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ABSTRACT

The principle of patient autonomy forms the foundation of medical ethics. However, its exploration within the
context of national health insurance systems in developing countries remains under-researched. This study
aimed to evaluate respect for patient autonomy within Indonesia's National Health Insurance (NHI/JKN) sys-
tem. The study using a qualitative research interview analyzed thematically. Conducted in Depok, West Java,
the study involved in-depth semi-structured interviews with 18 participants, encompassing patients from
first-level health facilities (FLHF), general practitioners at FLHF, specialist doctors, and management of refer-
ral hospital (RH) officers, and staff members of the JKN. The data were transcribed and analyzed using a the-
matic approach. The study revealed substantial underutilization of respecting patient autonomy within medi-
cal contexts under the JKN. Five themes emerged: challenges in the referral system, knowledge and infor-
mation dissemination, decision-making and autonomy, quality of healthcare services, and systemic constraints
and impact. These themes highlight the lack of patient awareness, restricted medical choices, the dominant
role of paternalism (a system in which the government or a person in a position of authority makes decisions
for other people) in healthcare decisions, and improper informed consent process. The findings suggest that
the principles of beneficence and paternalism often overshadow respect for patient autonomy in the JKN sys-
tem. This raises concerns about the ethical aspect of patient treatment, particularly the need for greater focus
on patient autonomy and shared decision-making to align more closely with global medical ethics practices.
This study contributes to understanding autonomy in national health insurance systems in developing coun-
tries. It highlights the need for systemic reforms to enhance healthcare efficiency and effectiveness while re-
specting patient autonomy.
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INTRODUCTION

In global healthcare, respect for autonomy is one of
the four medical ethical principles foundational in
guiding healthcare practices and policies worldwide.!
It is defined as 'respect for autonomy’, acknowledging
individuals' rights to their beliefs and choices and
emphasizing active engagement in social relations.
Respect for autonomy involves more than non-
interference in patients' decisions; it includes sup-
porting their capacity for autonomous actions when
they have intent but lack ability. Moser et al.2 connect
respect for autonomy with the concepts of negative
freedom (freedom from interference) and positive
freedom (control over one’s life). Respect for auton-
omy in healthcare is, thus, about respecting patient
intentions, aiding their autonomy capacity, and min-
imizing physical or knowledge limitations that re-
strict choices.

Respect for autonomy itself intersects with the other
principles of ethics: beneficence, non-maleficence,
and justice. While autonomy emphasizes respecting
patient choices, beneficence aligns them with the pa-
tient's best interests. Non-maleficence involves pro-
tecting patients from harm and making decisions
that minimize harm while respecting their autonomy:.
Justice ensures fairness and equality in healthcare,
balancing individual choices (autonomy) with equi-
table access to healthcare resources and services.
These principles collectively ensure ethical and pa-
tient-centered care.3

Respect for autonomy significantly impacts health-
care delivery. When healthcare providers acknow-
ledge and support patients' autonomous decisions,
they cultivate patient satisfaction and trust.*® This, in
turn, enhances the therapeutic relationship, leading
to improved adherence to treatment plans and better
overall health outcomes. In environments where au-
tonomy is respected, patients are more likely to feel
valued and understood, contributing to their psycho-
logical and emotional well-being, which is a critical
aspect of comprehensive healthcare.t

However, in certain healthcare systems, such as In-
donesia's National Health Insurance (NHI)/Jaminan
Kesehatan Nasional (JKN), managed by the Social Se-
curity Agency for Health (BP]S), this principle is chal-
lenged, especially by paternalistic attitudes influ-
enced by sociocultural factors. JKN was implemented
in 2014, increasing accessibility and equity in
healthcare services.” It was structured to integrate
first-level health facilities (FLHF) and referral hospi-
tals (RH). In such a healthcare system, paternalism,
where health workers guide treatment decisions
based on their belief of what is best for the patient,
often conflicts with the ethos of respect for autono-
my. This paternalistic approach can be viewed as a
carryover from traditional societal attitudes, where it
is not considered inappropriate for physicians to
overlook patient requests.® This perspective contra-
dicts contemporary medical ethics, which shift from
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paternalistic to prioritizing patient autonomy as es-
sential for effective care and protecting patient
rights.?10

As discussed by Molyneux!! and Darwall!?, the im-
portance of autonomy involves both welfare and non-
welfare considerations and extends autonomy be-
yond personal authority to include a moral right to
make demands. However, in Indonesia’s JKN system,
financial sustainability and resource constraints may
hinder respect for patient autonomy. Similar chal-
lenges have been observed in other countries, such
as Taiwan!3 and Ghana'4, where concerns about care
quality, financial viability, and ethical considerations
may affect healthcare efficiency and ethical viola-
tions. In the JKN system, these limitations can poten-
tially violate respect for patient autonomy, as pa-
tients might not receive full comprehensive infor-
mation or choices about their treatment due to these
systemic limitations. This can potentially damage the
clinician-patient relationship, reduce trust in the
healthcare system, and lead to patients receiving
unwanted treatment, causing potential physical and
emotional harm. This violation also poses legal and
ethical risks, highlighting the crucial need for
healthcare professionals to respect patient autonomy
for effective care and rights protection.® A prior study
in in the Middle East and North Africa (MENA) re-
gion? highlights the need for culturally sensitive ap-
proaches to providing informed consent, which is
closely linked to the autonomy principle. Another
study?> found differences in privacy and autonomy
practices between China and the United States aris-
ing from cultural, religious, and legislative perspec-
tives.

Although there is extensive empirical research on pa-
tient autonomy in developed countries, few studies
have been conducted in developing countries. For in-
stance, Ebrahimi et al!¢ research in Iranian teaching
hospitals identified key factors, such as intrapersonal
aspects, health status, family support, communica-
tion styles, and organizational constraints, as crucial
areas for improving patient autonomy. Rahmani, et
al'7 revealed differing perspectives of nurses and pa-
tients with respect to patient autonomy. However,
these studies did not address specific aspects of
health insurance systems, which can present unique
challenges.!8 In Indonesia, research on medical ethics
within the JKN system primarily focuses on general
medical ethics, as viewed from the perspective of
medical professionals (e.g., doctors, nurses, and
pharmacists).19-21 To date, there appears to be a gap
in the research exploring respect for autonomy from
the viewpoint of patients, doctors, and nurses, par-
ticularly in the context of a national health insurance
system with limited options and resources.

This study aimed to evaluate the implementation of
respect for patient autonomy in the Hospital service
under the Indonesian NHI (JKN) system. By exploring
patient perspectives, this study aimed to bridge the
gap in understanding respect for autonomy in devel-
oping countries' healthcare systems, especially in the
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context of Indonesia's unique challenges. The find-
ings will provide valuable insights into patient expe-
riences and expectations, contributing to developing
more patient-centered care and influencing
healthcare policy and practice within Indonesia and
similar global healthcare systems.

Desdiani D et al.

To provide a visual overview of the key concepts dis-
cussed, Figure 1 illustrates the foundational princi-
ples of patient autonomy, the specific challenges
within Indonesia’s National Health Insurance System
(JKN), and comparisons with global research, which
emphasizes the critical importance of autonomy in
healthcare and identifying existing research gaps.

General Definition y

« Respect for autonomy acknowledges
individuals' rights to their beliefs and

choices 1 >
i f (ofe 4
« Emphasizes active engagement in | % J
social relations f NVEn T
|

Negative & Positive Freedom

« Negative Freedom (Freedom from
Interference

* Positive Freedom (Control over One’s Life).

Respect for Autonomy in Healthcare
« Respect Intentions

« Support Autonomy Capacity

* Minimize Physical and Knowledge Limitations.

Respect for Autonomy in Healthcare

Research Gaps

There is a GAP in exploring this concept
within national health insurance systems,
particularly in developing countries like
Indonesi

Global Research Comparison

« Taiwan (Wu et al., 2010) & Ghana (Majeed et al
2017): Care quality, financial viability, and ethical
considerations

« MENA (Habib et al., 2021): Need for culturally
sensitive informed consent approaches

« China(Zhang et al., 2021): Differences in privacy
and autonomy practices between China and the
u.s.

« Iran (Ebrahimi et al., 2016): Key factors for
improving patient autonomy

Challenges in Indonesia’s JKN System

* Paternalistic Attitudes (Cultural factors)
* Financial Sustainability & Resource Constraints

Figure 1: The Foundation of Ethical Healthcare: Understanding and Respecting Patient Autonomy in

Indonesia's JKN System

METHODOLOGY

This study employed a qualitative research design,
employing thematic analysis of interviews, to evalu-
ate the extent to which patient autonomy is respect-
ed within the JKN system in Indonesia. The thematic
analysis approach of this study is particularly suited
for understanding the complexities and nuances of
how patient autonomy is respected under the JKN
system. By focusing on real experiences in specific,
varied contexts, this study aimed to uncover deep in-
sights into the challenges and successes of imple-
menting patient autonomy in a developing country's
national health insurance framework.

Our study sample consisted of 18 participants, rang-
ing in age from 21 to 60 years, with a mean age of 35.
The gender distribution was 72.22% female and
27.78% male. All participants were of Asian (Indone-
sian) ethnicity. Regarding education, 83.3% had
completed a bachelor's degree, while 16.7% held a
high school diploma or equivalent. The study was
conducted in a community health center (Puskesmas)
and a Type C referral hospital located in Depok, West
Java, Indonesia. In Indonesia, health facilities are cat-
egorized into two levels based on the size and scope
of their medical services: first-level health facilities
(FLHF) or primary care providers, and Referral Hos-
pitals (RH) or secondary care providers. FLHFs in-
clude clinics, Puskesmas, and Class D hospitals,
whereas RHs include hospitals ranging from Class A
to Class C, with Class A being the highest tier offering
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the broadest range of health services.22 To provide
context for the study, Figure 2 illustrates the referral
system within Indonesia's National Health Insurance
(JKN) framework, which supports the patient flow
between FLHF and RH. This system is central to un-
derstanding the challenges discussed in the inter-
views conducted at the community health center and
Type C hospital in Depok, West Java. Data collection
spanned three weeks, from mid-February to early
March 2023.

Purposive sampling was used to recruit the partici-
pants. The inclusion criteria for participants were as
follows: 1) patients receiving care at both outpatient
and inpatient clinics referred from FLHF; 2) general
practitioners serving at FLHF; 3) specialist doctors
employed at the Type C hospital (RH); 4) manage-
ment staff of RH; 5) staff members of JKN or JKN in
Depok; and 6) nurses working inward and outpatient
at RH. Exclusion criteria were set to omit participants
who could not provide coherent explanations of their
medical conditions to ensure the reliability and rep-
resentativeness of the data in reflecting the experi-
ences of those who could articulate their interactions
with the JKN system effectively. Table 1 shows the
basic characteristics of informants.

Data were collected through in-depth consent inter-
views with selected participants, utilizing a set of
self-developed questions detailed in the supplemen-
tary file. These interviews aimed to probe the partic-
ipants' personal experiences, perceptions, and views
regarding respect for autonomy in the JKN system.
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Figure 2: Flowchart of the Referral Process in Indonesia’s National Health Insurance (JKN) System

Table 1: Basic characteristics of informants

Characteristics Total

Gender
Male 5
Female 13

Age (years)
<40 12
> 40 6

Profession
Patient (Housewife)

Patient (Employee)

Nurse

General Practitioner at FLHF

JKN staffs

Hospital Management staff (Medical Service)
Hospital Management staff (Committee Ethics)
Specialist Doctor (Orthopedic)

Specialist Doctor (Pediatrics)

Working Experience (years)
<10
>10
Not working

e e A N N

[IUSNNS
[u=y

To ensure impartiality and consistency, the inter-
views were conducted by trained interviewers who
were not directly involved in the research. The inter-
view structure was deliberately designed to encour-
age participants to express their experiences and
viewpoints in their own words, thereby emphasizing
the tangible impact of the JKN system on patient au-
tonomy. All data collected, including dates, times, and
any issues encountered, were meticulously recorded
to facilitate tracking and verify data integrity. Moreo-
ver, we periodically reviewed our data collection pro-
cesses and adjusted to address any problems or in-
consistencies.

Data analysis was carried out after the results of the
in-depth interviews were transcribed manually be-
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cause this is qualitative research. Each transcript was
thoroughly read to ensure that there were no missing
data. Manual coding was chosen for this analysis to
allow for deeper engagement with the data, provid-
ing flexibility in categorizing informants' statements
according to their profession and focusing on their
experiences with RH. Given the manageable sample
size, this approach was efficient and aligned with the
researcher's expertise. This approach also ensured
that context-specific nuances were thoroughly un-
derstood. Researchers then explored themes relevant
to the research questions and developed initial the-
matic maps supported by appropriate quotations
from the informants. This process led to defining and
naming the final themes related to shared concerns
between patients and health professionals. Addition-
ally, information from nurses was utilized for valida-
tion and data triangulation, a process integrated into
the overall analysis and interpretation. However, we
acknowledge that the use of specific qualitative data
analysis software could have provided additional
benefits, such as more systematic coding processes.

The study protocol was approved by the Human Re-
search Ethics Committee of the FKKMK Universitas
Gadjah Mada University (KE/FK/0157/EC/2023).
Participation in this study was voluntary, and all par-
ticipants provided written informed consent.

Our study is the first study conducted in Indonesia,
and it aims to evaluate the implementation of respect
for patient autonomy in hospital services under the
Indonesian National Health Insurance (JKN) system.
By exploring patient perspectives, this study aimed
to bridge the gap in understanding respect for au-
tonomy in healthcare systems in developing coun-
tries, especially in the context of Indonesia's unique
challenges.
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RESULTS

Figure 2 shows a visual overview of the JKN referral
process, highlighting areas where patients often face
challenges that can affect their ability to make
healthcare decisions. Our initial analysis revealed ten
issues from patients, six from healthcare profession-
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als, three from hospital management staff, and one
from JKN staff, as shown in Table 2. Subsequently, we
identified several gaps or inconsistencies and shared
concerns between the patients and healthcare pro-
fessionals. These key observations were grouped into
five main themes visually represented in Figure 3. We
will now discuss each of these themes further.

Table 3: Summary of Initial Issues Identified by All Participant Groups

Patients Healthcare Professionals Hospital Management Staffs  JKN Staff
o Difficulty in getting a referral e Role in treating BPJS/JKN pa- e Knowledge concerning e Rolein
tients hospital management's treating
¢ Autopomy to choose referral . . ) role in educating about BPJS
hospital FKTL e Healthcare provided is patient- BPJS procedures patients

Knowledge of medical treat-
ment and procedural services
available in

The quality of medical staff's
service

Adequate information about
medical treatments and proce-
dures and filling the informed
consent

The doctor or nurse asked for
consent for the actions and
treatments to be undertaken.
feel obligated to adhere to the
decisions made by medical pro-
fessionals

Autonomy in selecting and de-
ciding on their medical treat-
ments and procedures.

Role and influence of family
members in a patient's decision-
making process regarding medi-
cal treatments and procedures

Knowledge of the healthcare
service regulations of BP]S

Opinion on the medical treat-
ment facilities and medical ac-
tions covered by BPJS

centric, focusing on the im-
portance of the patient's needs
and interests in medical deci-
sion-making and care.

The decision-making process in
medical treatments inquires
whether patient input, such as
their suggestions or opinions, is
considered or if decisions are
made solely based on the pa-
tient's medical condition with-
out their input.

Process or criteria used by a
healthcare professional to eval-
uate a patient's condition and
how they determine the appro-
priate course of action or medi-
cal treatment based on that as-
sessment

Providing education, specifically
regarding the patient's health
condition and the details of the
medical treatments and proce-
dures they will undergo.

Knowledge concerning the
range of medical treatments and
procedures that are covered
under BPJS

Providing medical facilities
and treatments

Involvement in the opera-
tional aspects of medical
treatment and procedures
for efficiency in healthcare
services.

Challenges in the Referral System

the FLHE 1 didn't have the power to change their de-

cision, so I had no choice but to accept the situation

This theme highlights significant gaps and shared
concerns between patients and healthcare profes-
sionals in Indonesia's JKN system. On the patient
side, experiences of obtaining referrals to RH are var-
ied and often troubled with challenges. One patient
explained it vividly:

"l experienced difficulties obtaining a referral to the
RH. I had to visit multiple times, even as my symp-
toms worsened, to the point where I had to bang the
table and get angry"

Another patient shared the following frustration:

“I explained that my medical history is with Hospital
X, but the nurses and doctors at the clinic insisted
that I should be referred to the nearest hospital from
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as it was.”

These accounts reveal the common issues patients
face: repeated visits, delays, and limited choices in
selecting referral hospitals. One patient men-
tioned:

"l preferred being treated at this hospital since
it's close to my home, but the doctor and nurse
suggested referring me to a type A hospital, citing
the seriousness of my illness and the need for ex-
tensive, long-term treatment.”

Healthcare professionals also recognize these chal-
lenges from a different perspective. The GP at the
FLHF highlighted the systemic constraints:
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01 Challenges in the Referral System

« -Lack of patient awareness about JKN
services.

» -Challenges in educating patients
effectively.

« -Insufficient information compromises
informed decision-making.

« Need for better communication and
educational mechanisms.

Desdiani D et al.

Quality of Health Service 04

. Inconsistent care affects patient
]\bf trust and autonomy.

Poor quality leads to mistrust and
hinders decision-making.
High-quality care fosters patient
involvement in decisions

Patients Autonomy

in Indonesia’s JKN System

02 Knowledge & Information
Dissemination

* Lack of patient awareness about JKN
services.
« Challenges in educating patients
effectively. <
« Insufficient information compromises
informed decision-making.
* Need for better communication and
educational mechanisms.

03 Decision-Making & Autonomy

« Limited treatment options for patients.

« Inadequate informed consent process.

« Systemic constraints overshadow patient
participation.

¢ Challenges with literacy and informed
consent in developing countries

A7)

Systemic Constraints & Impact 05

': ."
- . Budget limitations and policy
inconsistencies

Suboptimal treatment plans due to
systemic issues.

Paternalism overshadows respect for

- patient autonomy.
« Need for a shift toward patient-centered

approaches and shared decision-making.

Figure 3: Thematic Overview of Patient Autonomy in Indonesia's National Health Insurance System

(JKN)

"IKN imposes strict limitations on the number of re-

ferrals from FLHF to RH, presenting significant chal-
lenges for those who work at FLHF in terms of mak-
ing referrals. We often find ourselves have to repeat-
edly explain and educate patients until they
understand the situation. Occasionally, patients be-
come frustrated or angry when they do not receive a
referral letter to the RH. Moreover, JKN doesn't per-
mit us to create a list of diseases that are not cov-
ered, so we at FLHF are also tasked with educating
patients and managing their discontent when they
are unable to obtain a hospital referral.”

Healthcare professionals also observe instances in
which patients seek referrals that may not be medi-
cally necessary. For example, GP stated:

“However, there are cases where some patients
request a referral to RH right from their first visit
to FLHE even though their conditions could still
be effectively managed at our FLHF level."

This situation suggests a fundamental misunder-
standing or miscommunication about how the refer-
ral system works and what conditions necessitate re-
ferral to a higher-level facility. Both patients and
healthcare professionals acknowledge systemic is-
sues in the referral process, such as delays and re-
strictions, as determined by JKN guidelines.

Knowledge and Information Dissemination

This theme highlights the critical gaps in the
knowledge and information dissemination experi-
enced by patients and healthcare professionals with-
in Indonesia's JKN system. From the patients' per-
spective, a significant lack of understanding regard-
ing the facilities and procedures of the JKN is evident.
This lack of awareness adversely affects their ability
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to meaningfully participate in healthcare decisions.
Several patient reports illustrate this challenge.

"l agreed to all the procedures and treatments, even
though I didn't fully understand them, because I
want to get better."

Another patient expressed confusion about what to
ask their healthcare provider.

"If I try to ask questions, I often find myself unsure of
what exactly to ask. Usually, I end up inquiring
whether I will receive treatment, need surgery, or
require hospitalization. Even then, my questions are
mostly limited to what documents I need to pre-
pare.”

On the other hand, healthcare professionals face ob-
stacles in educating patients. High patient volumes
make it challenging to provide detailed and individu-
alized information. Uncertainty regarding JKN cover-
age further complicates this task. A GP stated:

"Due to JKN's lack of transparency about which
medical treatments and actions are not covered, I of-
ten find it overwhelming to explain this to patients.
This challenge is particularly pronounced when
there is a high load of patients at FLHF, making it is
impossible for me to provide detailed education to
each patient.”

One nurse resonated with this sentiment.

"l frequently find myself overwhelmed when trying
to explain treatment coverage to patients, primarily
due to JKN's lack of transparency regarding which
medical treatments and actions are not covered.”

Furthermore, healthcare professionals, such as spe-
cialist doctors, noted the challenges of providing
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quick yet informative communication:

“l offer concise communication, information, and
education (KIE) due to the limited time available.
The decisions I make are always based on the con-
sent of the patients or their families. Despite my best
efforts, there are occasions when patients refuse the
proposed treatment. Conversely, they sometimes re-
quest additional interventions that I do not recom-
mend."

This situation reflects a systemic issue in which both
patients and healthcare providers acknowledge sig-
nificant gaps in information dissemination and un-
derstanding of JKN services, leading to confusion and
a lack of awareness.

Decision-Making and Autonomy

This theme explores the tension between patients’
perceptions of compromised autonomy and
healthcare professionals' efforts in Indonesia's JKN
system. Patients often feel that their autonomy is un-
dermined because of limited treatment options and
insufficient involvement in the informed consent
process. Many express frustrations over being unable
to choose their preferred treatments or not fully un-
derstand the treatments they receive. Patient quota-
tions illustrate these concerns. One patient shared
their experiences with the medication changes.

"The doctor and nurse told me that I couldn't select
my medication, even though I normally take a specif-
ic medicine regularly. They instructed me to stop my
usual medication and only take what the hospital
provided. As a result, I've been experiencing body
aches and dizziness."

Another patient discussed the consequences of not
complying with the medical advice.

"l didn't ask if the medication provided by the hospi-
tal had the same components as my usual medica-
tion. I was concerned that if I did not comply with
the doctors’ and nurses' decisions, I might be left un-
treated. They warned me, saying, 'If you don't agree
to the operation, then we cannot continue your
treatment here. It's your choice, but remember,
you'll be responsible for the consequences and the
progression of your illness.”

One patient preferred local treatment.

“l preferred being treated at this hospital since it's
close to my home, but the doctor and nurse suggest-
ed referring me to a type A hospital, citing the seri-
ousness of my illness and the need for extensive,
long-term treatment.”

The issue of trust and satisfaction with the
healthcare system is further exacerbated when pa-
tients' choices conflict with their medical recom-
mendations. This is evident in the patient's hesita-
tion to undergo surgery.

"When I was informed that | needed surgery, my
mother objected. She suggested trying medication
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first, if possible, as she was deeply affected by a
traumatic past incident where a relative suffered
from post-surgical bleeding and sadly passed away."

Moreover, the approach to obtaining informed con-
sent varies significantly between the FLHF and RH.
At the FLHF level, consent for medical procedures
such as minor surgical wound stitching and inhala-
tion treatments is typically given verbally, without
the use of written forms. A GP clarified this practice.

“For medical action such as handling minor surgical
wound stitching and administering inhalation
treatments, I give informed consent verbally and do
not use a written form.”

By contrast, at RH, the process is more structured
and formalized. Patients were provided with detailed
educational materials and were required to fill out
and sign informed consent forms. This procedure is
particularly evident in inpatient care settings, as ex-
plained by the nurse.

“In the context of hospital inpatient care, we ensured
that informed consent was obtained for any medical
action, but only after comprehensive education was
provided. If a patient disagrees with the proposed
treatment, we then offer a letter of refusal to docu-
ment their decision.”

However, healthcare professionals at both FLHF and
RH face several challenges. Time constraints and the
difficulty of effectively communicating complex med-
ical information within limited interactions have
been recurrently mentioned, as previously highlight-
ed in the themes of Knowledge and Information Dis-
semination. This disparity in practice and under-
standing between patients and healthcare providers
indicates a significant gap affecting the effective im-
plementation of patient autonomy within the JKN
system.

Quality of Healthcare Service

Patients in Indonesia's JKN system frequently ex-
press dissatisfaction with the quality of healthcare
services, particularly in inpatient settings. Their frus-
trations resulted from experiences of delays, inade-
quate care, and unavailability of essential treatments
or facilities. One patient vividly described:

"The nurses always seem busy. There have been
times when my infusion ran out, and it has not been
replaced for hours. Even after calling for a nurse, 1
had to wait a long time for someone to arrive. Addi-
tionally, the doctor's visit times are unpredictable,
and they don't come every day."

Another patient shared their experience with medi-
cation shortages.

"l once had to wait in a long queue only to be in-
formed that the medication was out of stock. I was
compelled to purchase it externally at my own ex-
pense. This medication, which I need to take daily, is
expensive. Without it, my asthma tends to flare up
again.”
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In contrast, healthcare professionals, particularly
doctors, express confidence in their medical exper-
tise, but acknowledge the limitations of the system. A
specialist doctor remarked:

"One thing is certain: 1 have full confidence in the
abilities of Indonesian doctors to manage diseases
within their area of expertise. However, it's the con-
straints of the system that often undermine their ca-
pability and knowledge."

Nurses, often at the forefront of patient care, face
challenges related to prioritizing certain patient
groups due to institutional directives, as explained by
one nurse:

"..but honestly, I have an additional obligation to
pay extra attention to patients who are members of
the police force. This is because our RH hospital is
owned by the police institution, and as such, we ad-
here to the directives and rules set by the National
Police Headquarters."

This dual perspective of patients and healthcare pro-
viders underscores a broader challenge within the
healthcare system. The struggles to meet patient
needs and expectations, influenced by JKN regula-
tions and systemic priorities, highlight significant in-
consistencies in service quality and indicate underly-
ing issues within the healthcare infrastructure.

The acknowledgment of inconsistencies in service
quality by both patients and healthcare providers
paints a picture of a healthcare system struggling to
meet the needs and expectations of patients. Influ-
enced heavily by JKN regulations and systemic priori-
ties, these inconsistencies reflect a deeper issue
within healthcare infrastructure. The role of hospital
management staffs, including Medical Service and
Ethics Committee personnel, are educating patients
about JKN procedures encompasses informing pa-
tients about JKN service flow, such as referral recep-
tion, registration, examinations, medication, and
support services, providing medical facilities and
treatments that comply with JKN regulations, manag-
ing the limitations of Type C hospitals, and referring
patients to larger hospitals for treatments that are
not covered or more advanced than their capabilities,
communicating about treatments not covered by JKN
and the associated challenges in processing these re-
quests without directly intervening in the treatment
plans for efficient healthcare services.

The role of JKN staff in patient referral and treatment
management, which aligned with the hospital man-
agement staff's perspectives, also seemed normative.
Their responsibilities include managing staged
health services to ensure effective and efficient tran-
sitions from FLHF to higher-level facilities, including
provision for emergencies and specific health condi-
tions. administer the Refer Back Program to patients
with stable chronic diseases, requiring specialist cer-
tification for referrals back to FLHF, focused on en-
suring adequate treatment facilities at FLHF and RH
in compliance with the Presidential Regulation on
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Health Insurance. Educational outreach on referral
procedures and ensuring compliance with JKN regu-
lations, although limited resources, are also crucial
components of their role. Hospitals’ efforts to pro-
vide healthcare services according to JKN regulations
and accept referrals based on the FLHF zoning guide-
lines. However, the extent of their application in prac-
tical settings has not yet been fully covered.

Systemic Constraints and Impact

Similar to the previous theme, patient dissatisfaction
was largely due to the limited range of treatment op-
tions available to them under the JKN system. This
dissatisfaction is further exacerbated by additional
financial burdens arising from budget limitations and
policy inconsistencies in the JKN system. A nurse
from FLHF highlighted the following challenges:

" However, we sometimes encounter obstacles owing
to the inadequate facilities provided by JKN, as well
as the regulations set by JKN. These limitations often
lead to patient dissatisfaction with the services we
offer at FLHE"

Healthcare professionals, while acknowledging these
systemic limitations, often feel constrained and pow-
erless to effect change. The restrictions imposed by
the JKN system considerably limit its capacity to offer
diverse treatment options. A GP from the LFHF
shared the following experiences:

"I provide a range of services, from curative care and
examining sick patients to treating them according
to clinic rules and making referrals when necessary.
Additionally, I conducted health promotion activities
twice a month, such as educating people about
chronic diseases. However, there are numerous chal-
lenges, including limited availability of medicine. At
FLHE we're also constrained by rules that limit the
number of patients we can refer, which is tough to
explain, but those are the guidelines we must follow."

Orthopedics further illustrates these systemic issues.

‘I manage JKN patients at the orthopaedics clinic
and provide consultations for emergency room re-
ferrals. However, I cannot address all cases due to
inadequate surgical facilities and the unavailability
of certain operations and diagnostic tests under JKN
coverage. Consequently, I often have to refer patients
to larger hospitals, even though I am capable of per-
forming the required procedures."

These challenges highlight a broader issue in the
health care system. Healthcare professionals often
struggle to offer clear guidance and effective treat-
ment due to policy inconsistencies and confusion
about coverage under the JKN. This complex scenario
can lead to difficult decisions in which respect for pa-
tient autonomy may not be fully realized.

DISCUSSION

This study explores how the principle of respect for
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autonomy is implemented within Indonesia's NIH
and JKN. It focuses on obtaining insights from pa-
tients to better understand how respect for autono-
my is practiced in developing countries’ healthcare
systems.

As expected, this study revealed significant limita-
tions of the current JKN system, particularly in its
underutilization of respect for patient autonomy.
Specific instances where patient autonomy is not re-
spected include scenarios such as medical paternal-
ism, where healthcare professionals make decisions
for patients without adequate involvement; issues
with informed consent, either due to healthcare pro-
viders not properly obtaining consent or patients
lacking an understanding of the medical interven-
tion; and treatment refusal, where patients decline
treatments considered beneficial by physicians but
face pressure from family or healthcare staff.

From the perspectives of both patients and
healthcare professionals, the study identified five key
themes: challenges in the referral system, knowledge
and information dissemination, decision making and
autonomy, quality of healthcare service, and systemic
constraints and impact. These themes provide a
comprehensive overview of the various factors af-
fecting the implementation of patient autonomy and
other principles of ethics in Indonesia's health care
system.

Knowledge and Information Dissemination are close-
ly linked to the principle of respect for patient auton-
omy. This theme highlights the issue of patients lack-
ing awareness and information about JKN services
and the difficulties healthcare professionals encoun-
ter in effectively educating them, resonating with
Darwall’s focus on informed choice.!? Inadequate in-
formation compromises patients' ability to make in-
formed and voluntary healthcare decisions. Without
sufficient knowledge, patients cannot make decisions
beneficial to their welfare. They may choose fewer ef-
fective treatments or misunderstand the conse-
quences of their healthcare choices. This information
gap also limits their ability to use their right to make
informed decisions independently, thus affecting the
non-welfare aspect of autonomy.!! This situation em-
phasizes the necessity for more effective and acces-
sible communication and educational mechanisms
within the JKN system to empower patients to make
better-informed healthcare decisions while simulta-
neously enabling healthcare professionals to offer
more effective guidance and support.

Furthermore, the theme of Decision-Making and Au-
tonomy deals with the limited treatment options
available to patients and their involvement in the in-
formed consent process, making respect for autono-
my the central ethics. The systemic limitations of the
JKN system often overshadow patients’ desires and
rights to be active participants in their healthcare de-
cisions. While sympathetic to patient needs,
healthcare professionals find themselves constrained
by the same system that is supposed to facilitate pa-
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tient care. This situation contrasts with Darwall’s
view of autonomy as a moral right to make claims?2
and Molyneux’s integration of welfare and non-
welfare considerations!?, acknowledging the intrinsic
value of autonomy. This theme also highlights the is-
sue of obtaining proper informed consent, which
aligns with Koita’s findings.23 In developing coun-
tries, community leaders often initiate decision-
making, and literacy challenges can impact the effec-
tiveness of informed consent, reducing the relevance
of written documents and signatures. This issue is
exacerbated by the fact that those most at risk of dis-
ease often have limited literacy, experience with
Western medicine, and an understanding of scientific
research.2324

Moreover, the high patient volume and healthcare
provider workload under the JKN system often result
in rushed consultations, hindering comprehensive
discussions essential for informed consent. This situ-
ation can impede the development of in-depth rela-
tionships between clinicians and patients, which are
critical for understanding patient values and prefer-
ences.2526 Therefore, effective consent strategies in
developed countries may not be as suitable in devel-
oping countries with such diverse and challenging
settings.

Conversely, the theme of Challenges in the Referral
System is primarily concerned with issues such as
the accessibility of healthcare services and equitable
distribution of healthcare resources, reflecting the
principle of justice due to concerns about fairness
and equity in resource allocation. In line with this,
Handayani et al?” identified significant inefficiencies
and rigidities in the referral process in Indonesia's
JKN system. They observed that online healthcare re-
ferral systems did not effectively ensure compliance
with referrals or regional guidelines. The study re-
ported an alarming waiting time of up to 55 days for
health referrals in cases of malignant disease. This
finding suggests the urgent need for a comprehen-
sive review and reform of healthcare referral policies,
particularly in relation to capitation funding for pri-
mary care providers and tiered referral mechanisms
based on hospital classes. However, this theme is still
closely linked to the principles of autonomy. The re-
ferral system has a direct impact on patient access to
healthcare services. Difficulties in obtaining referrals
or delays compromise the patient's ability to make
timely and informed healthcare decisions. Autonomy
is not just about making choices but also about being
able to access the necessary services to act upon
these choices. Therefore, inefficiencies in the referral
system can indirectly limit patients’ autonomy by re-
stricting access to the full range of available medical
options.27.28

Similarly, the Quality of Healthcare Services theme
connects to patient autonomy. The quality of
healthcare services has a significant impact on pa-
tients’ trust and confidence in the healthcare system.
Inconsistent or poor quality of care can lead to mis-
trust, which might discourage patients from actively
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participating in their healthcare decisions. Further-
more, if the quality-of-service leads to incorrect or
delayed diagnoses, it impedes the patient's ability to
make informed decisions, thereby affecting their au-
tonomy. On the other hand, high-quality healthcare,
provides a foundation for patients to feel secure in
the care they receive and more willing to involve in
autonomous decision-making.4>

Finally, the Systemic Constraints and Impact on Pa-
tient Autonomy theme addresses issues such as
budget limitations, policy inconsistencies, and lim-
ited coverage of treatments, all of which directly limit
patient options. These systemic issues often force pa-
tients to either accept suboptimal treatment plans or
incur additional costs. Consequently, patients’ auton-
omy is compromised, as their choices are no longer
driven solely by personal preference or optimal med-
ical advice, but are influenced by external systemic
factors. Perceptions of illness and other beliefs may
have a beneficial or bad impact on an individual’s ac-
tions, health, and medicine use.2? Our findings indi-
cate that in the context of Indonesia's JKN system, the
principles of beneficence and paternalism tend to
overshadow respect for patient autonomy, a key as-
pect of medical ethics.2210 [t highlights the dominant
role of paternalism in healthcare, where health
workers often guide patient treatment actions based
on the belief that doctors generally know what is
best for their patients.

Paternalistic decision-making in healthcare is gener-
ally considered acceptable in cases of 'true paternal-
ism, where individuals are incapable of making in-
formed decisions due to incapacity.l? However, this
raises ethical concerns when it involves competent
individuals who are capable of making their own
healthcare decisions, as this can affect their autono-
my. While exceptions are recognized in emergency
situations or specific public health contexts requiring
prompt decisions, this study finds that paternalism
often occurs in patients who are neither weak nor
vulnerable patients. The issue lies not in their com-
petence, but in a lack of understanding of treatments,
procedures, and insufficient involvement in the con-
sent process. Additionally, patients may feel over-
whelmed in hospital settings or unsure about the
questions to ask, particularly if healthcare profes-
sionals do not actively encourage dialogue. This leads
to a doctor-patient dynamic in which the doctor's
judgment often takes precedence, a practice increas-
ingly criticized for diminishing patient autonomy.10

While developed countries have experienced a signif-
icant shift from paternalistic practices to patient-
centered approaches and shared decision-making2e,
such a transition remains challenging in developing
nations such as Indonesia. A similar phenomenon
was observed in the Middle East North Africa
(MENA) regions. In these regions, cultural, religious,
and legislative influences pose significant hurdles to
implementing informed consent, especially in emer-
gencies. In such scenarios, the norm of informed con-
sent often gives way to a more paternalistic approach
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by physicians that prioritizes life-saving actions over
patient values.? These findings emphasize the need
for greater emphasis on patient autonomy and
shared decision-making in Indonesia's healthcare
system, aligning it with modern medical ethical prac-
tices globally.

IMPLICATIONS

Under the current JKN system in Indonesia, respect-
ing patient autonomy with limited resources and di-
verse patient education levels is challenging.
Healthcare providers and policy workers must work
synergistically to improve healthcare efficiency and
effectiveness while enhancing patient involvement
and autonomy addressed with a multifaceted ap-
proach.

These include:

1. Simplifying and streamlining the referral process
to reduce delays and complexities and possibly inte-
grating digital solutions to facilitate easier access and
tracking?’ suggested an innovative approach in
which referrals are determined based on the
healthcare facility's competency rather than hospital
classification, potentially addressing the system's
deficit issues.

2. Launch comprehensive awareness campaigns and
educational programs about the JKN system, focusing
on healthcare rights, treatment options, and effective
navigation of healthcare procedures, along with
community outreach initiatives, such as schools, reli-
gious institutions, and community centers. By con-
ducting these sessions in familiar communities, the
programs become more accessible and likely to have
higher attendance, ensuring that information reaches
and benefits a wider audience.

3. Provide education tailored to individual under-
standing levels using visual aids and simple explana-
tions with clear and accessible language. In some
cases, alternative methods of obtaining consent, such
as witnessing oral consent or using videos to present
the study and record consent, may be more appro-
priate, especially in developing countries.30

4. The integration of new technologies and artificial
intelligence should be explored to enhance these
methods, aiming to present information in a more
personalized, engaging, and accessible manner.3!

5. Providing training for healthcare providers in
communication, ethical decision-making, and cultur-
al competency to navigate resource limitations and
patient diversity.

6. Develop guidelines and tools to support shared
decision-making that respects patient preferences
while considering JKN constraints. This approach can
lead to increased patient satisfaction, improved ad-
herence to treatment plans, and improved health
outcomes. Therefore, developing trust in patients is
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crucial in a JKN system with limited options. This in-
cludes open communication, empathetic listening,
respect for privacy and confidentiality, and encourag-
ing feedback on patients’ experiences and sugges-
tions for improvement.26

7. Review and revise JKN policies to address cover-
age inconsistencies and financial limitations, includ-
ing funding, reevaluating the list of covered treat-
ments and medications, and improving resource allo-
cation.

8. Support healthcare professionals by reducing the
burden on staff, particularly in high-demand facili-
ties.

LIMITATIONS

This study has certain limitations that must be
acknowledged. First, its scope and impact were con-
strained by its nature as a pilot study. Conducted
with a relatively small group of participants, the con-
clusions might only partially represent the broader
attitudes and experiences within the country. A no-
table concern in this study is the potential influence
of the close relationships between some participants,
specifically healthcare professionals and researchers.
This proximity could have affected the objectivity of
the findings. Furthermore, this study faces the chal-
lenge of a social desirability bias. Patients may with-
hold complete information because of concerns
about receiving proper treatment. Similarly, the in-
formation provided by the JKN and hospital staff
might appear normative, with the JKN staff consist-
ently answering questions and referring to JKN
guidelines without providing further clarification,
lacking a critical perspective on the limitations of the
JKN system and hospital services. Another critical
aspect is the study’s focus on a type C hospital, which
may encounter different challenges from larger hos-
pitals, such as types A and B. However, these limita-
tions do not diminish the study's contribution to un-
derstanding autonomy issues in the context of a uni-
versal coverage health system in a developing
country.

CONCLUSION

This study examined the implementation of respect
for autonomy within Indonesia's National Health In-
surance (JKN) system, focusing on patient insights to
understand its application in healthcare systems in
developing countries. This research found a signifi-
cant underutilization of respecting patient autonomy
within JKN, identifying issues such as lack of patients’
knowledge, pressured treatment acceptance, medical
paternalism, and inadequate informed consent pro-
cesses. The study revealed five themes: challenges in
the referral system, knowledge and information dis-
semination, decision-making and autonomy, quality
of healthcare services, and systemic constraints and
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impact. These themes collectively present various
factors that influence patient autonomy in Indone-
sia's healthcare sector. In particular, the themes of
Knowledge and Information Dissemination and Deci-
sion-Making and Autonomy were found to directly af-
fect patient autonomy, highlighting issues such as in-
adequate patient awareness and restricted medical
choices. The study also noted a dominant paternal-
istic approach in healthcare, often overriding patient
autonomy, especially in cases where patients are ca-
pable yet uninformed or not fully involved in deci-
sion-making. This study suggests the need for greater
emphasis on patient autonomy and shared decision-
making, aligning Indonesia's healthcare system with
global medical ethics practices. Multifaceted strate-
gies are required to improve healthcare efficiency
and effectiveness while respecting patient autonomy.
Recommendations include streamlining the referral
process, launching comprehensive educational pro-
grams, providing tailored patient education, training
healthcare providers in communication and ethical
decision-making, and revising JKN policies to address
systemic limitations. Despite its limitations, this
study significantly contributes to understanding au-
tonomy in the context of the national health insur-
ance system in a developing country.
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