articulos (30 internacionales), impact factor ....... , ¥ 3 libros (27 capitulos, 1 libro
internacional).

' O O O

O O O O

o O
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S EEEREEEE R EEEEET T E INTEGRADA DE PERSONAS CON
Profesionales de equipos de atencién primaria, coordinado- CONDICIONES CRONICAS AVANZADAS Y DOLOR

res médicos y médicos de unidades de paliativos, de atencion

domiciliaria, personal de enfermeria de unidades de paliativos. [N S[KVI[IOS D[ SAI.UD, SOGALES Y T[RRHORIDS

METODOLOGIA

» Conferencias participativas.
» Discusion de casos.

« Trabajo en grupos.

DOCENTES

Dr. Xavier Gomez-Batiste.

Director Centro Colaborador OMS Programas Publicos de Cuidados

Paliativos, Instituto Catalan de Oncologia.

Director Catedra de Cuidados Paliativos,
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Dr. Julio Gomez Cariedo.
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Docencia Pregrado Medicina UVIC/UCC

I. Asignatura obligatoria 60h 22 curso (+ optativa paliativa 42 curso + transversal
resto)

-Objetivo: “médicos con alma”: competentes, conscientes, comprometidos,
compasivos, cooperativos

-Método:

1.Construccion competencias medico ideal con pacientes, ciudadanons, y otros
profesionales

2.Habilidades: entrevista, comunicacion, toma decisiones, planificacion decisiones
anticipadas, decisiones complejas, Trabajo en equipo, atencion necesidades
esenciales (espiritualidad), atencion familia

3.Trabajo en red y en sistema
Il. Asignatura cuidados paliativos 42 curso
lll. Atencidn paliativa transversal en especialidades

CeliTeTWVIT TTITRLgTuUaur U MoeTrT oviiTugo

con enfermedades avanzadas 537



Direccidn cientifica
T :K Obra Social "la Caixa”

citebra ) © co
DE CURES “w |
PAL-LIATIVES Institut Catala d'Oncologia

Estudiantes de 22 Curso Medicina UVIC/UCC construyendo competencias del medico ideal
con pacientes, ciutadan@s y profesionales salud
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Estudiantes 22 medicina construyen modelo de médico ideal con médico senior
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Atencion paliativa como derecho humano fundamental
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Special Article

Community-Based Palliative Care:
The Natural Evolution for Palliative Care

Delivery in the U.S.

Aril H. Kamal, MD, David C. Currow, BMed, MPH, Christine S. Ritchie, MD,
Janet Bull, MD, and Amy P. Aberneithy, MD
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Palliative Care Involvement

Fig. 1. Care gaps in current palliative care delivery models.
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Generalist plus Specialist Palliative Care — Creating a More
Sustainable Model

Timothy E. Quill, M.D., and Amy P. Abernethy, M.D. Representative Skill Sets for Primary

and Specialty Palliative Care.

Primary Palliative Care
« Basic management of pain and symptoms
« Basic management of depression and anxiety
« Basic discussions about
Prognosis
Goals of treatment
Suffering
Code status
Specialty Palliative Care
» Management of refractory pain or other
symptoms

« Management of more complex depression,
anxiety, grief, and existential distress

« Assistance with conflict resolution regarding
goals or methods of treatment

Within families

Atencidn integral a personas Between staff and families
Among treatment teams

r\!—\ﬁ
con enfermedades AVanzatas « Assistance in addressing cases of near futility
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Ultimo ejercicio: 5-10 acciones de mejora
para 1 aho
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