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Abstract

This article examines infectious disease laws in Japan from a human rights perspective using international
standards.

Background In public health, frameworks and assessments integrating human rights concerns are beginning
to be developed. One challenging area is infectious disease control where human rights offer and approach for
addressing the rights and health of infected and vulnerable populations.

Methods We examined the jurisdictional transformation of human rights concerns in infectious disease laws
through chronological and conceptual analysis. In particular, we looked at relevant laws with special attention to
the recently amended Infectious Disease Prevention Law by focusing on HIV/AIDS and tuberculosis.

Results Attention to human rights in infectious disease laws in Japan has improved. This may partially be the
result of (1) attention to international norms and standards, and (2) civil society efforts to advocate for the rights
of infected and vulnerable populations.

Conclusion Three prime areas remain challenging: (1) inclusion of infected and vulnerable populations in
decision-making concerning relevant law and practice, (2) attention to the health and rights of health profes-
sionals, and (3) accurate criteria for restricting the rights of infected and affected populations. Consideration of
international standards and approaches in these areas could facilitate a well-balanced health and human rights
perspective to infectious disease control.
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have been promulgated globally. The United

Introduction

Human rights

Human rights are legally guaranteed internation-
ally and in the national laws of governments,
protecting fundamental freedoms and the human
dignity of individuals and groups."? Governments
are obliged to respect, protect, and fulfill human
rights.®4

International human rights law was developed
principally after World War II. A large number
of human rights related treaties, declarations, and
legal instruments with implications for health

Nations (UN) adopted and proclaimed the Uni-
versal Declaration of Human Rights in 1948." Two
major international human rights treaties were
created in 1966; the International Covenant on
Economic, Social and Cultural Rights (ICESCR),?
and the International Covenant on Civil and
Political Rights (ICCPR).® Japan ratified these
two treaties in 1979 as well as the six other major
human rights treaties by October 2007. A num-
ber of international bodies exist to support gov-
ernmental compliance with their human rights
obligations and most recently, in June 2006, the
UN established the Human Rights Council to
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Fig. 1 Jurisdictional transformation: Major infectious disease related laws in Japan

promote and encourage respect for human rights
and fundamental freedoms.”

Human rights in global health
In the context of health, human rights have been
progressively promoted at the global level.5'°
The World Health Organization (WHO) affirmed
“the right to the highest attainable standard of
health” in its 1946 Constitution."" The concept
was developed over half a century with “health
for all” (1978),'2 “health promotion” (1986),"
“health promotion in the 21st century” (1998).'4
The right to health also exists in many health
specific documents and declarations.
Governments have a responsibility to deliver
essential health and social services, and to enable
people and their families to achieve better health
by respecting human rights, which are a pre-
requisite to health and wellbeing.'® Framework
and assessment methodologies to include human
rights concerns in health are increasingly being
developed by the international community.'51¢
Governmental obligations include the obligation
to respect, protect, and fulfill human rights. A
“rights-based approach” is a process that uses
human rights as an integral dimension of the
design, implementation, monitoring, and evalua-
tion of health-related policies and programs.'” In
particular, attention is given to the principles of
non-discrimination, participation, transparency,
and accountability. Increasingly, governments

have understood that the promotion and protec-
tion of human rights in the context of public
health is not only a legal obligation but can also
make their policies and programs more effective.

Since the 1980s, the global pandemic of HIV/
AIDS has raised awareness of the rights of infected
and vulnerable populations in global health.?
Infectious disease control is a challenging area
for considering the rights of infected and vulner-
able populations.

Human rights and public health in Japan
In 2001, an epoch-making event occurred regard-
ing human rights concerns in Japan’s public
health policy. The Japanese court ordered the
government to award compensation to former
leprosy patients. The Leprosy Prevention Law
(Law No.214: 1953-1996), which was based on
patient isolation in the 13 national leprosaria,
was found to be a violation of the human rights of
leprosy patients.'® Later, compensation was also
awarded to those claiming maltreatment'® while
isolated in the overseas leprosaria built by the
Japanese government during the colonial period.?
Along with this case, concerns for the human
rights of people living with HIV/AIDS (PLWHA),
the potential threat of the use of infectious disease
pathogens for world terrorism, and the outbreak
of emerging infectious diseases, e.g., severe acute
respiratory syndrome (SARS) and the H5N1
strain of flu, have all raised awareness of the role
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of human rights in public health considerations.?'

Jurisdictional transformation in Japan:
Infectious disease related laws

Perhaps as a consequence, the structure of infec-
tious disease related laws has been drastically
transformed in the last decade (Fig. 1). The aims
are to strengthen surveillance and prevention on
the one hand, and on the other to promote a
human rights perspective in infectious disease
control.?" Japan has been observing the con-
tinuous increase of PLWHA from the mid-1980s,
and the plateau prevalence of TB. These two
infectious diseases are targets of the UN Millen-
nium Development Goals? and of direct concern
to Japan.

Epidemics of HIV/AIDS and TB

HIV/AIDS: The human immunodeficiency virus
(HIV) causes acquired immune deficiency syn-
drome (AIDS), which was first recognized in
1981 in the United States.?® In the world, 39.5
million people were estimated to be living with
HIV/AIDS in 2006.24

In Japan, 1,358 PLWHA were newly reported
in 2006, with a 13% increase from the previous
year, a consecutive 3-year growth.? The cumula-
tive number of PLWHA in Japan was estimated
to be 12,394 by the end of 2006.%6 Although the
estimated HIV infection rate among its popu-
lation is under 0.1%, Japan is experiencing an
increase in PLWHA since the first reported
AIDS patient in 1985.2° Specialists note that
HIV/AIDS in Japan is shifting from a con-
centrated to a generalized epidemic and advise
that more resources need to be invested in
prevention.?” In terms of related laws, the AIDS
Prevention Law (Law No.2:1989) was integrated
into the Infectious Disease Prevention Law (Law
No.114: IDPL) in 1999 (Fig. 1).
TB: TB is an infectious disease that spreads
through the air. People who are sick with TB in
their lungs are infectious.?® The WHO declared
TB a Global Emergency in March 1993. In 2005,
it was estimated that globally 8.8 million people
were newly infected with TB and 1.6 million
people died by it.?®

In Japan, TB was the top cause of death in the
1930s and 1940s and remained a high-prevalence
disease until the 1950s.° The prevalence was
lowered to 33.7/100,000 in 1996.%" However, in
1997-1998, Japan experienced the first rise in TB
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Fig. 2 Integration of human rights to improve health

patients (34.8/100,000) after having decreased
for four decades. Thus the Japanese government
declared a national TB emergency in 1999.% Cur-
rently, Japan remains as a middle TB-prevalent
country. The TB prevalence (17.2/100,000) in
2006% was approximately two- to three-fold of
that of other developed nations. With respect
to relevant laws, the TB Prevention Law (Law
No.96: 1951) was amended in 2006 and inte-
grated into the IDPL in April 2007 (Fig. 1).

Study objectives

Given the rising HIV and TB prevalence in
Japan, jurisdictional transformation is taking
place alongside elevation of human rights con-
cerns. We therefore examined the concepts and
implementation of a human rights perspective in
the scope of infectious disease control in Japan
by focusing on HIV/AIDS and TB related laws
in relation to international standards.

Methods

Conceptual framework: Human rights
integration to improve health

We designed a conceptual framework, which illus-
trates the integration of human rights to improve
health (Fig. 2). Human rights are understood
here to include “rights related to health” and
the “right to health.” “Rights related to health”
include: the rights to food, housing, work, edu-
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cation, human dignity, life, non-discrimination,
equality, prohibition of torture, privacy, access
to information, and the freedoms of association,
assembly, and movement. These and other rights
and freedoms address integral components nec-
essary for achievement of the right to health.3*
The “right to health” directly involves the under-
lying determinants of health and the delivery of
health care services. Within health systems, laws
determine policies such as those relating to infec-
tious disease control, which set specific guidelines
that encompass service and programs delivered
to accomplish “better health for all.”

Analysis

1. Chronological analysis: 1897 to 2007

A two-tiered methodology was used for the
examination. First, we performed a chronological
analysis to investigate the development of con-
cepts and application of human rights to Japan’s
infectious disease control in relation to inter-
national standards. We examined the changing
status of the epidemics, human rights related
laws of Japan and the world, as well as related
health policies, and programs from the approxi-
mately 100 years since the first related law, the
Contagious Disease Prevention Act (Law No. 36),
was enacted in 1897.

2. Conceptual analysis

Second, we conducted a conceptual analysis to
examine the development process and relation of
the themes. This method'” allows the analysis of
complex situations of broadly conceived inquiry.
We investigated how governmental obligations
regarding human rights protection are embedded
in HIV/AIDS and TB related laws in Japan.
Analysis was conducted of: academic papers,
laws, policies and guidelines, government and
non-governmental organizations’ programs, pub-
lic reports and minutes, and media reports. For
the governmental materials at the national level,
we also examined the minutes issued by the Min-
istry of Health, Labour and Welfare, the Ministry
of Justice, the Ministry of Education and Science,
the Management and Coordination Agency, and
the General Administrative Agency of the Cabi-
net in Japan. At the local level, we studied the
disclosed information of prefectures and munici-
palities as well as the health care centers posted
in prefectures, municipalities, and ordinance-
designated cities.

Results

The jurisdictional transformation incorporating
human rights protections in HIV/AIDS and TB
related laws in Japan is shown (Table 1 and 2).
Specific articles within the relevant law are dis-
played with regards to their positive and negative
aspects from a human rights perspective. In this
section, notable issues are summarized from a
rights perspective according to each disease.

Governmental Obligations regarding Human
Rights: HIV/AIDS related laws
Jurisdictional transformation

The AIDS Prevention Law (1989) was the first
law promulgated to control HIV/AIDS in Japan.
In 1999, it was abolished and integrated into the
IDPL along with the Sexually Transmitted Disease
Prevention Law (Law No.167: 1948) and the
Contagious Diseases Prevention Act (1897). Most
of the articles related to HIV/AIDS control
were inherited to the Amended IDPL in 2007

(Fig. 1).

Positive aspects
Human rights protection
The 1989 AIDS Prevention Law obliged the state
to consider human rights protection for patients
(Art.2-3) as did the 1999 IDPL (Art. 2, 3-1). The
Amended IDPL (2007) goes a step further in obli-
gating national and local government authorities
to respect the human rights of patients (Art.2,3-1).
Abolishment of mandatory name reporting: The
1989 Law stated that physicians shall send an alert
notice to the governor with the names and ad-
dresses of infected people who are non-compliant
and suspected of infecting others (Art. 7-1), and
of people who have had contact with infected
person(s) and are suspected of doing the same
(Art. 7-2). On the positive side even at that time,
physicians were advised to protect the privacy of
those whom they report by making a confidential
notice to the governor.®®

HIV/AIDS was designated as a Category-4
disease in the 1999 IDPL, and a Category-5 disease
in the 2007 IDPL. As diseases in these categories
are the target of surveillance only, the alert notice
system was abolished in 1999. The surveillance
report written by a physician to the governor
contains; the patient’s age, sex, nationality, and
cause of infection (Art. 5 in 1989; 12 in 1999). In
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Table 1 Governmental obligations regarding human rights protection: HIV/AIDS related laws

AIDS Prevention Law (1989)

Infectious Disease Prevention Law* (1999)

Objectives: To enhance and advance public health
by preventing an HIV/AIDS epidemic

To prevent the emergence of infectious diseases (IDs)
and epidemics by establishing necessary measures
for ID patients and prevention

Disease Classification: None

Category-4 (out of 4)

<Immediately relevant articles (Article number)>

» Promotion of accurate knowledge regarding AIDS through
educational activities (2-1)

* Collection of AIDS-related information and promotion of
research (2-2)

« Consideration for human rights protection for patients (2-3)

» National and local government cooperation for implementa-
tion of the HIV preventive measures (2-4)

« Citizens’ duty not to violate the human rights of patients (3)

« Physicians’ cooperation with prevention efforts (4)

» Report of the age, sex, and address of patients by
a physician to the governor within 7 days (5)
* Ban on “HIV infecting activities” by infected people (6-1)
» Compliance of infected persons with the physicians’
order (6-2)

« Alert notice to the governor with the names and
addresses of non-compliant patients or people whom
a physician suspects of infecting people with HIV
(71,2)

» Governor’s advice to test reported vulnerable individuals
during a certain period (8-1)

» Governor’s order of health examination to those who
are non-compliant with the above advice (8-2)

» Governor’s instruction on prevention of HIV infection
to the reported people/guardians (9)

» Questioning reported patients/guardians regarding
necessary information (10-1)

« Right to demand reinvestigation by the Minister (13)

« Imprisonment or fining of physicians, government employees,
and professionals for disclosing patient information (14, 15)

« Fining of non-compliant patients for failing to obey
governor’s order of health examination (16-1)

« Fining of patients in case of false report when
questioned (16-2)

« Enhancement of accurate knowledge on ID through
educational activities and public relations (3)

« Collection, analysis, and provision of ID-related information
@)

* Recognizing the patient’s situation and consider his/her
human rights (2, 3)

« Ibid. (3)
« International collaboration (3)

« Citizens’ duty to obtain accurate knowledge on IDs, be alert
to prevention, and not to violate the human rights of
patients (4)

< Health professionals’ collaboration with prevention (5-1)

» Promotion of research, advancement of testing ability, and
education of human resources (3)

« Provide good quality of care for the ID patients (3)

* National government’s support for local governments in
technology and finance (3)

 Ibid. (12)

 Questioning and investigation of patients and concerned
parties regarding necessary information (15-1)

- Ibid. (65)
- Ibid. (67-69)

« Fining of patients in case of non-cooperation (69)
« Ibid. (69)

» Ministers’ and governors’ obligation to provide preventive
information (16-1)

* Minister’'s and governors’ obligation to protect privacy (16-2)

« Fining of physicians in failing to report regarding
the health status of patients (69-1)

* When the Law was amended in 2007, most of HIV/AIDS related articles were carried forward.
Bold letters = Possible infringements on the human rights of infected/vulnerable people.
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Table 2 Governmental obligations regarding human rights protection: TB related laws

TB Prevention Law*

Amended TB Prevention Law

Amended Infectious Disease

(1951) (2006) Prevention Law** (2007)
Objectives: Promotion of public welfare by To prevent the emergence of
preventing TB from harming individuals Ibid. infectious diseases (IDs) and their
and society through TB prevention and epidemics by establishing necessary
dissemination of proper care measures for ID patients and prevention
Disease Classification: None None Category-2 (out of 5)

<Immediately relevant articles (Article number)>

« Consideration of human rights
protection for patients (2-1, 3-2)

« Provision of adequate care (2)

» Comprehensive measure by national
and local governments for prevention
and provision of adequate care (2)

» Governor’s advice on testing of
suspected people (5-1)

« Governor’s authority to test
non-compliant people according
to the above advice (5-2)

« Disclosure of the test result per request
from the immunized person (19-2)

« Target persons’ immunization
(17-1, 2, 3)

» Governmental disbursement of benefit
in case of occurrence of disability or
death by immunization (21-2)

« Physicians’ report of patients to the
nearest health center within 2 days (22)

«Ibid. (2-1)

« Ibid. (2-1)

« Enhancement of accurate knowledge
on TB through education and public
relations (2-1)

« Collection, analysis, and provision of
TB-related information (2-1)

« Promotion of research, advancement of
testing ability, and education of human
resources (2-1)

« Collaboration of national and local
governments for preventive measures
(2-2)

« Promotion of research, advancement of
testing ability, and education of human
resources (2-3)

« International collaboration (2-3)

« National government’s support for local
governments in technology and finance
(2-3)

« Physicians’ cooperation for preventive
measures, recognition of patients’
situations, consideration for their human
rights and provision of adequate care
(3-2)

« Ibid. (5-1)

- Ibid. (5-2)

» Governors’ written report for above 5-2
measure (5-3)

 Ibid. (19-2)

« Ibid. (17-1)

+ Ibid. (21-2)

« Ibid. (22)

» Promotion of comprehensive measures
for ID prevention and care for patients
with respect for their human rights (2)

- Ibid. (3)

« Collection of ID- and pathogen-related
information and promotion of research
(3-3)

« Cooperation by patients and asymptom-
atic pathogen carriers relating to
questioning and investigation (15-3)

« Citizens’ duty to obtain accurate
knowledge on infectious disease (4)

- Ibid. (3)

- Ibid. (3)

- Ibid. (3)

«Ibid. (3)

 Ibid. (3)
- Ibid. (3)

+ Physicians’ collaboration for preventive
measures and recognition of the patient’s
situation, provision of proper care, and
achieving patients’ understanding by
providing adequate explanations (5)

« Ibid. (17-1)

» Governor can compel health officials
to test the suspected people in case
of non-compliance with above advice
(17-2)

« Ibid. (17-3)

* Disclosure of the test result per request
from the recipient of health examination
(53)

* Physician’s immediate report of the
name, age, sex, occupation, and
address of patients and asymptomatic
pathogen carriers (12, 53-7)
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* Home visits for preventive and care
instructions to registered patients (25)

+ Physician’s order of sterilization,
isolation, or necessary measures to
the patients/guardians (26)

» Governor’s ban on employment of
patients (28-1)

» Screening committee on the 28-1
decision (28-2)

» Governor’s consultation with the Labor
Department chief at the local government
level if a working ban is applied to
health professionals (28-3)

» Governor’s order of hospitalization (29)

* Governor’s order of sterilization
and necessary measures regarding
the patients’ residence, and isolation
of the patient (30)

+ Questioning of patients/concerned
parties regarding necessary
information (32-1)

» The authority of questioning should not
be interpreted as identical to the authority
for criminal investigation (32-3)

» The composition of the screening
committee is more than 5 persons from
government and knowledgeable about
TB (49)

« Imprisonment or fining of physicians,
government employees, screening
committee members, and professionals
for disclosing patient information (62)

« Fining of patients in case of false
report when questioned (63)

« Fining of patients in case of interfering
with or rejecting the measures given
by the government (63)

A HUMAN RIGHTS PERSPECTIVE ON INFECTIOUS DISEASE LAWS IN JAPAN

* Home visits for DOTS*** for registered
patients (25)

* Physician’s order of DOTS, sterilization,
or necessary measures to the patients/
guardians (26)

« Ibid. (28-1)

+ Ibid. (28-2)

< Ibid. (28-3)

+ Ibid. (29)

» Governor’s order of sterilization and
necessary measures regarding the
patients’ residence (30)

+ Ibid. (32-1)

 Ibid. (32-3)

» The composition of the screening
committee is 3 persons
knowledgeable about TB and from
the non-medical profession (49)

- Ibid. (62)

 Ibid. (63)

« Ibid. (63)

« Citizens’ duty to obtain accurate
knowledge on TB, be alert to prevention,
and not to violate the human rights of
TB patients (3)

* Home visits for DOTS for registered
patients (53-14)

* Physician’s order of DOTS, sterilization,
or necessary measures to the patients/
guardians (53-15)

» Governor’s restriction on work of
patients and asymptomatic pathogen
carriers for a designated period (18-2)

« Patient’'s/guardian’s request for the
confirmation of the end of restriction
on work (18-3)

« Screening committee on the 18-2
decision (18-5)

» Governor’s advice for hospitalization
(19, 26-2)

« Screening committee on governor’s
advice of hospitalization, extension of
hospitalization, or co-payment (24)

« Review of the extension of hospitalization
every 30 days (20-2, 26-2)

» Governor’s order of sterilization and
necessary measures regarding the
contaminated area (27)

* Right to file a complaint by the inpatient/
guardian to the governor regarding
the treatment (24)

« Right to demand reinvestigation by
the inpatient/ guardian to the Minister
regarding extended hospitalization (25-1)

« Ibid. (35-1)

« Ibid. (35-3)

» The composition of the screening
committee is more than 3 persons
knowledgeable about ID medicine or
law, and from the non-medical or
non-legal professions (24-1)

« Ibid.

 Ibid. (77)

- Ibid. (4)

* The original law was enacted in 1919.

** The TB Prevention Law was abolished and integrated into the Amended Infectious Disease Prevention Law. The disease classifications
of HIV/AIDS and TB differ in the 2007 IDPL as do the measures.

*** Directly observed treatment, short-course.

Bold letters = Possible restrictions on the human rights of infected/vulnerable people.
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cases where patients’ information is disclosed,
physicians, government employees, and related
professionals may be sentenced to imprisonment
or receive a fine (Art. 14 to 15 in 1989; 67 to 69 in
1999, 73 to 74 in 2007).

Abolishment of testing order: In the 1989 Law,
the governor was to advise people who had been
reported to be tested (Art. 8-1) and in the case
of non-compliance, the governor could order
the test be done (Art. 8-2). These articles were
deleted in the 1999 IDPL.

Compliance: The 1989 Law stated two compli-
ance rules for infected people: a ban on activities
that risk infecting others (Art. 6-1), and manda-
tory compliance with the physicians’ recommen-
dations (Art. 6-2). The ban was abolished and
patients’ cooperation with the questions and
investigations is requested in the 1999 and 2007
IDPL (Art. 15-2).

Right to appeal: Pecople infected by or vulner-
able to HIV/AIDS have had the right to appeal
since the first law enacted in 1989 (Art. 13 in 1989;
65 in 1999).

Respect for the rights of infected persons: The
1989 Law obliges citizens not to violate the rights
of infected and vulnerable populations (Art. 3).
The 1999 Law was more articulate in stating
citizens have a duty not to violate the rights of
infectious disease patients (Art. 4).

Quality of care: Previous laws were silent on the
point of quality of care, and the 1999 Law added
the establishment of adequate care with good
quality for infectious disease patients (Art. 3).
This provision was carried forward to the 2007
IDPL (Art. 3).

Possible areas of concern

Questioning and fines: Since the 1989 Law, the
governor has been empowered to question
reported infected and vulnerable individuals or
their guardians as deemed necessary (Art. 10-1).
In the case of false answers, the person shall be
fined (Art. 16-2). The 1999 IDPL and the 2007
Amended IDPL carry these articles (Art. 69 in
1999; 77 in 2007).

Government Obligations regarding Human
Rights: TB related laws

Jurisdictional transformation

TB control initially started with the former
Tuberculosis Prevention Law (TBPL; Law No.
26) in 1919. In 1951, it was fully revised (TBPL;

Law No. 96) with the aim of promoting public
welfare by preventing TB through prevention
and the dissemination of proper care (Art. 1).
After the amendment in 2006, the TBPL was
abolished and integrated into the IDPL in April
2007 (Fig. 1). Hence, the objectives of the law
changed accordingly (Table 2).

Positive aspects

Human rights protection

The 1951 Law and its 2006 revision obliged the
state to consider the protection of human rights
of patients (Art. 2-1, 3-2). The term respect
appears clearly in the 2007 IDPL (Art. 2).
Abolishment of mandatory isolation: A physi-
cian and a governor had the authority to order
isolation of patients (Art. 26, 30) under the 1951
TBPL. This provision was omitted in the Amended
TBPL in 2006. A governor can advise hospitaliza-
tion (Art. 19, 26-2) according to the 2007 IDPL.
Instruction for directly observed therapy, short-
course (DOTS) was also included from the 2006
Law (Art. 25 in 2006; 53-14 in 2007).
Abolishment of ban on employment: A governor
could ban the employment of patients (Art. 28-1)
in the previous laws. This adverse disposition was
changed to a limitation, while the target was
expanded to asymptomatic pathogen carriers in
the 2007 IDPL (Art. 18-1).

Right to appeal: Prior to 2007, the right of appeal
and of fair trial for vulnerable populations was
not explicitly mandated. This occurred only when
TB control was integrated into the IDPL (Art. 65).
Shortened hospital stay: Each of the earlier laws
suggested a 6-month period of hospitalization
(Art. 34). The 2007 IDPL states that hospitaliza-
tion should be reconsidered every 30 days when
advised hospitalization occurs (Art. 20-2, 26-2).
Respect for the rights of infected persons: The
2006 TBPL obliged citizens not to violate patients’
human rights (Art. 3) as does the 2007 IDPL
(Art. 4).

Independent review: The 2007 IDPL mandated
law specialists, medical and non-medical profes-
sionals to be members of a screening committee
(Art. 24-1), which reviews the governor’s advice
and any extension of hospitalization.

Possible areas of concern

Mandatory name reporting: As TB is an infec-
tious disease, in human rights terms, some restric-
tions on rights may be permissible. Previously,
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physicians were obliged to report the names and
addresses of patients to the nearest health center
(Art. 22). In the 2007 IDPL, TB is classified as
a Category-2 disease, equivalent to SARS (Art.
53-7). Occupation or place of work of the patient
has been added to the information (age, sex, and
name) required for the surveillance report.
Questioning and fines: Questioning of infected
populations has been lawfully allowed since the
1951 TBPL (Art. 32-1) through to the current
2007 IDPL (Art. 35-1). In the 2007 Law, assumed
asymptomatic pathogen carriers may also be
questioned. In case of false answers, fining of
those questioned remains permissible (Art. 63
in 1951 and 2006; 77 in 2007).

Note: Itis too early to fully judge the impact of
the changes noted above with respect to the 2007
Amended IDPL, but these are areas that will
require attention as they are implemented going
forward.

Discussion

A Human Rights Perspective on HIV/AIDS
and TB Related Laws

Achievements

Both HIV/AIDS and TB related laws have pro-
gressively moved towards protecting human
rights in how they are drafted over the past
decades, especially through the recent establish-
ment and amendment of the IDPL. The pre-
amble to the IDPL (1999), a comprehensive law
for infectious disease control, recognizes the
prejudice and discrimination against leprosy
patients and PLWHA that occurred in the past
and promotes learning from these lessons. The
term respect was inserted into the wording of
the law when amended in 2007. This is a sig-
nificant advancement in infectious disease law.
The Guideline for AIDS Prevention (2006) also
added respect for the human rights of infected and
vulnerable populations.®® Similarly, the Guideline
for TB Prevention sets up a comprehensive mea-
sure to respect the human rights of patients in
September 2007.3” We note two issues that might
have influenced such development in Japan.

1. Attention to international norms and
standards

The inclusion of human rights language occurred

in the 1990s during a period where Japan was

participating in international conferences on a

JMAJ, November/December 2007 — Vol. 50, No. 6

range of health and development related issues,
which included the promotion and protection of
human rights as fundamental to the achieve-
ment of public health goals—most notably the
1993 International Conference on Population
and Development and the 2001 UN General
Assembly Special Session on AIDS. Additionally,
Japan participated in the UN Decade for Human
Rights Education (1995-2004)% that among other
movements, resulted in the establishment of the
Human Rights Education and Edification Policy
(2004), which aims to reduce social prejudice and
discrimination against certain groups including
infectious disease patients.®® Likewise, on the
medical side, the Japan Medical Association
released Guideline for Professional Ethics of
Physicians (2004) that suggest prioritizing the
rights and privacy of patients.*

2. Growing civil society efforts to advocate

for the rights of infected and vulnerable

populations
A human rights perspective suggests that the
views of affected communities, including non-
governmental organizations (NGOs), be taken
into account in the development of all aspects of
health policy and programming. Over the past
decade, NGOs have increasingly come into
existence advocating for the rights of PLWHA
within Japan.*'*? This, and other efforts from a
growing civil society, may have helped to raise
awareness among citizens, health professionals,
and policy makers resulting in positive changes
in law and practice.®

Challenges and suggestions

While infectious disease law has greatly advanced
in the past years, three areas require attention in
future efforts.

1. Participation of infected populations
Participation of infected, vulnerable and affected
communities in public health decisions that con-
cern them has been recognized as key from a
human rights perspective but also in order to
successfully achieve public health goals. Yet, it
appears that inclusion of affected communities in
legal and policy efforts in the HIV and TB arena
has been minimal.

The UN proposes availability, accessibility,
acceptability and quality as indicators related to
the provision of health services under the “right to

A HUMAN RIGHTS PERSPECTIVE ON INFECTIOUS DISEASE LAWS IN JAPAN

451



Sase E, Gruskin S

452

health.”®* Attention to these issues as understood
by affected communities may help in monitoring
the impact of the new law and in determining its
effectiveness, e.g. by participation of infected
populations. Some issues for further attention in
each category are noted below.

Availability of health care: HIV antibody tests
are provided free of charge at 246 health cen-
ters,*® and X-ray tests for TB are provided by
schools for free and by medical facilities with a
minimum of 95% coverage by the government
(Art. 37-2 in 2007 IDPL). Further consideration
to expand availability, e.g. the offer of voluntary
HIV testing during weekends, might be pro-
moted by incorporating the needs of vulnerable
populations.

Affordability (a sub-concept of accessibility):
The IDPL obliges the governments to shoulder a
large part of the medical fees for diseases, includ-
ing HIV/AIDS and TB. The Ministry of Health,
Labour and Welfare annually allocates 8.3 billion
yen (69 million US dollars) for HIV/AIDS mea-
sures.* National Health Insurance or Employees’
Health Insurance covers 30% of HIV/AIDS-
related medical treatment, e.g., anti-retroviral
therapy (ART) that costs about 150,000 to
200,000 yen (1,250 to 1,700 US dollars) per person
per month.* Similarly, the Ministry allocates
7.1 billion yen (59 million US dollars) for TB
measures including DOTS.* Attention to whether
the resources allocated are sufficient to ensure
that the most vulnerable populations have access
to the services they need could be useful.
Acceptability: A recent survey showed that
nearly 30% of dental clinics and psychiatric
departments in Japan are uncomfortable accept-
ing patients with HIV/AIDS.“¢ TB patients also
have long been the target of discrimination in
Japan*’“® as in other nations.*® While these are
only a few examples, it appears that discrimina-
tion in the context of HIV and TB remains ram-
pant. As the Japanese public health administra-
tion was originally established under the police
system in 1893.#"%° The 2007 IDPL and related
laws may still not adequately protect the rights of
infected individuals.

Quality of health care: ART (AIDS treatment)
and DOTS (TB treatment), both of which are the
highest standard of care, are provided in Japan.
Attention to the extent to which the quality is the
same throughout the country, to all populations
in need, and in all facilities could help to ensure

that the law and resources given to implement it
are having their desired effect.

2. Protection for health professionals

Measures to support the rights and health of
health professionals were little observed in the
laws studied. Guidelines and preventive regimens
are provided by the Ministry of Health, Labour
and Welfare with an annual budget of 27 million
yen (225,000 US dollars).** However, TB prev-
alence among nurses was 1.9 times higher, and
among laboratory technicians was 1.2 times
higher in hospitals with TB units than among the
general public in 1992-1996.5" Concrete efforts
to determine why this is the case and to ensure
the health and rights of health professionals may
be necessary.

Additionally, approaches to ensuring the
rights and health of health professionals suggests
additional attention to the information and edu-
cation provided to patients, as well as to their
responsibilities once they are diagnosed with
an infectious disease. This is an area that may
require further study with due attention to the
rights and health of all concerned. For example,
the Center for Disease Control and Prevention
in the United States gives a practical suggestion
regarding patients’ responsibility, i.e. to cover
mouth/nose when coughing to prevent infection.®
How this is actually communicated, understood
and acted upon by infected persons requires
further study.

3. Accurate criteria for restrictions on human
rights

The legal ability to restrict the freedom of
movement of infected and affected people exists
in the laws studied. At a national level, it is likely
to be grounded in the Constitution of Japan
(1947) that guarantees the liberty of individuals
unless it interferes with the public welfare (Art.
13). Under human rights law, the ICESCR (1976)
also gives governments the right to take the steps
they consider necessary for the prevention, treat-
ment, and control of epidemic, endemic occupa-
tional and other diseases (Art. 12-2 (c)).}

The international community considers that
such limitation must be a last resort even if for the
protection of public health. The United Nations
Economic and Social Council suggests such limi-
tation to be valid only when all five criteria are
met: the restriction must be; (1) in accordance
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with the law, (2) a legitimate objective of general
interest, (3) strictly necessary in a democratic
society to achieve the objective, (4) not intrusive
or unnecessarily restrictive, and (5) not imposed
arbitrarily. This is indicated in the so-called
Siracusa Principles.5®

The 2007 IDPL states that the restrictions on
the rights of infected and vulnerable people
should rarely occur (Art. 22-2). The Ministry of
Health, Labour and Welfare has newly published
specific criteria for human rights restriction of
TB patients in hospitalization and discharge in
2007.%* Further attention to the internationally
agreed-upon criteria might be a way at the
national level to validate any restrictions in laws
and practice on human rights considered neces-
sary to prevent the spread of infectious disease.

Limitations of the study

This study analyzed only published materials.
Unpublished materials on programs or services
were outside the scope of this study. It has been
only a few months between the enactment of the
2007 IDPL in April 2007 and the time this article
was written. Further, the focus of this article is
on the written law and not on its implementa-
tion. More achievements and challenges may be
revealed as it permeates practice.

Conclusion

Attention to human rights in supporting infec-
tious disease control efforts in Japan is progress-
ing. Yet three prime areas remain challenging.
First, participation of infected and vulnerable
populations in this area was found to be low.
Second, attention to the interactions between
the health and rights of health professionals and
of their patients requires further exploration.
Third, accurate criteria for the restriction of
rights of infected and affected populations are
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not yet apparent in the laws or in how they are to

be implemented.

Consideration of international standards in
these areas, such as the rights-based approach pro-
mulgated by the UN and the Siracusa Principles,
might facilitate development of a well-balanced
health and human rights perspective in infectious
disease control. In 2006, Japan was elected to be
one of 47 members of the United Nation’s Human
Rights Council.®® As a leader in international
cooperation, Japan is poised to demonstrate fur-
ther accomplishments in the application of human
rights concepts to its actions in public health,
both in the country and abroad. This path could
be an example to other nations.

Note: Official names of the studied laws are as

in follows.

* AIDS Prevention Law: Law concerning the
Prevention of Acquired Immunodeficiency Syn-
drome (Law No. 2; 1989)

* Infectious Disease Prevention Law: The Law
concerning the Prevention of Infectious Dis-
eases and Patients with Infectious Diseases
(Law No. 114; 1999)

Acknowledgements

ES would like to thank Mr. Ken Dahms, J.D., for
reviewing the manuscript and Ms. Jennifer Webb for
her research assistance. The authors appreciate the
assistance of Harvard University’s Countway Library
(Boston) and Widner Library (Cambridge), the Uni-
versity of Tokyo’s Medical Library (Tokyo), Wright
State University’s Fordham Health Science Library
(Dayton) and the Ministry of Health, Labour and
Welfare (Tokyo). This study was partly supported by
the Japan Medical Association for ES’s fellowship in
the Takemi Program in International Health at the
Harvard School of Public Health (2005-2006). Part
of this study was presented at the 22nd Conference
of the Japan Association for International Health on
October 7, 2007.

References

1. United Nations (UN). GA Resolution 217A (Ill), UN GAOR,
Resolution 71, UN Document A/810. Universal Declaration of
Human Rights. New York; 1948.

2. Office of the United Nations High Commissioner for Human
Rights (OHCHR). Leaflet No.2: Indigenous Peoples, the UN
and Human Rights. Available at: www.ohchr.org/english/about/
publications/docs/indileaflet2.doc. Accessed August 20, 2007.

3. Gruskin S, Tarantola D. Health and human rights. In: Gruskin S,
Gordin M, Annas G, Marks S, eds. Perspectives on Health and

JMAJ, November/December 2007 — Vol. 50, No. 6

Human Rights. New York: Routledge; 2005: 3-57.

4. Tarantola D, Gruskin S, Children confronting HIV/AIDS: Chart-
ing the confluence of rights and health. Health and Human
Rights. 1998;3(1):60-86.

5. UN. International Covenant on Economic, Social and Cultural
Rights (ICESCR). United Nations; 1966. United Nations General
Assembly Resolution 2200 (XXI), UN GAOR, 21st Session,
Supp. No. 16, at 49, UN Doc. A/6316, entered into force 1976.
United Nations; 1976.

453



Sase E, Gruskin S

454

10.

11.

12,

13.

14,

15.

16.

17.

18.

19.

20.

21.

22,

23.

24.

25.

26.

. UN. International Covenant on Civil and Political Rights

(ICCPR). United Nations; 1966. United Nations General Assem-
bly Resolution 2200A (XXI), 21 UN GAOR Supp. No. 16, at 52,
UN Doc. A/6316, entered into force 1976. United Nations; 1976.

. UN. Resolution Adopted by the General Assembly No.60

(A/RES/60/251). Available at: http://www.ohchr.org/english/
bodies/hrcouncil/docs/A.RES.60.251_En.pdf. Accessed August
20, 2007.

. Mann J, Gruskin S, Gordin M, Annas G., eds. Health and Human

Rights: A Reader. New York, London: Routledge; 1999.

. Gruskin S, Loff B. Do human rights have a role in public health

work? Lancet. 2002;360(9348):1880.

Gruskin S, Mills EJ, Tarantola D. History, principles, and practice
of health and human rights. Lancet. 2007;370(9585):449—-455.
World Health Organization (WHO). Constitution of the World
Health Organization. Available at: http://www.pubmedcentral.
nih.gov/articlerender.fcgi?artid=1625885. Accessed August 20,
2007.

World Health Organization (WHO). International Conference on
Primary Health Care, Alma-Ata, USSR, 6-12 September 1978.
Available at:  http://www.who.int/hpr/NPH/docs/declaration_
almaata.pdf. Accessed August 20, 2007.

WHO. Ottawa Charter for Health Promotion. First International
Conference on Health Promotion. WHO/HPR/HEP/95.1. Ottawa:
1986. Available at: http://www.who.int/hpr/NPH/docs/ottawa_
charter_hp.pdf. Accessed August 20, 2007.

WHO. World Health Assembly Resolution: Health Promotion.
WHA51.12 (XX). 51st World Health Assembly. Geneva: 1998.
Available at: http://www.ldb.org/vl/top/wha51.htm. Accessed
August 20, 2007.

Gruskin S, Gordin M, Annas G, Marks S, eds. Perspectives on
Health and Human Rights. New York: Routledge; 2005.
UNAIDS. Introduction to Best Practice Guide and Draft Dos and
Don’ts Documents. Issue Paper for the Fifth Meeting of the
UNAIDS Reference Group on HIV and Human Rights, Prepared
by the Reference Group Secretariat. New York: Joint United
Nations Programme on AIDS; 2005.

UNESCO. The Human Rights Based Approach and the United
Nations System. Paris: United Nations Educational, Scientific
and Cultural Organization; 2006.

Third Department of Civil Affairs, the Kumamoto Regional Court,
Japan. Verdict on the Compensation for Unconstitutionality of
the Leprosy Prevention Law. 2001. Available at: http://www.
eonet.ne.jp/~libell/hanketu-1.htm (in Japanese). Accessed August
20, 2007.

Sase E, Jimba M, Wakai S. Scar of Japan’s leprosy isolation
policy in Korea. Lancet. 2004;363(9418):1396—1397.

Ministry of Health, Labour and Welfare (MHLW). Notification of
Ministry of Health, Labour and Welfare No.22/Revised. Available
at: http://www.mhlw.go.jp/topics/bukyoku/kenkou/hansen/kokuji/
dl/7.pdf (in Japanese). Accessed September 26, 2007.

The 164th House of Representatives. Draft for Amendment of
Infectious Disease Prevention Law. Available at: http://www.
shugiin.go.jp/itdb_gian.nsf/html/gian/honbun/houan/g16405076.
htm (in Japanese). Accessed on July 7, 2007.

The Millennium Campaign. Combat HIV/AIDS, Malaria and Other
Diseases. Available at: http://www.millenniumcampaign.org/site/
pp.asp?c=grKVL2NLE&b=186386. Accessed on July 2, 2007.
Department of Health and Human and Services. Center for
Disease Control and Prevention. AIDS Surveillance in the United
States. Available at: http://www.cdc.gov/hiv/topics/surveillance/
resources/software/apids/manual/section1.htm. Accessed on
August 22, 2007.

UNAIDS & WHO. Gilobal facts and figures. December, 2006.
Available at: http://data.unaids.org/pub/EpiReport/2006/20061121
_EPI_FS_GilobalFacts_en.pdf. Accessed on October 1, 2007.
MHLW. Annual report on HIV/AIDS surveillance for 2006 (January
1-December 31, 2006). May 2007. Available at: http://api-net.
jfap.or.jp/mhw/survey/06nenpo/nenpo_menu.htm. Accessed on
August 17, 2007.

MHLW. Annual transformation of HIV infected persons and
AIDS patients. Available at: http://www.who.int/hiv/mediacentre/
20061121_EPI_FS_A_en.pdf (in Japanese). Accessed on

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44.

45.

46.

October 3, 2007.

Kihara M, Kihara M, Mada K et al. Guideline on HIV/AIDS
Edification Program for Local Government. Kyoto; 2006: 5. (in
Japanese)

WHO. Tuberculosis. Available at: http://www.who.int/mediacentre/
factsheets/fs104/en/index.html. Accessed on October 5, 2007.
WHO. Global tuberculosis control 2007: Key findings. Available
at:  http://www.who.int/tb/publications/global_report/2007/key_
findings/en/index.html. Accessed on October 5, 2007.

Ikeda K, Nadaoka Y, Kurashina S. Digital history of tuberculosis
control in 20th century Japan. Ann Rep Tokyo Metr Inst. 2003;
54:365-369. (in Japanese)

Japan Anti-Tuberculosis Association. Common sense on TB
in 1998. Available at: http://www.jata.or.jp/rit/rj/kekkak98.htm
(in Japanese). Accessed on July 5, 2007.

Minister of Health and Welfare. Declaration of State of Emer-
gency Concerning Tuberculosis. July 26, 1999. Available at:
http://www1.mhlw.go.jp/houdou/1107/h0726-2_11.html (in Japa-
nese). Accessed on July 5, 2007.

Research Institute of Tuberculosis, Japan Anti-Tuberculosis
Association. Prevalence by Prefecture and City (2002—-2006).
Available at: http://www.jata.or.jp/rit/rj/data_tp.html (in Japanese).
Accessed on July 5, 2007.

United Nations Economic and Social Council. The right to the
highest attainable standard of health. Article 12 of the Inter-
national Covenant on Economic, Social and Cultural Rights
General Comment No. 14. Geneva; 2000.

Ministry of Health. Points to consider regarding The Law
Concerning the Prevention of AIDS. 1989. Available at: http://
api-net.jfap.or.jp/mhw/document/doc_02_03.htm (in Japanese).
Accessed on July 5, 2007.

MHLW. Guideline for specified infectious disease preven-
tion regarding AIDS. Available at: http://api-net.jfap.or.jp/mhw/
document/doc_01_89.htm (in Japanese). Accessed on July 5,
2007.

MHLW 2007. Guideline for the specified infectious disease
regarding Tuberculosis. MHLW Notification No.72. March 30,
2007. Available at: http://www.pref.mie.jp/WHOKEN/hp/infection/
tb-sisin.htm (in Japanese). Accessed on July 5, 2007.
OHCHR. United Nations Decade for Human Rights (1995-
2004). Available at: http://www.unhchr.ch/html/menu6/1/edudec.
htm. Accessed on July 6, 2007.

Ministry of Justice. The human rights education and edification
policy for the fiscal year 2004. Available at: http://www.moj.
g0.jp/JINKEN/jinken89.html (in Japanese). Accessed on July 6,
2007.

Japan Medical Association. Guideline for professional ethics of
physicians. Journal of the Japan Medical Association. 2004;
131(7):suppl. (in Japanese)

Oishi T, Kazama T, Kashiwazaki M et al. Study on Dissemination
and Enlightenment regarding HIV/AIDS Utilizing NGOs: Report
on HIV/AIDS Control Study by the Scientific Research Fund in
2000-2002. Available at: http://api-net.jfap.or.jp/siryou/kenkyu/
oishi/pdf/I007.pdf (in Japanese). Accessed on July 2, 2007.
Onitsuka T, Ichikawa S, Kimura H et al. Study Group on HIV/
AIDS Prevention and Its Progress among Men. Report on HIV/
AIDS Control Study by the Scientific Research Fund in 2000-
2002. Available at: http://api-net.jfap.or.jp/siryou/kenkyu/oishi/
pdf/1007.pdf (in Japanese). Accessed on July 2, 2007.

Study on Expanding HIV Test Opportunities and Promotion of
Quality. Map on HIV testing and counseling facilities. Available
at: http://www.hivkensa.com/cgi-bin/kensa/kensa.cgi?print=
10&and2=%95%db%8c%92%8{%8a&data=247%280%6435%
11%10 (in Japanese). Accessed on July 1, 2007.

MHLW. Summary of budget draft of fiscal year 2007. December
2006. Available at: http://www.wam.go.jp/wamappl/bb11GS20.
nsf/0/cefe22fa9c75a63a492572650021285b/$FILE/20070115
_2yosan_1.pdf (in Japanese). Accessed on July 1, 2007.

AIDS Prevention Information Network. Q&A on AIDS. Available at:
http:/api-net.jfap.or.jp/siryou/aids_soudan/soudanl04.htm#Q%201
(in Japanese). Accessed on July 1, 2007.

Teruya M, Kimura T, Teruya M, Sugiura W. Study on ACC and
HIV/AIDS lodgment hospitals. In: Kimura T, Teruya M, Sugiura

JMAJ, November/December 2007 — Vol. 50, No. 6



47.

48.

49.

50.

51.

52.

W et al. Study on HIV/AIDS Related Medical System: Report on
the HIV/AIDS Control by the Scientific Research Fund in Fiscal
Year 2004. Tokyo; 2005:21-34. (in Japanese)

Johnston W. The Modern Epidemic: A History of Tuberculosis in
Japan. Cambridge: Harvard University Press; 1995.

Namihira E. Introduction to Medical Anthropology. Tokyo: Asahi
Shuppan Sha; 1994. (in Japanese)

Sontag S. lliness as Metaphor and AIDS as Metaphor. New
York: Picador; 2001.

Hashimoto M. Theory on Contemporary History of Public Health.
Tokyo: Koreikan; 1981. (in Japanese)

Shishido S. Survey on prevention and incidence of hospital
infection in Japan. Available at: http://www.jata.or.jp/rit/rj/shishi.
htm (in Japanese). Accessed on July 1, 2007.

Siegel JD, Rhinehart E, Jackson M et al. Guideline for isolation
precautions: Preventing transmission of infectious agents in
healthcare settings 2007: 67—68. Available at: http://www.cdc.

JMAJ, November/December 2007 — Vol. 50, No. 6

A HUMAN RIGHTS PERSPECTIVE ON INFECTIOUS DISEASE LAWS IN JAPAN

53.

54.

55.

gov/ncidod/dhgp/pdf/guidelines/Isolation2007.pdf. Accessed on
October 1, 2007.

United Nations, Economic and Social Council, UN Sub-
Commission on Prevention of Discrimination and Protection
of Minorities, Siracusa Principles on the Limitation and Dero-
gation of Provision in the International Covenant on Civil and
Political Rights, Annex; UN Doc. E/CN.4/1985/4. New York:
United Nations Economic and Social Council; 1985.

Chief of Tuberculosis and Infectious Disease Section, Health
Department, MHLW. Management of hospitalization and dis-
charge of tuberculosis patients. No.0907001. Tokyo: MHLW;
September 7, 2007. (in Japanese)

United Nation’s Human Rights Council (UNHRC). Membership
by regional groups from 19 June 2007 to 18 June 2008. Available
at: http://www.ohchr.org/english/bodies/hrcouncil/groups0708.htm.
Accessed August 20, 2007.

455



