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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
alms 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

1967

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 iliness, with the

= goal to improve QoL for both the patient
| and the family.




Understanding of PC

Thereality Should be

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

professionals?.

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


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

PC does not shorten the life of people
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Early PC compared to
best standard care
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QoL as care - outcome

PAL-HF prospective, randomised, one-centre study; intervention
PC for > 6 months added to standard, optimal cardiac care

Usual Care Alone Usual Care + Palliative Care
(n =75) (n = 75)
Kansas City Cardiomyopathy Functional Assessment of Chronic
Questionnaire Illness Therapy-Palliative Care Scale

70 140 -
60+ 120 -
o 50- € 100-
E [@]
o (=)
S 404 Q 80+
d o
§ 30- e 60 -
= W}
20- < 404
10 - 20+
+9.49 (0.94, 18.05), p = 0.030 +11.77 (0.84, 22.71), p = 0.035
O- 1 1 1 1 1 O- 1 1 1 I I
O 2 6 12 24 0 2 6 12 24
Visit (Weeks) Visit (Weeks)
UC+PAL (N) 73 63 53 47 41 UC+PAL (N) 74 61 53 46 4
UC Alone (N) 74 60 57 43 40 UC Alone (N) 74 59 57 43 40

Rogers, J. G. (2017). JACC



PC improves
Q measures and resource

utilization

PALLIATIVE CARE REDUCES AVOIDABLE SPENDING
AND UTILIZATION IN ALL SETTINGS
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ED visits
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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



Diagnoses of hospice
decedents
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https://www.cdc.gov/nchs/data/databriefs/db328-h.pdf




PC consultations — length of
survival after first consultation

=== Consult to death in cancer = = Consult to death in noncancer
35 == Discharge to death in cancer === Discharge to death in noncancer

No. of Days (median)

2003 2004 2005 2006 2007 2008

Year

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



What are the areas of
Improvement?
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Implementation of PC
— PC perspective

Decision making:

shifting the
_ _ treatment goal
Diagnosis Death
| '

Goals: cure, Iife exte__.rgzgigﬂ.,f

-----------
..........

L - "";Goals QoL, symptom relief
PC s 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
- cardioloqic point of view

Stage A  GtagaR | Sta

High risk Stage A | Stage B | Stage C Stage D
S;:',t:t:ﬁ]s High risk Structural ~ Structural Refractory
with no heart disease, symptoms
symptoms disease, no  previous or requiring
symptoms current special
symptoms intervention
'l-..__“‘-‘““‘_
I Hospice

VAD, transplantation

Inotropes

Aldosterone antagonist, nesiritide

Quality of life

Consider multidisciplinary team

Revascularization, mitral-valve surgery

I B

Cardiac resynchronization if bundle-branch block present

Je

Dietary sodium restriction, diuretics, and digoxin

ACE inhibitors and beta-blockers in all patients

ACE inhibitors or ARBs in all patients; beta-blockers in selected patients

Treat hypertension, diabetes, dyslipidemia; ACE inhibitors or ARBs in some patients

Risk-factor reduction, patient and family education

Sobanski P. 2019 mod. from Allen LA 2012



2016 ESC Guidelines for the diagnosis and
treatment of acute and chronic heart failure -ucoman

SOCIETY OF
P

<

Table 14.5 Key components of palliative care service
in patients with heart failure

— Therapies and actions to provide palliation of symptoms

Foc

= and improve QoL

Fre . . . . .

« * Morphine (with an antiemetic when hiah doses are

E @ ESC Cardiovascular Research REVIEW
: EUV'UF}E‘?“ Society doi:10.1093/cvr/cvz200

ﬂ of Cardiology

dea

> Palliative care for people living with heart failure:
European Association for Palliative Care Task
Force expert position statement
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1. When to start PC provision
(how to recognise those who
could benefit with PC)

The most important & most difficult qguestion



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

Second surprise Question?

Would | be surprised if this patient is still alive after 12 months™?

Wieljers of al. BMC Polliative Goe [2018] 1754

b/ olong/ 10,1 186/51 790201840312 & BMC Palliative Care

Adding a second surprise question triggers L
general practitioners to increase the
thoroughness of palliative care planning:

results of a pilot RCT with cage vignettes

F.Waijers”, ¢ Veldhoven', C Vierhagen, K Vissers and ¥. Engels”



The SPICT™ is a guide to identifying people at risk of deteriorating and dying.
Assess these people for unmet supportive and palliative care needs.

Look for general indicators of deteriorating health.

* Unplanned hospital admissions.

* Performance status is poor or deteriorating, with limited reversibility;

(parson is in bed or a chair for 50% or more of the day).

* Dependent on others for care due to physical and/or mental health problems.

» More support for the person's carer is neaded.

» Significant weight loss over the past 3-6 months, and/ or a low body mass index.
= Parsistent symptoms despite optimal treatment of underlying condition(s).
* Parson or family ask for palliative care, treatment withdrawal/limitation or a focus on quality p"fife.

Look for clinical indicators of one or more advanced conditions.

Cancer

Functional ability deteriorating
due to progressive cancer.

Too frail for cancer treatment or
treatment is for symptom control.

Dementia/ frailty

Unable to dress, walk or eat
without help.

Eating and drinking less;
swallowing difficulties.

Urinary and faecal incontinence.

Mo longer able to communicate
using verbal language; little
social interaction.

Fractured femur; multiple falls.

Recurrent febrile episodes or
infections; aspiration pneumonia.

Neurological disease

Progressive deterioration in
physical and/or cognitive
function despite optimal therapy.

Speech problems with increasing
difficulty communicating and/

or progressive swallowing
difficulties.

Recurrent aspiraticn pneumonia;
breathless or respiratory failure.

Heart/ vascular disease

MYHA Class [IVTY heart failure, or
extensive, untreatable coronary
artery disease with:

« breathlessness or chest pain

at rest or on minimal exertion.

Severe, inoperable peripheral
vascular disease.

Respiratory disease

Severa chronic lung disease
with:

« breathlessness at rest or on

rminimal exertion batwaan
exacerbations.

Meeds long term oxygen therapy.

Has needed ventilation for
respiratory failure or ventilation is
contraindicated.

Deteriorating and at risk of dying with any other condition or
complication that is not reversible.

Review current care and care planning. :l

= Review current treatment and medication so the peors

raceives optimal care.

= Consider referral for specialist assessment if symptoms or
needs are complex and difficult to manage.

= Agree current and future care goals, and a care plan with the

person and their family.

= Plan ahead if the person is at risk of loss of capacity.
= Record, communicate and coordinate the care plan.

{idney disease

stage 4 or 5 chronic kKidney
lizease (@GFR < 30mL'min) with
leteriorating health.

Lidney failure complicating
other life limiting conditicns or
treatments.

Stopping dialysis.

Liver disease

Advanced cirrhosis with one or
more complications in past year:
+ diuretic resistant ascites

*  hepatic encephalopathy

* hepatorenal syndrome

* bacterial peritonitis

* recurrent variceal bleeds

Liver transplant is
contraindicated.

Please register on the SPICT website (www, spict, org,uk) for information and updates,

SPICT™ April 2016
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the needs
the symptoms
the suffering

+

the risk of deterioration
the risk of dying
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Implementation of PC
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IF REFERRAL REQUIRED FOR FURTHER ASSESSMENT OR CARE, PLEASE COMPLETE THIS SECTI

PRIORITY REFERRAL
FOR FURTHER
ASSESSMENT

- 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?

NAT: PD / HF

https://www.eapcnet.eu/eapc-groups/task-
forces/heart-disease

PATIENT WELLBEING

- 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...)?

ABILITY OF CAREGIVER
OR FAMILY TO CARE FOR CAREGIVER WELLBEINC
PATIENT

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?

-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?



2. What are the most
appropriate
models of PC



One specialist for every

cardiologist for 71 X with AMI
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Primary and Sepecialist PC

PC for 1200 L with serious or life-threat. disease

cardiologist for 71 X with AM|
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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

Excellent

Quality of life

DeNovo PlateauPhase ADHF Selactory

As ' : .
RokFactors  CHF  CompemsatedF i centers, cardiologic
CHE progre s hospitals) dedicated to
cardiology

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



Caring together

Pharmacist
Nurse
VAD Coordinator

Hospice Worker
Home Health Aide Healthcare
Staff Social Worker
Case Manager
Psychologist
Chaplain
Psychosocial
. Support
Physical Therapist Primary Care
Occupational Therapist Team
Speech Therapist
Dietician

Respiratory Therapist

Allied Health 4
Patient

Caregivers
Loved ones

Heart Failure Palliative
Cardiology Care Service

Specialty

Physicians

Geriatrician
Psychiatrist

Clinical Artist Complementary/
Massage Therapist Alternative :’mlemlnl »
ulmonologis
Yoga Instructor e

Acupuncturist



3. What need to be improved In
the knowledge about the
elements of PC






Symptom prevalence In serious

Symptom Prevalence (% of patients)
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B Pain
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" Fatigue or lack of energy

B Anorexia
0 Nausea or vomiting
M Constipation

Anxiety or nervousness

M Depression or sadness

Dry mouth

L i Sleep disturbance
CKD Dementia AIDS

Evangelista, L. S. 2009, 8 Kelley, A., NEJM 2015; 373




Symptom reporting

100% 91%
90%:
80%-

70%-

60%
50% 4
40%+
30%

20%+

10%-

0%

Mild Maderate Severe Distress

B Volunteered O 5ystematic Assessment

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

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



Elements of PC management

most relevant in care for people
with HFE

Topic

Breathlessness—
palliative

management

Pain management

Depression

management

Description

Breathlessness (at rest or at slight exertion)
persisting despite continuously optimized
cardiologic treatment should be recog-
nized as indication for symptomatic
management.

Pain is a common symptom among people
with HF, often being caused by concomi-

tant disease and requires symptomatic

management.

Depression as common comorbidity, in-
creasing risk of rehospitalization, and limit-
ing the QoL

Clinical implications for care people with heart failure

Multi-modal PC management including breathing-relaxation training, cognitive-
behavioural therapy, walking aids, hand-held fans, and low-dose oral morphine
may improve breathlessness intensity, unpleasantness and/or its impact of the

functional capacity.

Local and non-pharmacological therapies should be applied if applicable. Opioids
should be considered for pharmacologic pain management in people with heart
failure, taking into account renal function.

Systemic non-steroid anti-inflammatory drugs are contraindicated. Paracetamol is
considered as free of undesirable cardiovascular side effects.

Depression should be actively sought. The management should be based on

multi-modal interventions (including cognitive behavioural therapy) with the
pharmacotherapy based on selected SSRI or mirtazapine, as second line

intervention,

Sobanski, P Cardiovasc Res. 2019,



Breathlessness
Jnvisible symptom”

Breathlessness at rest or at Treatment gap Treatment gap after
slight exertion (lIIB/IV chronic HF related
NYHA) breathlessness hospitalization

related to HF

Mililions of people living with HF
2.34 Mio - AHF with breathlessness, *Mozaffarian, D.(2016) Circulation
0.26 Mio — AHF without breatlessness **Vicent, L. (2017) BMC Palliat Car



Patients Interpretation of
breathlessness

+ Patlents rather adjust their activities as report

breathlessness as a symptom

» Patlents are rather explain breathlessness with aging or

needing to slow down, as seek medical help

+ Are you breathless? X

+ How does breathlessness affect you at home? </




Episodic Breathlessness - dynamics of clinical presentation

Characteristic / description

Trigged, normal level Late onset, quick recovery.

of breathlessness Typical for heavy exertion.

Triggered, Certain level of trigger causes predictable severity
predictable of breathlessness, gradual increase and decrease.
response* Typical exertional dyspnoea, even moderate

exertion can trigger severe breathlessness.

Triggered, Severity of breathlessness unpredictable, not

unpredictable proportional to intensity of trigger. Very limited exercise

response can evoke very severe dyspnoea.

Non-triggered, Unpredictable, without warning, often rapid onset

attack-like* and severe breathlessness, sometimes very short
lasting.

Non-triggered or Gradually onset, mostly severe.

triggered, wave-like Typical for COPD.

* tvpical for HF
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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

... .
’ e o S
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Enkephalin, its precursor, processing enzymes, and receptor
as part of a local opioid network throughout the
respiratory system of lung cancer patients

Malgorzata Krajnik MD* ', Michael Schifer MD*-', Piotr Sobanski MD®,
Janusz Kowalewskd MD, PhD ¥, Ezbicta Bloch-Boguslawska MD®,
Zbigniew Zylicz MO, PAD', Shaaban A. Mousa PRD™*
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Dosimetrically administered nebulized
morphine for breathlessness in very severe
chronic obstructive pulmonary disease: a
randomized, controlled trial
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C Iinterventions relevant for

HEEs

Topic

Advance care plan-

ning (ACP)

Addressing ethical

dilemmas

Spiritual care

Adjusting medical
therapy

Care for the dying

Description

Process of compassionate communication on disease
progression, helping individuals to define goals of care
and preferences for future medical treatment and
care, especially life-sustaining treatments. The
conclusions of the ACP can be: the recording of
advance directives or the indication of a personal
representative for medical decision-making.

Four ethical principles guide decision making that arise

during the care of patients with advanced HF: benefi-
cence, non-maleficence, respect for patient autonomy,

and justice.

Ethical dilemmas that arise when caring for patients usu-
ally occur when two or more ethical principles are in
conflict with one another.

Address religious needs, values, and the existential

quest.

The validity of former indications for drugs use, after
setting new goals, should be continually evaluated.

Dying is a medical diagnosis and diagnosing it should be
neither neglected nor postponed.
Dying is a dynamic process, with changing symptoms

and signs, requires if complex intensive palliative care.

Clinical implications for care people with heart failure

Disease-specific aspects need to be addressed as part of ACP, such as fear
of breathlessness or uncontrolled pain at the end of life or management

of an implantable cardioverter-defibrillator in the dying phase.

Respect for patient autonomy requires that clinicians inform people with
advanced HF about their disease, prognosis and the risks, benefits and
alternatives to tests and treatments including, in those with implantable
cardiac devices, the option of withdrawing device therapies or ‘device deac-
tivation'. Respect for patient autonomy also underlies the process of ACP.

For situations in which such dilemmas cannot be resolved, ethics consulta-

tion and/or PC consultation should be considered.

Spiritual care involves a wide range of interventions from the therapeutic
presence of clinicians to the professional help offered by specialists in
spiritual care/chaplains and pastoral care workers.

Adjustment of medical therapy is a dynamic process that might include re-
ducing doses/withdrawing of engoing medication if it is no longer benef-
icent especially if causing unpleasant side effects or restarting/up-
titrating previously withdrawn/reduced doses of drugs after improve-
ment of clinical situation. The rule is: harm, burden or long-term effect
= stop; symptom improvement = continue/adjust dose.

Patients and their families should receive appropriate counselling, support,
and reassurance. All interventions and therapies that do not contribute
to the aim of preserving the highest level of comfort should be discon-
tinued or notinitiated. This also includes the deactivation of ICDs and
other devices (if not performed previously).

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
iIncreases 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

The essence of PC is not to stopp or limit every ongoing treatment,
but to verify its appropriateness for achievable goals?

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

+» Relmbursement structures providing incentives for advance
care planning and PC consultations early in the course of
lIness.

» 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.

5. 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
pPrognosis

+» 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
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