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Let’s talk about this patients…..
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Suport  a Programes de 52 països

Suport al D Salut, ICS, Caixa, altres
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Càtedra UVIC/ICO/CCOMS 

de Cures Pal.liatives

Chair UVIC/ICO/WHOCC of 
Palliative Care 

Atenció pal·liativa de persones amb malalties avançades i 

llurs famílies a la comunitat

Palliative Approach  for persons with advanced chronic 
conditions and their families in the community
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Program for the comprehensive 

psychosocial and spiritual care of  

patients with advanced conditions and 

their families

La Caixa Foundation & WHOCC Barcelona 
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FROM Change TO 

Terminal disease Advanced progressive chronic disease 

Prognosis of  weeks or months “Limited life prognosis” 

Cancer All chronic progressive diseases and conditions

Disease  Condition (multi-pathology, frailty, dependency, .)

Progressive course                                                                                                     Frequent crises of  needs and demands 

Mortality Prevalence 

Dichotomy curative - palliative Synchronic, shared, combined care 

Specific OR palliative treatment Specific AND palliative treatment needed 

Prognosis as criteria intervention Complexity as criteria

Rigid one-directional intervention  Flexible intervention

Passive role of  patients Advance care planning / Autonomy

Reactive to crisis Preventive of  crisis / Case management

Palliative care services  + Palliative care approach everywhere

Specialist services  + Actions in all settings of  health care

Institutional approach Community approach

Fragmented care Integrated care

Conceptual transitions in Palliative Care   

in the XXI century

Gómez-Batiste X et al, Current Opinion in Supportive Palliative Care, 2012

Gómez-Batiste X et al, BMJ SPCare, 2012 

Gómez-Batiste X et al, Medicina Clínica, 2013
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ICO DiR. The ‘Qualy’ End of Life Care Observatory - WHO Collaborating 

Centre for Public Health Palliative Care Programmes

The Catalonia WHO Demonstration 

Project on Palliative Care 

implementation:                                          

results at 20 years and challenges

X Gómez-Batiste MD, PhD
The ‘Qualy’ End of Life Care Observatory 

WHO Collaborating Centre for Public Health Palliative Care Programmes
Chair of Palliative Care. University of Vic 
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Catalonia / Barcelona

7.3 milion habitants



Institut Català d’Oncologia

Catalonia 2012

• 7.300.000 inhabitants (4.5 in Metropolitan 
Barcelona)

• > 65 years:  17%

• 60.000 people with dementia

• 130.000 elderly with pluripatology and 
dependency

• Mortality rate:  9 / 1.000

• Life expectancy: 82
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Catalonia: Mortality / prevalence 

Mortality

• Global : 60.000

• Cancer : 16.000

• Noncancer chronic: 29.000

• Total chronic conditions: 45.000

• Cancer / noncancer

Prevalence of terminal patients (*):

• Cancer: 4.000 (mean survl 3 months)

• Other conditions: 18.000 (mean sl 9 months)

• Total: 22.000

(*) Previous Estimation based in McNamara, 2006
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Care Resources 2009 (Total: 236)

PADES: 74

HSTs: 49

PCUs: 60Outps: 50

Other: 10
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Resources CP Cat 2009
DIRECT 

PC Services
Acute:                32

Non Acute:       27
Total: 59

Outpatients
CExt EIAIA:      22

CExt convenc: 28
Total: 50

Hospital 

Support Teams
38 Total: 38

Home Support

Teams
74 Total: 74

Psicosocial 

Support Teams
5 Total: 5

Other 5 5

TOTAL 231

INDIRECT

Planning

Research

Knowledge

Training

Dpment of  Health -

PDSS

Catalan Institute of  

Oncology – Training & 

Research Dpments 

The ‘Qualy’ 

Observatory/WHOCC

5

TOTAL SPECIFIC 

RESOURCES PC
236 
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Catalonia 2010

• Coverage (geographic): 100%

• Coverage cancer: 73%

• Coverage non cancer: 40-56% (*)

• Proportion cancer/noncancer : 50%

• Nº Dispositives: 236

• Beds/milion: 101.6

• Full time doctors: 220 (30 / milion)

(*) McNamara, 2006
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Weak Points

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

• Difficulties in access and 
continuing care (7/24)

• Late intervention

• Evaluation

• Psychosocial, bereavement

• Professionals: low income, 
support, and academic
recognition

• Financing model  and 
complexity

• Research and evidence

- Quantitative / 5 years (Gómez-
Batiste X et al, JPSM)

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

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

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

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

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

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

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

new challenges: 

• Palliative approach 

/ chronicity

• Care of  essential 

needs

• Psychosocial 

spiritual care
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Identification and palliative care approach of 

patients with advanced chronic diseases 

and limited life prognosis in health care 

services: the NECPAL/MACA Project in 

Catalonia

The ‘Qualy’ Observatory 

WHO Collaborating Centre for Public Health Palliative Care 
Programmes

Chair of Palliative Care. University of Vic 

&

Catalan Department of Health

.
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The NECPAL / MACA WHOCC & Dep of Health 

Program: components

• Research

- Construction and validation of tool

- Prevalence study

- Prognostic cohort study

• Implementation (WHOCC & Department of Health)

- Territories 

- Settings

• Tools: Identification, How to, Disctrict approach

• Research: Evaluation of the impact of implementation

• Setting up Public Health Policy: coverage
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Building the NECPAL Tool
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Surprise  question Would you be surprised if  this patient dies within 1 year?

Need, demand and choice Any request to limit the treatments or palliative care from 

patient, family, or team members?

• General clinical indicators 

(severe, progressive, 

sustained, not related to 

intercurrent process)

• Combined Severity AND

Progression

Nutritional  decline Weight / albumin

Functional  decline KPS or Barthel

Severe psychological 

adjustment  difficulties 

Numerical Verbal Scale / 

HADS test. 

Co-morbidity - 3 + chronic diseases

- Geriatric syndromes

- Severe complications

- Charlson test 

- Pressure ulcers, Severe 

frailty, infections, 

disphagia, delirium, falls

Use of  resources - >3 urgent admissions in 6 

months

Or increase in need / 

demand of  care

Specific indicators Cancer, COPD, Heart, Hepatic or Renal Failure, 

Neurological, Stroke, Dementia, AIDS, other

(*) In red, the differences with PIG/SPCIT

The NECPAL-WHOCC Tool
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The prevalence study

ICO DiR. The ‘Qualy’ End of Life Care Observatory - WHO Collaborating 

Centre for Public Health Palliative Care Programmes
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Procedure of recruitment of patients (Doctor & Nurse in 

every setting)

Random  populational sample of Primary Care Services

0.  Total population registered

• “Chronic lists”  (Patients with Chronic conditions)

• “Advanced chronic patient’s” list (“Level 1”)

3. Surprise question negative (“SQ +” or “Level 2”)

+/-

4. Other + parameter (“NECPAL +” or “Level 3”)

Necpal tool test
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n (% Total Pop) n (% Pop ≥65)

“Advanced chronic” list  

(Level 1)
1064 (2.06%) 972 (10.91%)

SQ- (Surprise Question  

«negative» / Level 2)
750 (1.45%) 687 (7.71%)

SQ- + 1 additional criteria / 

Level 3 (NECPAL +)
684 (1.33%) 623 (7.00%)

N & % of  recruited / level / population
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Main characteristics

• Age (mean): 82

• Female 65%

• Frailty + Multimorbidity  32% +/- dementia 

23% = 55%

• Cancer & Individual Organ failures: 45%

• Cancer/noncancer: 1/7

• Home: 65%

• Nursing home: 22% 
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Cancer
Organ 

failure
Dementia

Advanced 

frailty
P- value

Age Mean 

(SD)
73.3 (13.9) 76.0 (14.0) 85.5 (6.5) 87.0 (6.8) <0.001

Male N (%) 58 (57.43) 138 (54.12) 37 (19.89) 84 (29.47)

< 0.001
Female N 

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

TABLE 3: Characteristics of  SQ+  patients by disease / condition 

Homes 75a amb 

càncer y insufic. 

orgàniques a 

Hospital y CSS

Dones > 85a amb 

demència y 

fragilitat severa en 

residències / 

domicili
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Prevalence x settings

• GP: 20-25

• District GeneralHospital : 38%

• University Hospital HUB: 39%

• Internal Medicine HUB: 47%

• ICU HUB: 30%

• Nursing homes: 40-70%
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The cohort study

ICO DiR. The ‘Qualy’ End of Life Care Observatory - WHO Collaborating 

Centre for Public Health Palliative Care Programmes

1.064 patients included
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Estimation of Survival of  NECPAL +

Cohort study at 1 year:

• 1.064 patients included

• Estimation of  survival 

- Mean: 16-18 months

- Median: 16 

• Mortality at 1 year: 40%

Regression analysis will identify individual 

factors
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UK hospices 80’:  Cancer; 21 days

HCST/HST : Cancer / noncancer 65/35%; 80 days

ICO outpts: Cancer  100% ; 8 months

+ NECPAL Tool (community, hospital services, nursing 

homes, social-health centres):  Noncancer / cancer 85 /15); 

12-14 months 

Earlier detection, proportion cancer /noncancer; time of  intervention/survival and place & 

type of  service of  Patients with Palliative Care Needs

HCST: Home Care Support Team; HST: Hospital Support Team; ICO Outpts: Palliative Care Outpatient 

Clinic at the Catalan Institute of  Oncology; + NECPAL Tool: patients identified by the NECPAL tool
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The Palliative & Chronic care 

Program at the Catalan 

Department of Health 

ICO DiR. The ‘Qualy’ End of Life Care Observatory - WHO Collaborating 

Centre for Public Health Palliative Care Programmes
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District Palliative Care Planning

Context / Needs: 

Demography

Resources

Type patients

cancer, geriatrics, 
aids, other 

Complexity 

Mortality / 
Prevalence 

Qualitative 
assessment 
(SWOT)

Specialist 

Services

+ General 

Measures in 

conventional  services

Direct coverage for complex

Good care for noncomplex

• Estratification, 

identification and registry

• Criteria intervention

• Continuing / emergency 

care / Coordination

• Information system

• Training / incentives

+ Evaluation & Quality  improvement

+ Leadership

Joint policies & 

shared & 

integrated care
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Patient’s procedures

33

1. Identify, codify, register

2. Assess needs of  patient and careers

3. Identify values, goals and preferences (ACP)

4. Review diseases and conditions

5. Review pharmacologic treatment

6. Build up a Therapeutic plan

7. Design a responsable, continuing and 

emergency care (Case Management)

8. Coordinate with other services: rols 
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1. Identify and register patients in need of  palliative care 

approach

2. Training, policies and protocols of  professionals in most 

prevalent situations

3. Multidisciplinary team approach

4. Identify primary career and family needs and choices

5. Improve accesibility, home care, intensity of  care, etc

6. Case management, preventive approach, continuing care, 

coordination and integrated policies, district approach

Improving palliative care in Health and 

Social services

Observatori ‘Qualy’ 

Centre Col·laborador OMS per a Programes Públics de Cures Pal·liatives 
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Benefits & risks: Ethical approach 

• Starting  Systematic 

process: Needs 

assessment, Advance 

Care Planning,  Review of  

Condition and treatment, 

Family involvement, Case 

management, Continuing  

care, etc

• Patient’s 

involvement/ACP

• Starting palliative 

perspective

• Adequation vs limitation 

of  resources

• Increasing  home care

• Estigma

• Abandonment

• Dichotomic perspective

• Reducing curative 

opportunities

• Impact on patients and 

families

• Misuse to reduce 

resources
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New perspectives, 

new challenges: 

• Care of  essential 

needs
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The clinical / 

individual 

perspective
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Model of needs

Saunders, 1967 & Ferris et al, 2002

Ferris, 2002
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Trajectories & workload

Source: GSF NHS
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Murray, S. A et al. BMJ 2008;336:958-959
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Disabilities at the last year of life

ICO DiR. The ‘Qualy’ End of Life Care Observatory - WHO Collaborating 

Centre for Public Health Palliative Care Programmes

Gill, Thomas M, Gahbauer, Evelyne A; Han, Ling; et al. The New England Journal of Medicine 362. 13  (Apr 1, 2010): 1173-80.
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The care of essential needs

ICO DiR. The ‘Qualy’ End of Life Care Observatory - WHO Collaborating 

Centre for Public Health Palliative Care Programmes
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Needs of  patients with advanced conditions

Essential: 

•Dignity

•Spirituality

•Love & tenderness

•Autonomy 

• Hope 

Basic: 

• ADL

• IADL 

• Security…

• Privacy…
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Centre for Public Health Palliative Care Programmes
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ICO DiR. The ‘Qualy’ End of Life Care Observatory - WHO Collaborating 

Centre for Public Health Palliative Care Programmes

Components of  the Model
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ICO DiR. The ‘Qualy’ End of Life Care Observatory - WHO Collaborating 

Centre for Public Health Palliative Care Programmes

Steps for 

excellent 

care
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Centre for Public Health Palliative Care Programmes

Key questions
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New perspectives, 

new challenges: 

• Psychosocial 

spiritual care
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Improving psychosocial & 

spiritual care

The La Caixa Program at 4 

years

ICO DiR. The ‘Qualy’ End of Life Care Observatory - WHO Collaborating 

Centre for Public Health Palliative Care Programmes
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Main goal: 

improve the quality of  comprehensive care of  patiens 

witth advanced chornic conditions and tehir families 

Mission

Develop the

emotional social 

and spiritual care

Vision

Improvement of  

psychosocial

spiritual care in all

settings

Values

Care of  esential

needs of  vulnerable 

persons, respect, 

dignity, 

compassion, 

humanism

Dirección científica:
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Dirección científica:

Additional aims:

1. Generate experience and evidence

2. Develop innovative models of  care and 

organisation

3. Disseminate knowledge

4. Commitment to evaluation

5. Mid term sustainability
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4 EAPS

18 Prof.

2 EAPS

10 Prof.
1 EAPS

4 Prof

1 EAPS

4 Prof

1 EAPS

4 Prof
1 EAPS

4 Prof

1 EAPS

3 Prof

1 EAPS

5 Prof

2  EAPS

10 Prof 1 

EAPS

3 Prof

1 EAPS

4 Prof.

1 EAPS

1 Prof.

1 EAPS

5 Prof

1 EAPS

4Prof

5 EAPS

20 Prof.

5 EAPS

22 Prof.

1 EAPS

4 Prof.

29 EAPs teams

125 full time 

professionals

140 ECPs receptors

Programa La Caixa/CCOMS per a l’atenció integral de 

persones amb malalties avançades i famílies

> 45.000 Patients

> 55.000 relatives

6 milion Euros / year
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29 Psychosocial Care Teams  

(PCT) from “la Caixa” 

Foundation

Scope: 17 Autonomous 

Communities

133 multidisciplinary 

professionals:

Professional profiles:

58% Psychologists                                                                

22% Social workers

20% Doctors + Nurses 

Scope of attention:

- 55 hospitals/sanitary centers

- 62 home care teams

Some details
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Consolidation Model

2009 2010 2011 2012 2013 TOTAL

Patients 6.957 8.385 10.203 12.422 6.070 44.037

Family

Members 11.011 13.885 15.738 17.468 7.784 65.886

Care delivery details: more than 40,000 patients and more than 65,000 relatives
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Other Results:  

Efectiveness

Satisfaction: 

Families

Stakeholders

Quality / 

organizational audit

Ansietat Benestar

Satisfacció
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Conclusiones: efectividad en pacientes

• Mejora significativa de estado de ánimo, 
ansiedad, malestar, adaptación 
emocional y sufrimiento

• Mejora significativa de parámetros 
referidos a espiritualidad (Paz/perdón, 
sentido)

• Predominio de mejora entre 1ªy 2ª
evaluación (= que en evaluaciones de 
SCP) y mantenimiento posterior 
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Conclusiones: efectividad en 

familiares

• Mejora significativa de malestar, 

ansiedad, depresión e insomnio

• Predominio de mejora entre 1ªy 2ª

evaluación (= que en estudios 

efectividad en el SCP) y mantenimiento 

posterior 
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Programa
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Evolución

EAPS 

Encuesta Equipos Receptores
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Evaluación de grupos de 

interés 
“Stakeholders”

Realizada por:

Fundación Avedis-Donabedian
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Grupos de interés
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Grupos de interés: satisfacción percibida
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Other evaluations

• Survey satisfaction 

patients

• Survey satisfaction 

families

• Qualitative analysis clinical 

charts

• Sequential pre-post 

efectiveness

• External audit 

administative

ICO DiR. The ‘Qualy’ End of Life Care Observatory - WHO Collaborating 

Centre for Public Health Palliative Care Programmes

Ongoing research

•Randomised trial 

effectiveness & 

efficencySurvey satisfaction 

families

•Qualitative analysis clinical 

charts

•Sequential pre-post 

efectiveness
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Centre for Public Health Palliative Care Programmes

Interaction               

Chronic

&             

Palliative 

Care
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Use / 

consumption 

/ cost / 

emergencies

Poli-pharmacy Dependency

+ Advanced with limited  life prognosis (NECPAL)

Co-morbidity

Clinical 

Complexity 

/severity 

“Target “:   

2% of   

population

Clusters of  complex chronic patients and their screening methodology 

(tools or individual parameters)
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Models of palliative interventions in chronic care

• Mostly non-cancer  85 / 15%

• Mostly community services

• Early

• Length survival 12-14 months

• Preventive / Programmed

• Community identification tool

• Advance care planning

• Case management

• Integrated care

• Mostly cancer 70 /30%

• Mostly in palliative care services

• Late

• Length survival 2-3 months

• Identification in Pal Care services

• Reactive / after crisis 

• Post acute

• Emergencies

• Fragmented care

Hospital

Home

“Planned” “Reactive”

XGB et al, Current Opinion in SPCare2012
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Pal.liative approach:      

the “soul” of Chronic 

Care Programmes



Institut Català d’Oncologia

Organic Law 6/2006 of the 19th July, on the Reform of the 
Statute of Autonomy of Catalonia

ARTICLE 20. THE RIGHT TO UNDERGO THE PROCESS OF 
DEATH WITH DIGNITY 

1.  Each individual has the right to receive appropriate 
treatment of pain and complete palliative attention and to 
undergo the process of death with dignity. 

2. Each individual has the right to express his or her will in 
advance in order to record instructions regarding any 
medical treatment or intervention that he or she may 
undergo. These instructions must be respected especially 
by medical staff, in accordance with the terms established 
by the law, if the individual is not able to express his or her 
wishes personally.

The Parliament of  Catalonia
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Palliative care as a 

Human Right

and 

Public Health

perspective the

way to achieve it
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Thank you!!!!!

Xgomez@iconcologia.net

htpp://ico.gencat.cat

htpp://uvic.cat/mastersuniversitaris

htpp://mon.uvic.cat/catedra-

atencion-cuidados-paliativos


