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“If you do the things like you did…….
You will get the results you got!!!”

Albert Einstein

___________   ____     _____  __________
________  _______  _______  _________

Observatorio ‘Qualy’ / Centro Colaborador OMS Programas Públicos Cuidados
Paliativos (CCOMS-ICO)

Palliative care for people with Advanced Chronic Conditions



Dirección científica

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

for Public Health Palliative Care
Programmes

Existing Palliative Care has shown effectiveness and efficiency

• Reduce use of hospital beds
• Reduce  admissions and length

of stay in hospital
• Reduce emergencies
• Cost of Palliative care beds 50%

of conventional
- Increases home care
- Cost of health care 70% in the

last 6 months
- Cost of hospitals is 70% of the

cost of End of life care

• Improves symptoms
• Reduces suffering
• Reduces complex bereavement
• Increases satisfaction
• Reduces suffering

• Added values:
- Comprehensive
- Patients and families
- Essential needs
- Interdiscilpinary
- Dignity
- Ethics
- Humanism
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Levels of complexity of Palliative Care provision

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

Basic suport teams (home, hospitals,
comprehensive)

Reference: complexity + training+ research

Complete teams Units

Hospices

Specialist nurses or consultants

Specific teams:
- Psychosocial
- Symptom

control
- Bereavement

Specific
patients:
Cancer, ALS,
AIDS, etc
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Weak Points (2010)
• Low coverage noncancer,

inequity variability, sectors and
services (specific and
conventional)

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

• Late intervention
• Evaluation
• Psychosocial, espiritual,

bereavement
• Volonteers
• Professionals: low income,

support, and academic
recognition

• Financing model  and complexity
• Research and evidence
• Society

- 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
• Social involvement
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FROM Change TO
Terminal disease Advanced progressive chronic disease
Death weeks or months Limited life prognosis
Cancer All chronic progressive diseases and conditions
Disease Condition (multi-pathology, frailty, dependency, .)
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 & social care
Institutional approach Community approach
Services’ approach Population & district
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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The populational perspective:

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

Palliative Care needs
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75% population die by Chronic Conditions
Cancer / Noncancer 1/2
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Population:
4.5%: People with complex chronic conditions: PCC
1.5%: People with advanced chronic conditions: PCA
0.4%: PCAs with social needs (solitude, poverty, conflict)

In Hospitals
35-40%

Other Settings
GPs: 20/ year

Nursing homes: 60-70%

More than 85% of people with Advanced chronic conditions, palliative
care needs, limited life prognosis live in the community (Home or
Nursing home)
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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)

Who are they?

• 60-65%: more female, with frailty and multimorbidity, at home or nursing homes,
high prevalence of dementia
• 35-40%: more male, organ failutre, cáncer
• Cancer / non cáncer 1/7
• >85% of people with advanced chronic conditions, palliative care needs and
limited life prognosis are in the community, with a median survival of 2-3 years,
careed for relatives and primary care services with a median survival of 2-3 years
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___________   ____     _____  __________
________  _______  _______  _________

Observatorio ‘Qualy’ / Centro Colaborador OMS Programas Públicos Cuidados Paliativos
(CCOMS-ICO)

Chronic Disease / Failure /
Condition

N
(+/- 10%)

Geriatric syndroms &
pluripathology

415

Dementia 300
Cancer 170
Cardiac 140

Respiratory 80
Neurological 80

Renal 40
Liver 26
Other 40
Total 1.300

Estimation of prevalence in a district of 100.000 hab in Spain (+/- 10%)
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___________   ____     _____  __________
________  _______  _______  _________

Observatorio ‘Qualy’ / Centro Colaborador OMS Programas Públicos Cuidados
Paliativos (CCOMS-ICO)

Símptoms TOTAL
Pain 40 (50,6%)
Weakness 61 (78,2%)
Depression 50 (63,3%)
Anxiety 54 (70,1%)
Somnolence 32 (41%)
Anorexia 40 (50,6%)
Insomnioa 33 (41,8%)

% patients NECPAL+ at HUB symptoms ≥ 4/10 (ENV)
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___________   ____     _____  __________
________  _______  _______  _________

Observatorio ‘Qualy’ / Centro Colaborador OMS Programas Públicos Cuidados
Paliativos (CCOMS-ICO)

Median survival: 2 years from identification
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End of life
care
11%

Terminal care
0%

Advanced
chronic
diseases

9%

Advanced chronic
conditions

24%Palliative care
23%

Palliative approach
21%

Hospice care
6%

Other
6%

Proposed Terms

Gomez-Batiste, Connor, Murray et al, 2017
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Life prognosis:
- Limited
- Years, months, weeks

Palliative needs of patient and
family:
- Basic or complex
- Multidimensional
-Suffering
- Essential

Interventions: “palliative approach” or
“palliative care”: basic or complex
-Assessment
- Symptom control
- Emocional support
- Care of essential needs
- Ethical dilemmas
- Advance care Planning
- Case management, integrated and
continuing care

Componentes definición del target

“Palliative
Cluster”

Chronic, serious, life-threatening,
illness or condition, mostly:
- Advanced
- Progressive
- Frequent crisis of needs
- High need and demand

(Disease – specific interventions have
mostly  a progressively limited impact
in modifying the course of disease,
prognosis, and quality of life)
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Adapting the clinical , ethical & organizational perspectives of palliative approach & palliative
care to the evolution of persons with advanced chronic conditions

Advanced
chronic
disease /
condition

Terminal
condition

Longterm
Chronic
Complex
Condition

“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

1st transition: “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

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

First
transition
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“Palliative paradigms”

Paradigm sXX

• Mae
• 62 years
• Careed by wife
• Lung Cáncer
• Admitted in a Pall Care unit
• Will die in 7 weeks
• “Terminal patient”

Paradigm sXXI

• Female
• 82 years
• Widow, looked after by daughter
• Multimorbidity, dementia,

dependency
• Home or nursing home
• Primary care services
• Will live for 24 months
• Advanced chronic patient
• Need of a palliative approach”
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People with palliative care needs
- Cause 75% mortality
- Are 1.5% of population
- Are present in all Settings of care
- Are easily identificable

Is a systemic challenge

Need a systemic approach based in a population
perspective and a community approach

21
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___________   ____     _____  __________
________  _______  _______  _________

Observatorio ‘Qualy’ / Centro Colaborador OMS Programas Públicos Cuidados
Paliativos (CCOMS-ICO)
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___________   ____     _____  __________
________  _______  _______  _________

Observatorio ‘Qualy’ / Centro Colaborador OMS Programas Públicos Cuidados
Paliativos (CCOMS-ICO)

NECPAL 3.1  2017
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• 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 cost

X Gómez-Batiste et al, J of Palliat Care 2018
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ICO DiR. The ‘Qualy’ End of Life Care
Observatory - WHO Collaborating Centre

for Public Health Palliative Care
Programmes

Niveles:
- Individual paciente
- Servicio
- Territorio
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Care of patients identified
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Actions for Palliative approach in conventional services
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Palliative Care Services need to adapt to the new epidemiology

• From the
- Passive
- a bit narcissist
- Centered in service
perspective

29

• To a
- Proactive
- Open
- Flexible
- Population-based
- Systemic



Dirección científica

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

for Public Health Palliative Care
Programmes

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

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

• Elaborate, agreeand validate an adapted tool for the identification
• Establish protocols to identify this patients in services
• Establish protocols to assure good comprehensive person-centered care for the

identifed patients
• Identify the specific training needs, train professionals and insert palliative care

training in all settings
• Promote organisational changes in primary care, Palliative Care Specialised,

Conventional services and integrated care across all settings in districts
• Identify and address the specific ethical challenges
• Insert palliative approach in all policies for chronic conditions (cancer, geriatrics,

dementia, other,...)
• Establish and monitorise indicators and standards of care and implementation

plans and generate research evidence

10 actions for establishing a national/regional policy for comprehensive
and integrated palliative approach X Gómez-Batiste, S Murray, S Connor, 2017
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Actions in Catalonia 2013+

- Creation of the PPAC Program and linked to PC Program
- Definition of “Advanced” (MACA) and “Complex” (PCC)

Chronic patients
- Focus in Primary Care: incentivation and training
- 25-29.000 Patients MACA identified / year with the

NECPAL tool in PCS
- Creation of “Reference” and “liaison” Nurses
- Psychosocial La Caixa teams
- Support teams to nursing homes
- General basic & ACP Training: 5.000 primary care

professionals
- Review standards and indicators

31
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Results MACA / Terminal code identification
Program DoH 2016/17 (*)

32

(1) By Primary care services
(2) By Palliative Care services

(*) Merging process
(**) 2016
Source: https://msiq.catsalut.cat/index.html

Type Number Coverage %
“Advanced” (MACA) (1) 26.716 47 / 112 = 42%
“Terminal” (V66 Z51.5) (2) 20.102 (**)
“Complex” (PCC) 160.905 170 / 340 = 50%
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“Advanced chronic disease” (MACA) profile

Source: Catsalut, 2017

Who are MACA patients?

Men (mean 79 y.) Women (mean 84 y.)
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Initial 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)

“PCC” and “MACA” prevalence

Source: Catsalut, 31 Dic 2016
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“Advanced chronic disease” (MACA) profile

Source: Catsalut, 2017
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MACA identification variability among 369 Primary Care centers

Primary Health Care centers
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“Advanced chronic disease” (MACA) profile

Source: Catsalut, 2017

MACA services utilization

Long
Term
Care

Mental
Health
Care

Acute
Hospital
Care

X 35

X 9

=

MACA General population
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“Advanced chronic disease” (MACA) profile

Source: Catsalut, 2017

MACA services utilization

A&E

Mental
Health

Pharmacy

Outpatient
Clinics

Primary
Care

Day
Hospital

MACA General population
Mean visits/medicines per patient

X 4

X 3

X 4

X 4

X 16
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“Advanced chronic disease” (MACA) profile

Source: Catsalut, 2017

X 4

MACA cost compared to general population

LTC

HOSP.
A&E

PHC
Pharm.

Outp.

MH
Resources

MACA : 7095 € per person General pop.: 969 € per person
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Dificultades:
-> en no cáncer
-Identificación pronóstica
-Comunicación con
pacientes
-Coordinación con niveles

En Cataluña:
-Confusión Conceptos
-Estigma
-Qué hacer después?
-PDA?
-Recursos
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2. EL PROGRAMA

The La Caixa Program Model of organisation:
42 “Psychosocial Teams” (2-3 Psy + 1 SW)
160.000 patients / 11 milion euros
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Vic, ciutat cuidadora

Info

Compassive communities programs
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• Chair of Palliative Care 2013:
1st in Spain

• Professorship Palliative Care:
unique is Spain
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Palliative care XXI:

1. All chronic advanced patients

2. Timely

3. All dimensions

4. All settings

5. All professionals

6. Multidimensional assessment and care,
ACP, case management, integrated care
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Palliative Care as a human right
An excellent indicator of respect for human dignity

• Systemic approach and
challenge

• Population and community
perspective

• Academic presence
• Social involvement
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