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The emerging needs of effective
communication in palliative end-of-life
care: a qualitative review

Suantak Demkhosei Vaiphei, Devendra Sisodia Singh

Abstract

In dealing with terminal ill patients the ability to communicate effectively
is the most important among all the various existing skills needed in palliative
end-of-life care. Being with terminal illness is a time when patients were
overwhelmed with several emotional feelings and unwanted thoughts. The
health care providers at this point need to listen to the wishes of the dying
individuals by communicating with them in the most appropriate way. Effective
communication is the fundamental component in building the physicians and
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patient’s relationships and in building a trust towards one another for quality
decision making at the end of life. However, due to the lack or absence of good
communication in the Indian health care setting, most of the terminally ill
patients received unwanted life-sustaining treatments alongside the inappropriate
care, which they may not prefer, if they were asked about their preferences
of care in their dying process. It is to be noted that, effective communication
enables patients and family to make quality treatment decision and to meet
their preferences for end of life care. Especially, when it comes for breaking the
bad news to the patient’s and their family, effective communications plays an

important role in the face of many barriers. Thus, the present study is form with
the aim to improve quality of life through effective communication skills. The
study highlights some guiding principles and objectives for physicians and other
care providers when, how, and whom to communicate and break the bad news
without hurting the sentiment of the dying patient and family.

Key words: end-of-life care, effective communication, decision making,
quality of life, bad news

MAJJIUATUBTI KOMEK KE3THJE TUIMAI KAPBIM-KATBIHAC KAKETTIJIITT: CAITAJIBI IOJIY
C.J. Baiineii, 1.C. Cunr

Kinnukansik ncuxonorus kapenpacsl, Bynan Hobenc Yuusepcureri, Yuaiinyp, YHaicran

T¥XXbIPbIMOAMA

Onimre anapatbiH aypynapbl 6ap HaykacTapMeH >XyMbIC Xacay KesiHAe nannuatuBTi KeMeKkke kaxeT Gaprbik AaFabinapAblH illiHAeri eH
MaHbI3abICkl TUIMAI KapbiM-KaTblHac xacay 6onbin Tabbinagel. ©niMre anapaTbiH aypy afganbl - Oyn nauveHTTep apTypni aMouMoHanabl cesimaep
MEH Ka)keTci3 onnapfra Tonbl bonatbiH ke3eH. byn keseHaoe meguumHa KbI3METKEpepi enin xaTkaH HaykacTapAblH TiNeKTepiHe Kynak acbirn, onap-
MEH OypbIC KapblM-KaTblHac xacay kepek. TWiMAi kapbiM-KkaTblHac Aspirep MeH MauMeHTTIH apacbliHAarbl KapbiM-KaTbIHACTbl KanbiNTacTbipyablH
XoHe eMipAiH COHblHAA canansl WwewiM kabbingayra Gip-bipiHe AereH CeHiMHIH KanbinTacyblHbIH Heri3ri KOMNOHeHTi 6onbin Tabbinaael. Ananaa,
YHAICTaHHbIH AeHcaynblK cakTay MekemenepiHae Xakcbl 6avinaHbic bonmMaraHabIKTaH, aypyFa LangbiFratblHAapablH Kenwiniri emip pyHKumanapbiHa
KaPKeTCi3 xacaHabl KYTIMMEH XaHe AypbiC eMecC KYTIMMEH KamTamacbl3 eTifreH, onapra eniM KyTiMi Typanbl cypanfaH kesge onap kaxeT 6onva-
ybl MyMKiH. Tuimai kapbiM-KkaTblHac NauneHTTep MeH oTbackinapfa eMaeny Typanbl AypbIC LWeLimM Kkabbinaayra XoHe KYTiMHIH apTbIKLWbINbIKTapbiH
KaHaFaTTaHAbIpyFa MyMKIHAIK GepeTiHAairiH atan eTkeH eH. ATan antkaHda, NauneHTTep MeH onapAblH OTOacbinapbiHa >KafbIMCbI3 >XaHanbikTap
Typanbl xabapray yakblTbl KenreHae, KenTereH Keaeprinepre kapamacrtaH Tvimai 6annaHbic MaHpbi3gbl pen atkapagbl. Ocbinanwa, oyn 3epTreyain
MakcaTbl TUIMAI KapbIM-KaTblHaC AarFAblnapbl apKbibl ©Mip canackiH xakcapTy 6onbin Tabbinagel. 3epTTeyae KanTbiC 6onFaH HayKacTblH )XoHE OHbIH
oTOacCbIHbIH, KOHiNiH TyCipMen Haluap aHanblKTap Typarnbl, KalaH, KiMMeH Ceinecin, KiMmeH cevinecyre 6onaTbiHAbIFbl Typansl Aspirepnep MeH
Backa geHcayrnblk cakTay nposaniaepnepi yiwiH kenbip Hyckaynap MeH MiHAETTep KepCeTifnreH.

Herisri cesgep: nannuatueTi KeMek, TMiMAI KapbIM-KaTblHaC, WelliMaep kabblngay, eMip canachl, Hallap >xaHarnblkTap
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HEOBXOJIUMOCTb YOPPEKTUBHOMW KOMMYHHUKAIIMA B MAJLJIMATUBHOM IMOMOIIN: KAYECTBEHHBI
OB30P
C.J. Baiineii, /I.C. Cunr

Kadenpa knunndeckoii necnxonornn, Yausepeuret bynan HobGenc, Ynaiimyp, Mnmus

PE3IOME

B pabote ¢ nauneHTamm co cmepTenbHbIMK 3aboneBaHns MU, CNOCOBHOCTb 3PPEKTUBHON KOMMYHUKALUK ABNSIETCA Hanbonee BaXHbIM Ha-
BbIKOM CPeAM BCEX Pa3fUYHbIX CYLLECTBYIOLLINX, HEOOXOAUMBIX B NannmMaTuBHOM nomoLn. CoCTosiHne cMepTenbHOro 3aboneBaHnsi 3T0 BpeMsi, Koraa
nawuneHTbl NepenosiHEHbI Pa3NUYHBIMU AMOLIMOHANbHBIMW OLLYLLIEHUSIMWU U HEHY>KHBIMU MbICMIMWU. Ha faHHOM aTane MeaunLUMHCKMM paboTHUKaM He-
00X0AMMO CrnyLLaTh XXenaHus yMUparLLmx 60MbHbIX MyTeM OOLLEHUSI C HUIMU Hanbonee COOTBETCTBYHOLLIMM 06pa3oM. AhdeKTUBHASH KOMMYHUKaLMS
sABNseTca PyHAAMEHTanbHbIM KOMMIOHEHTOM B MOCTPOEHNM B3aMMOOTHOLLEHWI MEXAY BPa4OM U MAUMEHTOM 1 B MOCTPOEHUN AOBEPUSt APYT K OPYyry
[ONS KAYECTBEHHOTO MPUHATUSA peLLEHUI B KOHLE Xn3HW. OgHaKo, 32 HEMMEHNEM XOPOLLEN KOMMYHMKALIMKN B YUPEXOEHUSIX 34paBoOXpaHeHnst Hamm,
OONbLUIMHCTBO CMEPTENbHO BOMbHBIX NOMYYNN HEXENAHHOE UCKYCCTBEHHOE NOAAEPKAHNE XKU3HEHHbIX (DYHKLIMI Hapaay C HeHaanexallm yxoaom,
KOTOPbIV OHWU, BO3MOXHO, HE XOTenu, ecnv Obl X CNPOCUIN O NPeanoYTEHUsX yxoaa npu cmeptn. HeobxoanmMo oTMEeTUTb, UTO apdEeKTUBHAA KOM-
MYHUKaLUsi NO3BOMSIET NaLMEHTAM U CEMbSIM NPUHSITb NPABUITbHOE PELLEHNE O NIEYEHNM 1 YOOBNETBOPUTL UX MPEANOYTEHNS Mo yxoay. B yacTtHocTwy,
Korga npuxoauTt BpeMsi coobLyatb Nroxme HOBOCTU NaumeHTaM 1 UX CeMbsiM, 3PMEKTUBHAA KOMMYHUKALMUST UTPAET BaXKHYHO POrib BOMPEKN MHOTUM
bapbepam. Takum 06pa3om, Lienbio HACTOSILLLErO UCCNEA0BAHNS SIBMSETCS YNYYLUUTb KA4E€CTBO XXM3HM MYTEM HaBbIKOB 3(pEKTUBHON KOMMYHUKaALMN.
ViccnegoBaHve ocBeLLaeT HEKOTOPbIE PYKOBOASLLME NMPUHLIMMbLI U 3a4,a4un NS Bpaven n Apyrnx MeAMLUHCKUX paboOTHUKOB O TOM KOTAa, Kak U C Kem

pasrosapueaTtb 1 coobLaTb NrIoxne HOBOCTU, He NpUYnHAA Bpeda 4yBCcTBamM yMUparoLlero naymeHTa u ero cemMbu.
KnroueBble cnoBa: nannvatMeHas NoMOLLb, Sde,')eKTVIBHaﬂ KOMMYHUKaUUA, NpUHATNE peIJJeHI/IVI, Ka4yeCTBO XXWN3HW, NNoxmue HOBOCTU

Introduction
“Ithink the best physician is the one who has the providence
to tell to the patients accordingly to his/her knowledge the
present situation, what has happened before, and what is going
to happen in the future.”
-Hippocrates.

Looking at the present context of India as a whole,
palliative end-of-life care is the immediate need of the dying
individuals, but it becomes the most neglected area of care in
the Indian health care setting. Though cancer is the top causes
of death in India, the terminal ill patient’s needs are not being
meet and people died in the most unwanted ways. India remains
as the world worst end-of-life care country mainly due to the
absence of effective communication and communication
skills among the clinicians. In any terminal ill experience the
patients wanted their physicians to listened to their wishes by
communicating them in the most appropriate ways. However,
effective communication, which the core component to deliver
quality treatment is an unheard topic in Indian clinical settings.
The absence of effective communication in Indian palliative
end-of-life care, many received unwanted treatment against their
preferences. Thus, poor communication becomes the leading
causes of suffering to the dying patients and their families.

Objective

The present study is formed with an aim to implement
effective communications in Indian clinical setting in the most
effective ways. It is also to undermine and to understand the
importance of effective communication in breaking the bad
news to the patients and their families. The study is to focus
on some of the underlying principles and objectives of effective
communications and breaking bad news in a critical situation of
the patients and families.

Method

It is mainly based on the existing documents and literature
review through analytical inquiries.

Communication in palliative end-of-life care:
meaning and concept

Nothing is more important than effective communication
when it comes to palliative end-of-life care. Good communication
is an essential component for quality end-of-life care to produce

good healthcare, and in establishing patient’s priorities to inform
what they wishe for and shared what they feel psychoemotionally.
In its nature of existence communication is a continuous two
way process between two or more person in which ideas,
feelings and information are being shared, with an ultimate
aim to reduce uncertainties and clarifying doubtful issues that
disturbed patient’s mind [1]. In end-of-life care there are two
main categories of communications basing on the given context
and time; formal and informal communication with their own
distinct characteristics in it. In formal communication one needs
to be abiding by the existing rules and principles, while informal
communications are carried out in contrast with the formal one.
It is to be noted that only through effective communication pain
and distress can be alleviated, decisions regarding treatment
and advance care planning can be made in the most appropriate
ways, which in turn can provide good quality end-of-life care
[2]. Even in delivering quality of life and care in any terminal
experiences effective and compassionate communication is the
core element as it requires the identification and management of
the existing symptoms. The process of communication should
be the time when the clinicians listen to the most, which would
help the terminally ill patients to tolerate and manage their own
emotions that would further helps in strengthening the patient
and care provider’s relationship [3,4].

However, unhealthy communication will lead to mistrust
and conflict between the patients and the clinicians, resulting
in inappropriate and unwanted treatment. It is very common in
terminal ill experience that sometime the patients symptom such
as pain and discomfort resulted in several sufferings, which are
mostly complicated, unique experience and difficult to describe.
And even for the clinicians, it is sometime difficulty in revealing
the complete truth concerning the terminal prognosis that usually
maximizes misunderstanding [5]. It is at this point building an
effective communication relationship is very essential as it will
help in constructing a good repo between the physician and
the patient to deliver an appropriate healthy treatment, and to
minimize the misunderstanding. Moreover, it is only through
fully informed about the sickness and the prognosis, the patient
and family can able to choose to opt the best and suitable for
overall treatment plan and goal of ‘comfort care only’ options.
The physician then can explicitly communicate the standard
modalities of limiting life prolonging intervention such as: Do
not resuscitate (DNR), Withholding of life support or Non-
escalation and Withdrawal of life support [6].
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Feature’s for effective communication:
objective, guidelines and principle’s

Since communication is a process and not an event that
comes and goes within the time period, there is need for goal and
target to make it more effective. As a fundamental component in
end-of-life care, good communication enables the clinicians and
other caregivers to establish the person priorities and wishes.
Moreover, in dealing the terminally ill patients there would
be numbers of sensitive conversations that are important for
the clinicians to be able to initiate and facilitate the needs and
wishes of the dying patients in the most effective ways. The
emerging question is how shall then we communicate effectively
to terminally ill patients and families [7]. The followings are
some of the guiding principles that each clinicians in the end-
of-life care needs to follow for effective assessment and quality
health outcomes [8, 5]:

* Since communication is a skill there is a need for
establishing the therapeutic relationship to obtain the necessary
information. It is also important to discuss on the diagnosis,
prognosis, and the treatment option/plan as per the patient/
family conveniences to deliver quality end-of-life care.

* Building a good relationship with the patient/family
will bring trust, which is the core to quality of care. Without trust
it is not possible for the patient to disclose his/her ill experiences
in regards to their hope, dreams, values, belief, and other
important matters, resulting in receiving the unwanted treatment
intervention.

* Good communication skill will enable the clinician to
demonstrate effectively in responding the needs of the dying
patient/family and be able to break the bad news without hurting
the feelings.

» The language use in end-of-life communication has a
significant role in ensuring the deliverance of quality care. It is
important to check and re-check the language used to avoid false
hope and not to destroy the hope of the dying individual.

* In the end-of-life decision making, culture and religion
issues need to be deal sensitively as it shapes an individual
mindset and thinking pattern.

The above common guiding principles become more
essential as the modern medicine and its technologies succeeded
in prolonging and sustaining life, however failed to deliver
quality of life assessment. The effect of the modern medicine
that creates ‘a process for dying,” a time period where patients
are overwhelmed with suffering, distress, anxiety and pain.
This gave rise to the urgent needs of implementing effective
communication in end-of-life care, as poor communication will
result in causing deep distress, both for the patient and his/her
loved ones, and also may adversely impact on post-bereavement
outcomes. It is very clear that, over the various skills needed in
palliative end of life care, none is more important than the ability
to communicate effectively [9].

The challenges lie in the context of cultural differences
(especially in the Indian sub-continent). When it comes to illness
and dying, the physician and other caregivers need to be aware
of the cultural background of the dying individual’s, as some
cultures do not support the idea of full disclosure, while other
wants full disclosure to family members or community leaders
[10]. This being the reason in end of life care, there is a need
for proper guidelines in communication along with effective
communication skills, mainly to deal with some existing personal
and ethical issues. Without effective communication skill the
holistic and whole person care cannot be completely provided or
little else is possible, as it being the most important dimension of

care in end of life. However, there are some barriers in end of life
communication, which usually create confusion and stressful
moment for the patients and make death and dying a failure
process. The details will be discussed in the following section.

Barriers to end-of-life communication

The barrier in end-of-life communication is anything that
prevents the dying individual, family, and the clinicians from
receiving and understanding the information or the message in
the clinical setting. Though communication being the underlying
key to physician-patient relationship, in the end-of-life setting
many barriers existed to effective communications mainly due to
emotional contents and these barriers are more likely to happen
when the news is/are bad or when the patient is facing the end
of life. One of the barriers frequently mentioned by patients and
physicians is discomfort in discussing about death, as it could
affect more on harm and hasten death, rather than quality of
life. The confusion also lies in ‘who should start the discussion
first; Doctor or patient?” So, the underlying barriers are mainly
in three aspects: the patient & family, health care providers, and
the circumstances [2, 11] looking at the context of the palliative
end-of-life care several reasons of why communication can be
difficult in end of life, in which language barrier and existential
issues like, deafness, confusion or conditions related issues
can make it harder to communicate effectively, which might
sometime result into greater problem in the end-of-life care
[12]. Another barriers could be the biases over the role palliative
care and the clinicians in a country like India, over emphasis
on the possible cure due to socio-cultural norms over death
expectations, losing the sense of decision making due to psycho-
emotional and physical distress and depletion over prolonged
illness, differences in patient-clinician cultural values and beliefs
[2].

Especially, in the context of India the minimal availability
of training facilities on holistic assessment among the upcoming
clinicians is also the underlying barrier in end-of-life care.
It is more inadequate in the ICU setup because of the factors
like, lack of communication between patients and health care
providers, lack of patient and family-centered care, most
importantly due to the lack of emotional and psychological
support. As per the reports of the existing scientific literature,
most of the barriers are mainly due to inadequate training that
makes the physicians unable to understand and perform their
roles [13, 14]. Especially in the case of Indian ICU setting,
physicians are unable to provide treatment according to patient’s
wishes and the physicians as a whole failed in delivering the
goals of care, treatment preferences, and decision-making with
the patient and family’s. On the other hand, the barrier in end of
life communication is also endorsed by patients at some point.
At present the three most common barriers endorsed by patients
are: | would rather concentrate on staying alive than talk about
death; I’m not sure which doctor will be taking care of me in my
critical condition; and I don’t know what kind of care I would
want if [ get very sick. Moreover, some consider it’s morbid to
talk about death; it is such a taboo subject which only increases
fear of dying. It is at this point, good/effective communication
play its central role for the holistic care, as it enables physicians
to establish the person’s priorities of listening to their wishes
and supporting them in making informed decisions. Here also
lies the opportunity for physicians to explore any anxieties or
gap in understanding the situation. The patients and families
can then reassure and alleviate or reduce anxiety and distress
in the face of death and dying [15, 7]. In the midst of all the
existing barriers and facilitators associated with communication
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there are several main targets for interventions to improve end-
of-life care, but such interventions will likely need to address
the specific barriers relevant to individual patient-physician
pairs [16] some of the propose solutions towards the barriers
are: regular interdisciplinary team discussion to clarify on
treatment, treatment plan and treatment preferences; holistic
assessment intervention-biopsychosocial-spiritual therapeutic;
enabling regular and quality communication between clinician,
patient, and the family for queries and clarifications; using
plain language in the communication for better understanding;
and having the ability to deliver bad news without hurting the
emotional feelings of the patient and the family [14].

At some point it is easy to miscommunicate and
misunderstand each other, due to common issues like
psychological and socio-cultural barriers such as language,
culture, stress, and environment. So the clinicians advise to
check the understanding of the patients and families towards
their consents on the ongoing treatment, to identify and address
any such barriers so as to provide effective communication [1].
Moreover, handling the information’s based on the differences in
race, culture, religion and socio-economic need to be considered
sensitively. It is to be noted that the most challenging and critical
situation to handle in end-of-life care could be the time of
delivering bad news to patient and family. At this point, honest
conversation and sensitively navigated will strengthen the dying
patient and family. This would allow patients to priorities,
prepare for the future, and reduce suffering in bereavement for
those left behind. For these methods to be carried out in the
clinical setting, doctors and other caregivers need to be well
equipped with appropriate knowledge, skills and attitude [17].

Conclusion and challenges

Nothing could be more fearful than being with life
threatening terminal illness and it would be more difficult to
go through the course of illness and the dying process alone. It
is the time the dying patient needs people support and care the
most. The greatest challenges here, is to achieve ‘good death’
by providing the right care in the right time, and ensuring good
communication with the dying patient on what matters the most
in their life. The challenges also lie in giving quality support to
make quality choices and to enable the dying individual to have
the quality end of life care, with dignity and meaning in their
dying [12]. The effective communication as being an important
domains of specialist palliative care, and among all the various
domains of end-of-life care, it is important for the physician and
other care providers to acknowledge and aware of their expertise
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