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Abstract

Background: Patients with advanced heart failure are often hospitalized and have poorer prognosis
than patients with several types of cancer. Furthermore, they have severe clinical symptoms alongside
mental, social and spiritual struggles. According to the WHO, palliative care must be available for all pa-
tients with life-threatening diseases. However, present focus in daily practice is still world-wide on cancer
patients.

Objective: To generate a national position paper on palliative care in advanced heart disease as the
first step to implement palliative care in advanced heart failure, includes tools to identification of patients
in need of palliative care and when care should be introduced in the clinical care trajectory. Furthermore,
an objective was to describe how palliative care is recommended organized and distributed through
multidisciplinary and multisectorial settings in Denmark.

Design and Methods: A task force was founded in the Danish Society of Cardiology Heart Failure
working group, and the statement is prepared in collaboration with members from the following spe-
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cialties: Danish Society of Palliative Medicine, Psychology, Intensive Care Units, Cardiac arrhythmia, Con-
genital Heart Diseases, Prevention and Rehabilitation, General Practice and Nursing. Due to major gaps in
evidence the statement is based on smaller studies, clinical practice statements supplemented by knowl-
edge from the cancer area.

Results: The current position paper is aligned with the European Society of Cardiology recommen-
dation with focus on the relief of suffering starting in the early stage of the disease parallel to standard
care as a supplement to life-prolonging treatment. The statement delivers practical hands-on guidance
on clinical aspects and symptom management during the three stages of advanced heart disease. Further
the statement focus on the importance of communication and lines out topics to be broached including
deactivation of implantable cardioverter defibrillators. Regarding organizational strategies the statement
recommends a targeted effort with use of assessment tools of high standard. The essence of a multidisci-
plinary and inter-sectoral collaboration is underlined.

Conclusion/discussion: Danish cardiologists supported by allied professions have acknowledged

the importance of palliative care in advanced heart disease with the paper.

The position paper and clinical statement can deliver inspiration to other countries while waiting for the
a joint statement from European and/or American palliative care Association.
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INTRODUCTION

Patients with advanced heart failure are often
hospitalized have a poorer prognosis than many
cancer patients have and suffer severe physical
symptoms. Moreover, they often suffer from anx-
iety and depression and struggle with social and
spiritual issues. Despite these facts, when it comes
to palliative care for patients with heart failure in
Denmark as well as internationally, organization
and knowledge are still lacking.

In 2011, the Danish health Authority developed
recommendations for palliative care, calling on the
professional societies, which treat patients with
other diseases than cancer, to work out guidelines
in this area [1]. In 2015, encouraged by the Nation-
al Board of Health, the Danish Society of Cardiolo-
gy (DCS) initiated a task force to develop a position
statement to facilitate and optimize management of
palliative care in advanced heart failure. The Danish
Society of Cardiology (DCS) took on this task as one
of the first professional societies in Denmark man-
agement non-malignant diseases. The aim was to
conduct a position statement concerning palliative
care and advanced heart disease, increase aware-
ness of palliative care needs in non-malignant dis-
ease and inspire the process of implementation and
organization of palliative care in advanced heart dis-
ease both nationally and internationally.
Background

The care and treatment for patients with ad-
vanced heart disease are managed broadly depend-
ing on the original disease; ischemia, heart valve-

disease, cardiomyopathy, heart arrhythmia, Grown
Ups with Congenital Heart defects (GUCH) and pul-
monary hypertension. Chronic heart failure is the
common end stage for all these groups with a mor-
tality rate in line with the most severe cancer diag-
noses.

Studies show correspondingly that these pa-
tients have a number of symptoms and unmet pal-
liative needs of physical, psychological, social and
spiritual nature. [2-7].

At the same time, evidence suggests that pa-
tients with advanced heart failure and their rela-
tives do not have adequate access to the palliative
care they need. [8, 9]

This applies particularly for grown-ups with
congenital complex heart disease. Despite the fact
that management of this disease is never with a
curative intent, end-of-life discussions do not take
place until the late palliative phase [10]. One of the
barriers is the large prognostic uncertainty associ-
ated with these patients. Most of the patients, how-
ever, wish for an early and pro-active palliative ef-
fort including end-of-life discussions [11].

According to the World Health Organization
(WHO) and the Danish Medical Authority, palliative
care must be available for patients with life-threat-
ening illness including heart failure [1, 12]. In prac-
tice however, the focus is on cancer patients nation-
ally as well as internationally [13, 14]. In this paper,
we focus on the process of developing a united po-
sition concerning palliative care and advanced heart
disease in regards to the stages and prognostic chal
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lenges of the disease, as well as recommendations of
organization and management to promote palliative
care in advanced heart disease nationally as well as
internationally.
The Development Process

We established a task force group to carry out the
work, in cooperation with similar specialized fields.
The task force was founded in the DCS Heart Fail-
ure working group, and the statement is prepared in
collaboration with members from the following spe-
cialties: Danish Society of Palliative Medicine, Psy-
chology, Intensive Care Units, Cardiac arrhythmia,
Congenital Heart Diseases, Prevention and Rehabil-
itation, General Practice and Nursing. Due to major
gaps in evidence the statement is based on smaller
studies, published meta-analysis, clinical practice
statements supplemented by knowledge from the
cancer area.
The objective was to:
. Establish a united opinion on palliative care
and heart failure
. Improve the assessment of palliative needs
and when they should be initiated
. Expand the knowledge of organization and
management of palliative care on both interdiscipli-
nary and inter-sectorial level.
Stages in Advanced Heart Disease and Prog-
nostic Challenges

Chronic heart failure can be described as

a condition influenced by a gradual development of
symptoms. In the beginning, there are no or modest
symptoms, but as time passes, the disease becomes
refractory. Accordingly, the typical patient experi-
ences a gradual worsening over time, with intermit-
tent, acute decompensations, which often require
hospitalizations [15-17]. All through the course of
treatment, including the stable phase, the patients
have an increased risk of sudden death (malignant
arrhythmias) [15, 16, 18, 19]. Thus the prognostic
challenge is different when it comes to heart pa-
tients compared to other life-threatening diseases
as described by Murray (Figure 1) [17]. The unpre-
dictability of the course of the disease may explain
the limited palliative care for heart patients and the
lack of evidence in the field [20, 21]. Continuing
therapeutic optimism and prognostic paralysis may
result in too late palliative care or no care at all for
the individual heart patient [22]. European Society
of Cardiology (ESC) recommends a model for palli-
ative care which focuses systematically on the relief
of suffering (physically, psychologically, socially and
spiritually) beginning at the early stage of the dis-
ease parallel to standard care as a supplement to
life-prolonging treatment [20]. Thus, make pallia-

tive care an integrated part of the disease-specific
treatment. Table 1 depict the stages of heart failure
and associated recommended palliative efforts.
Palliative Care in Advanced Heart Disease
Symptomatic assessment
Symptoms such as fatigue, dyspnoea, nausea,
pain, depression and anxiety are characteristic in
patients with advanced heart disease (see Table
2), but there are minimal evidence concerning the
treatment of these symptoms compared to other
areas such as cancer [2-7, 23, 24]. Smaller studies
suggest that focused palliative care for patients with
advanced heart failure can achieve a favourable ef-
fect [25-28] but this needs to be demonstrated on
a larger scale. Meanwhile, when it comes to clinical
practice there is no evidence that the management
of palliative symptoms experienced by heart failure
patients should differ radically from the manage-
ment of the symptoms experienced by cancer pa-
tients. Table 2 includes recommendations for the
management of frequently occurring symptoms ex-
perienced by patients with advanced heart disease
[29-31].
Discussions on Future Care and Treatment
Patients with heart failure need informa-
tion on the expected development of their disease,
prognosis, treatment and palliative care at all stages
(see Table 1 and 2) [20, 29, 32-34]. At regular in-
tervals, open, honest and empathic communication
on the development of the disease is needed. There
are several recommended models and tools availa-
ble for this. The SPIKES-model has gained immense
popularity when it comes to ‘breaking bad news’
[35]. “Advanced Care Planning” (ACP) is concerned
with, but not limited to, conversations on the level of
treatment and wishes at the end of life [36]. Table 3
shows an overview of topics to discuss in consulta-
tion with the patient and relatives.
Psychological reactions and spiritual as-
pects
Anxiety and depression have a prevalence of ap-
proximately 20 % in cardiac patients [20]. Due to the
complexity and management of the disease, it may
be difficult to identify anxiety and depression in the
cardiac patient. Accordingly, a systematic screening
using for example PHQ-9 or HADS [38] may be the
best solution, even though these instruments are
not validated when it comes to patients with chron-
ic heart failure. Not only do the symptoms influence
the patient’s quality of life (QOL) negatively, depres-
sion also reduces compliance and increases the risk
for hospitalization and mortality independently
from traditional risk factors [39]. There are several
other treatment options than psychotropic (see Ta-
ble 2) including cognitive behavioural therapy, psy-
chologist sessions [40, 41] and conversations with
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a priest, to name a few. This has not been explored
in cardiac patients. Nothing indicates, however, that
the treatment should be different for this patient
group.

Deactivation of Implantable Cardioverter
Defibrillator

In the terminal stage of life, it may not be ap-
propriate that the implantable cardioverter defibril-
lator (ICD) is active. Accordingly, it is important to
discuss the possibility of deactivation with patients
and their relatives [42]. Patients with ICD have indi-
cated that discussions on the issue of deactivation
should take place before implantation and in case
of decreased life expectancy [43]. The patients were
also asked about their preferences for or against
deactivation, in a hypothetical situation, and an as-
sociation between a favourable attitude towards
deactivation and the wish for a worthy death was
found [43]. Table 4 highlights important issues to be
discussed if the patient desires deactivation or if the
professional believes that the time for deactivation
has come.

The Last Days of Life in The Terminal Phase

When a patient is terminal and only have days
or week left, the following steps should be taken:

- Reduce non-essential medication (discon-
tinuation of vitamins, iron, statins and so on) and
possibly change essential medication from oral to
intravenous and subcutaneous administration.

- Discontinue systematic monitoring of vital
signs, blood tests, intravenous fluids and so on [32,
44-46]

- Ensure that the patient and his or her rela-
tives are informed about the changes made due to
the imminent death and that they, as far as possible,
understand - and agree upon - the care plan. Fur-
thermore, identify other needs (i.e. are there any
other family members who should to be involved?)
- Ensure future PRN prescriptions with rec-
ommendations of ‘The Box of Security’ Tryghed-
skassen (see Table 5)

Concerning the patients who wish to die at home,
it is important to optimize palliative care in close
collaboration with the patient’s general practitioner
(GP), primary care nurse and, if possible, a local pal-
liative team before discharge.

Relatives and Bereavement Support

The care for relatives and those left behind is
an essential part of palliative care since the aim of
the effort is to improve the quality of life of patients
and their families facing the problems associated
with life-threatening illness [12]. This, despite the
fact that knowledge and practice when it comes to
the involvement of relatives as a part of the general
palliative care, and grief support in the aftermath of

death, is limited within the field of heart failure [47].

Organization
The current organization of palliative care in Den-
mark is founded on:
- General level palliative care (provided by
the parts of the health care system which do not
have palliative care as their main task such as de-
partments of cardiology, GPs and municipalities)
- Specialist level palliative care (provided
by the parts of the health care system which have
palliative care as their main task such as palliative
teams, palliative departments and hospices)
Palliative care is thus characterized by being inter-
disciplinary and inter-sectorial, and a coherent ef-
fort requires a high level of organization and coor-
dination. There is a continued need for clarification
of substance and clinical practice for basic palliative
care [48].
Recommendations for Targeted Service
For the purpose of targeted service based on

individual needs assessment in patients with ad-
vanced heart disease we recommend the following:
1) The department specific services are gath-
ered in one organizational unit for example the
out-patient clinic (The heart failure clinic).
2) Establishment of an individual management
teams consisting of the medical specialist responsi-
ble for the treatment and nurse and/or key persons
in the cardiac medical ward.
3) Establishment of cooperation with other or-
ganizational units including the primary sector and
palliative teams, including other relevant partici-
pants (psychologist, social worker, hospital priest,
physiotherapist, occupational therapist, dietitian
and so on) depending on local conditions and acces-
sibility.
4) Scheduled regular meetings in order to dis-
cuss specific patient cases, exchange of experience
and expansion of cooperation (Multidisciplinaere
Team-Konference, MDT).
5) Focus is put on education of health care pro-
fessionals and development of their competences
Ethical and Legal Aspects

With a shift in treatment perspective from ac-
tive treatment to palliative care, a number of ethical
and legal aspects may arise [49]. On the other hand,
ethical dilemmas also exist when medical treatment
continues beyond the patient’s and the relatives’
wishes. We recommend involving the medical pub-
lic health officer in specific cases of doubt.
Current Actions, Future Perspectives and
Contribution to the International Scene

The boards of the European Association of Pal-
liative Care (EAPC) and the Heart Failure Associa-
tion (HFA) of the ESC have established at task force
group to work out guidelines for palliative care for
patients with advanced heart disease. This positions
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statement from the Danish Society of Cardiology is
the first step to acknowledging the importance of
palliation for these patients.

Palliation should be a part of the specialist
training and continuing medical education of cardi-
ologists. At the same time, it is important that cardi-
ac nurses and other healthcare professionals, who
are in contact with heart patients, possess the right
skills to manage palliative care. The goal being that
evidence-based palliation becomes a natural part of
cardiology care.

We at DCS have started this process in col-
laboration with The Danish Association of Pallia-
tive Medicine (DSPaM) and currently have had a
supplementary course to specialists in cardiology
and palliative medicine with the aim of uniting the
two disciplines for the good of the heart failure pa-
tient in need of palliative care in the future. All the
participated specialists represented from each of
the four region in Denmark completed a workshop
subsequently. A task jointly report based on their
discussion with different experiences, organization,
attitudes, ideas, regional opportunities and future
agreements was made.

The coming years will reveal how palliative
care is implemented in the clinical care trajectory
to the benefit of patients and their relatives in Den-
mark.

There is a great international need for de-
veloping and researching palliative care for patients
with advanced heart disease. Parallel to the build-
up of evidence-based knowledge, focus should be
on optimizing the implementation and organization
of palliative care to patients with heart failure and
their relatives and developing standards for a sys-
tematic assessment of palliative needs at all stag-
es of the disease. Furthermore, the right services
should be developed and implemented to support
the particular needs for heart patients and their
relatives. We recommend an establishment of qual-
ity assurance and evaluation of palliative care for
instance through supplementary registration in al-
ready existing databases.

Finally, We believe that our national position
paper and the described steps forward and after in
Denmark in collaboration with the Danish Society
of Palliative Medicine” is of general interest and not
too linked to a local national reality concerning pal-
liative care in advanced heart failure. Moreover, the
described working process and the final statement
might deliver inspiration to other countries while
waiting for the work of a planned renewed taskforce
with Heart Failure Association (HFA) of the Europe-
an Society of Cardiology (ESC) and The European
Association for Palliative Care (EAPC).

Tabel 1: Karakterisering af stadierne ved frem-
skreden hjertesygdom og anbefalet palliativ indsats
samt kliniske indikatorer for Stadium 2.

Characteristics of the stages in progressive heart
disease, recommended palliative care and clinical
indicators in stage 2.

Stadium 1: Varetagelse af kronisk hjertesvigt (NYHA I-III) -
Tidlig palliativ indsats

Stage 1: Management of Chronic Heart Failure (NYHA I-1II) -
Early Palliative Care

Aktiv behandling mhp. forleenget overlevelse og kontrol af
symptomer.

Active treatment with the aim of prolonging life and con-
trolling symptoms.

Patient og omsorgsperson (-er) uddannes om tilstanden, aeti-
ologien, behandlingen og prognosen med henblik pa god syg-
domsindsigt og egenomsorg.

Patient and caregivers are educated on the condition, eti-
ology, treatment and prognosis with the aim of improving
self-management of symptoms.

Regelmaessig kontrol, fglger nationale retningslinjer og lokale
protokoller inkl. rehabilitering og fysisk traening.

Treatment is provided in accordance with the national guide-
lines and local protocols including rehabilitation and physical
exercise.

Stadium 2: Stgttende og palliativ behandling (NYHA III-1V) -
Sen palliativ indsats

Stage 2: Supportive and Palliative Treatment (NYHA III-1V) -
Late Palliative Care

Kliniske indikatorer:

Clinical indicators:

Tiltagende symptomatisk, tegn til begyndende multior-
gansvigt samt genindleeggelser/perioder med dekompensa-
tion trods optimal behandling i henhold til guidelines

The patient becomes increasingly symptomatic with multiple
admission to hospital because decompensation despite opti-
mal treatment accordance to guidelines.

Hgj alder og ¢vrig comorbiditet

High age and other comorbidities

Vurderet som ikke kandidat til transplantation eller LVAD
Heart transplantation and mechanical circulatory support are
ruled out

Den antikongestive behandling tolereres ikke leengere grun-
det hypotension og/eller skridende nyrefunktion

The congestive treatment is not tolerated because of hypoten-
sion and/or progressive renal impairment

Delir, mental eendring

Delir, changed mental status

Hyponatrieemi trods normohydrering

Hyponatriaemia despite normohydration

Begyndende kardiel kakeksi/lav albumin

Signs of cardiac cachexia/low albumin

Gentagen ICD terapi

Repeated ICD shocks

Aktiv, sygdomsrettet behandling reduceres.

Malet for pleje skifter til at opretholde optimal symptomkon-
trol og livskvalitet.

Active treatment is reduced, and the aim moves towards sus-
tained optimal symptom control and quality of life.
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En professionel nggleperson anbefales identificeret til at
koordinere forlgbet med henblik pa optimal individualiseret
pleje og kontakt med Hjertesvigtklinikken, sengeafsnittet,
hjemmeplejen, egen laege og/eller Palliativ Team.
Identification of a key health professional is recommended to
ensure optimal individualized continuity of care across multi-
ple sectors and disciplines.

En helhedsorienteret, tveerfaglig vurdering af patienten bgr
finde sted lgbende samt vurdering af behandlingsniveauet i
samrad med patient og pargrende (FPB). Optimalt i klinisk
rolig fase og med kontinuert samtalepartner.

A holistic, multidisciplinary assessment of the patient and his
needs should be conducted continuously in consultation with
the patient and his relative. Preferably, with the same health
professional and when their conditions is in a clinical stable
phase.

Overvejelse om Terminalerkleering (LA165) og medicintil-
skud.

Declaration of terminal care (LA165) and financial support
decisions should be considered.

Stadium 3: Terminal behandling og palliativ indsats

Stage 3: Terminal Treatment and Palliative Care

Patienten er uafvendeligt dgende.

The patient is inevitably dying.

Hjertesvigtsbehandlingen skifter til symptomkontrol alene.
Heart failure treatment changes to symptom control only.
Afstaelse for genoplivning ved hjertestop og intensiv behan-
dlingsbehov skal dokumenteres.

A waiver of resuscitation in case of cardiac arrest as well as
intensive treatment needs should be discussed and docu-
mented.

En integreret pleje til den dgende anbefales varetaget efter
individuelt behov med henblik pa psykosocial stgtte til pa-
tient og pargrende.

An integrated care plan should be devised with focus of the
psychosocial support needs of the patient and their family or
caregivers.

@nske om dgds- og plejested skal afdaekkes.

The desired place of final care and death should be discussed
and decided upon.

Indsatsen omfatter opfglgende stgtte til de efterladte ved be-
hov.
The care includes follow-up bereavement support as needed.

Ved jernmangel/anaemi, overvej iv Jern
Anemia: Consider IV iron therapy
Rollator

Walking aids

Kold luft pa underansigtet

(Se ovenfor)

Fysisk treening

Exercise training

Overhydrering/
gdemer
Swelling, edema

Loop-diuretika

Loop-diuretics

Kombination med thiazid. Metolazone ved
nedsat nyrefunktion

(Se nedenfor)

Vasodilatorer

Vasodilators

Ved refrakteer overhydrering med sveere
symptomer trods diuretika og vasodilator-
er overvej inotropi.

Diuretic resistance: Combine with
thiazides and/or consider inotropes or
hemofiltration

Veaeskerestriktion

Fluid restriction

Saltrestriktion

Salt restriction

Sengeleje, eleveret fodgeerde

Increased rest/bedrest, reduction of phys-
ical activity

Svimmelhed
Dizziness

Invaliderende svimmelhed: Seponér/re-
ducér udlgsende agens

Reevaluate medication

Behandle evt. arytmi

Treat arythmia, if present

Ved jernmangel/anaemi, overvej iv Jern
Anemia: Consider IV iron therapy

Veaegttab
Weight loss

Fysioterapi, fysisk aktivitet, hvis muligt
Exercise training

Dizetetisk vejledning

Dietary guidance , nutritional supplements
Kontrollér thyroideastatus

Consider thyroid dysfunction

Tabel 2: Forslag til handtering af hyppigt forekom-
mende symptomer hos patienter med fremskreden
hjertesygdom.

Possibe interventions for common symptoms in
patients with advanced heart disease.

Symptom Héndtering

Symptom Possible intervention

Andengd Revurdér/justér medicin (diuretika)
Shortness of | Reevaluate medication (diuretics)
breath [It (ved maltider, evt. permanent)

Oxygen (or room air) during meals or per-
manent, fan, breathing training
Bronkodilatorer

Nebulized bronchodilators

Nitroglycerin (ved akut indszettende
andengd)

Nitrates

Opioider

Opiods

Anxiolytika

Kvalme, smags-
forstyrrelser,
nedsat appetit
Nausea, loss of
appetite

Revurdér/justér medicin

Reevaluate medication

Kontrollér biokemi (azoteeminiveau, lever-
funktion)

Consider kidney and/or liver dysfunction
Dizetetisk vejledning

Dietary guidance

Ved medicinsk behandling kan forsgges
Haloperidol, Lorazepam/Olanzapin, Meto-
clopramid eller Domperidon

Consider Haloperidol, Metoclopramide,
Lorazepam, Olanzepine or Domperidone
Appetitstimulation (fx. smd maengder
alkohol, binyrebarkhormon))

Appetite stimulants (small amounts of
alcohol, steroids)

Depression
Depression

Undga tricykliske antidepressiva.

Avoid tricyclic antidepressants

Sertralin, Agomelatin eller Citalopram kan
anvendes. Endelig kan Mirtazapin med
forsigtighed

Selective serotonin reuptake inhibitors,
sertralin

Physical activity, psychological evaluation

Benzodiazepines
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Smerter Langtidsvirkende opioider (husk laksantia)
Pain Opiods
Intensiveret antiangings behandling
Anginal pain: Anti-anginal medication and/or
revascularization
"Fatique” Identifikation og behandling af potentielle
Lack of en- [ sekundeere arsager ex. Jernmangel/anaemi,

ergy, fatigue | infektion, dehydrering, elektrolytforstyrrelse,
thyroidea sygdom, katabol tilstand, depres-
sion, sgvnapng etc.
Identify and reat secondary causes (anemia,
infection, sleep apnea etc)
Fysisk treening
Exercise training
Tabel 3: Emner, der kan bergres i samtalen om frem-
tidig pleje og behandling, atheengig af patientens
sygdomsstadie.

Topics that can be used in a dialogue with the
patient with respect to future care and treatment

depending on the patient’s disease stage.

. Sygdommens alvor og uhelbredelighed.

. The severity and incurability of the disease.

. Sygdommens mulige forlgb (langsom forveerring /
pludselig dgd).

. Possible progression of the disease (slow deterio-
ration / sudden death).

. Tilbud og stgttemuligheder i forlgbet, herunder
ogsa til pargrende.

. Options and possibilities of support during the
process both for patients and their significant others.

. Behov for tilknytning af primeer sygeplejerske.

. Need to assign a primary nurse.

. Behov for etablering af dben indlaeggelse.

. Need to establish “open hospitalization”.

. Mulighed for kontaktleege og kontaktsygeplejerske
pa stamafdelingen.

. Possibility to have a contact physician and contact
nurse at the ward.

. Fortsat tilknytning til Hjertesvigtklinikken.

o Continued affiliation with the Heart Failure Clinic.
. Egen leeges rolle.

. The role of the general practitioner.

. Behov for henvisning til Palliativt Team.

o Need for referral to the Palliative Team.

o Livstestamente.

. Living will. ELLER Advance Healthcare Directive.

. Behandlingsniveau, hvis akut forveerring.

o Treatment level in the event of acute deterioration.
. Undladelse af genoplivningsforsgg ved hjertestop.
. Do Not Resuscitate (DNR) order.

. Inaktivering af patientens Implanterbar Cardiovert-
er Defibrillator (ICD).

. Deactivation of the patient’s implantable cardio-
verter defibrillator (ICD).

. LA165 Ansggning om socialmedicinsk sagsbehan-
dling (sdkaldt terminalerklaering, §122 Serviceloven).

. LA165 Application for socio-medical case manage-
ment (so-called terminal declaration §122 Consolidation Act
of Social Services).

. Ansggning om terminaltilskud til medicin hos
Leegemiddelstyrelsen (§148 Sundhedsloven).

. Application for subsidy for drugs towards end-of-
life from the Danish Medicines Agency (§148 Danish Health-
care Act).

. Medicinsanering.

. Discontinuation of drugs.

. Mulighed for plejeorlov til neertstaende.

. Possibility of care leave for significant others.

. Behov for Hospiceindlaeggelse.

. Need for hospice care.

. Praeferencer for den sidste tid (hvor vil patienten
helst opholde sig den sidste tid/dg).

. End-of-life preferences (where does the patient

prefer to be towards end of life /to die)

Tabel 4: Emner, der bgr bergres i samtale med pa-
tient / pargrende, hvis patienten har gnske om inak-
tivering af Implanterbar Cardioverter Defibrillator
(ICD) anti-takykardi-terapi (ATP og stgdterapi) i liv-
ets sidste fase eller, hvor professionelle skgnner, at
tidspunktet, hvor ICD-enheden bgr slukkes naeermer
sig.

Topics that can be used in a dialogue with the pa-
tient/significant other, if the patient wants the im-
plantable cardioverter defibrillator (ICD) anti-tach-
ycardia-therapy (ATP and shock therapy) function
to be deactivated towards end-of-life, or if health
care professionals deem that it is time to deactivate
the ICD.

. Sygdommens alvor og uhelbredelighed.

. The severity and incurability of the disease.

. Afsgge om patient/pargrende kender til mulighed
for inaktivering af ICD-enheden.

. Examine whether patient/significant other is
aware of the possibility of deactivating the ICD.

. Dialog omkring inaktivering af ICD-enheden:
Dialogue about deactivation of the ICD:

0 Inaktivering vil ikke fgre til dgd.

0 Deactivation will not lead to death.

0 Inaktivering af ICD-enhedens shock funktion vil
ikke inaktivere pacefunktionen, hvis patient har pacemaker.
0 Deactivation of the shock function of the ICD will

not deactivate the pacing function, if the patient has a pace-
maker.

0 Inaktivering er ikke smertefuldt og vil ikke ggre
dgden mere smertefuld.

0 Deactivation is not painful and will not make death
more painful.

0 ICD shocks i livets sidste fase kan veere ineffektive,
smertefulde og lede til angst hos bade patient som pargren-
de.

0 ICD shocks towards end-of-life can be ineffective,
painful and lead to anxiety in both patients and significant
others.

0 Inaktivering kan vaere med til at sikre en fredfyldt
dgd og undgaelse af ungdige shocks.

0 Deactivation can help ensure a peaceful death and
the avoidance of unnecessary shocks.

0 Hvis patientens omstendigheder endrer sig, kan
ICD-enheden re-aktiveres.

0 If the patient’s circumstances change, the ICD can
be re-activated.

. Sikring af at patient / pargrende forstdr, hvad inak-
tivering af ICD-enheden betyder samt konsekvensen heraf.
. Ensure that the patient/significant other under-
stands what deactivation of the ICD means and the conse-
quences

. Spgrge ind til patientens og pargrendes gnsker.
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. Ask about the preferences of patients and signifi-
cant others.

. Beslutning om eventuel inaktivering af ICD-enhe-
den, og hvornar det skal ske.

. Decision to deactivate the ICD and when it should
take place.

- Informeret samtykke med patient (med tilst-
edeverelse af eventuelle pargrende).

- Informed consent from patient (with presence of
significant others if relevant).

- Beslutning noteres i patient journal.

- Make a note of the decision in the patient’s elec-
tronic health record.

- Patientens praktiserende leege adviseres om beslut-
ning.

- Inform the patient’s general practitioner about the
decision.

Tabel 5: Indhold af Tryghedskassen og standard
forslag til ordinationer.

Content of the "Tryghedskassen”* and standard
dosage suggestions

*Just in case" (JIC) treatment box = contains
medicine for the terminal patient who can no longer
take p.o. medicine.

Det officielle ansvar for Tryghedskassens indhold
ligger hos DMCG-PAL. Produceres pa Glostrup og
Skanderborg Apotek, hvorfra den kan distribueres
til hele landet med tilhgrende utensilier og informa-
tionsmateriale.

DMCG-PAL is formally responsibile for the con-
tent of the "Tryghedskassen”. It is produced by and
distributed from Glostrup Pharmacy and Skander-
borg Pharmacy.

Inj Morfin 20 mg/ml, 2,5- 5 mgi.v/s.c. p.n. uden max mod
smerter og andengd

Inj. Morphine 20 mg/ml, 2,5 -5 mg iv/s.c. p.n., without maxi-
mum, for pain and dyspnea.

(Morfin ordineres efter udregning i forhold til patientens
aktuelle opiod dggndosis)

(Morphine is prescribed after calculation of the patient’s
factual dosage for the last 24 hours).

Inj. Midazolam 1 mg/ml, 1-3 mgi.v/ s.c. p.n. uden max mod
angst, uro og sgvnlgshed

Inj. Midazolam 1m/ml, 1-3mg iv/s.c. p.n,, without maximum,
for anxiety, unease and sleeplessness.

Inj. Serenase 5 mg/ml, 0,5-1 mgi.v/s.c. p.n, max 6 gange pr
dggn mod kvalme, vrangforestillinger, begyndende delir

Inj. Haloperidole 5 mg/ ml, 0,5-1mg iv/s.c p.n., maximum x
6/24 hours, for nausea, delusion and incipient delirium.

Inj. Furix 10 mg/ml, 10- 40 mgi.v/ s.c. p.n. uden max ved
gdem og mistanke om lungestase

Inj Furosemide 10mg/ml, 10-40mg iv/s.c. p.n., without maxi-
mum, for pulmonary edema.

Inj. Buscopan 20 mg/ml, 20 mg iv/s.c p.n, max 120 mg
dggn mod sekretraslen

Inj. Hyoscinbotylbromid 20mg/ml, 20mg iv/sc pn., maxi-
mum 120mg/24 hours, for death rattle.

Acknowledgement

We wish to thank the Danish Society of Cardiol-
ogy for the initiative.
Author Disclosure Statement

No competing financial interest exist
Recommended Reading

REFERENCES

1. Sundhedsstyrelsen, Anbefalinger for den pallia-
tive indsats. version 1.0; versionsdato: 16.12.20111 ed. 2011,
Kgbenhavn: Sundhedsstyrelsen. 82 s.

2. Gadoud, A, S.M. Jenkins, and K.J. Hogg, Palliative care
for people with heart failure: summary of current evidence and
future direction. Palliat Med, 2013. 27(9): p. 822-8.

3. Shah, A.B,, et al,, Failing the failing heart: a review of
palliative care in heart failure. Rev Cardiovasc Med, 2013. 14(1):
p. 41-8.

4. Leeming, A., S.A. Murray, and M. Kendall, The impact of
advanced heart failure on social, psychological and existential
aspects and personhood. Eur ] Cardiovasc Nurs, 2014. 13(2): p.
162-7.

5. Bekelman, D.B,, et al.,, Giving voice to patients' and
family caregivers' needs in chronic heart failure: implications
for palliative care programs. ] Palliat Med, 2011. 14(12): p.
1317-24.

6. Murray, S.A., et al,, Dying of lung cancer or cardiac
failure: prospective qualitative interview study of patients and
their carers in the community. BMJ, 2002. 325(7370): p. 929.

7. Janssen, D.J., et al,, Daily symptom burden in end-stage
chronic organ failure: a systematic review. Palliat Med, 2008.
22(8): p. 938-48.

8. Formiga, F, et al., End-of-life preferences in elderly pa-
tients admitted for heart failure. QJM, 2004. 97(12): p. 803-8.
9. hjerteforeningen, R.s.0., Livet med hjertesvigt. 2014,
Hjerteforeningen.

10. Tobler, D., et al, End-of-life in adults with congeni-
tal heart disease: a call for early communication. Int ] Cardiol,
2012.155(3): p. 383-7.

11. Greutmann, M., et al,, Facilitators of and barriers to ad-
vance care planning in adult congenital heart disease. Congenit
Heart Dis, 2013. 8(4): p. 281-8.

12. webpage, WHO Definition of Palliative Care, W.H. Or-
gansation, Editor. 2002.

13. Hansen MB, G., Dansk Palliativ Database. Arsrpport
2013. Report, 2013.

14. Timm, H.U,, L. Jarlbaek, and Trygfonden, Hospitalernes
palliative indsats pa et basalt niveau : en landsdaekkende ko-
rtleegning blandt afdelingsledelser. 2013, Palliativt Videncenter.
15. Cleland, ].G., et al,, The effect of cardiac resynchroniza-
tion on morbidity and mortality in heart failure. N Engl ] Med,
2005. 352(15): p. 1539-49.

16. Pitt, B., et al., The effect of spironolactone on morbid-
ity and mortality in patients with severe heart failure. Rand-
omized Aldactone Evaluation Study Investigators. N Engl ] Med,
1999. 341(10): p. 709-17.

17. Murray, S.A. and A. Sheikh, Palliative Care Beyond Can-
cer: Care for all at the end of life. Bmj, 2008. 336(7650): 958-9.
18. MERIT-HEF, Effect of metoprolol CR/XL in chronic heart

failure: Metoprolol CR/XL Randomised Intervention Trial in
Congestive Heart Failure (MERIT-HF). Lancet, 1999. 353(9169):
p.2001-7.

19. Pressman, A, et al., Adherence to placebo and mortal-
ity in the Beta Blocker Evaluation of Survival Trial (BEST). Con-
temp Clin Trials, 2012. 33(3): p. 492-8.

20. Jaarsma, T, et al., Palliative care in heart failure: a po-
sition statement from the palliative care workshop of the Heart

Cite this article: The First Steps Taken to Implement Palliative Care in Advanced Heart Disease A Position
Statement from Denmark. Am ] Pallia Med & Car. 2019; 1(2): 001-006.



Failure Association of the European Society of Cardiology. Eur ]
Heart Fail, 2009. 11(5): p. 433-43.

21. Levenson, ].W,, et al,, The last six months of life for pa-
tients with congestive heart failure. ] Am Geriatr Soc, 2000. 48(5
Suppl): p. S101-9.

22. Dalgaard, KM, et al, Early integration of palliative
care in hospitals: A systematic review on methods, barriers, and
outcome. Palliat Support Care, 2014. 12(6): p. 495-513.

23. Kavalieratos, D., et al, Comparing unmet needs be-
tween community-based palliative care patients with heart
failure and patients with cancer. | Palliat Med, 2014. 17(4): p.
475-81.

24. Evangelista, L.S., et al,, Does the type and frequency
of palliative care services received by patients with advanced
heart failure impact symptom burden? ] Palliat Med, 2014.
17(1): p. 75-9.

25. Brumley, R, et al., Increased satisfaction with care and
lower costs: results of a randomized trial of in-home palliative
care. ] Am Geriatr Soc, 2007. 55(7): p. 993-1000.

26. Brannstrom, M. and K. Boman, A new model for inte-
grated heart failure and palliative advanced homecare--ration-
ale and design of a prospective randomized study. Eur J Cardio-
vasc Nurs, 2013. 12(3): p. 269-75.

27. Brannstrom, M. and K. Boman, Effects of person-cen-
tred and integrated chronic heart failure and palliative home
care. PREFER: a randomized controlled study. Eur ] Heart Fail,
2014.16(10): p. 1142-51.

28. Sidebottom, A.C., et al., Inpatient palliative care for
patients with acute heart failure: outcomes from a randomized
trial. ] Palliat Med, 2015. 18(2): p. 134-42.

29. Adler, E.D,, et al., Palliative care in the treatment of ad-
vanced heart failure. Circulation, 2009. 120(25): p. 2597-606.
30. Bausewein, C., et al,, Non-pharmacological interven-

tions for breathlessness in advanced stages of malignant and
non-malignant diseases. Cochrane Database Syst Rev, 2008(2):
p. CD005623.

31. networks, C.a.M.C.a.S., Symptom control guidelines for
patients with end-stage heart failure and criteria for referreal
for specialist palliative care, in NHS. 2011. p. 31.

32. Goodlin, S.J., TE. Quill, and R.M. Arnold, Communica-
tion and decision-making about prognosis in heart failure care.
] Card Fail, 2008. 14(2): p. 106-13.

33. LeMond, L., S.A. Camacho, and S.J. Goodlin, Palliative
care and decision making in advanced heart failure. Curr Treat
Options Cardiovasc Med, 2015. 17(2): p. 359.

34. Goldfinger, J.Z. and E.D. Adler, End-of-life options for
patients with advanced heart failure. Curr Heart Fail Rep, 2010.
7(3): p. 140-7.

35. Baile, W.F, et al., SPIKES-A six-step protocol for deliv-
ering bad news: application to the patient with cancer. Oncolo-
gist, 2000. 5(4): p. 302-11.

36. Detering, K.M,, et al., The impact of advance care plan-
ning on end of life care in elderly patients: randomised con-
trolled trial. BMJ, 2010. 340: p. c1345.

37. Sundhedsstyrelsen, Forlgbsprogrammer for kronisk
sygdom : den generiske model. 2012, Sundhedsstyrelsen.
38. Lichtman, J.H., et al., Depression and coronary heart

disease: recommendations for screening, referral, and treat-
ment: a science advisory from the American Heart Association
Prevention Committee of the Council on Cardiovascular Nurs-
ing, Council on Clinical Cardiology, Council on Epidemiology
and Prevention, and Interdisciplinary Council on Quality of Care
and Outcomes Research: endorsed by the American Psychiatric
Association. Circulation, 2008. 118(17): p. 1768-75.

39. Reeves, G.C,, et al.,, The association of comorbid diabe-
tes mellitus and symptoms of depression with all-cause mortal-
ity and cardiac rehospitalization in patients with heart failure.
BM] Open Diabetes Res Care, 2015. 3(1): p. e000077.

40. Park, C.L., et al,, Spiritual Peace Predicts 5-Year Mortal

ity in Congestive Heart Failure Patients. Health Psychol, 2015.

41. Referenceprogram for unipolar depression hos vok-
sne. 2007: Kgbenhavn.
42. Innovation, A.f.C., NSW Guidelines for deactivation

of implantable cardioverter defibrillators towards end of life.
Guidelines, 2014: p. 16.

43. Pedersen, S.S., et al,, Patients' perspective on deactiva-
tion of the implantable cardioverter-defibrillator near the end
of life. Am ] Cardiol, 2013. 111(10): p. 1443-7.

44, Beattie ], G.S., Supportive Care in Heart Failure. Bog,
2008: p. 508.

45, Neergaard MA, L.H., Palliativ medicin :
2015, Kbh.: Munksgaard. 559 sider, illustreret.

46. Beattie ], ].M., Subcutaneous Furosemide in advanced
heart failure: Has clinical practice run ahead of the evidence
base? Supportive & Palliative Care, 2012. 2(1).

47. Dalgaard, K.M,, Pargrende til livstruet syge mennesker
i palliative forlgb: en kortleegning af den professionelle indsats i
det danske sundhedsvasen. 2015, Videncenter for Rehabiliter-
ing og Palliation. p. 98.

en lerebog.

48. Dalgaard, K.M., Rundt om en tidlig palliativ indsats.
Omsorg, 2014(3).
49, Tanner, C.E., E.K. Fromme, and S.]. Goodlin, Ethics in

the treatment of advanced heart failure: palliative care and end-
of-life issues. Congest Heart Fail, 2011. 17(5): p. 235-40.

Cite this article: The First Steps Taken to Implement Palliative Care in Advanced Heart Disease A Position
Statement from Denmark. Am ] Pallia Med & Car. 2019; 1(2): 001-006.



