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Abstract

Introduction: Elderly patients with advanced chronic kidney disease (CKD) experience a significant physical and emo-
tional burden, regardless of treatment choice. However, little is known about the challenges faced by their families
throughout the disease. This study aimed to evaluate how caregivers of patients over 75 years-old with advanced CKD
perceive and cope with the disease.

Methods: A qualitative study was conducted through semi-structured telephone interviews with 22 caregivers [11 of
hemodialysis (HD) patients and 11 of conservative kidney management (CKM) patients]. Thematic analysis was per-
formed to identify key themes related to communication, quality of life, caregiver burden, and advance care planning.
Results: Caregivers of CKM patients reported greater involvement in decision-making and better awareness of prog-
nosis, while HD caregivers felt less included in patient management. Symptom control concerns were common in both
groups, but HD caregivers experienced more uncertainty in communication with the medical team. Loss of personal
freedom was noted in both groups- HD caregivers linked it to treatment constraints, while CKM caregivers attributed
it to mobility loss. Although caregivers reported emotional and physical burden, many were reluctant to acknowledge
it explicitly. HD caregivers were more open to discussing advanced care planning, whereas CKM caregivers preferred
ongoing informal discussions.

Conclusion: Caregivers play a critical role in CKD management but often lack adequate support. The palliative approach
in CKM facilitates structured communication and shared decision-making, while its inconsistent integration in HD may
contribute to caregiver distress. These findings highlight the need for enhanced caregiver support through multidisci-
plinary strategies.

Keywords: Aged; Caregivers; Global Burden of Disease; Global Health; Renal Dialysis; Renal Insufficiency, Chronic/epi-
demiology; Renal Insufficiency, Chronic/therapy

INTRODUCTION

replacement therapies (RRT) — hemodialysis (HD), peritoneal

Chronic kidney disease (CKD) is a significant global health
challenge, with its incidence and prevalence steadily in-
creasing worldwide. Population growth and aging demo-
graphics are the primary reason for this rise, particularly
in high-income countries.! CKD imposes a substantial dis-
ease burden, as its mortality rates have increased by 137%
compared to 1990s, contributing to a growing number of
disability-adjusted life years (DALYs).2

For patients with advanced chronic kidney disease (CKD),
several treatment options are available, including renal

dialysis or kidney transplantation — as well as conservative
kidney management (CKM). Given the increasing incidence
and prevalence of CKD, a growing number of individuals will
progress to an end-stage, requiring either RRT or CKM.3

The increasing prevalence of CKD and its treatments plac-
es a significant strain on health care systems and society,
both in economic and social terms.* However, beyond
these systemic challenges, both patients and caregivers
experience profound socio-economic, physical, and psy-
chological burdens.>®
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Caregivers play a crucial role in supporting CKD patients,
particularly older adults, throughout the course of the
disease. As healthcare system constraints increase due
to aging populations and resource limitations, the role of
caregivers becomes even more essential.” Despite this,
their contributions often remain unpaid and largely un-
recognized to society.®®

Studies have shown that caregivers experience high lev-
els of anxiety and depression, regardless of whether the
patient is undergoing CKM or RRT.5*° However, research
exploring caregivers’ perceptions, experiences, and cop-
ing strategies in the context of CKD remains limited, and
even fewer studies have examined how caregivers’ expe-
riences differ based on the patient’s treatment choice. To
our knowledge, this is one of the first qualitative studies
comparing caregivers’ experiences between HD and CKM
in very elderly patients. Therefore, this study aims to as-
sess how caregivers of patients with advanced CKD aged
75 and older perceive and cope with the disease.

METHODS

Between November 2023 and January 2024, a semi-struc-
tured telephone interview was conducted following a
qualitative research method.!

The study involved 22 caregivers of patients aged 75 or
older, diagnosed with advanced CKD and undergoing ei-
ther maintenance HD (11 patients) or CKM (11 patients),
all of whom were followed at the same center. Caregivers
were identified through the contact information in the
patients’ medical records. They were contacted by phone,
and the interview was conducted after obtaining verbal
informed consent.

The inclusion criteria required participants to be the
primary caregiver; aged 18 or older; a relative of the pa-
tient; providing care for only one patient; and caring for a
patient who had been on maintenance HD or CKM for at
least three months. The exclusion criteria included refusal
to participate in the study and providing care for more
than one patient.

All interviews were audio-recorded and analyzed by two
independent investigators, and discrepancies were re-
solved through discussion. To maintain confidentiality,
personal identifiers were replaced with coded filenames.
Participants were free to withdraw from the study at any
time.

Data were analyzed using thematic analysis, following
Braun and Clarke’s six-phase framework, which facilitated
the identification of emerging themes through an induc-
tive approach.? Our research question was: “how do car-
egivers of patients with advanced CKD perceive care?”. A
top-down exploration was conducted.

RESULTS
A total of 27 previously identified caregivers were contacted,
of whom 22 agreed to participate in the interview. Among

them, 11 were caregivers of patients undergoing HD. These
patients were predominantly male (n=7, 63.6%) with a mean
age of 82.1 years. The remaining 11 caregivers were pro-
viding care for patients receiving CKM, who were primarily
female (n=6, 54.5%), with a mean age of 88.9 years.
Regarding caregivers, a majority were sons or daughters
(n=20, 90.9%), while the remaining were spouses.

The thematic analysis of the interview data identified
three main themes: caregivers’ perception of relatives’
quality of life (QolL), communication with the medical
team and caregiver burden. These themes, along with
some subthemes, are identified in Table 1, along with
some related quotes.

Caregivers’ Perception of Relatives’ QoL
Caregivers primarily focused on and were concerned
about their relatives’ QoL. As their main role is to provide
care, their main concern was whether they were doing it
correctly and meeting all relatives’ needs. Consequently,
they reported several symptoms and sought confirmation
during the interview regarding their ability to manage them
effectively. They also expressed some concerns about how
the disease impacted the patient’s sense of freedom.

Uncertainty and Responsibility in Symptom
Management

Caregivers of both HD and CKM patients identified a range
of symptoms, including physical, psychological, spiritual,
and social aspects — such as feelings of loneliness or isola-
tion, and family conflicts.

However, while caregivers from both groups recognized
these symptoms, those caring for CKM patients more
often reported being aware that their relatives’ medical
team was actively monitoring and effectively managing
them with their support. In contrast, caregivers of HD pa-
tients expressed greater uncertainty regarding symptom
management and reported difficulties in communicating
these concerns to the medical team.

Treatment as a Constraint on Autonomy

A major concern for caregivers of HD patients was the
perceived loss of personal freedom experienced by their
relatives due to the treatment regimen. They expressed
distress over the fact that dedicating three days per week
to HD sessions often meant missing important family
events and gatherings.

Recognizing the importance of this issue, CKM caregivers
were also asked about their perception of their relatives’
personal freedom. Some shared similar concerns, particu-
larly on the patients’ declining mobility and increasing
dependence on assistance for daily activities.

Navigating Communication with the Medical Team
Communication regarding their relatives’ illness, treat-
ment and prognosis was also a key theme. Before the
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start of HD or CKM follow-up, all caregivers stated that
information was provided in a safe, private, and unhurried
manner. Their only complaint was occasionally feeling to
overwhelmed by the amount of information given.

Access to Prognostic Information

After treatment choice, some caregivers of HD patients
felt excluded from ongoing discussions, as medical man-
agement was handled solely between the medical team
and the patient. They felt they did not have adequate
space or time to discuss their relative’s condition and that
conversations were limited to treatment-related topics.

In contrast, caregivers of CKM patients found information
about prognosis the most difficult to understand. Howev-
er, they generally felt that other aspects of communica-
tion were provided in a timely and appropriate manner.

Inclusion in the Decision-Making

Regarding decision-making, caregivers from both groups
agreed on the importance of involving both the patient
and their family in the process.

They emphasized that, whenever possible, decisions
should be made by the patient. However, they recognized
that their involvement is valuable, as it enables prior dis-
cussions about the patient’s wishes in case they become
unable to make decisions in the future.

Some caregivers of HD patients expressed discomfort about
being excluded from these discussions, as they were only
informed about the decisions afterward by their relatives,
rather than being actively involved in the process.

Advance Care Planning as Emotional and Moral
Preparation

Caregivers of HD patients demonstrated a greater willing-
ness to discuss future care decisions, expressing a sense
of preparedness and acceptance. Some emphasized the
importance of being mentally and emotionally ready
when the time comes.

In contrast, caregivers of CKM patients were more re-
luctant to engage in these conversations, often avoiding
discussions about the future and instead relying on
healthcare providers to support them when necessary.
Their responses suggested a preference for focusing on
the present, as they believed these discussions were al-
ready occurring informally with the medical team and did
not require formalized planning.

Caregiver Burden

Initially, all the caregivers stated that they felt a sense of
obligation to care for their relatives. They also expressed
joy infulfilling this role and avoided directly acknowledging
their burden. However, as the conversations progressed,
it became evident that all caregivers experienced some
level of distress, whether in a physical, social, emotional,
or financial aspect.

Physical Strain of Caregiving

Many caregivers reported that the continuous physical
strain negatively impacted their own health, often result-
ing in fatigue. Both spouses and some patients’ offspring
admitted that they struggled to manage all their relatives’
daily activities on their own, leading them to seek addi-
tional support.

Emotional Distress and Social Withdrawal

Caregiving imposed a significant emotional and social bur-
den on family members, affecting both their well-being
and daily lives. Emotionally, caregivers experienced anxie-
ty and fear about their relatives’ health. One caregiver, for
instance, recalled crying upon hearing concerns about a
life-threatening infection, illustrating the strong emotion-
al dependency that often develops between caregivers
and patients. This strong attachment reinforces the fear
of loss and the uncertainty surrounding their loved one’s
condition.

Socially, caregivers had to adjust their daily lives, often
sacrificing personal and community activities. Although
some did not explicitly express feelings of loneliness, their
caregiving responsibilities limited their ability to engage in
social interactions as freely as before. This gradual reduc-
tion in social engagement suggests that caregiving may
contribute to a progressive sense of isolation over time.

Financial Considerations in Caregiving

Financial strain was not a predominant concern for most
caregivers, as only a few reported experiencing financial
difficulties related to caregiving responsibilities. While
many acknowledged the need for careful budgeting and
financial adjustments to accommodate the demands of
care, they did not identify it as a major burden.

DISCUSSION

CKD is a condition characterized by profound physical and
behavioral changes, complex medical decision-making,
and significant lifestyle adjustments.’>* These challenges
are not only faced by patients, but also by their caregiv-
ers, who play a critical role in providing support. They
frequently assume responsibilities beyond emotional sup-
port, often taking on the coordination of care — including
scheduling medical appointments, arranging transporta-
tion, managing medication administration, and ensuring
dietary adherence.'>1®

Given these complexities, it is unsurprising that caregivers
of CKD patients feel unprepared for the role they assume
in managing their relatives’ condition. Investigating their
experiences and challenges is essential to gaining a deep-
er understanding of their needs, ultimately enabling the
development of more effective support strategies.®>%”
This comparison study provided important insights into
the impact of a more palliative-oriented approach, such
as the one implemented in CKM, on caregivers.
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The primary concern among caregivers of both patient
groups was their relatives” QoL. While both groups identi-
fied a wide range of symptoms, caregivers of HD patients
expressed greater uncertainty regarding symptom man-
agement and reported difficulties in effectively commu-
nicating these concerns to the medical team. This finding
aligns with previous reports from HD patients themselves,
who highlight that the most burdensome symptoms are
often those that remain inadequately controlled.’® Addi-
tionally, beyond symptom burden, both groups perceived
a loss of freedom in their relatives- HD patients due to the
rigid schedule of frequent treatment sessions, and CKM
patients due to their limited mobility.

Caregivers experienced a high burden across multiple as-
pects, with fatigue and emotional stress being the most
frequently reported. Notably, no significant differences
were observed between the two groups, as all caregivers
acknowledged some degree of burden, even though many
were initially reluctant to admit it.

Several noteworthy findings emerged regarding commu-
nication. Its importance in patient management is unde-
niable and should be maintained throughout all stages of
CKD. However, caregivers of HD patients reported feeling
less involved in care after treatment initiation, which lim-
ited their ability to aid or to participate in decision-mak-
ing. In contrast, the continued provision of information
to caregivers of CKM patients may explain their greater
reluctance to engage in advance care planning: since
these discussions occur continuously during routine ap-
pointments, they may not perceive the need for a distinct
moment to formalize decisions.

These findings underscore broader issues in the man-
agement of advanced CKD, particularly the differing
approaches to patient care. The approach to patients in
CKM is essentially palliative, prioritizing QoL and symptom
control. These patients are regularly evaluated by multi-
disciplinary teams trained in palliative care, who promote
shared decision-making and more efficient communica-
tion about disease progression and prognosis for both
patients and their families. Despite evidence and expert
consensus advocating for the integration of palliative care
for all patients with advanced CKD, its implementation
remains inconsistent among those undergoing HD, which
may explain the previously discussed findings in caregiver
experiences.’? The impact on caregivers’ perceptions
further underscores the need to enhance support for
caregivers of all advanced CKD patients, ideally through a
multidisciplinary approach.

This study has some limitations that should be acknowl-
edged. The single-center design and the use of conveni-
ence sampling may limit the transferability of the findings
to other settings. In addition, the small sample size may
limit the variety of perspectives captured, while the pre-
dominance of filial caregivers may restrict the applicability
of the results to spousal or non-family caregivers. Data

collection through telephone interviews, while necessary
to facilitate participation, may have limited the ability to
capture non-verbal cues and could have influenced the
depth of some accounts. As with all self-reported data,
the possibility of social desirability bias cannot be exclud-
ed. Nevertheless, to enhance methodological rigor and
credibility, investigator triangulation and peer debriefing
were employed throughout the analytic process.

CONCLUSION

This study stands out as one of the pioneers in this field,
emphasizing the critical role of caregivers in supporting
elderly patients with advanced CKD, as well as the mul-
tifaceted challenges they face. While caregivers of both
HD and CKM patients experience significant burdens, key
differences emerged, particularly in communication and
symptom management. The findings suggest that the
palliative approach used in CKM facilitates more struc-
tured communication, while its limited integration in HD
may contribute to increased caregiver uncertainty. Given
the essential role caregivers play in patient management,
there is an urgent need to implement multidisciplinary
support strategies to ensure that all caregivers receive
adequate guidance, recognition, and resources. These
findings support the integration of structured caregiver
support pathways in both HD and CKM programs.
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Table 1. Answers of CKM and HD family members and summary of supporting quotes

Subtheme

Quotes

Caregivers’ Perception of
Relatives’ QoL

Symptoms of ACKD

Hemodialysis

Conservative Kidney Management

“Well, he still says he tired, but they’ve explained to
me that some of it won’t go away. However, | know
he feels better as now he was able to play with his
grandson again!”

“(...) I was worried because she told the doctors that
she was so alone she would rather die. We weren’t
aware of that, and we started to always take her with
us to family gatherings, and if you could see her. She
smiled again!”

“To be honest, | was hoping that
dialysis was going to improve

all his symptoms. It is true that
some were gone, but others
remain or have come, and |
don’t know if he has exposed
them or if I'm supposed to talk
about them to anyone (...)”

Impact of Treatment on
Patients’ Freedom

“You know, sometimes it feels
like hemodialysis is similar to
serving jail time (...)"”

“Well, sure, | think that with the progressive loss of
her mobility, her freedom is also going away!”

Communication with the
Medical Team

About the Disease

“I would prefer if some more
information was given (...)
because before he started the
treatment | would go with him
to the medical appointments,
now he goes alone to the center,
and | end up knowing nothing.”

“(...) each appointment the medical team explains to
me and my mother what’s going on!”

About the Prognosis

“No one can really tell me how long he has to live (...)”
“I dont know how long | can expect she will be around to see her grandkids grow.”

Decision-making process

“He is the one who makes the
decision! I’'m only informed by
him afterward.”

“There isn’t a decision where we’re not included. But
if she can, we only help her in the process.”

Advance Care Planning

“I don’t even want to talk with him about that... the
time will come, and we know you are also going to be
there for us.”

“Well, you have been doing that with us already right?
| don’t think we need to formally address it.”

“Yes, when the time comes (...)”
“Besides a part of me will go
away when the time comes, |
would like to be prepared.”

Caregiver Burden

Physical, Social and
Emotional

“Of course not! We do what we can.”

“Yes, when you talk about that | do have to tell you that | needed to get help because |
was no longer able to move him!”

“| cried when you told me you thought she wouldn’t make it when she had that
infection. Who would | have if that had happened?”

“No, no, | don’t feel lonely. But | must miss some church events, for example.”

Financial

“We have to manage with what we have.”

Prizes and Previous Publications
Sub analysis of this study were presented as oral communications in “ERA EDTA 2024”, in “Curso de TMC” and “Curso
de Comunicagdo em Nefrologia”.
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