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The Perspective of Family Members:
Experiences and Perceptions of
Palliative Care Practice

0 Olhar dos Familiares: Experiéncias e Percepcdes Sobre a Pratica dos Cuidados Paliativos
La Perspectiva de los Familiares: Experiencias y Percepciones de la Practica de Cuidados Paliativos

RESUMO

Objetivos: compreender as experiéncias vivenciadas pelos familiares de pacientes em cuidados paliativos e
identificar os aspectos emocionais, sociais e praticos envolvidos no processo de acompanhamento e suporte
ao paciente. Métodos: Trata-se de uma pesquisa qualitativa realizada no periodo de agosto a setembro de
2025, cuidadores de pacientes que estiveram ou estao em cuidados paliativos. Para a coleta de dados, foi
empregada a técnica de Snowball, que consiste em um método de amostragem em cadeia. Para a analise
dos dados, adotou-se a proposta de Analise de Conteldo conforme Bardin. A pesquisa foi aprovada pelo
Comité de Etica em Pesquisa (CEP) da Pontificia Universidade Catélica de Minas Gerais (PUC Minas) CAAE:
CAAE 83057624.3.0000.5137. Resultados: Os familiares enfrentam sobrecarga fisica, emocional e finan-
ceira, impactando a dinamica familiar com uniao e conflitos. O suporte profissional mostrou-se muitas vezes
insuficiente, enquanto estratégias de enfrentamento, apoio espiritual e auxilio material atenuaram efeitos
negativos do cuidado. Conclusao: Os cuidados paliativos impactam profundamente pacientes e familiares,
gerando sobrecarga fisica, emocional, financeira e social aos cuidadores. Apesar das dificuldades, o cuidado
pode fortalecer vinculos familiares e promover solidariedade. Lacunas no suporte profissional evidenciam
a necessidade de estratégias integradas e humanizadas. Politicas publicas e redes de apoio sao essenciais
para oferecer suporte integral aos cuidadores. Limitacoes incluem amostra restrita, dados subjetivos e au-
séncia de acompanhamento longitudinal.

DESCRITORES: Cuidados Paliativos; Experiéncia Familiar; Cuidados ao Paciente.

ABSTRACT

Objectives: To understand the experiences of family members of patients in palliative care and to identify
the emotional, social, and practical aspects involved in the process of accompanying and supporting the
patient. Methods: This is a qualitative research study conducted between August and September 2025,
involving caregivers of patients who were or are in palliative care. The Snowball technigue, a chain sampling
method, was used for data collection. Content Analysis, as proposed by Bardin, was adopted for data analy-
sis. The research was approved by the Research Ethics Committee (CEP) of the Pontifical Catholic University
of Minas Gerais (PUC Minas) CAAE: CAAE 83057624.3.0000.5137. Results: Family members face physical,
emotional, and financial overload, impacting family dynamics through unity and conflict. Professional su-
pport often proved insufficient, while coping strategies, spiritual support, and material assistance mitigated
the negative effects of care. Conclusion: Palliative care profoundly impacts patients and families, generating
physical, emotional, financial, and social burden for caregivers. Despite the difficulties, care can strengthen
family bonds and promote solidarity. Gaps in professional support highlight the need for integrated and hu-
manized strategies. Public policies and support networks are essential to provide comprehensive support
to caregivers. Limitations include a restricted sample size, subjective data, and the absence of longitudinal
follow-up.

DESCRIPTORS: Palliative Care; Family Experience; Patient Care.

RESUMEN
Objetivos: Comprender las experiencias de los familiares de pacientes en cuidados paliativos e identificar
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los aspectos emocionales, sociales y practicos involucrados en el proceso de acompanamiento y apoyo al
paciente. Métodos: Se trata de un estudio de investigacion cualitativo realizado entre agosto y septiembre
de 2025, con la participacion de cuidadores de pacientes que estuvieron o estan en cuidados paliativos.
Se utilizo la técnica de bola de nieve, un méetodo de muestreo en cadena, para la recoleccion de datos. Se
adopto el analisis de contenido, segln la propuesta de Bardin, para el analisis de datos. La investigacion fue
aprobada por el Comité de Etica en Investigacion (CEP) de la Pontificia Universidad Catélica de Minas Gerais
(PUC Minas) CAAE: CAAE 83057624.3.0000.5137. Resultados: Los familiares se enfrentan a una sobrecarga
fisica, emocional y financiera, lo que impacta la dinamica familiar a traves de la unidad y el conflicto. El apoyo
profesional a menudo resulto insuficiente, mientras que las estrategias de afrontamiento, el apoyo espiritual
y la asistencia material mitigaron los efectos negativos de la atencion. Conclusion: Los cuidados paliativos
impactan profundamente a los pacientes y sus familias, generando una carga fisica, emocional, financiera y
social para los cuidadores. A pesar de las dificultades, los cuidados pueden fortalecer los vinculos familiares
y promover la solidaridad. Las deficiencias en el apoyo profesional resaltan la necesidad de estrategias inte-
grales y humanizadas. Las politicas publicas v las redes de apoyo son esenciales para brindar apoyo integral
a los cuidadores. Las limitaciones incluyen un tamano muestral limitado, datos subjetivos y la ausencia de
seguimiento longitudinal.

DESCRIPTORES: Cuidados Paliativos; Experiencia Familiar; Atencion al Paciente.
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he term ‘palliative,” derived

from the Latin pallium ("cloak,’

"protection”), refers to the act
of supporting those who suffer. The
WHO initially defined Palliative
Care in 1990 as comprehensive care
for patients who do not respond to
curative treatments, prioritizing the
quality of life of the patient, family,
and caregivers. In 2002, it expanded
the concept, describing it as a multi-
disciplinary approach aimed at peo-
ple with life-threatening illnesses,
focusing on alleviating suffering and
addressing physical, psychological,
social, and spiritual dimensions®.

Multidisciplinary work involves
the biopsychosocial model that pro-
motes comprehensive care includ-
ing physical, emotional, social, and
spiritual dimensions, aligned with
humanized care. It highlights the
importance of strong bonds between
professionals, patients, and family
members, recognizing that psycho-
logical well-being involves the entire
care nucleus. Evidence shows that
positive therapeutic relationships in-
crease acceptance, strengthen emo-
tional security, and, in cases of chron-
ic pain, can even reduce the need for
opioids. ?

In the Brazilian context, signif—
icant advances have been observed
in the last decade in Primary Health
Care (PHC), a level of care charac-
terized by first contact access, com-
prehensiveness, longitudinality, coor-
dination of care, and a focus on the
family and community, in addition to
cultural competence. **5

In this scenario, home care has
gained prominence in dehospitaliza-
tion, especially for patients in pal-
liative care. In addition to reducing
costs, it allows care to take place in a
familiar and welcoming environment,
fostering bonds and understanding
of the family's needs. This proximity
provides emotional and practical sup-
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port at a time of great fragility.®

In palliative care, family members
can feel supported and secure when
welcomed by the team, but they also
face emotional challenges, physical
overload, and financial and social dif-
ficulties. The quality of care depends
on clear communication, appropriate
guidance, respectful farewells, and
ongoing support. Measures such as
emotional support, training, and sup-
port policies are essential to reduce
overload and make care more humane
and sustainable. 7

Thus, the family plays a central
role in providing emotional support
and stability, which strengthens the
patient's health and promotes ad-
herence to treatment. However, they
also experience significant suffering,
marked by fear, anguish, sadness, and
anticipatory grief. ®

Corroborating the authors, the
evidence highlights the need for mul-
tidisciplinary support that addresses
the physical, emotional, and psycho-
logical dimensions of patients and
families. However, there is still little
literature on humanized care focused
on families, indicating the impor-
tance of research that explores their
experiences and needs in palliative
care.

This study aims to understand the
experiences of family members of pa-
tients in palliative care and identify
the emotional, social, and practical
aspects involved in the process of ac-
companying and supporting the pa-
tient.

This is a qualitative, exploratory,
and descriptive study aimed at un-
derstanding family members' percep-
tions of palliative care by listening to
their narratives. Data collection took
place in October 2025 with 10 family
caregivers selected using the snowball
technique, which is suitable for ac-
cessing specific groups with relevant
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experience. The sample was defined
by data saturation. Family members
of patients in palliative care, aged 18
years or older, who consented to par-
ticipate were included. Those with
verbal or cognitive communication
difficulties or who did not complete
their participation were excluded.
There were no dropouts or com-
plications during data collection. All
family members participated volun-
tarily, through an informed consent
form, answering all questions, with
guarantees of ethics, privacy, and
confidentiality. The information was
obtained
interviews using a self-administered

through semi-structured
questionnaire, conducted between
August 18 and 21, 2025, with a to-
tal of 12 participants identified as
CAREGIVER 1, 2, 3..., aged between
27 and 82 years, four of whom were
male.

The following guiding questions
were used regarding the experiences
of family members of patients in pal-
liative care:

1.What do you understand about

Palliative Care (PC)?

2.How would you describe your

experience as a family member of a

patient in palliative care?

3.What were the main emotional

challenges you faced while accom-

panying the patient?

4.How did palliative care impact

family dynamics and interpersonal

relationships?

5.What types of support—whether

emotional, spiritual, professional,

or other—were most significant du-
ring this period?

6. Were there any practical difficul-

ties in the daily care of the patient?

If so, how did you deal with such

situations?

7.1s there anything else you would

like to mention?

The interpretation of the state-
ments was performed using Bardin's
Content Analysis, which uses system-
atic procedures to describe and inter-
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pret messages. The analysis followed
three stages: pre-analysis, exploration
of the material, and treatment of the
results, including inference and inter-
pretation (Bardin, 2016).

The interviews were transcribed
verbatim and the participants were
identified as Caregiver 1, 2, 3, etc.,
ensuring confidentiality and impar-
tiality. The data were organized into
three categories of analysis, allowing
for an understanding of the emo-
tional, social, and practical aspects
of family experiences in palliative
care. The research, conducted by
NUPES, followed the ethical stan-
dards of Resolutions 466/2012 and
510/2016. The study was approved
by the CEP of PUC Minas (CAAE
No. 83057624.3.0000.5137), and all
participants signed the TCLE and the
Confidentiality Agreement.

Palliative care aims to promote
comfort and quality of life for pa-
tients with serious illnesses by offer-
ing clinical, emotional, social, and
spiritual support. The study showed
that family members play an essential
role in care but face significant physi-
cal, emotional, and financial burdens,
as well as changes in family dynamics.
12

This section was organized into
three emerging thematic categories,
which will be presented and discussed
based on the scientific literature in
order to contextualize the findings in
the field of home palliative care.

= Family Overburdening in

Palliative Care: Physical, Emotional,

and Financial Aspects

In situations of incurable diseas-
es, the priority is to ensure patient
comfort, while the family caregiver
faces overload, emotional exhaustion,
conflicts, and financial difficulties.

Zhang (2023) highlights the need for

19000 saidecoletiva = 2026; (17) N.104

strategies that promote understand-
ing of care, culturally appropriate
education about death, and strength-
ening of family and social support in
palliative care. ¥
It is noted that family members
face burdens that go beyond emotion-
al support. Respondents described
the experience as “physically heavy”
and “financially heavy, emphasizing
the need to have “at least one person
available 24 hours a day for care.”
The financial impact is also signifi-
cant, especially given the costs related
to the purchase of diapers, diets, med-
ications, and the hiring of support
professionals, such as nursing tech-
nicians. Emotionally, the experience
is described as “wearing on family
relationships,” generating feelings of
helplessness and sadness. The search
for spiritual strength was also noted.
These findings highlight the im-
portance of also focusing on the
caregiver, recognizing their overload
and the need for comprehensive sup-
port—physical, emotional, social, fi-
nancial, and spiritual.
".its a little heavy physically...
heavy financially, right, diapers,
diet, medication, and for those
who stayed with her more than my
mother, to be able to go out, they
had to pay someone... so you really
have to be financially prepared...”
(CAREGIVER 1).
“The biggest difficulty was the
availability of everyone in the
Jamily to take care of him.”
(CAREGIVER 5)
".. There was a family dispute
over who would be the decision
maker' regarding my father’s care.”
(CAREGIVER 6)
" cdung to God, I thought
it would pass and that every-
thing would be fine in the end.."
(CAREGIVER 7)

The burden on informal caregivers
is influenced by fragile family rela-
tionships, lack of support, poor socio-

economic conditions, and direct con-
tact with patients in palliative care,
increasing stress and conflict. It is also
noteworthy that women predominate
as caregivers, reflecting a culturally as-
signed role. '

Despite the difficulties, satisfac-
tion in caring and material support
can alleviate the negative impacts of
the role. Therefore, there is a need for
public policies and actions that offer
comprehensive support to caregivers,
covering emotional, social, financial,
and psychological aspects. '

Thus, have demands
that go beyond the physical and emo-

caregivers

tional aspects, including financial dif-
ficulties and socioeconomic barriers
that restrict access to materials and
professional support. This reinforc-
es the need for comprehensive assis-
tance and indicates the importance of
research aimed at improving policies
for informal caregivers. '

It should be noted that, in this cat-
egory, the burden on family members
in palliative care encompasses physi-
cal, emotional, financial, and social
aspects, affecting well-being and fam-
ily dynamics. Coping strategies, spir-
itual support, and material resources
help to reduce these impacts, rein-
forcing the need for comprehensive
support and policies that value care-
givers.

Impacts of Palliative Care on Fa-
mily Dynamics: Conflicts and Unity

Palliative care transforms family
dynamics, initially strengthening the
bond between members, but as the
process progresses, it can generate
conflicts, especially in the division of
responsibilities. This reality requires
constant adjustments to the routine,
as caregivers seek to balance patient
care with the preservation of their
own health and well-being.

The participants' reports confirm
the duality described in the literature:
palliative care acts as a "watershed" in
family dynamics. While some family
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members become more united and
collaborative, others face conflicts, es-
pecially due to the difficulty in shar-
ing responsibilities. Feelings of guilt,
tension, and, in some cases, tempo-
rary unity arise, giving way to es-
trangement after the patient's death.

As follows:

"The day before my father died,
we reached an agreement, but as time
passed, it was a watershed moment
for my siblings and me..." (CARE-
GIVER 6).

“The biggest difficulty was the
availability of everyone in the
family to take care of him.”
(CAREGIVER S)

“Interpersonal relationships were
positive on the one hand... but
there were also arguments... In
addition to dealing with the sick
patient, we also had to deal with
our family...” (CAREGIVER 12)
".. Palliative care brought our
Jfamily even closer together... At
the same time, there were chal-
lenges in dividing responsibili-
ties.." (CAREGIVER 9)

“We tried to do our best, but
some family members had diffi-
culties sharing responsibilities...”
(CAREGIVER 11)

".. We felt somewhat guilty for
not having that time available...”
(CAREGIVER 1)

".. My family went through a
strong union, but after the death...
the family drifted apart and to-
day we no longer have contact...”

(CAREGIVER S).

The data show that the disease
has a profound impact on the family
unit, generating tension, emotional
vulnerability, and, often, an unequal
division of care, which leads to over-
load and conflict. This reveals the
delicate relationship between caring
for the patient and managing family
dynamics.

In this context, understanding the
needs and coping strategies of care-

Original Article

Fernanda CA Reis, Santana JCB, Silva KR, Galdino CS, Silva GB, Sousa LDM
The Perspective of Family Members: Experiences and Perceptions of Palliative Care Practice

givers becomes essential for the appli-
cation of the Calgary Family Assess-
ment Model (CFAM). Through the
genogram and ecomap, the CFAM al-
lows the identification of risk factors
that affect the family, supports the
planning of interventions, promotes a
balanced division of responsibilities,
and guides care actions directed at
family demands.

Thus, nurses play a fundamental
role in mitigating family suffering.
During the nursing consultation, the
application of the CFAM, through
interviews with the patient and their
family members, makes it possible to
identify the real needs of the family
and understand the composition of
their social support network, guiding
targeted interventions and promoting
more comprehensive care.

[©1 Challenges in Profession-
al Support for Family Members of

Patients in Palliative Care

To promote a health approach fo-
cused on improving quality of life, it
is essential to have caregivers, usually
informal, such as family members or
friends, who take on the care due to
their emotional bond. These caregiv-
ers need social and professional sup-
port to strengthen their well-being
and develop coping skills in the face
of the demands of care:

Thus, it is clear that nurses play
a fundamental role in directing at-
tention to caregivers, using effective
their
needs, support networks, and avail-

communication, identifying
able services, in addition to providing
guidance on task delegation and nav-
igating the healthcare network. The
role of nursing is essential in promot-
ing integrated care.”’

The findings of this study reveal
that professional support is not al-
ways effective. Participants reported
difficulties in accessing follow-up care
from nurses, physical therapists, and
speech therapists, which is considered
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essential, and cited situations of fail-
ure in care, such as “erroneous pro-
cesses in the hospital environment.”

In other cases, support was simply
not available, as families were dealing
with multiple stressful events simul-
taneously. Some participants also
reported that the professional team
showed a lack of empathy and invad-
ed family privacy. These reports high-
light the need for more comprehen-
sive support, capable of serving not
only the patient but also the caregiver,
recognizing their emotional, practi-
cal, and social demands.

".. T was able to detect several
wrong processes in the hospital en-
vironment, such as the lack of po-
sition changes... which led o pres-
sure injuries.” (CAREGIVER 3).
“We had no support during that
period... we had to deal with
the Vale dam in Brumadinbo...”
(CAREGIVER 3)

".. The indifferent way that nurse
spoke to my mother without pa-
tience affected me... my mother
is gone and the employee is still
here. I wonder how many others
she will treat like that..." (CARE-
GIVER 10)

".. I don't think its a good idea
for a family member to accompa-
ny the patient in the ICU... The
environment didn't help, the pro-
fessionals talked too loudly, they
invaded the family’s privacy, and
there was no empathy on the part
of the professionals...” (CARE-
GIVER 7).

Humanization policies recognize
that support for caregivers is essen-
tial, not only for patients, especially
in contexts of vulnerability. The find-
ings reveal technical failures, such as
the absence of position changes; sys-
temic failures, due to the lack of in-
stitutional support; and interperson-
al and structural failures, involving
insensitive communication and dis-
respect for privacy. These gaps show
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that the presence of family members
only contributes to humanized care
when there is professional training
and protocols that integrate caregiver
support. *

In this sense, extending care to
the home through dehospitalization
strategies represents an advance in
primary health care, allowing for con-
tinuous and personalized monitoring
of patients in palliative care. This ap-
proach contributes to reducing hos-
pital costs, promotes greater physical
and emotional comfort, and enables
professionals, already familiar with
the history of the patient and their
family, to offer more comprehensive
and humanized care.

In addition, home care helps min-
imize gaps related to financial sup-
port, the caregiver's emotional needs,
lack of empathy, and inadequate
communication, as well as preventing
technical failures, such as the absence
of decubitus changes, and systemic
and structural gaps observed in hos-
pital settings. Thus, the integration
of specialized palliative care, primary
care, and formal and informal support
networks favors person-centered care,
patient safety, and caregiver well-be-
ing, promoting humanized and effec-
tively coordinated practices.

In this category, it is observed that
professional support for caregivers is
often insufficient, with technical fail-
ures, inadequate communication, and
lack of follow-up. The role of nurses
and integrated home care are essential
to providing humanized care, safety,
and well-being to both the patient
and the family.

The findings of this research show
that palliative care has a profound im-
pact on both patients and their fam-
ilies, highlighting the physical, emo-
tional, financial, and social burden
faced by caregivers. It was observed
that, despite the difficulties and con-
flicts that arise in the family contexe,
the experience of caregiving can also
strengthen bonds and promote soli-
darity among family members.

In terms of professional support,
the data point to significant gaps in
the care offered to family members,
including technical failures, insuf-
ficient follow-up, and inadequate
which

the need for integrated and human-

communication, reinforces
ized care strategies. The role of nurs-
es, through the assessment of family
needs and guidance on available re-

sources, is essential to mitigate nega-
tive impacts, promote well-being, and
support family dynamics.

The results highlight the impor-
tance of public policies and institu-
tional actions that recognize informal
caregivers as a central element of care,
offering emotional, social, financial,
and technical support. In addition,
the integration of specialized palli-
ative care, primary care, and formal
and informal support networks is
strategic to ensure safe, comprehen-
sive, and humanized care, benefiting
both patients and those who accom-
pany them.

Study limitations: This study has
limitations related to the restricted
sample, composed of family members
of patients linked to a single home
palliative care service, which may lim-
it the generalization of the findings.
In addition, the data were collected
through subjective reports, subject to
individual memory and perception,
which may influence the interpreta-
tion of experiences. Finally, the ab-
sence of longitudinal follow-up pre-
vents the analysis of changes in family
dynamics and caregiver burden over
time.
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