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Abstract

Background: Family is a crucial social institution in end-of-life care. Family caregivers are
encouraged to take on more responsibility at different times during the illness, providing
personal and medical care. Unpaid work can be overburdening, with women often spending
more time in care work than men.

Objectives: This study explored multiple views on the family’s role in end-of-life care from

a critical perspective and a relational autonomy lens, considering gender in a socio-cultural
context and applying a relational autonomy framework. It explored patients, relatives and
healthcare providers’ points of view.

Design: This qualitative study was part of the iLIVE project, involving patients with incurable
diseases, their relatives and health carers from hospital and non-hospital sites.

Methods: Individual interviews of at least five patients, five relatives and five healthcare
providers in each of the 10 participating countries using a semi-structured interview guide
based on Giger-Davidhizar-Haff's model for cultural assessment in end-of-life care. Thematic
analysis was performed initially within each country and across the complete dataset. Data
sources, including researchers’ field notes, were translated into English for international
collaborative analysis.

Results: We conducted 158 interviews (57 patients, 48 relatives and 53 healthcare providers).
After collaborative analysis, five themes were identified across the countries: family as a finite
care resource, families” active role in decision-making, open communication with the family,
care burden and socio-cultural mandates. Families were crucial for providing informal care
during severe illness, often acting as the only resource. Patients acknowledged the strain

on carers, leading to a conceptual model highlighting socio-cultural influences, relational
autonomy, care burden and feminisation of care.

Conclusion: Society, health teams and family systems still need to better support the role

of family caregivers described across countries. The model implies that family roles in
end-of-life care balance relational autonomy with socio-cultural values. Real-world end-
of-life scenarios do not occur in a wholly individualistic, closed-off atmosphere but in an
interpersonal setting. Gender is often prominent, but normative ideas influence the decisions
and actions of all involved.
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Introduction

Family is a culturally universal social institution.
Its definition is debated and evolves to a varying
degree across cultures, countries and religions,
but the family is mainly seen as an interconnected
unit of supportive and interactive people.! Family
can include immediate blood relatives, people
connected by emotional bonds, close neighbours
and even companion animals.? Family carers are
encouraged to take on more responsibility in car-
ing for dying family members, such as providing
personal and medical care.? Families can either
endorse or disagree with care efforts in palliative
care, making them central to patient care.
Families are also seen as recipients of care within
palliative care, although in their double role as
carers and cared for, the latter may be given less
priority.*

As societies age, there will be a growing demand
for palliative care in old age and an ageing popu-
lation of family carers. In this context, family car-
egiving is the care given at home by an informal
carer — a family member, friend or fictive kin —
who gives some care to an older adult with whom
they have a relationship.’> Learning how to offer
such care with little expertise can be difficult,
causing anxiety and tension. It can exacerbate an
already tense, stressful and insecure setting,
potentially leading to bad experiences or conse-
quences.? Reports show that carers not supported
by specialists frequently lose control of the situa-
tion, causing negative experiences.®

In this setting, where families are involved in
care and decision-making, an approach to end-
of-life care that emphasises solely autonomy
principles without considering the relational
context does not fully capture the complexity
of patients’ preferences and experiences.”
Relational autonomy is often interpreted as a
reaction to individualistic accounts derived from
various philosophical sources. In end-of-life
care, a relational account of autonomy has been
advocated as a more appropriate approach.
Relational autonomy has been proposed as a
foundational concept for palliative care, shared
decision-making and advance care planning. A
relational understanding of autonomy considers
the individual’s social reality in decisions. The
analysis of end-of-life practices places the patient
at the centre, interacting directly with healthcare
providers and the environment (i.e. family,
friends and communities).8

Moreover, a significant interplay exists between
healthcare providers and the relational environ-
ment, eventually affecting the patient. These
interactions do not occur in a void but in a par-
ticular socio-cultural context that shapes them.
Relationships, expectations and constraints are all
conditioned by the social and cultural framework
in which they occur.?

A recent scoping review has shown that taking on
the responsibilities of a family carer is not stress-
free and might lead to a ‘burden’ from the
accepted duty.19 Usually, women’s quality of life
is negatively affected, and they become almost
‘invisible’ to the health care system.!0

Family caregivers often assume different respon-
sibilities and roles without preparation or with
insufficient knowledge of the roles or tasks.
Reigada et al. associated the family caregiver’s
role with decision-making, describing it as the
‘Decider at the end-of-life’. The role often leads
to a sense of obligation and anguish, especially
regarding medical decisions. Female carers are
more likely to experience burnout and receive less
help from other family members. Researchers
argue that this feminisation of the role should be
characterised as a socio-cultural process of patri-
archy, inequitable power distribution, social dis-
parity and various types of inequity beyond
sex.%11:12 In this context, gender plays an impor-
tant role, understood as ‘the social, cultural and
symbolic construction of femininity and mascu-
linity in any given society’.5

Healthcare staff and family members are often
closely involved in providing care for the patients
and are all individuals who can influence and be
influenced by the patient’s decisions.” The family
participates in communications and decision-
making, manages health resources and provides
emotional support.!! However, family care is
unpaid work, often overburdened, needs to be
more evenly distributed and has different stake-
holders responsible for its provision.!? Paid and
unpaid care work is at the heart of humanity and
our societies. Women typically spend dispro-
portionately more time in unpaid care work
than men, irrespective of location, class and cul-
ture.'* Abel and Kellehear’s ‘95% rule’ suggests
that very sick and dying individuals receive care
from healthcare services less than 5% of the
time in their last year of life, with the remaining
95% relying on family, friends or non-health
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professionals.!> However, women’s caregiving
largely remains invisible and underappreciated.!®

Society, in general, also plays an essential role in
developing values such as dignity, responsibility
and respect for the vulnerable. Layered support
from social policies and organisational culture is
needed to enable changes in everyday profes-
sional attitudes and practices.!® The Lancet
Commission’s report on the value of death argues
for a better system of death and dying where care
networks lead to support for people dying, caring
for and grieving.!”

Socio-cultural mandates are societal values and
meanings assigned to specific roles and practices
within a community. These are determined by
socio-historical and cultural factors and are inter-
nalised and naturalised. Two significant stereo-
types in patient care are familiarisation and
feminisation, where family members, healthcare
providers and women are expected to take care of
the patient, ensuring their participation.!8

We are supposed to understand palliative care as
‘an approach that improves the quality of life of
patients and their families’ at a time of intense
need. In that case, gender must be included as a
category of analysis when conducting further
research in this area. Furthermore, many govern-
ments, healthcare systems and social institutions
only provide limited assistance to family carers,
exacerbating the distress and anxiety imposed by
such situations.® It is crucial to develop sensitive
research skills and socio-cultural knowledge in
end-of-life care to understand better how socio-
cultural issues affect illness experience and care.!®

This study aimed to explore and understand mul-
tiple views of the family’s role in end-of-life care
from a critical perspective, considering gender in
a socio-cultural context and applying a relational
autonomy framework.® We explored patients’,
relatives’ and healthcare providers’ points of view.

Methods

Study design

This analysis is part of the iLIVE project (funded
by the European Union’s Horizon 2020
Programme), which aimed to describe experiences
at the end of life for patients with advanced chronic,
life-threatening illnesses and their families in
Argentina, Germany, Iceland, The Netherlands,

Norway, Slovenia, Spain, Sweden, Switzerland
and the UK. In addition, we aimed to build a bet-
ter understanding of culture-related issues con-
cerning family support at the end of life in each
iLIVE participating country. This qualitative study
was embedded in the iLIVE cohort study. Please
refer to the protocol article related to this study for
further details about the study’s setup.2°

Study population

Recruited patients with incurable diseases receiv-
ing palliative care and their relatives and health
carers were invited for an in-depth interview. In
each of the 10 participating countries, at least 5
patients, 5 relatives and 5 healthcare providers
were interviewed. Eligible patients were identified
using a modified version of the Gold Standards
Framework Proactive Identification Guidance
with the surprise question (SQ)?! and the
Supportive and Palliative Care Indicators Tool?2
for identifying general and disease-specific inclu-
sion criteria. The SQ enquires about the physi-
cian’s surprise if a patient dies within 12 months,
which was adjusted to 6 months in our study.

Patients were recruited in hospital departments
(general wards or specialist palliative care units)
and non-hospital sites (hospices, home-based
care, nursing homes, long-term care clinics). We
used a purposeful convenience sampling tech-
nique involving diverse healthcare professionals
and patients of varying ages, diseases and gen-
ders, considering the complexity and diversity of
end-of-life experiences. Physicians at the partici-
pating sites assessed patients’ eligibility and
recruitment. Patients under 18 years old, unaware
of the unlikelihood of recovery, or unable to pro-
vide informed consent were excluded from par-
ticipation. All participants in the study were
provided with understandable oral and written
information on the study in the country’s lan-
guage and had written informed consent.

Data collection

The interviews were conducted face-to-face, by
telephone or via videoconferencing, depending on
the setting facilities and participants’ preferences
amid the pandemic. They were semi-structured
using a topic guide based on Giger—Davidhizar—
Haff’s model for cultural assessment in end-of-life
care,?? the affective, behavioural, cognitive and
dynamics of difference (ABCD) model?* and per-
ception of disease questions.?> The model
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Figure 1. The contextual framework for qualitative analysis.

postulates that each individual is culturally unique
and should be assessed based on six cultural phe-
nomena: (a) communication, (b) space, (c) social
organisation, (d) time, (e) environmental control
and (f) biological variations. For each group,
patients, family members and healthcare provid-
ers, a topic guide was developed based on the one
for patients (Supplemental Appendix 1). The
guide explored the following domains: (a) percep-
tion of illness; (b) space — family; (¢c) communica-
tion; (d) environmental control, (e) social
organisation — spiritual comfort and transcenden-
tal belief; (f) time orientation and (g) emotional
and physical pain and suffering.

We prepared extensively to ensure sensitivity to
different views in the interviews and multi-per-
spective analysis across countries. We produced a
comprehensive work plan, protocol, interview
manual and online training for interviewers, dis-
cussing methodological difficulties. Interviews
were collected in parallel waves across nations,
with monthly comparisons to stay updated on
discoveries. The transcripts in each country’s lan-
guage were analysed at three levels: within each
country, within three sub-groups and across all
countries. Similarities in mother tongue
(Scandinavian, English and Spanish speakers)
were used to create these sub-groups. Participants
were recruited to the study between February
2020 and October 2021.

Data analysis

A reflexive thematic approach was used to analyse
the qualitative interview data. Braun and Clarke’s
six-step process?® was used to organise the data
into meaningful themes. This consisted of (1)
familiarisation with the interview transcripts, (2)
initial coding, (3) identification of themes, (4)
review of themes, (5) definition of themes and (6)
writing up.

Each country’s research team contributed to
first-phase analyses, including coding and iden-
tifying possible themes from all data sources
and researchers’ field notes. Researchers trans-
lated themes and codes into English. Two
researchers (VAT and VIV) designed the con-
textual framework for qualitative analysis
(Figure 1). We critically reflected on how rela-
tional autonomy can serve as a touchstone for
dealing with end-of-life complexities, integrat-
ing different socio-cultural contexts.” Humans
are not isolated; they are part of a complex net-
work of relationships with other humans and a
specific cultural setting.

Researchers from Argentina, Spain and Germany
studied local interviews and patients’ words to
identify dying and end-of-life care themes. They
created a shared codebook with high-level themes
and sub-themes distributed to all participating
countries. The thematic analysis uncovered

journals.sagepub.com/home/pcr


http://journals.sagepub.com/home/pcr

VA Tripodoro, VI Veloso et al.

Table 1. Socio-demographic characteristics of 158 interview participants.

Country Patients Relatives Healthcare providers

n Mean Gender Living n Mean Gender Bond: Living n Mean Gender Profession: Setting

age female/ with the age female/ children/ with age female/ doctor/ hospital/
male family male partner/ the male nurse/ hospice/PC
other patient other homecare

AR 6 67 3/3 4 6 543  3/3 2/2/2 5 6 54 412 4111 3/1/2
GER 10 675  6/4 3 5 56.6  3/2 2/21 2 6 43 3/3 1/3/2 6/0/0
IS 5 74 3/2 2 5 61 2/2 2/1/0 2 5 57.8 5/0 1/3/1 5/0/0
NO B 60.6  2/3 4 5 498 4/ 3/2/0 5 5 438 3/2 1/4/0 5/0/0
SP 5 728  3/2 3 5 456  3/2 2/2/1 2 5 438 3/2 3/2/0 0/5/0
NL 5 76 2/3 2 5 59.6  4/1 3/11 4 5 57 2/* 2/3/0 3/2/0
UK 5 718  3/2 4 5 50 3/2 1/*/* 1 5 * 5/0 2/3/0 3/2/0
SWI 6 60 3/3 4 6  4b4 51 4/2/0 5 5 482 3/2 1/2/2 5/0/0
Sl 5 744 2/3 4 5 628 4/ 3/2/0 3 5 5425 5/0 1/3/1 Lf*[*
SWE 5 724  2/3 3 5 61.1 5/ 3/3/0 3 6 518 4N 1/4/0 0/5/0
Total 57 70.8  28/29 34 52 555 35/16 24/18/4 29 52 523  28/11 17/24/6 35/10/2

*Missing data.
AR, Argentina; GER, Germany; IS, Iceland; NO, Norway; SP,
Sweden.

Spain: NL, Netherlands; UK, United Kingdom; SWI, Switzerland; SI, Slovenia; SWE,

patterns and processes, revealing how people
perceive, assess and reflect on experiences, con-
cerns, expectations and preferences. The multi-
perspective analysis involved iterative activities at
various levels, including within each country,
within sub-groups and between all countries.
Regular meetings and workshops were organised
for inductive analysis. The study focused on fam-
ily domains, coding reported needs, preferences
and values, and exploring links between family
support, communication and decision-making.
At least two researchers from each country coded
the data. The depth of engagement was crucial
for quality coding. We followed the Consolidated
criteria for reporting qualitative research: a
32-item interview checklist?” (Supplemental
Appendix 2).

Results

We conducted 158 in-depth interviews (57 with
patients, 48 with relatives and 53 with healthcare
providers). Table 1 describes the socio-demo-
graphic characteristics of the population and the
bonds with the person cared for. Interviews with

patients and family members lasted 60—140 min,
while with healthcare providers, they lasted
approximately 30 min.

These results integrate the perspectives of
patients, families and professionals. Gender is
considered, and age is given as under or over
50years in quotes to protect anonymity. The
mean age of the patients was 70.8years, and of
the caregivers, 55.5years, mostly women (67%).
The collaborative analysis will result in five
themes for their experiences with end-of-life care:
(1) Family as a finite care resource; (2) families in
decision-making; (3) communication with the
family; (4) care burden and (5) Socio-cultural
mandates.

Family as a finite care resource: ‘| have to be

the one who does everything’

Being faced with death, patients valued the
accompaniment of the family. Family members
started to do other and more things than before,
and bonds were restored for most, allowing many
to become closer.
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My family plays a significant role because they
accompany me throughout the whole process,
and they accompany me in what I need most. So,
the role played by the family is crucial. (AR_M_age
under 50_ Hospital inpatient)

Family members experienced this increased
intensity likewise and often reported a challenge
to continue their everyday lives, as their involve-
ment in the care of their dying relative took over
many parts of their lives.

He is totally dependent on me regardless of
where he is. At home, he needs me around for
practical reasons all the time. At the hospital, he
needs me to convey new information to his family,
communicate with different public offices and
institutions, and with the home care nurses because
he does not have the strength to do this himself
anymore. So, his disease affects all parts of my
life. INO_F_age under 50_partner)

Family members were the main source of care,
and they described changes in several life domains.
They noted the difficulty of these changes and
expressed concerns about growing dependency.
Family members, mostly women of all ages, were
involved in the organisation of care, practical
issues, support, decision-making and communica-
tion within their families and with professionals.

I stopped seeing him as the protective husband, the
man of the house; that change of roles was a job of
saying, well, now I have to be the one who generates
the money, who generates the maintenance, the
cooking, who does everything. (AR_F_age over
50_partner)

Health professionals identified the family as the
only finite resource of care and reported chal-
lenges with missing and complex relationships,
which complicated the provision of care.

Thus, it is really challenging when the patient
has no close relatives or if they are in constant
conflict, which is very often the case. Above all,
difficult family relationships are the biggest problem.
(SI_F_age over 50_ nurse_hospital)

Families” active role in end-of-life decision-
making: "My wife knows more than | do’

Patients’ reflections showed that they relied on
family members for decision-making concerning
care and more.

My wife knows more than I do. (. ..) We have
discussed things, and they know what I want.
(NL_M_ age over 50_ home)

I have told my partner where I want to be buried,
and I have made a will, and I will write the white
archive here, write about it. (SWE_F_age over
50_home)

Family members became the voice of the
patients. They were the agents that could
include the dying person’s experience in
decision-making.

I will be in everything, and I like to be involved
in those decisions, but it was clear to me that he
had to make them. (SP_ M_age under 50_
Ex-partner)

It is all very well to have a professional perspective
that can provide information. But there is an
experience thatis yours, thatis his (patient’s),
that is also part of the decision, and that is not
so simple. (AR_F_age over 50_partner)

This included decisions that sometimes led to
being less close to each other to relieve the pres-
sure on the family caregivers.

To be honest, it was a relief for them when I
went into a nursing home. (. . .) Now, we have
friendly relationships. If I were at home, we wouldn’t
have. One seems to get tired of it. (SI_F_age over
50_nursing home)

Although challenging, the decisions made reas-
sured and empowered patients and families.
Some carers wanted decisions in writing.

I wanted to have it in writing because I was
under pressure from the doctor (...) I
remember he wrote me a NOj; it was hard for her.
I remember putting a sign to cross out the wrong
thing, but the doctor told me he is not fully aware
of what it is like to die by drowning; it is not valid.
Unless he makes an advance directive at the onset
of the disease. (AR_F_age over 50_partner)

Healthcare providers expressed that they included
families in decisions as much as possible.
However, they also recognised situations in which
they ensured that patients would have the last
word unless they were too ill to make decisions
any longer.
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A negative situation is especially when you can’t
reach an agreement, when the relatives definitely
don’t think their partner should be allowed to die,
or should get another chemotherapy (. . .) and the
patient stands in between and doesn’t know what to
decide. In this situation, as long as the patient is
capable of judgment, he ultimately decides.
The question is whether he can assert himself
against his relatives. (. . .) So then we go one step
further to find out what the patient’s wish is, and
then take that back to the relatives to tell them that’s
what the patient has decided. (SWI, F, age over 50,
social worker at Hospital Palliative Care Unit)

Open communication with the family:

Anticipating what can happen and how it will
happen’

Regarding communication with the family in our
study, patients preferred to protect their families
to avoid suffering.

(.. .) Ineeded an outlet for me to be able to process
what wasn’t going to hurt the people I love.
(UK_F_age over 50_home)

However, they stressed the need for honest com-
munication and to be able to deal with pending
conversations. Patients described the wish for
honest communication within the family.

The feeling is that there are talks that I have to
end, that I have not ended. About her future, my
son’s future, the fact that I’'m not going to be there,
how daily life continues, she has to go back to work.
We should talk about all these things, which are
everyday things. (AR_M_age over 50_Private
Hospice)

Family members also emphasised the need for
honest information to be able to help and receive
support from others.

We are open about the situation with our families
and close friends on both sides. Also, with
healthcare providers. With everybody who cares,
really. It is very nice to know that they care and
would like to help. If they are not informed,
how could they help us? (NO_F_age under
50_partner)

Sometimes, women assuming caregiving became
isolated, preferred not to talk about it or felt men-
tally overwhelmed.

It is difficult to live normally when he is in and out
of the hospital all the time because he is so ill. This
situation is mentally disturbing for me, and I
do not function normally. (NO_F_age over
50_daughter)

The professionals considered communication
with the family essential, pointing out the impor-
tance of anticipating what could happen and how.
The family was also considered an essential
source of information.

We start the conversation, but what we do is
facilitate and provide the space for the family
to start giving us the information. (SP_M_age over
50_PC nurse hospice)

Just the fact that families could communicate
with a professional when needed seemed to be
reassuring.

I think it is fundamental that (the patient-family)
has your mobile phone number, but I don’t know if
it’s right or wrong (. . .) I think the family is calm
because they have it (. . .) they don’t bother me,
they call me, they don’t harass me. (AR_F_age
under 50_ physician Private Hospice)

Care burden: ‘Some days, you reach your limits’
We found that patients expressed concern about
family efforts and how concerns, needs and sup-
port within the family system could become
entangled. At times, families and patients did not
know how to communicate their needs and wor-
ries about each other, which became a burden on
their own.

He (adult son) is hurting . . . He has always been
very close to me. I feel that he has closed it inside.
Sometimes, he comes and sits with me and tries to
talk to me, but he can’t say what he wants to talk
about, and then he becomes angry, hurt, and
so frustrated . . . (IS_F_age over 50)

He’s my biggest worry, I would have thought, and
he’s my biggest support system, so it’s a worry that
he’s my biggest worry. (UK_F_age over 50_home)

Sometimes, they felt the last man standing.
Relatives stressed loneliness in the task and the
fear of also becoming ill. Physical and mental
tiredness associated with dependency made rela-
tives feel exhausted.
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So I’m the one who’s here 24hours a day. And I
mean, if I hadn’t been here, (name) wouldn’t
have gotten any help, (. ..) because he didn’t
have this alarm on when he went to the bathroom.
(...) And then the question is, if something
happens to me, what happens then? (SWE_F_
age over 50_partner)

His dependency on me is exhausting in the long
run. To keep my head above water in the future, I
would need some more support and practical help
in our home. (INO_F_age under 50_partner)

They also worried about skills in the last phase
and difficulties discussing death and dying with
the patients.

Women expressed their surprise at the end of the
day by the work done but recognised their emo-
tional vulnerability.

Because on some days you really reach your
limits (.) [I: Yes] and (-) your own psyche doesn’t
always put up with everything. (GER_F_age under
50_daughter)

Professionals tried to assess what was best for the
whole system and most interpreted stressed com-
munication from a compassionate point of view.

You try to match what you have with what the
family gives you. In another case with the same
patient, the family tells you they can’t go any
further and that
institutionalising the patient. (SP_M_age under

your only resource is
50_PC physician Hospice)

There is always the situation that you (exhales
loudly) learn from nurses or third parties, the
colleagues of other departments (inhales loudly)
about the relatives, that they are extremely
aggressive, that they are very, very demanding,
that they want everything, everything should
be done. (GE_M_age under 50_intensive care
physician, hospital)

Socio-cultural mandates: Who cares?

‘Someone must do it’

We found that patients felt ambiguity regarding
the family caregiving they received.

Did you talk to her (wife) about it? Yes, little by
little, but the reaction ‘I do it because I have to do it

(. ..) ahugejob, (. . .) and the answers are more or
less ‘but someone must do it’, that kills you’.
(AR_M_age over 50_Private Hospice)

Regarding patient support, the family played a
very important role throughout the whole pro-
cess. Relatives assumed what they had to deal
with and felt responsible for it. It involved broad
networks of support.

We have been separated for the last two years.
Before that, I lived with him. I left for two years,
and now, with the illness, I am back with him.
(SP_ M_age under 50_ ex-partner)

The caring tasks were considered mandatory for
some relatives and a priority for patients.
However, patients felt guilty because they did not
want to drag anyone else into it. Relatives felt
responsible for this care and assumed that ‘they
have to deal with it’. This responsibility was
more ingrained in women who highlighted their
role as ‘natural carers’ and who saw themselves
and were seen as wanting to assume all caring
tasks.

Well, I think it, for most women, they’re always
looking after people, aren’t they? Families and I do
things on my own, and I’ve had a good life; I’'m
not moaning! But, I do think that women are
natural carers and don’t want to give too much
trouble to anybody else, basically. (UK_F_age
over 50_hospital)

Unfortunately, the one who will bear the burden
of everything will be my mother because he
will want my mother to do everything (. . .) But
I don’t know if my mother will allow herself
to say, ‘No, (AR_F_age
50_daughter)

I can’t’. under

Decisions about reducing the working percentage
or quitting their job were also made for those in
the workforce. Women more often made these
decisions.

I stopped working because it wasn’t right for
me; I know that my father’s time is very limited
(. ..) So, I just decided by myself that I still have a
lifetime to work, while my time with him is limited
(...) and with the additional burden that I am
experiencing currently with my father, I needed to
find a way that works for me. (SWI, F_age under
50_ daughter)
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End-of-life care context
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Figure 2. Exploratory and interpretative model regarding socio-cultural context, family care and care decision-making.

Female relatives sometimes did not think much
about themselves; they prioritised everyone and
everything else.

I take care of everything and clean her home and
such ... I don’t think much about myself; I
think foremost about others. (IS_F_age over
50_daughter)

I don’t like to be involved in these decisions, but my
sister is the youngest, and I feel responsible for it.
It’s a question of personality, I consider that I take
into account the smallest detail. Some people
are good at it, and some people are not. (SP_F_age
under 50_daughter)

Healthcare providers worried about some palliative
care teams that associated the concept of ‘Good
families’ with those that undertake many caring
tasks and if, in particular, there were women in
those families who would take on the carer roles
without  question.

Argentinian  professionals

highlighted this concept.

- Who should be involved in caring for patients in
the last weeks of life? — The family. (AR_F_age
under 50_nurse_Private Home PC)

Even worse, there are still teams that believe a
family is a good family if it cares and has a

woman who looks after the family. (AR_F_age
over 50_Social Worker_Home PC)

In addition, healthcare providers had the percep-
tion that families had an ‘It’s going to be all
right’ attitude, denying the situation and expect-
ing teams to keep doing everything. This some-
times challenges and confuses healthcare
providers.

There are family members who have some difficulty
in coping with the situation, so their defence
mechanism is to doubt what you are doing, and in
the end, you doubt what you are doing. (SP_F_
age under 50_PC physician)

I would like not to provide invasive measures that
may not add up. Still, I often think that the family’s
perception is very difficult (. . .) because it isn’t a
paternalistic model in which you make all the
decisions (. ..); they think that doing nothing is
killing the patient, and that feeling and that shock is
what makes it more difficult for me. (AR_F_age
under 50_nurse_Private Home PC)

An explanatory model regarding culture,
family and decision-making

Based on our findings, we developed an explora-
tory model that describes how, in the end-of-life
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context, the role of the family in decision-making
and end-of-life care is linked to cultural mandates
in a constant tension of forces, depending on the
perspective of the patient, the relatives or the
healthcare providers (Figure 2). Dependency was
added after analysis as it was found relevant to
care burden and relational autonomy. It helped to
come to a better understanding of the care bur-
den and the feminisation of care.

This approach, therefore, provides a pathway for
professional engagement with the patient and
family carers, taking into account socio-cultural
mandates and autonomy in an individualised
social environment. These interrelated domains
reflect what would need to be addressed to meet
the core goal of palliative care: to care for the
patient and family as a unit of care. In this way, all
those involved (patients, carers and healthcare
providers) can feel recognised as elements of a
beneficial partnership.

Discussion

We examined the family’s role in end-of-life care
from the perspectives of very ill patients, most of
whom were over 60years old, family members,
primarily women and healthcare providers in 10
countries. We proposed a model that considers
socio-cultural context, relational autonomy frame-
works, care burden and feminisation of care to
understand the experience of informal caregiving.
The study contributes to understanding how
patients’ end-of-life care 1is contextualised.
Participants in the iLIVE project were a culturally
diverse group from one South American and nine
European countries. Culture shapes thinking,
actions and being, resulting in patterned expres-
sions passed down from generation to genera-
tion.2> The study highlights the concept of
relational autonomy in different countries, empha-
sising the importance of honest communication
and patient consent. The narratives also reveal
feelings of guilt due to dependency overload.

Caring was naturalised as a natural role for fami-
lies, especially for women. The tension between
‘someone must do it’ and ‘no one forced me
to care for him’ highlighted the obligation and
duty internalised beyond age. European reports
on informal care reveal that informal care is prev-
alent in Spain, and formal services are underde-
veloped.?® In Germany, informal care is crucial,
partly covered by care insurance. The UK and the
Netherlands have high residential care supply.

Sweden and Norway have well-developed formal
care services. In both countries, informal care is
also partly covered by the State. Family plays a
vital role in palliative and end-of-life care within
the Latin American population, revealing varied
attitudes towards palliative and end-of-life care
and emphasising regional differences.!! Caregivers
often feel overwhelmed and require professional
and social support, highlighting the need for sys-
tematic identification and assessment. In our
study, professionals, for their part, expected the
family to take care of their relatives, ‘the good
families’, especially in Argentina. It could be
related to the fact that in Latin America, the fam-
ily’s importance for patients and caregivers at the
end of life is often seen as a social obligation or
lack of choice rather than a positive duty.!!

Who cares and why?

Family carers view caring as a moral commit-
ment, requiring various stages of support, educa-
tion and communication to ensure an individual’s
end-of-life care.?%30 We have introduced a new
feature that brings together the views of patients,
their families and HCPs.

We emphasised that the current tendency to
dichotomise autonomy as present or absent does
not correspond well with actual end-of-life care
practices. Our results confirm the need to see
autonomy as relational, as advocated by Gomez-
Virseda et al.” By including the lived experiences
of patients and caretakers at the end of life in this
analysis, we arrive at a point where we must seek
other ways of thinking about autonomy. This
alternate approach to the autonomy principle,
known as relational autonomy, is rapidly gaining
the attention of ethicists.8

The economic invisibility of women’s care work
reflects and reinforces gendered understandings
of care as a ‘natural’ role for women. Furthermore,
access to hospice and palliative care is a human
right, but it is still limited to those with high soci-
oeconomic status and family support.3! Social
injustices like poverty, homelessness, racism and
stigma also impact patients who are at the end of
life.32 Modern hospice and palliative care services,
while crucial, can favour specific individuals,
causing inequalities and challenging the founda-
tions of palliative care.

In our research, patients wanted their families to
care for them while, at the same time, they wanted
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to protect them from the overburden it causes.
Family members described caregiving as a choice
but often felt lonely and at the limit of their
strength, aggravated by increasing dependency
and disability from the patients’ changing state
but also, at times, their physical decline. They felt
responsible for providing care and were satisfied
that they could do so but recognised the lack of
care networks and professional resources to help
them. Women were involved in caregiving and
care management no matter how old. Healthcare
providers expected this caring role to be fulfilled
by families even when they could not go any
further.

Studies have shown that many women find that
being a carer improves their well-being,!® which
means that caring can be a good experience in
and of itself. However, as seen in our study, when
caring for a family member at the end of life,
women’s experiences can move along both posi-
tive and negative spectrums, and sometimes
simultaneously. In palliative home care, the
majority of people who die at home are men,
while the majority of carers are women.!® This
trend is due to men being older than their female
companions. Despite the increasing number of
male carers, around 68% of carers in end-of-life
care are women. In critically ill women, most
family care is supplied by a female member within
or outside the family. Women of any age can be
involved in caregiving.!® Female carers have been
found to believe that it was their ‘duty’ to carry on
this role, even after being diagnosed with several
medical illnesses, resulting in increased feelings of
shame or failure when they were unable to pro-
vide care.33 They were expected to care for and
support a loved one, while men were not held to
the same ideal.

When family members are called to provide infor-
mal care, they are frequently asked to take on new
tasks besides those they already have. It can be
challenging, especially if they are asked to manage
domains for which they have not gained prior
experience. When these new roles are assumed,
the power dynamics of their partnerships and
other relationships will likely change. Women’s
roles as primary carers in their families directly
impact their engagement in the labour market
and the jobs they apply for.!* Sometimes, women
do not think much about themselves; instead,
they focus on others. We found that gendered
caring was a pivotal point to highlight, bearing in
mind that we would like to explore the role of

family caregiving in the context of the family as a
receptor of care.

Family caregivers provide emotional and financial
support for a ‘good death’ for dying patients,
focusing on pain-free end-of-life experiences
rather than unnecessary treatments.3* However,
our interviewed patients expressed concern about
family efforts and guilt for dependency. We found
that family was a principal or unique care resource
at the end of life. Furthermore, overburdened
families could not go any further, and the only
resource they found was institutionalising the
patient. Some patients faced with family burdens
also preferred formal care, if available. Other
studies have found that some patients present a
desire for a hastened death when they feel like a
burden to their families.3>

Patients are universally acknowledged to have
three essential needs: security, integrity and a
sense of life and belonging.!° The family carer can
meet most of these needs, thanks to the intimacy
of the relationship with the patient. Nonetheless,
being a family carer is not without hardship. The
expected task is likely to create a ‘burden’.
According to an examination of UK policy papers,
an evidence-based approach to policy priorities
such as integrated care, individualised care and
support for unpaid carers could improve pallia-
tive care outcomes.?¢ Despite the importance of
family engagement around the end of life and
positive attitudes towards caring, homecare offers
several challenges for overburdened families. It
creates a need for more expert assistance.!!

Latin American family members are crucial in
palliative and end-of-life care, but caregivers often
feel overwhelmed and lack professional support.!!
A study found that Spain has more people with
functional limitations receiving care than the UK,
with more care provided outside the household.??
The UK has the lowest use of formal care for dis-
abled people. Family care is preferred in Southern
and Eastern Europe, while Nordic and Western
European countries like the Netherlands and
Sweden prefer formal care services. Relatives in
Germany and Sweden transfer their dependent
relatives to formal care services, while countries
with a more traditional family caring system pass
on the dependent to informal carers.?8 From our
results, we argue that families naturally take on a
caring role in all countries. However, this could
be different if formal care services were well devel-
oped. In our work, we did not incorporate the

journals.sagepub.com/home/pcr


http://journals.sagepub.com/home/pcr

Palliative Care & Social Practice 18

exploration of the availability of such care
resources in all countries, which is why we based
the discussion on the existing literature.!1:2837
This would open the question for future research
as to whether families would take on caregiving
electively and with less risk of overburdening
themselves if formal services were more widely
available.

The Lancet Commission on the Value of Death
(2022) has proposed five principles for a realistic
utopia addressing social determinants of death,
dying and grieving. These principles include
addressing dying as a relational and spiritual pro-
cess, fostering care networks, promoting ordinary
conversations about everyday death, dying and
grief, and recognising death’s value.l” Although
health systems increasingly control death and
dying, most of the care of the dying, hour by hour,
is the responsibility of the dying, family, friends
and the community.

Who decides about end-of-life care and

why?

Autonomy in treatment and care decision-making
is part of an unchanging narrative about a ‘good
death’.3® While autonomy and individualism are
frequently associated, Collier’s (2023) review
revealed that constructs of the good death could
also correlate to the collectivist orientation of
communities and cultures.3® In the model pro-
posed in our analysis, decision-making is condi-
tioned and influenced by the end-of-life context
and socio-cultural mandates. Dependency
imposes care, which at the same time is imposed
on the family as the only care resource. In this
way, communication and decisions about who
cares, where care is provided and with what
resources care is provided fall to families, espe-
cially women in families. As a result, relational
autonomy may be limited and conditioned by
socio-cultural mandates and the availability of
care resources. In some countries, these health
resources limit genuine autonomy of choice.

Furthermore, social support from family mem-
bers fulfils their familial obligations and is a foun-
dation for quality end-of-life care. Pun et al.3*
suggest that family participation in end-of-life
discussions should also be considered. Family
participation in communication positively
affected the patients’ quality of end-of-life treat-
ment receptions.3*

Western societies are accustomed to palliative
care and are prepared for early end-of-life conver-
sations.3* Given the prevalence of individualism,
most patients in Western contexts want to make
end-of-life decisions for themselves. Regardless of
the implications of differing cultural norms, our
study demonstrates that healthcare providers
generally agreed that end-of-life communication
should include the patient and family members.
Meanwhile, recommendations mainly focus on
the patient—clinician interaction rather than a
family-oriented conversation.3®

As a result of the conditional involvement of the
family in the context of end-of-life care, the con-
cept of ‘familism’ has emerged.*° Familism is cru-
cial in palliative care for Latin background
patients and their families. It involves a compre-
hensive support network, including aunts, uncles,
grandparents, godparents and close family
friends. Family-centred socialisation fosters con-
nectedness and interdependence, promoting soli-
darity, family pride and a sense of belonging.

Latin American patients and family carers prefer
shared decision-making styles, while doctors and
relatives delegate information.!! Communication
is vital to conflicting preferences. Healthcare pro-
viders tried to include the family in decision-mak-
ing as much as possible. Family caregiving
negatively impacts women more than men, caus-
ing increased stress, anxiety, depression and
unmet psychosocial needs due to higher care
levels.>>2°

Concerning relatives, they wished to participate
and share decision-making while patients asked
relatives to participate. More positively, relational
theorists object to the existing ethical and legal
framework, commonly conceived as a dyad
between patient and physician. Yet, a patient—
doctor—family triad appears more relevant in
characterising what occurs in clinical practice.” In
the triad paradigm, the family is only sometimes
viewed as a threat to autonomy.

Strengths and limitations

The study explored cultural diversity in end-of-
life care from the perspectives of patients, family
members and healthcare professionals in 10
countries. Despite the abundance of interviews,
our results are limited to a Western perspective.
In addition, although we sought a more or less
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even participation of women and men, most
countries interviewed most female caregivers.
The limited participation of men could have
impacted our results, but it may also reflect inter-
national trends in which men take up the role of
caregivers less often than women. Although we
did not conduct a differential analysis between
countries regarding the assumption of the role of
family carers, we found similarities in the natu-
ralisation of this role, especially among women.
Research on gender impacts in end-of-life care is
needed for a clearer understanding.

As strengths of our study, the focus on the role of
families in end-of-life care and decision-making,
with questions about relational autonomy and
shared decision-making, helped to understand
more in-depth how caregiving opportunities can
condition these. We also identified the role of
women and socio-cultural mandates, which
helped shed light on the different pressures that
influence decisions to care and their potential
consequences. While examining gender roles was
not the original intention of the research ((LIVE
Study), we found that gender was meaningful as a
concept when we talked about the role of the fam-
ily during our analysis. Future research should
include a greater focus on gender in palliative
care. Literature and policymakers should be
aware of the gendered implications of family car-
egiving and community palliative care.

Conclusion

The role of family caregivers in end-of-life care is
crucial, but it requires better support from soci-
ety, healthcare teams and family systems. We dis-
cussed mainstream talks regarding autonomy,
which focus on patients’ interests in isolation
from their social setting. Mainstream views of
autonomy, which focus on patients’ interests in
isolation from their social setting, fail to consider
that real-world end-of-life scenarios do not occur
in a wholly individualistic, closed-off atmosphere
but in an interpersonal setting. The balance
between relational autonomy and socio-cultural
values drives the family’s role as a caregiver.
Gender is often a factor, but normative ideas
influence care strategies. Healthcare providers
reinforce socio-cultural mandates in families and
do not recognise their potential needs as carers.
Policymakers should recognise the importance of
family caregivers, provide financial, social and

homecare assistance and support initiatives for
community-based research.
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