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ABSTRACT

Objective: to understand the perception of palliative care by family caregivers of elderly patients.
Method: it is a qualitative, descriptive, exploratory study. The sample was composed by 11 family
caregivers of patients assisted by the palliative care team. A semi-structured interview was carried
out in which the participants answered three guiding questions, examined through Content
Analysis. Results: three categories are detailed to have emerged: perception of family caregivers
about palliative care; reasons for the relative to be cared for by the palliative care team; and 'Is it
different to be cared for by the palliative care team’? Conclusion: it is concluded that the family
caregiver has an understanding about what palliative care is, about what the reasons are for his
relative to be assisted by a palliative care team and recognizes that there is a difference between
the care provided by the palliative care team and a non-palliative care team. An effective
communication between the team and the family caregiver has been demonstrated.

Descriptors: Palliative Care; Caregivers; Knowledge; Elderly; Patient Care Team; Nursing.

RESUMO

Objetivo: compreender o entendimento dos cuidadores familiares de pacientes idosos sobre
cuidados paliativos. Método: trata-se de um estudo qualitativo, descritivo, exploratorio. Comp0s-se
a amostra por 11 cuidadores familiares de pacientes assistidos pela equipe de cuidados paliativos.
Realizou-se uma entrevista semiestruturada na qual os participantes responderam a trés questoes
norteadoras, examinadas pela Analise de Conteldo. Resultados: detalha-se que emergiram trés
categorias: percepcao dos cuidadores familiares sobre cuidados paliativos; motivos de o ente estar

sendo cuidado pela equipe de cuidados paliativos; e ‘E diferente ser cuidado pela equipe de
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cuidados paliativos’? Conclusao: conclui-se que o cuidador familiar tem entendimento sobre o que
sao cuidados paliativos, quais os motivos que levam o seu ente a ser acompanhado por uma equipe
de cuidados paliativos e reconhece que ha diferenca entre o cuidado prestado pela equipe de
cuidados paliativos e uma equipe nao paliativista. Evidenciou-se uma comunicacao efetiva entre
equipe e cuidador familiar.

Descritores: Cuidados Paliativos; Cuidadores; Conhecimento; Idoso; Equipe de Assisténcia ao

Paciente; Enfermagem.

RESUMEN

Objetivo: comprender la comprension de los cuidadores familiares de pacientes ancianos sobre los
cuidados paliativos. Método: se trata de un estudio exploratorio, descriptivo y cualitativo. La
muestra estuvo compuesta por 11 cuidadores familiares de pacientes asistidos por el equipo de
cuidados paliativos. Se realizd una entrevista semiestructurada en la que los participantes
respondieron a tres preguntas orientadoras, examinadas por Content Analysis. Resultados: se
detalla que surgieron tres categorias: percepcion de los cuidadores familiares sobre los cuidados
paliativos; motivos para ser atendido por el equipo de cuidados paliativos; y ";Es diferente ser
atendido por el equipo de cuidados paliativos"? Conclusion: se concluye que el cuidador familiar
tiene un entendimiento de lo que son los cuidados paliativos, cuales son las razones que llevan a su
ser querido a ser acompanado de un equipo de cuidados paliativos y reconoce que existe una
diferencia entre los cuidados que brindan los cuidados paliativos equipo y un equipo no paliativo.
Se evidencié una comunicacion efectiva entre el equipo y el cuidador familiar.

Descriptores: Cuidados Paliativos; Cuidadores; Conocimiento; Anciano; Grupo de Atencion al

Paciente; Enfermeria.
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INTRODUCTION

With the transition of the epidemiological profile of the Brazilian population and the increase in
morbidity and mortality due to chronic-degenerative diseases, the need for adequate care, such as
patient-centered care, emerges. Within this perspective, there is an assistance modality which
aims at humanized and holistic care: palliative care.’

Palliative care is explained as an approach, by means of a multidisciplinary team, that promotes
quality of life through prevention and relief of suffering to patients who experience diseases that
threaten the continuity of life and their families.?

It is pointed out that the scope of palliative care is to improve the quality of life of patients and
their relatives, having as components the relief of symptoms and the offer of psychological,
spiritual, emotional and social support during the assistance to the patient and his family even
after death,3 since suffering does not only involve the patient, but the family as well.>

The family caregiver, in the context of the palliative care team, can be any relative, friend
and/or partner who has an important relationship and provides assistance, as well as physical,
social and psychological support to the patient with a prognosis of a non-curable pathology.®

The family is presented as having a fundamental role in the person’s life, representing the way in
which he/she relates to the environment in which he/she lives.” The family is considered the
institution that since ancient times and in most known societies has been the provider of the
individual's primordial and basic needs, shaping him/her under the strong influence of the existing
customs.8

In this way, some worries have emerged in face of the need and context in which the patient is
in palliative care, considering that the care involves not only the professionals, but also the one
who takes care of the person,® since he/she must be integrated to the care: “What is the family
caregiver's understanding of palliative care?” and “Does the family caregiver believe that there is a
difference for the patient when assisted by the palliative care team?”.

This survey was motivated by these questions and by the existence of a gap in the knowledge of
studies that approach the theme of palliative care from the perspective of the family caregiver.

By understanding what the family caregiver perceives as palliative care, there will be a
contribution to the reflection of best practices in the approach to this theme with the patient and
with the family caregivers, aiming at improving the communication among the team-patient-family

triad and at the understanding and partnership with all the palliative care team.

OBJECTIVE

To understand the perception of palliative care by family caregivers of elderly patients.



METHOD

This is a qualitative, descriptive, exploratory study, carried out at the Hospital das Clinicas of
the Federal University of Minas Gerais (HC-UFMG), in Belo Horizonte, Minas Gerais.

It is reported that 11 family caregivers of elderly patients aged 60 years or more, assisted by the
palliative care team at HC-UFMG, participated in the survey. Those who at the time of collection
presented any emotional or clinical instability that prevented them from being interviewed were
excluded. It is made clear that each participant of the survey received a fictitious name in order to
preserve anonymity.

Data were collected between July and August 2019, in a private room at the hospital. For family
caregivers who could not be absent from the ward, interviews were carried out in the ward itself,
and partitions were used to preserve the privacy of the interviewees.

The data were collected by means of semi-structured interviews registered in a digital recorder,
following a guide composed of sociodemographic data and by these guiding questions:

a) Tell me, what is your understanding of palliative care?

b) Do you understand why your family member is being assisted by the palliative care team?

c) If by any chance your family member was not being assisted by the palliative care team, do

you believe that the care of your family member would be different? In what way?

The interviews were stopped only when the concerns of the surveyor were answered, that is,
when there was an understanding of the family caregivers' perception about palliative care.

The transcription of the talks was carried out immediately after each interview, respecting the
sequence of ideas, language, pauses and repetitions. The data were organized and categorized for
subsequent analysis by means of the Content Analysis.'°

The survey followed the recommendations of Resolution No. 466/12 of the National Health
Council, the project being approved by the Research Ethics Committee of the Federal University of
Minas Gerais under opinion No. 3,388,074. The participants were informed about the survey, having

signed the Term of Free and Informed Consent (TCLE).

RESULTS AND DISCUSSION

Fourteen family caregivers were invited to participate in the survey, three of whom refused. In
this sense, the sample was composed by 11 family caregivers, ten (90.9%) being female; seven
(63.6%) with up to 40 years old, single and with complete High School level; five (54.6%) with work

occupation; and as for the affective ties, eight (72.7%) declared to be the patients' children.



It can be noted that among the occupations, there was a driver, a teacher, a nutritionist, a
saleswoman, two self-employed, the others being a retired person, two housewives, and two with
no occupation at that moment.

It is observed, in relation to the elderly patients, that the most frequent medical diagnoses were
cancer (five - 45.4%) and heart failure (four - 36.4%), with six (54%) being assisted by the PC team
for less than 14 days during their current hospitalization.

Based on the talks by the family caregivers, three thematic categories emerged:

a) Perception of palliative care by family caregivers.

b) Reasons for the relative to be taken care of by the palliative care team.

c) Is it different to be cared for by the palliative care team?

Perception of palliative care by family caregivers

This first category presents the perception of family caregivers about the term palliative care,
this perception being the organization or the synthesis made by each individual's intelligence."

| understand that it is a clinic focused on caring where the patient does not have a cure. (Rosa)

There is no positive prognosis, right, unfortunately, we are waiting for the end really, see, of
life. (Joana)

It is reported that in palliative care the term terminality is no longer in use, but rather life-
threatening disease; the expression impossibility of cure has also given place to possibility or not of
a modifying treatment of the disease, in order to reduce the thought that there is nothing else to
be done.?

Palliative care can be perceived as a differentiated assistance that transcends the traditional
provided assistance and makes care more humanized, directed to the dignity of the patient,
focusing on control of pain, on comfort and on the individual's needs.

It is useful to give greater comfort to patients, [...] to help ease that pain and other things.
(Angélica)

He (the doctor) is trying everything to make the patient improve, so there comes a certain time
when he thinks about treating the patient to give him some comfort, so that he does not feel pain.
(Camila)

Palliative care is perceived by some family caregivers as a moment to provide quality of life to
their loved ones, even in face of finiteness.

My dad, he has cancer, see, he is going to have chemotherapy, only that this chemo, he has no

more cure, but there are other things that can help him have a better life. (Daiana)



| think it's a way to give a better quality of life where there's no way to do something for the
cure, right, then it'll be a way for her to have that, a better quality of life [...] | understood it to
be a way to give her this quality of life. (Paula)

It is inferred, when considering that quality of life is the individual's perception of his/her
insertion in life, in the culture context and in the value system in which he/she lives, as well as in
relation to his/her objectives, expectations and concerns,'? that palliative care is an approach that
aims at the quality of life of both the patient and the family member, with a view to also caring for
the caregiver.?

[...] it is to give some comfort both to the patient and to who is assisting the family, it is to
clarify some doubts, it is to make the person understand better what the patient is going through
and clarify it a lot better. (Carolina)

Although most of the participants reported having an understanding of what palliative care is,
the lack of such knowledge was expressed by some family caregivers.

As for this palliative [...] | don't know how to explain palliative care to you. | don't understand
much, but it's like this, | think that this palliative care is to observe how the person is, how he/she
is reacting, to be always attentive. (Tatiana)

In a recent survey, fragile knowledge about palliative care was identified among caregivers,
some demonstrating not to know about the seriousness of their relative's current condition and,
when questioned, they demonstrated noncontextualized knowledge of their clinical condition.'3

Communication is considered an essential skill in the palliative approach, and especially in the
communication of difficult news there should be an open and active dialogue, with the purpose of
promoting trust and a bond with the patient and family, always considering making information
available by means of slow, progressive and bearable truth.'

The verbalization of the lack of knowledge about palliative care by those two participants can be
justified by the fact that their relatives had been recently integrated to the team, but it could also
be for personal reasons, as a mechanism of protection, a way of confronting that new situation, the
reality of the patient's current condition.

It is observed, in view of the participants’ statements, that family caregivers understand care by
means of the experience, observation, and instruction given by the team. However, there is still a
need for greater dissemination of what palliative care is, how this care is offered and to whom it

should be provided.

Reasons for the family member to be taken care of by the palliative care team



This second category describes the perception of family caregivers about the reason why the
patient receives care from the palliative care team.

From the diagnosis, you see, that this diagnosis was given in 2015 and the oncologist was quite
clear when he said that there was no cure, that it would really be palliative care. (Rosa)

Because her case cannot be operated [...] there is no proposal for cure. (Paula)

Confronting a diagnosis with no possibility of cure can have a great impact on the life of the
patient and his/her relatives, leading to changes in the structure and dynamics of daily life."

Through the multidisciplinary team, through the management of pain and other symptoms that
generate suffering, asserting life and accepting death as a natural transition, neither delaying nor
advancing it, but integrating psychosocial and spiritual components to patients and their families is
what is sought.*

As we opted for non-invasive treatment [...] they passed on to her [...] to help her with any ill-
feeling or discomfort she might have. (Angélica)

They came, then they told me they could also extend it to another kind of treatment,
if I would agree, | said no, you see, which is in this case to intubate, | do not agree [...] that the
person may return, especially at the age of 93, it is more than risky [...] go to the ICU, a rough
treatment, which might even have some effectiveness, but it could cause harm. (Camila)

Acceptance is defined, in the final stage of life, as to when the patient welcomes his/her
situation and the course of his/her illness, this being the stage when the family caregiver may need
more assistance, understanding and support as the relative finds peace and the circle of interest is
reduced.®

It's because she' s like this, and at any time the Lord may take her. (Carolina)

[...] this time it's been more complicated, see, this time he' s bleeding [...] he had pneumonia,
then, then I think they came, because then the psychologist came, everybody came to try to help.
(Daiana)

One participant was pointed out as reporting that she did not understand the reasons that made
her relative be assisted by the palliative care team. Having demonstrated knowledge of the clinical
condition throughout the interview, when asked about the reasons for this assistance, she
hesitated.

I don’t understand, [...] the other time | came here, the lady told me about palliative care.
(Tatiana)

For one of the participants, it is specified that the reason would be a pressure injury, a new
event in the clinical condition. This reason, justified by the family caregiver for palliative care, can

express ignorance of the real motives or even a process of denial of the loved one's condition.



It must be because of the injury he has. (Rodrigo)

It is clarified that when one reaches the stage in which the disease points to the end of life, it is
common to observe the incidence of mood swings, which can be reactive and preparatory. The
reactive one is linked to the resolution of pendencies, whereas the preparatory one permeates
sadness, silence, and when installed, tends to produce little or no need for words. ¢

Attention is drawn to the fact that the clinical condition of the individuals in this survey was
complex and, to a large extent, their perspective of life was short. This can lead family caregivers
to experience situations of constant changes, uncertainties about the future, which could justify
the feeling of denial or silence towards the new condition of their relative.

In order to maintain a strong and reliable bond, the team must keep the family caregiver active
in the caregiving process, considering their importance and knowledge in deciding upon their
relative's care, being integrated in the whole process. The caregiver must also feel and be cared for
by the team.

Is it different to be cared for by the palliative care team?

The perception of the family caregivers about the difference between the care provided by the
palliative care team and the care provided by the non-palliative care team will be described in this
category.

Care was differentiated in the following sections, due to the attention offered, the closeness of
the team, the perception of a greater care by the Nursing team as a differential, maybe due to the
everyday care, and to the evaluation centered on the need at the moment the patient is assisted.

| think that if it were not... or it could be a little worse, because you are a little more caring.
(Rodrigo)

Yes, because she wouldn't have this concern in well-being, right, at least do something for her
to get better, you see. (Paula)

It would be quite different, because the patient who stays in hospital, no matter how well the
nurses take care of them (palliative team). (Talita)

The nurse participating in the multidisciplinary team plays an important role in the total care of
the patient and his relatives through a systematic evaluation, contributing for the whole team to
establish each patient's priorities, at the same time providing family interaction and demonstrating
to the family member his/her important role in achieving the objectives set by the team. Thus, the
nurse must provide sensitive and educative care, seeking a strong bond so that care and guidance
can be put into practice.?

To some participants, the experience transcended to the care directed to their needs, providing

active listening where the team seeks to understand the family caregiver, explains the situation



and worries about how he/she feels, that is, besides caring for the patient, they take care of the
caregiver.

I noticed a difference where there was more attention to us, to me, you see, and all the time
they mentioned a concern with my mother's care [...] | had some support, | felt supported in the
team, in the way | was treated. (Rosa)

In addition, the palliative care team also acts in the recognition of psychosocial suffering,
including care for family members or close ones, and in the relief of spiritual/existential suffering.>

Palliative care also helps us, right, it mainly helps my mother, | think they advise her more.
(Tatiana)

This work that you do here is excellent, it gives us great comfort. (Carolina)

At the same time, it treats not only the patient, it also treats the patient's companion [...]
this thing, this affection, this coziness, | think it's cool in this sense, you understand [...] | really
liked having them with me in this moment, you know, it was very important to me, it was very
comforting. (Camila)

Through the palliative care team, empathic communication between patient and the assisting
team is pursued, always acting with respect and honesty towards them.>

Definitely, because the palliative care gives that feeling, that he feels more at ease to be able
to speak, to be able to communicate [...] with the palliative care, | think it's much better, you
see, his routine here at the hospital. (Joana)

| don't know why, like, a medical meeting, you work together with everybody, right, here
everybody works together [...] then the psychologist comes, you come, you see, there's the
physiotherapist, she's a physiotherapist for the elderly [...] | think it's good to get everyone
together, you know? (Daiana)

By sharing the operation among professionals, patients and family members, safety and quality
of care are enhanced, lowering the cost of this care and providing greater satisfaction among those
involved. By centralizing the care on the patient, it helps to reduce the vulnerability generated by
the disease."’

For one participant, the care was considered the same, and she stated that there was no
difference.

I honestly think it would be the same way, | haven't seen any difference [...] | don't know,
sometimes, we expected a lot more [...] in reality, for her it didn't make much difference.
(Angélica)

The caregiver is an active character in the process of sickening, participating in all stages and

assisting the patient, seeking alternatives for better care."



It is observed that a foreign participant could not report if there was a difference in the care
provided by the palliative care team, since in her country she was unaware of this approach.

I don't know, because | haven't been here long, and | don't know how it was before, | don't know.
At least, | imagine so, because of the care. (Luana)

The palliative care aims to provide a change in the relationship among health professionals,
patients and caregivers, having the expectation on the part of the team of a participation involving

the caregiver in the course of the treatment.'®

CONCLUSION

It has become possible, when seeking to investigate about the perception of family caregivers of
elderly patients about palliative care, to understand that family caregivers present some insight
into what palliative care is, they know the reasons that took their relative to be assisted by the
palliative care team and they understand that the monitoring provided by the team is distinguished
because it is a humanized, patient-centered care, with appreciation of the family caregiver.

It has been demonstrated that effective communication and support to family caregivers give
them an insight into what is offered to the patient and, consequently, to their companions.
However, among those, 18.18% (two caregivers) still presented lack of knowledge about the theme.
This situation may be due to weak communication, the patient's current condition or even a
defense mechanism. It is believed that it is important to understand this process so that better
practices can be carried out in the approach of the patient and the family caregiver by the
palliative care team.

It is concluded that, because it is a qualitative survey, the results cannot be generalized, since
they represent a phenomenon of the surveyed population, this being therefore a limitation of the

study.

REFERENCES

1. Carvalho CA, Pinho JRO, Garcia PT. Epidemiologia: conceitos e aplicabilidade no Sistema Unico
de Salde [Internet]. Sao Luis: EDUFMA, 2017 [cited 2020 Feb 13]. Available from:

https://www.unasus.ufma.br/wp-content/uploads/2019/12/isbn _epidemio01.pdf

2. World Health Organization. Planning and implementing palliative care services: a guide for
programme managers [Internet]. Geneva: WHO; 2016 [cited 2020 Feb 13]. Available from:

http://apps.who.int/iris/bitstream/10665/250584/1/9789241565417 -eng, pdf



https://www.unasus.ufma.br/wp-content/uploads/2019/12/isbn_epidemio01.pdf
http://apps.who.int/iris/bitstream/10665/250584/1/9789241565417-eng,pdf

3. International Association for Hospice & Palliative Care. Palliative care definition [Internet].

Houston: IAHPC; 2018 [cited 2020 Feb 13]. Available from: https://hospicecare.com/what-we-

do/projects/consensus-based-definition-of-palliative-care/definition/

4. Capelas ML, Silva SCFS, Alvarenga MISF, Coelho SP. Cuidados paliativos: o que é importante saber.
Patient Care [Internet]. 2016 May [cited 2020 Feb 13]; 17-21. Available from:

https://www.researchgate.net/publication/305659147 Cuidados Paliativos O que e importante s

aber
5. Carvalho RT, Parsons HA, organizadores. Manual de Cuidados paliativos ANCP [Internet]. 2nd ed.
Sao Paulo: ANCP; 2012 [cited 2020 Feb 13]. Available from:

https://paliativo.org.br/download/manual-de-cuidados-paliativos-ancp/

6. Hudson P, Payne S. The future of family caregiving: research, social policy and clinical practice.
In Hudson P, Payne S, editors. Family carers in palliative care: a guide for health and social care
professionals. New York: Oxford University Press; 2009. p. 277-303.

7. Ferreira TPS, Sampaio J, Oliveira IL, Gomes LB. The family in mental health care: challenges for
the production of lives. Saude Debate. 2019 Apr/June; 43(121):441-9. DOI: 10.1590/0103-
1104201912112

8. Zanardo L, Valente MLLC. Family and gender in contemporary. Rev Psicol UNESP [Internet]. 2009
Mar [cited 2020 Feb 13]; 8(2):12-6. Available from:

http://seer.assis.unesp.br/index.php/psicologia/issue/view/58

9. Aradjo MGO, Dutra MOM, Freitas CCSL, Guedes TG, Souza FS, Baptista RS. Caring for the carer:
quality of life and burden of female caregivers. Rev Bras Enferm. 2019 May/June; 72(3):728-36.
DOI: 10.1590/0034-7167-2018-0334

10. Santos FM. Analise de conteldo: a visao de Laurence Bardin (Resenha). Rev Educ [Internet].
2012 May [cited 2020 Feb 13]; 6(1):383-7. Available from:

http://www.reveduc.ufscar.br/index.php/reveduc/article/view/291/156

11. Endo ACB, Roque MAB. Attention, memory and perception: a conceptual analysis of
Neuropsychology applied to advertising and its influence on consumer behavior. Intercom Rev Bras
Ciénc Comun. 2017 Jan/Apr; 40(1):77-95. DOI: 10.1590/1809-5844201715

12. The WHOQOL Group. The World Health Organization Quality of Life Assessment (WHOQOL):
position paper from the World Health Organization. Soc Sci Med. 1995 Nov; 41(10):1403-9. DOI:
10.1016/0277-9536(95)00112-K

13. Cavalcanti AES, Mourao Netto JJ, Martins KMC, Rodrigues ARM, Goyanna NF, Aragao OC.
Perception of family caregivers regarding palliative care. Arq Ciénc Saude. 2018 Jan/Mar; 25(1):24-

8. DOI: 10.17696/2318-3691.25.1.2018.685


https://hospicecare.com/what-we-do/projects/consensus-based-definition-of-palliative-care/definition/
https://hospicecare.com/what-we-do/projects/consensus-based-definition-of-palliative-care/definition/
https://www.researchgate.net/publication/305659147_Cuidados_Paliativos_O_que_e_importante_saber
https://www.researchgate.net/publication/305659147_Cuidados_Paliativos_O_que_e_importante_saber
https://paliativo.org.br/download/manual-de-cuidados-paliativos-ancp/
http://seer.assis.unesp.br/index.php/psicologia/issue/view/58
http://www.reveduc.ufscar.br/index.php/reveduc/article/view/291/156

14. Gomes ALZ, Othero MB. Cuidados paliativos. Estud Av. 2016 Sept/Dec; 30(88):155-66. DOI:
10.1590/s50103-40142016.30880011

15. Pessalacia JDR, Silva AE, Araujo DHQ, Lacerda MA, Santos KC. Experiences of caregivers in the
palliative care and support networks. J Nurs UFPE on line. 2018 Nov; 12(11):2916-22. DOI:

10.5205/1981-8963-v12i11a236208p2916-2922-2018

16. Coelho MEM, Ferreira AC. Palliative care: narratives of suffering in listening to the other. Rev
Bioét. 2015 May/Aug; 23(2):340-8. DOI: 10.1590/1983-80422015232073

17. Paranhos DGAM, Albuquerque A, Garrafa V. Vulnerability of the elderly patient in light of the
principle of patient-centered care. Salde Soc. 2017 Oct/Dec; 26(4):932-42. DOI: 10.1590/s0104-
12902017170187

18. Cunha AS, Pitombeira JS, Panzetti TMN. Oncological palliative care: perception of caregivers. J

Health Biol Sci. 2018; 6(4):383-90. DOI: 10.12662/2317-3076jhbs.v6i4.2191.p383-390.2018

Correspondence
Silmar Maria da Silva
E-mail: silmarmaria@uol.com.br

Submitted: 04/16/2020
Accepted: 12/21/2020

Copyright© 2019 Revista de Enfermagem UFPE on line/REUOL.

h This is an open access article distributed under Attribution CC BY 4.0 Creative Commons Attribution-
ShareAlike 4.0 International License, which allows others to distribute, remix, adapt and create from their paper even
for commercial purposes, as long as due credit is given for the original creation. It is recommended to maximize the
dissemination and use of licensed materials.



https://doi.org/10.5205/1981-8963-v12i11a236208p2916-2922-2018
mailto:silmarmaria@uol.com.br
http://creativecommons.org/licenses/by/4.0/deed.en
https://creativecommons.org/licenses/by-sa/4.0/deed.en_US
https://creativecommons.org/licenses/by-sa/4.0/deed.en_US

