
INTRODUCTION

Advance directives (ADs) refer to the documentation of 

medical interventions that one desires or refuses in situations 

where one cannot indicate one’s preferences regarding medical 

interventions [1]. In South Korea, education on dying well has 

been provided since the 1990s, and beginning with the Korean 

Initiative for Advance Directives in 2012, non-governmental 

organizations such as the Korea Movement for Advance Di-

rectives in 2013 and Hope Do Re Mi in 2015 started sup-

porting the documentation of ADs as part of their campaigns 

[2,3]. After the Act on Hospice and Palliative Care and Deci-

sions on Life-Sustaining Treatment for Patients at the End of 

Life (hereinafter referred to as the Act on Decisions on Life-
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Sustaining Treatment) was implemented for patients in hospice 

and palliative care or in the last stages of their lives in February 

2018, ADs have been legally defined as the documentation of 

preferences regarding life-sustaining treatments and hospice 

care by individuals over the age of 19 in preparation of the last 

stages of their lives [4]. As of December 2019, the cumula-

tive number of ADs documented was 532,667. The average 

number of documentations per month increased rapidly from 

10,418 in 2018 to 38,582 in 2019 [5]. It is expected that the 

documentation of ADs will continue to increase. According to 

the Act on Decisions on Life-Sustaining Treatment, when an 

AD is filled out, the individual must receive an adequate ex-

planation and indicate that he or she understands six compo-

nents, including the implementation process of life-sustaining 

treatments and decisions regarding the withdrawal of life-sus-

taining treatments; preparation, documentation, and storage 

of the AD; and changes and withdrawals of the AD [6]. After 

the implementation of the Act, counselors who are stationed at 

official AD filing centers explain the legally required compo-

nents and counsel individuals before they document ADs.

ADs are important since they legally protect individuals’ right 

to decide the manner of their death according to their will [7] 

and allow individuals to make decisions regarding their death 

based on their value systems. Since an AD is not simple, ad-

ministrative paperwork, but a process of informed consent 

based on a sufficient understanding that allows an individual’

s decision to reflect his or her values, the meaning and pro-

cess are both important [8,9]. For informed consent, a highly 

supportive process is necessary in order to confirm individu-

als’ capacity for self-determination and autonomy, to provide 

sufficient and accurate information, and to check individuals’ 

understanding before filling out the document [10].

According to the Act on Decisions on Life-Sustaining Treat-

ment, it is currently stipulated that the registration center 

should provide appropriate explanation and counseling [6]. 

The Korea National Institute for Bioethics Policy (KoNIBP), 

which operates the National Agency for Management of Life-

Sustaining Treatment, also states that counseling is necessary. 

Counseling can be defined in various ways, but generally, it 

can be understood as care work that aims to achieve others’ 

growth and change. It is a highly professional service activity 

that is accompanied by stress and nervousness from handling 

problems and conflicts that are fundamental for human beings 

[11]. However, the AD Counseling and Registration Center 

Manual provided by the KoNIBP defines AD counseling as 

explanation, education, and promotion of the Act on Deci-

sions on Life-Sustaining Treatment for the public, rather than 

one-on-one explanations. The law does not define counseling. 

Therefore, the official definition of AD counseling does not 

reflect general concepts of counseling, and in the field, ambi-

guity exists between explanation and counseling. Moreover, in 

practice, counseling is provided independently by registration 

centers with varying characteristics. The non-profit organiza-

tions that previously provided counseling as part of the move-

ment for ADs are continuing to provide counseling services 

after the introduction of the law. Different levels of counseling 

are being provided through the National Health Insurance 

Service, at some local health centers, and at other health cen-

ters. The requirements for AD counselors are limited to having 

officially registered and receiving a 2-hour training provided 

by the KoNIBP. Considering these circumstances, concerns 

have been raised regarding whether AD counseling is provided 

with sufficient quality to ensure that individuals have a good 

understanding of the relevant issues when filling out the docu-

ment.

Therefore, this study sought to obtain insights into barriers to 

providing quality counseling for AD documentation based on 

the experiences of counselors who are directly providing AD 

counseling.

METHODS

1. Study participants

In order to identify barriers to providing high-quality AD 

counseling, this study conducted focus group interviews. Pur-

posive sampling was conducted to identify study participants 

appropriate for the study aim. Study participants were prac-

titioners who were in charge of AD counseling at the Na-

tional Health Insurance Service, local health centers, and non-

profit organizations. Since it has been 1 year and half since the 

implementation of the Act on Decisions on Life-Sustaining 

Treatment, those with at least 6 months of experience provid-

ing AD counseling were recruited from each institution. Age, 
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sex, education, degree, counseling experience, institutional af-

filiation, and type of counseling were obtained from the par-

ticipants. Among 12 potential participants, seven participated 

in the study.

2. Data collection

Two researchers conducted two 2-hour-long focus group 

interviews with the study participants in August 2019. The 

main interviewer had worked as a medical social worker for 

7 years and as an AD practitioner for 1 year, had experi-

ence conducting group counseling, and held a master’s degree 

in social work. The secondary interviewer was a nurse who 

had worked in an internal medicine intensive care unit for 8 

years, had been an AD practitioner for a year and half, and 

was completing her master’s in bioethics. The two interviewers 

played complementary roles during the interview. The main 

interviewer facilitated the interview, maintained the focus of 

the interview, and encouraged interactions among the study 

participants. The secondary interviewer managed the time, 

checked whether any topics had been neglected, and took 

notes on remarkable points from the participants’ discussion.

Before the interviews, the two researchers reviewed the exist-

ing literature on AD counseling [3,7] and selected questions 

that investigated the barriers and difficulties perceived by AD 

counselors regarding quality improvement of AD counseling 

from multiple perspectives (Table 1). The interview questions 

were structured in four sections: opening questions, transi-

tion question, key questions, and the final question [12]. In 

order to avoid leading questions, open-ended, semi-structured 

questions were used. The opening questions asked partici-

pants about their affiliations, AD counseling experiences, and 

academic background, while the transition questions asked 

participants about the AD counseling they provided in terms 

of the counseling structure, including the type and duration of 

counseling, the content and function of the counseling, and the 

counseling methods they used that were focused on individu-

als’ core values and attitudes. The key questions were: “What 

kind of AD counseling is required based on the counselors’ 

experiences?”, “What challenges do AD counselors face?”, 

and “What is the role of an AD counselor?” The final question 

asked whether there were any additional difficulties that had 

not been discussed so far.

The interviews were conducted in a meeting room that en-

abled a focused conversation. Study participants were en-

couraged to speak freely and comfortably. Active interactions 

among participants were encouraged, but they were reminded 

to be respectful of each other. Other group rules included 

keeping the information shared in the interview confidential. In 

order to maintain focus in the interview, the study aim and the 

questions were shared at the beginning of the interview, and 

individual questions were asked to clarify any points that were 

unclear during the interview. Before the interview ended, it was 

checked whether each participant had anything else to say, 

and participants were thanked. With consent from the partici-

Table 1. Questionnaire Used in the Focus Group Interview.

Type of question Detail

Introduction Please introduce your workplace, related experience, academic background, etc.

Transition What kind of AD counseling do you provide? (based on structure of counseling - type, time, and method of counseling -, 

content, function, core values and attitudes)

Key questions What kind of AD counseling do you think is needed? (tell us about your experiences)

     - What do you think makes it meaningful?

     - What kind of AD counseling would you like to see in the future?

     - What might be needed for that to happen?

Which challenges do you face as an AD counselor? (tell us about your experiences)

     - What do you think is the root of the problem?

     - How do you want it to improve?

     - What do you need for improvement?

What do you think the role of an AD counselor is?

     - What do you think is needed in order to fulfill the role of a good AD counselor?

Final What challenges were not covered today, but still exist in your workplace?

AD: advance directives.
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pants, the discussion was audio-recorded and transcribed, and 

in order to protect the personal information of study partici-

pants, the transcripts did not contain any identifying personal 

information.

3. Data analysis

A thematic analysis of the study data was conducted [13], 

in which the main themes were identified by reading the data 

with a focus on the barriers according to the study aim. The 

data were reviewed again based on the main themes, and 

related sub-themes were identified. Central ideas were then 

extracted. The researchers transcribed the audio-recordings 

of the focus group interviews immediately after the interviews 

and recorded observational notes. The researchers each re-

viewed the content of the focus group interviews, and when 

there were ambiguities in meaning or discrepancies in opin-

ions, the researchers checked their notes to confirm what 

participants stated. In accordance with the analytical methods 

described by Morgan and Scannell [14], the transcripts were 

read repeatedly before being coded, and themes and categories 

were established by comparing and contrasting similar themes. 

In order to minimize researcher bias and increase the reliability 

of the data, the analysis was audited by an external auditor.

4. Ethical considerations

The researchers identified themselves to the participants be-

fore the interviews started, the aim of the study was described 

in the informed consent form, and participants were notified 

that they could discontinue participation whenever they want-

ed. Before participants signed the informed consent form, they 

received an explanation of the voluntary nature of the study 

procedures, including audio-recordings, confidentiality of the 

participants and the interview content, and the interviewing 

process, and it was clarified that there were no disadvantages 

of not participating. The participants received a small mon-

etary token of appreciation for sharing their experiences and 

participating in the study. In order to ensure ethical conduct, 

this study was approved by the Seoul National University 

Hospital Clinical Research Institutional Review Board (ap-

proval number: H-1908-055-1054).

Results

1. General characteristics of participants

The average age of the participants was 49.7 years. Six of the 

seven participants were women, and one was a man. Three 

had a bachelor’s degree, three had a master’s degree, and one 

had a doctoral degree. Three had majored in nursing, one in 

social work, one in health administration, and one in finance, 

and 1 had double-majored in nursing and social work. The 

average duration of AD counseling experience was 20 months 

(range: 6~52 months). Three worked at a tertiary hospital, 

three at non-profit organizations, and one at a local health 

center. All participants provided individual counseling, and 

the three who worked at non-profit organizations also pro-

Table 2. Characteristics of Study Participants.

ID Age/Sex
Educational 

level
Major

Duration of 
counseling 

experience (mo)
Affiliation Subject Place of counseling

A 59/Female Bachelor Nursing 8 Tertiary hospital Individual Separate counseling room

B 35/Female Master Nursing 6 Tertiary hospital Individual Separate counseling room, ward

C 60/Female Master Nursing 18 Tertiary hospital Individual Separate counseling room

D 27/Female Bachelor Health 

administration

18 Community healthcare  

   center

Individual Counseling room

E 55/Female Bachelor Social welfare 26 Non-profit organization Individual/group Separate counseling room, ward, 

facility, home visit, group lecture

F 48/Female Doctor Nursing and  

social welfare

52 Non-profit organization Individual/group Separate counseling room, facility, 

home visit, group lecture

G 64/Male Master Business 12 Non-profit organization Individual/group Separate counseling room, ward, 

facility, home visit, group lecture
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vided group education. All participants except for one con-

ducted counseling in private counseling spaces, and depending 

on their affiliation, participants also provided counseling at 

hospitals, institutions, organizations, home visits, and group 

courses (Table 2).

2. Main themes

Three main themes, five categories, and 12 sub-categories 

were identified in this study (Table 3).

1) Issues regarding consistency in AD counseling

(1) �Different purposes of AD counseling on which AD  

counselors focus

① �Counseling focused on providing accurate information 

and supporting completion of the documents

In order for individuals to complete an AD, it is necessary 

that they receive an explanation on the legally required infor-

mation so that they have an accurate understanding of life-

sustaining treatment. In that regard, the main purpose of AD 

counseling is to diligently deliver accurate information, to cor-

rect any misunderstandings about life-sustaining treatments 

or policies, and ultimately to help with the completion of the 

documents. Some participants stated that the current process 

of counseling was more education than counseling. In reality, 

many counselors only aim to ensure completion of the docu-

ments, and in such cases, problems such as individuals com-

pleting the documents without sufficient understanding can 

occur.

People have a lot of misunderstandings. [They think] “If I’

m sick or unconscious, I don’t have to do anything.” “The law 

is that way.” People even think the time to death is months or 

a year. We need to point out where the law is different from 

commonly held beliefs. After counseling, people say “wow, it 

is so different from what I thought.” (A) 

After people understand the explanation, when they agree, 

the document is completed. For proper counseling, you need 

to enter into a person’s heart, sympathize, and understand, but 

this [AD counseling] occurs in such a short time, so I don’t 

think it is appropriate to call this “counseling.” (G)

Recently, someone wanted to receive counseling about dying 

and to complete the document, so the person went to OO reg-

istration center. The counselor told the person “I don’t know 

about this. If you just complete the document, we just register 

it.” I worry that people will think this is just a document they 

complete and submit. (E) 

I feel that the purpose of counseling suggested by the KoNIBP 

and the purpose of counseling as we experience it are qualita-

tively different. (F)

Table 3. Themes, Categories and Sub-categories Based on the Thematic Analysis of Counselors’ Perspectives on Barriers to Advance Directives Counseling.

Theme Category Subcategory

Issues regarding consistency  

in AD counseling

Different purposes of AD counseling on 

which AD counselors focus

Providing accurate information and supporting completion of documents

Providing opportunities for looking back on life and helping prepare for death

Finding and solving caregiving issues

Lack of manual for standardized services Variation in counseling by institution and individual counselors

Lack of specific guidance for counseling service

Issues regarding AD 

counselors’ competency  

and work environment

Counselors’ self-perceived limitations of 

competency

Lack of knowledge

Lack of counseling skills

Poor work environment of AD counselors Counselors in non-profit organizations lack adequate acknowledgement and 

compensation

Counselors in community healthcare centers experience structural difficulties

Counselors in hospital are burned out

Issues regarding an adequate 

service system

Lack of a proper service system 

considering individual circumstances

Limited visiting counseling services

Lack of a standard guideline for the proper distribution of limited resources tailored 

to individual circumstances

AD: advance directives. 
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② �Counseling focused on providing opportunities for looking 

back on life and helping prepare for death

Participants reported that beyond completing the documents, 

they tried to facilitate self-reflection and retrospection among 

the elderly, help individuals think about what is best for them 

rather than for their family or others, and provide an op-

portunity to make proactive plans for their remaining lifetime. 

Moreover, counselors helped individuals to think more con-

cretely about death, rather than continuing to consider death 

on an abstract level, and assisted them in making arrangements 

for end-of-life care accordingly.

I always counsel with these things in mind: helping people 

to organize their thoughts on the life so far and start thinking 

about how to plan to end their lives proactively, meaningfully, 

and with worth. I ask, “what percent of you thinks about 

yourself?” And they say, “me?” And only at that moment they 

realize how important it is to think about themselves. (C)

Retrospection and self-reflection are very necessary for the 

elderly, and discussions on life-sustaining treatment follow 

naturally. (F) 

What we focus on is end-of-life care. Completing the form 

is not important. We need to think now about what end-of-

life care will be like. (F)

I ask them to think about how they will meet death and how 

they will prepare for death with their family. Then they can 

think about the details, like whether they should go to the 

hospital or emergency room. (A)

③ �Counseling focused on finding and solving current care-

giving issues

The participants reported that in the process of discuss-

ing end-of-life care, they often identified ongoing care issues 

facing individuals. In particular, when participants conducted 

home visits, they witnessed care issues in real life, so when they 

counseled individuals, they focused on solving these issues. In 

some cases, participants provided services directly or referred 

individuals to appropriate services.

An elderly person taking care of a disabled son, or an elderly 

person taking care of another elderly person. No care was 

there from the system, and families were left with the entire 

care burden. One time, someone told me “I am over 80 years 

old, and my wife has been bedridden for 20 years. I feel like I 

will die from taking care of her.” I tend to focus on how I can 

help people in that kind of situation. (F)

When I go and see that their house is like a cave, that they 

have no beds—how difficult is that for terminal cancer pa-

tients? They are really neglected. I give them a foot massage 

and connect them to services they can use at centers. (E)

(2) �Lack of a manual for standardized counseling service 

provision

① �Variations in counseling across institutions and individual 

counselors

Participants pointed out that the content, method, and depth 

of counseling varied in current practice, and that the variation 

was particularly large across different counselors and registra-

tion centers. They suggested that reducing these discrepancies 

and providing standardized counseling services would be very 

important.

People would come to me and say, “Someone I know com-

pleted the form at OO registration center and got it done 

within a few minutes.” The first thing they ask is “let’s make it 

fast.” (A) 

At OO registration center, an administrative staff member 

does the counseling. Most counselors do not explain anything, 

but instead give people papers and pamphlets and say, “read it 

on your own and ask questions.” They just say, “you will do 

it, right? It’s a good thing.” (F)

I do counseling for at least 40 minutes to an hour. After the 

counseling, people tell me “this was very different from what 

I thought. I’m glad I heard the explanations.” I also give them 

materials with what I explained. (A)

Our non-governmental institution conducts visits to welfare 

centers, where we explain the issues to people in a group, and 
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do it like that. (G)

② Lack of specific guidance for counseling services

The participants stated that specific guidance for standard-

ized counseling service would be necessary to provide high-

quality counseling. Especially regarding judging the decision-

making abilities of individuals and explaining each legally 

required item for AD counseling in a consistent manner, 

specific guidance is required, but is lacking. Some materials 

are provided by the KoNIBP for basic training for counselors, 

but in reality, each institution either develops and uses its own 

manual or does not use any materials. The participants voiced 

the opinion that standardized guidance should be prepared 

centrally to ensure the quality of counseling.

Because counseling styles are all different, everyone makes 

different manuals. I think there should be a standard when it 

comes to counseling content. It is necessary that wherever peo-

ple go, the same content as to what life-sustaining treatment 

is and what death is needs to be provided. “You don’t want a 

Levin tube? Then you should sign.” That type of counseling 

should not happen. (C)

There needs to be some outline for counseling. It should be 

officially recognized that in order to provide basic explana-

tion and counseling, a minimum of 30 minutes is required 

per person, and the explanation and counseling should occur 

together. This should be reflected when the government evalu-

ates reimbursements. (A)

2) �Issues regarding AD counselors’ competency and work 

environment

(1) Counselor’s self-perceived limitations of competency

① Lack of knowledge

AD counseling is a complex process that incorporates vari-

ous elements, including the content of the Act on Decisions on 

Life-Sustaining Treatment, concepts of dying and life-sustain-

ing treatment, and quality of life and self-determination. Thus, 

in order to help people understand, counselors should first 

have an accurate understanding of these concepts. However, 

participants reported feeling they did not have an adequate 

knowledge about concepts of dying and life-sustaining treat-

ments, the decisions made about life-sustaining treatments in 

actual clinical practice, and the content and utilization of hos-

pice care. Participants felt that the 2-hour-long basic train-

ing for AD counselors was insufficient to resolve the lack of 

knowledge. Some institutions run their own training sessions, 

but doing so is difficult for institutions that lack human and 

financial resources.

This type of counseling is particular. It’s not like other coun-

seling. We are providing limited, not in-depth, medical infor-

mation. Since most counselors are not medical staff, it is true 

that we lack medical knowledge. (F)

Sufficient information should be given regarding hospice care 

and life-sustaining treatment so people can determine what 

is right for them, but they won’t be able to understand if the 

counselor does not know or does not give that much of an 

explanation. (A)

What should actually be done if someone does not want 

life-sustaining treatment but the person cannot complete the 

AD form? I heard that two family members should give state-

ments, but I am curious how that process happens in actual 

clinical practice. (E)

There is a lot of demand for hospice education. I have to ask 

about their preferences, but I have to know something before 

I can ask. Even for counselors, the concept of hospice care 

is like a murky fog, so it is almost impossible for those who 

come in for counseling to understand. (F)

When my institution was running a training session, I asked 

to learn about the necessary documents, length of hospitaliza-

tion, and the costs when patients go to hospice care. Because I 

get a lot of questions. (E)

② Lack of counseling skills

To provide high-quality counseling, counseling methods and 

techniques for efficient counseling (e.g., confidentiality and 

neutral attitudes as counselors) are necessary. However, due to 

the lack of counseling skills, counseling may be insufficient or 

manipulative if counselors have unethical attitudes or prioritize 
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completion.

For example, conversational attitudes, conversational tech-

niques, listening skills, and in some cases, you learn private 

information, so the responsibility to protect confidential in-

formation should be emphasized as well. You see some things 

during home visits, but you cannot gossip about what you see. 

You need to understand those principles, and you also need 

to know about basic counseling techniques in order to convey 

information and provide emotional empathy and proper lis-

tening. (C)

I listen to people who come for counseling. I have the con-

cepts of re-statements and clarification in mind when someone 

repeats themselves over and over. But not all counselors can 

do that. (F)

I’ve seen counselors who measure their accomplishments by 

the number of ADs completed. They convince, appease, and 

are a bit forceful. They say things like, “Do you know how 

burdensome that is for your children, do you know how much 

they suffer” or “blood dialysis is a few hundred dollars, do you 

want to do it?” (C)

(2) Poor work environment of AD counselors

① �Counselors at non-profit organizations lack adequate  

acknowledgement and compensation

Participants pointed out that the law does not mention coun-

selors and does not take their role into consideration, so natu-

rally there is no compensation or protection for counselors. 

At non-profit organizations, counselors work based on their 

own will and sense of duty, but there are difficulties financially 

and in terms of the structure of the organization. Moreover, 

since they are not publicly licensed, they feel that society has a 

negative impression of them as non-skilled workers, and since 

they cannot prove that they are qualified, it is hard for them 

to gain trust from people who come in for counseling. Par-

ticipants also emphasized that there are no systems in place to 

protect counselors, especially during home visits.

In the law, there is no mention of the term “counselor.” Who 

would do it if there is no guidance? Since there is no mention 

of counselors, of course there is no compensation. (F)

Counselors usually have a strong sense of duty and responsi-

bility. However, it is very unfair. Because we are non-medical 

staff. Physician orders for life-sustaining treatment are covered 

by national insurance, but AD is not. The annual compensa-

tion totals 20,000 to 30,000 dollars, not even enough for one 

person’s salary. We use that money to pay for lunch for dozens 

of people. (F)

Being a senior citizen myself, I used my own money to vol-

untarily provide counseling from 3 years prior to the introduc-

tion of the law. Some institutions provide visiting counseling 

services and get reimbursed, but if that reimbursement did not 

exist, even if it’s a voluntary service, I don’t know if I could 

(provide visiting counseling services) using my own money. (G)

We made certificates for counselors independently. But be-

cause only our institution logo is on the certificate, people do 

not trust it, they say “what is this?” This problem remains even 

after I suggested [changes] multiple times. (E)

We do not send women due to the security issue. We heard 

that when female counselors went on home visits, there were 

some harassment incidents. So we don’t send women anymore. 

Only men go. (G)

② �Counselors at community healthcare centers experience 

structural difficulties

At local health centers, counselors felt overburdened since 

AD counseling was added to their normal workload. This was 

a temporary arrangement, but the situation did not improve. 

The physical environment was not adequate for counseling, 

and appropriate preparations were not made, leading to prob-

lems.

Since AD counseling was added to my workload, it has been 

a bit overwhelming, and the situation does not allow for suf-

ficient counseling. It is becoming worse without improvements 

or support. (D)

The counseling room is used by the entire department. When 
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there are lots of clients, people have to wait for a long time. 

The topic is very serious, but the space is open. We do not 

have tablet PCs, and everything is hand-written. So in some 

cases, we have to hold their hand so they can write. (D)

I was very surprised to learn how counseling is provided at 

other institutions and what equipment is used. At local health 

centers, it’s rare to operate like that. We just feel exhausted, 

but we did not know what was lacking or where to bring our 

concerns. (D)

③ Counselors at hospitals experience burnout

At hospitals, there are no designated counselors, so the work 

is distributed on top of the existing workload. As a result, the 

counselors experience excessive psychological and physical 

burdens. Moreover, when patients are referred to counseling 

by the medical staff, the discussion occurs too late. Therefore, 

counselors feel skeptical about helping patients to complete 

ADs when patients are in physical and emotional pain. The 

opinion was articulated that making dying patients complete 

ADs goes against the purpose of advanced care planning, 

which aims to think about the end of life beforehand.

For the past 6 months, I counseled 1,300 cases on my own. 

It’s a tremendous amount of work. It takes at least 30 min-

utes to counsel someone, but the schedule is so tight that I get 

depleted and experience difficulty reaching out in other areas. 

My voice is always lost. (B)

This law itself is about hearing these explanations when peo-

ple have the lucidity and capacity to understand hospice and 

care, but if people are in a bad condition, they do not have 

time to understand or even hear about it. However, if they do 

not complete an AD, they will receive life-sustaining treat-

ments. (A)

When an AD is completed after a request from the doctor, 

it just gets completed as long as the patient has the strength to 

hold a pen. I wonder whether this aligns with the spirit of the 

law, whether this is really my role. (B) 

It is a bit difficult for doctors to talk about physician orders 

for life-sustaining treatment. Patients are in the process of dy-

ing, and we have to go to them and we almost feel like we’re 

trying to sell them something. I could not bring the words out. 

I feel very guilty about talking about not doing cardiopulmo-

nary resuscitation, about not administering chemotherapy to 

those patients. (F)

3) Issues regarding the adequacy of the service system

(1) �Lack of a proper service system considering individual 

circumstances

① Limited visiting counseling services

Participants stated that visiting counseling services are neces-

sary for people who experience difficulties moving around, and 

anticipated that the demand for these services will increase. 

Currently, some non-profit organizations are providing visit-

ing counseling services, but the supply is limited relative to the 

demand, so the barrier to use is very high.

The elderly directly come to the center for counseling, and 

we visit other institutions for education and counseling. Since 

February of this year, we have been providing visiting coun-

seling to people in their homes. We started the program due to 

high demand this year. Because there aren’t that many centers 

that provide visiting services… (F)

I was in an underserved rural area, and there were 30 people 

with cerebral palsy who grew up in orphanages and now are 

living alone. They were all in their wheelchairs, desperate to 

complete this form. Whew. Their hands had become stiff due 

to their disability, so they were not able to sign. So, we ended 

up recording their voices and had to write in a lot of explana-

tions. It was really difficult. (E)

② �Lack of standards and guidelines for the proper distribution 

of limited resources tailored to individual circumstances

Currently, AD counseling is provided at registration centers, 

as visiting services, and in institutions, but participants pointed 

out that there is no system of providing individualized services. 

In particular, for visiting counseling services, not only is the 

provision of services lacking, but since there are no guide-

lines as to the selection and prioritization, the small amount 

of resources is being distributed inadequately, and operational 
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problems exist. Participants also experienced difficulties due to 

the lack of a system to service populations that require spe-

cialized counseling, such as those with advanced diseases or 

rare and incurable diseases. Some participants voiced that the 

central government must make efforts to increase access and 

standardize services through local governments.

The fact that counselors visit home is very important. The 

eligibility or process of visiting counseling services should be 

publicized, but it is very difficult to rely on word-of-mouth. 

(A) 

Those who used to work around US military bases are os-

tracized from society and discriminated against, so they live in 

groups. These people are now old and cannot move around. 

Those who live alone or do not have family members really are 

desperate to make decisions on life-sustaining treatment be-

cause of how the system is set up. We need to provide services 

to these groups first. (F)

As I provide visiting counseling services, I find that those who 

can move and those who can come in for counseling after a 

minor surgery request home visits. (E)

Everyone knows that it is so difficult for people with diseases 

like Lou Gehrig’s disease. It is difficult for them to commu-

nicate and for us to discuss dying or life-sustaining treatment 

with them… (F)

Even if you have the intention, it is not easy to visit registra-

tion centers. There should also be ways for working people to 

come in. (C)

I think that the public and private sectors need to network 

with each other more closely. There are areas that each can 

cover, so the public and private need to connect to form a 

network so that there are no blind spots. Information should 

be shared regarding regions, classes, and conditions that each 

can cover, so people know where to connect someone. (A)

DISCUSSION

ADs have great importance, as they are the product of people 

reflecting on their values regarding treatments in the dying 

process in preparation for when they will not be able to make 

decisions with sufficient informed consent [15,16], they are 

therefore a solution to ethical conflicts that can occur when 

decisions about life-sustaining treatments are being made 

[17,18]. This study identified consistency in counseling, capac-

ity, work conditions of counselors, and the service system as 

barriers to high-quality AD counseling, the aim of which is to 

help people to understand AD sufficiently.

The first theme regarded consistency. It was found that the 

focus of AD counseling differed among counselors and that 

counselors carried out diverse roles [19]. A reason for this may 

be the lack of a clear definition of AD counseling and its role, 

even though it can be inferred from the law that AD counsel-

ing should provide information about the required elements. 

Therefore, it is necessary to publicly clarity the core purpose 

and role of AD counseling [20]. Moreover, a consistent guide-

line on the specific process of counseling in accordance with 

its purpose is required. The AD Counseling and Registration 

Center Manual provided by the KoNIBP focuses on the in-

formation that counselors need to provide during counseling 

and the electronic record system that counselors need to use. 

Participants stated that the content is not detailed enough to 

use in real-world practice, and that the manual is inadequate 

as a guidance document for the actual conduct of counseling. 

In order to ensure the reliability of AD counseling, consistent 

information about core items and counseling services with a 

similar quality should be provided by all registration centers 

and counselors. To standardize services in this way, more spe-

cific and realistic guidelines, including how to judge individu-

als’ decision-making ability [21], what to do when people do 

not understand the explanation in the manual, how specific 

the explanations of life-sustaining treatment should be in 

clinical settings where patients are dying, and when and how 

to explain hospice care, are necessary [16].

Second, AD counselors faced difficulties in terms of their 

own capacity and work environment. Counselors are profes-

sionals who determine the quality of the relationship with the 

individual receiving counseling, who lead the counseling pro-
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cess, and who serve as a therapeutic tool to help others [22], 

so the capacity of counselors is very important for the quality 

of counseling. Ideally, AD counselors should have adequate 

knowledge on advanced care planning and the laws and poli-

cies related to life-sustaining treatments, professional counsel-

ing techniques to facilitate value exploration and self-deter-

mination, educational tools to deliver accurate information, 

recognition of human rights, dignity, and self-determination, 

and ethical attitudes as counselors [3,23]. However, there are 

currently no official data on the capacity of counselors, and 

anyone can provide counseling once they complete a 2-hour 

basic training session on counseling. Counselors in the field 

feel they do not have sufficient capacity in terms of knowledge 

and counseling techniques. They reported that they especially 

lacked knowledge on how hospice care and the Act on Deci-

sions on Life-Sustaining Treatment are implemented in actual 

clinical practice [10]. Moreover, participants reported that 

some counselors had problems in terms of their attitudes or 

ethics. The development of counselors’ capacity in terms of 

knowledge and techniques is entrusted to each registration 

center, and guidelines are also developed and used by each 

center; thus, to improve the issue of capacity, ongoing realistic 

training and management seem to be necessary.

Moreover, counselors had issues pertaining to different types 

of registration centers in terms of the work environment [24]. 

Non-profit organizations employ volunteers and are experi-

encing difficulties finding financial support due to the lack of 

official recognition and compensation. There are no protection 

systems for them even though they are exposed to risks when 

they make home visits. Measures to support and protect them 

are urgently needed. Local health centers are close to commu-

nity members and they have advantages in terms of their abil-

ity to identify vulnerable groups and to organically cooperate 

with other local government services, but the actual number 

of registrations is low. In this study, counselors at local health 

centers were found to be overburdened, and they stated that 

their physical environment was not conducive to counseling 

and that information-sharing was limited because they did not 

interact with other registration centers. Budgetary resources 

should be allocated to place adequate personnel at local health 

centers and to create an adequate environment for counseling. 

There should also be networking opportunities for registra-

tion centers. At hospitals, there were difficulties in identifying 

personnel within the institution, so counselors had an excessive 

workload. They were often asked to take on doctors’ respon-

sibility to explain these issues to dying patients. Since the doc-

umentation was legally required for dying patients, counselors 

felt skeptical and depleted by the reality of asking patients in 

immense physical and psychological pain to complete ADs. 

The National Health Insurance System should provide moti-

vation for hiring an adequate number of personnel by covering 

AD counseling, and discussions should be held about when 

ADs and provider orders for life-sustaining treatment docu-

mentation are completed and who should participate in those 

processes [25].

Regarding the appropriateness of the service system, which 

was the final theme, participants pointed out that the lack 

of visiting counseling services for those with mobility issues 

is a problem in the current AD counseling service system. 

People with mobility issues are neglected in discussions of life-

sustaining treatment, since they also face limitations in visiting 

medical facilities [26]. Thus, it is necessary to plan to expand 

visiting counseling services for them [27]. Moreover, detailed 

strategies regarding the criteria needed for visiting counsel-

ing services to be utilized by those in most need of the services 

should be implemented. Visiting counseling services, which 

are rare, used to deal with requests from difficult clients, and 

in hospitals, despite the shortage of personnel, counseling 

was provided to outpatients; as a result, those with advanced 

diseases did not receive adequate medical explanations and 

completed ADs as a formality after administrative counseling. 

Other vulnerable populations, such as those in care facilities or 

those with no family, many not even get the chance to make 

a decision. The AD counseling system should be centralized 

so that the fragmented service system can be organized into a 

broader system, rather than each institution creating its own 

guidelines; by doing so, it should be possible for people who 

want to complete AD to receive adequate services according to 

their circumstances without being neglected.

The results of this study are limited to the seven participants, 

and since counselors from the National Health Insurance Ser-

vice, which operates the greatest number of AD registration 

centers, were not included in the study, the generalizability 

of the study is limited. Therefore, additional research with a 
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broader group of counselors might be required. Moreover, 

there is a scarcity of literature on AD counseling and AD 

counselors in South Korea and internationally, so it was not 

possible to adequately compare the results of this study to the 

existing literature. Further research is warranted.

Despite these limitations, this was the first study to dem-

onstrate issues and aspects of quality improvement for AD 

counseling after the implementation of the Act on Decisions on 

Life-Sustaining Treatment. In order for ADs to protect self-

determination, which is the goal of the Act, and to be imple-

mented in clinical practice without confusion, high-quality 

counseling that facilitates sufficient understanding should be 

provided. The purpose of AD counseling should be clari-

fied, specific guidance should be developed for standardized 

service provision, support should be provided for counselors’ 

capacity-building, the work environment should be improved 

for each type of registration centers, and a central counseling 

service system should be established. 
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