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Vision of Palliative Care
The active total care of patients whose disease is not 
responsive to curative treatment. 

Control of pain, other symptoms, and of psychological, 
social, and spiritual problems is paramount. 

The goal of PC is achievement of the best possible quality 
of life for patients and their families. 

Many aspects of PC are also applicable earlier in the 
course of the illness, in conjunction with active (anti-
cancer) treatment.

PC affirms life and regards dying as a natural process; it 
aims to neither hasten nor postpone death

http://www.eapcnet.eu/corporate/abouttheeapc/definitionandaims.aspx



Two persepctives  of PC

End-of-life

Focused to provide care for those who approach death 

(the prediction of high risk of death is difficult for most 

patients)

Supportive, parallel care 

The prediction is not needed

PC involvement according to needs



The way PC has gone 

Cicely Saunders established  St. 

Christophers in London, 

with a goal to improve the Q of dying 

(=remaining life), and not 

just only to gather up dying people

Specialized medical care for people 

living with a serious illness, with the 

goal to improve QoL for both the patient 

and the family. 

1967

2019



Understanding of PC 

❖ Despite substantial changes in the setting of PC, it is 

still strongly associated with cancer and “preparing to 

die” in the minds of patients, family caregivers and 

professionals1.

1.Kendall M. 2015; 2; 2. https://www.capc.org/about/palliative-care/ accessed 09.2019

The reality

• PC is based on the needs of the patient, 

not on the patient’s prognosis2. 

• This care is appropriate at any age and at 

any stage in a serious illness2.

Should be

https://www.capc.org/about/palliative-care/


PC does not shorten the life of people

Connor, S. R. (2007). J Pain Symptom Manage 33, 238.



Early PC compared to 
best standard care 

Temel JS. N Engl J Med 2010; 363: 733



QoL as care - outcome

PAL-HF prospective, randomised, one-centre study; intervention 

PC for > 6 months added to standard, optimal cardiac care

Rogers, J. G. (2017). JACC



PC improves 
Q measures and resource 

utilization

https://www.capc.org/about/palliative-care/ accessed 09.2019

https://www.capc.org/about/palliative-care/


Additional benefits of PC

Improved: 

❖ Patient’s and relatives’ satisfaction with care

❖ Communication

❖ Bereavement morbidity



Percentage of deaths in 

hospice by underlying cause, 

England 1993-2012

Sleeman KE ,2016, 30:45 

Non-cancer conditions <1% 

https://www.cdc.gov/nchs/data/databriefs/db328-h.pdf

Age-adjusted death rates: 

United States, 2016 - 2017 

Diagnoses of hospice 
decedents



PC consultations – length of 
survival after first consultation 

Kamal, A.H. J of Oncol Pract. 2011, 7 



What are the areas of 
improvement?



Trigers to start implementation of 
PC

Gott, M. (2007). Palliat Med 21, 95.Lunney, J. R. 2003, 289



R. J. Jox; EAPC Lisbon 2011

Implementation of PC 
– PC perspective

PC is common among people receiving EoL care, 

it is not necessarily restricted to people with 

terminal illnesses.

CAPC – Center to Advance Palliative Care 



Implementation of PC 
– cardiologic point of view 

Jessup, M. (2003). NEJM.

Meyers, D. E. 2016, 32

Sobanski P. 2019; mod. from Allen LA, 2012



Therapies and actions to provide palliation of symptoms 

and improve QoL:

• Morphine (with an antiemetic when high doses are 

needed) can be used to reduce breathlessness, pain 

and anxiety.

• Increasing the inspired oxygen concentration may 

provide relief of dyspnoea.

• Diuretic management can be used to relieve severe 

congestion or optimize symptom control (congestion 

and thirst).

• Reduce HF drugs that reduce blood pressure to 

maintain sufficient oxygenation and reduce the risk of 

falls.



1. When to start PC provision
(how to recognise those who 

could benefit with PC)

The most important & most difficult question



Surprise Question?
Would I be surprised if this patient were to die in the next 12 

months

Second surprise Question? 

Would I be surprised if this patient is still alive after 12 months”?



Supportive and 
PC Indicators 

Tool 

SPICT



the needs 
the symptoms 
the suffering

≠

the risk of deterioration
the risk of dying



Implementation of PC 
based on needs 
assessment

Needs Assessment Tool 
Progressive Disease – HF

NAT: PD - HF



NAT: PD / HF

PRIORITY REFERRAL 

FOR FURTHER 

ASSESSMENT

PATIENT WELLBEING 

ABILITY OF CAREGIVER 

OR FAMILY TO CARE FOR 

PATIENT 

CAREGIVER WELLBEING 

• a caregiver readily 

available if required?

• patient or caregiver 

requesting a referral to a 

specialist PC service?

• assistance needed in 

managing the care of this 

patient and/or family?

• caregiver or family:

• distressed about the 

patient’s physical symptoms?

• having difficulty providing 

physical care?

• having difficulty coping? 

• financial or legal concerns 

that are causing distress?

• problems interfering with 

functioning of family, inter-

personal relationships, or a 

history of such problems?

• unresolved physical symptoms?

• problems with daily living 

activities?

• psychological symptoms 

interfering with wellbeing or 

relationships?

• concerns about spiritual or 

existential issues?

• financial or legal concerns?

• health beliefs, cultural or social 

factors involving the patient or 

family that are making care more 

complex?

• Information required (about 

disease, treatment, possible 

support…)?

•physical, practical, spiritual, 

existential or psychological 

problems interfering with 

caregivers wellbeing or 

functioning?

•grief over the impending or 

recent death that is 

interfering with wellbeing or 

functioning?

REFERRAL REQUIRED FOR FURTHER ASSESSMENT OR CARE 

https://www.eapcnet.eu/eapc-groups/task-

forces/heart-disease



2. What are the most 
appropriate 

models of PC







How to integrated specialised 
PC

Possible forms of integration

- improvement of basic PC 

skills all healthcare 

professionals,

- delegating staff (HF nurse, 

physician) to get basic 

knowledge on PC

- cooperating with PC Team 

(supportive in hospital team)

- PC specialist liason

- fix PC specialist post (heart 

centers, cardiologic 

hospitals) dedicated to 

cardiology 

Meyers, D.E. and S.J. Goodlin, Can J Cardiol, 2016. 32(9)



Caring together



3. What need to be improved in 
the knowledge about the 

elements of PC
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Symptom prevalence in serious 
disease

Kelley, A. , NEJM 2015; 373

0

23

45

68

90

I II III IV

%
 p

ts
. 
w

it
h
 p

a
in

NYHA

Evangelista, L. S. 2009, 8



Symptom reporting 

Homsi J. 2006 May;14(5):444

On average patients report spontaneously 1 symptom, 
and 10 different symptoms – when assessed systematically



Elements of PC management 
most relevant in care for people 

with HF

Sobanski, P Cardiovasc Res. 2019,



26,0
2,34

0,26

Breathlessness at rest or at 
slight exertion (IIIB/IV 

NYHA) 

80%

20%

Treatment gap 
chronic 

breathlessness 
related to HF

27%

73%

Treatment gap after 
HF related 

hospitalization

Breathlessness
„invisible symptom”

Mililions of people living with HF

2.34 Mio - AHF with breathlessness, 

0.26 Mio – AHF without breatlessness
*Mozaffarian, D.(2016) Circulation  

**Vicent, L. (2017) BMC Palliat Care



Patients` interpretation of 
breathlessness

❖ Patients rather adjust their activities as report 

breathlessness as a symptom 

❖ Patients are rather explain breathlessness with aging or 

needing to slow down, as seek medical help 

✤ Are you breathless? ❌

✤ How does breathlessness affect you at home? ✅



Type Characteristic / description

Trigged, normal level 

of breathlessness

Late onset, quick recovery.

Typical for heavy exertion.

Triggered, 

predictable 

response*

Certain level of trigger causes predictable severity 

of breathlessness, gradual increase and decrease.

Typical exertional dyspnoea, even moderate 

exertion can trigger severe breathlessness.

Triggered, 

unpredictable 

response

Severity of breathlessness unpredictable, not 

proportional to intensity of trigger. Very limited exercise 

can evoke very severe dyspnoea.

Non-triggered, 

attack-like*

Unpredictable, without warning, often rapid onset 

and severe breathlessness, sometimes very short 

lasting.

Non-triggered or 

triggered, wave-like 

Gradually onset, mostly severe.

Typical for COPD. Simon ST, 2013;45:1019

Episodic Breathlessness - dynamics of clinical presentation

* typical for HF



There is no „the breathlessness“, and no „the 
pathophysiology“ - there will not be „the 

intervention“ to treat it 

❖ Thank you for your attention



Pulmonary neuroendocrine cells 
(PNEC & NEBs)

❖ 1% of total airways epithelial 

cells 

❖ Synthesise and release 5HT, 

ACh, CGRP, Chromogranin A, 

ATP

❖ Afferent innervation by n. vagus, 

dorsal booth ganglia dendrits



Morphine Inhalation OD

Dose escalation 1 →2 →3 →5mg 

Until 20 mm reduction in VAS

Cross over 



PC interventions relevant for 
HF

Sobanski, P Cardiovasc Res. 2019,



Deactivating …. Withdrawing 
….Withholding ….

The primary aim behind the rationale for them must always 

be to respect the patient’s right to live, or at least to die 

with dignity, while limiting any therapeutic action that 

increases the patient’s level of stress, pain or anxiety’.

Wilkoff BL, Auricchio A, Brugada J, Cowie M, Ellenbogen KA, Gillis MA et al. HRS/

EHRA expert consensus on the monitoring of cardiovascular implantable electronic

devices (CIEDs): description of techniques, indications, personnel, frequency

and ethical considerations. Europace 2008;10:707–25



Withdrawing of disease-specific medicines  
as „palliative intervention”

❖ Withdrawing of anticancer therapy improves QoL in people with 
advanced cancer

❖ This caused the bad pattern - stopping active treatment starting PC

❖ This is not completely true in the case of HF ….
❖ the purely „prognostic” drugs, specially prescribed as primary prevention 

can be discontinued

❖ the indications for secondary prevention – need to be carefully reverified

❖a significant proportion of HF-specific medicines play a role for improve 
symptom-control (dose adjustment may be necessary)

❖ In geriatric population withdraw of in average 2.8 medicine/person: has 
reduced mortality (from 45% to 21%) und hospitalizations (form 30% to 
12%). The most commonly stopped drugs: nitrates, lasix, BP-Medicines

Garfinkel, D. (2007). Isr Med Assoc J 9, 430.

The essence of PC is not to stopp or limit every ongoing treatment, 

but to verify its appropriateness for achievable goals? 



Pacemakers



ICD



Deactivation of ICD as an entry criterium for 
hospice care

❖ many hospices require the patients to have ICD 

switched off on the entry

❖ probably not the deactivation, but communication 

on ICD modification should be the pre-requirement for 

hospice admission

❖ but the possibility, that the shocks can be delivered is 

pointed against the most basic principle of PC - to 

assure a worthy death



4. Closing remarks



Measures to improve PC service for non-oncological
patients 

❖ Standardized criteria to trigger involvement of specialized PC

❖ Defining clear outcome and quality criteria of good care for 

people with non-oncological disease (comparison with and 

without PC)

❖ Reimbursement structures providing incentives for advance 

care planning and PC consultations early in the course of 

illness.

❖ Changing reimbursement from fee-for-service to fee-for-value 

(need to define the value or desired outcomes and their quality 

measures).*

*Kamal AH. J Pain Symptom Manage 2015; 49: 243 Bernacki RE. J Palliat Med 2012; 15: 192



Screening for those who can have PC needs

❖ Electronic screening tools (systems flagging patients 

with key words in free text).*

❖ Manual electronic data screening.

❖ Algorithm exerting educational effect for non-referring 

departments. 

* Bernacki RE. J Palliat Med 2012; 15: 192



Criteria for aggressive treatment at EoL in 
cancer patients

1. Chemotherapy within 14 days before death.

2. Lack of hospice care.

3. Admission to hospice ≤ 3 days before death.

Early PC led to a decrease in aggressive treatment from 54% in the 
control group to 33% in the early PC group (p = 0.05).

Measure of health care use:

Documentation of patients’ preferences in respect of resuscitation.

Temel JS. N Engl J Med 2010; 363: 733.



Summary
❖ The need for PC for people with non-oncological disese is 

becoming better known, however the implementation needs 

improvement 

❖ PC ≠ hospice care.

❖ To get the improvement - teaching is needed, but is not enough

❖ Contemporary PC should be provided based on needs not on 

prognosis

❖ Needs/symptoms should be assessed using structural, 

validated tools (NAT PD-HF / ESAS).

❖ PC should be add to optimal cardiac care, not replace it if 

„nothing  more can be done”

❖ The elements of PC - describes SENSE Model



Dialog between Palliative Care 

Societies

and Cardiologic Societies

http://www.eapcnet.eu/Themes/Specificgroups/Heartdisease.aspx

❤️



We can achieve it together


