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Doctor-Child Relationship to
Effectively Support Children’s Participation in Health Care
: Based on the Activities of Children's Medical Associations
in Japan

Tomoko YAMAMOTO

Abstract

This study discusses the doctor-child relationship which effectively supports
children's participation in health care, based on the activities of children's medical
associations in Japan.

Participation is a fundamental right of children, as stated in the "Convention on
the Rights of the Child" setting out the rights of children as rights holders and citizens.
Children's right to participation ensures their right to express their feelings and views
in all matters affecting them, and requires that they be heard and given due weight in
decision-making processes in both private and public lives. In recent years, also the
importance of protecting the rights of infants has been focused on. These rights are
positioned in health care as standards to promote children's healthy development and
well-being, and are vital as they have a marked influence on children. The Convention
stresses that children's expressions of feelings and views should be respected. In 2009,
the understanding and implementation of these rights were strongly demanded again as
they were deemed as being insufficient 20 years after the adoption of the Convention.

Children's medical associations in Japan, mainly founded by parents, are
organized by disease, stage, or medical center. Currently more than 100 associations
are coordinating peer support programs and public activities, including support for
children's participation in health care, such as the promotion of children's expressions

of feelings and views, sending messages to society based on their willingness, and, as a
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prerequisite for these activities, the provision of information about their diseases.

Children's participation in health care is also supported by doctors, who aim to
realize health care while respecting children's decision-making and are supported by
these activities at the same time. Further, such an interactive relationship between
doctors and children is established, supported by the doctor as well.

Based on the activities of children's medical associations in Japan, the doctor-
child relationship which supports children's participation in health care is an interactive
one, wherein doctors support such participation and, thereby, they are also supported,

to be established and supported partly by the doctors through these activities.

Keywords

1. Doctor-child relationship

2. Convention on the Rights of the Child

3. The right of the child to participate

4. Support children's participation in health care
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Background

Up to now, diverse models of the doctor-patient relationship have been
typologically established, such as 3 models: "Activity-Passivity Model"(parent-
infant),"Guidance-Cooperation Model" (parent-child or adolescent), and "Mutual
Participation Model" (parent-adult)[1]; 4 models: "Engineering Model", "Priestly
Model", "Collegial Model", and "Contractual Model"[2]; 4 models: "Paternalistic
Model", "Informative Model", "Interpretive Model", and "Deliberative Model"[3] ;2
models: "Independent Choice Model" and "Enhanced Autonomy Model"[4]; and 4
models: "Commercial Model", "Guild Model", "Agent Model", and "Interactive

Model"[5]. These models have also been presented in Japan[6].
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Based on these views, however, children were not viewed as active participants in
health care, and their special support needs for participation, unlike those of adults,
were not mentioned.

In 1989, the "Convention on the Rights of the Child" was adopted in the UNITED
NATIONS General Assembly, and the children of the signatories of this Convention
are holistically ensured to have the right to life, development, protection, and
participation today.

Particularly, children's participation is one of the guiding principles of the
Convention, which is the first legally binding instrument to recognize their needs and
protect their rights in all matters that affect their lives. These rights imply the
Conversion of the adult-child relationship, advocating sharing information and
dialogue between them based on mutual respect. Recently, the importance of
protecting the rights of infants, who are not yet able to express their feelings and views,
is also emphasized, based on the results of an increasing number of studies evaluating
infants' abilities[7]. The Convention legally ensures that all children of the signatories
can freely and easily access information, and requires that their views be heard and
given due weight in decision-making processes in both private and public lives.

However, in 2009, the understanding and implementation of these rights were
strongly demanded again as they were still deemed insufficient 20 years after the
adoption of the Convention[8].

In short, the protection of children's right to participation is a global issue today
and, as mentioned later, regarded as essential for health care having a marked influence
on children.

At the same time, the participation of children with disease in health care requires
the support of doctors. Thus, the question here is which type of doctor-child
relationship is required to effectively support such participation.

This study aimed to answer this question, discussing the doctor-child relationship
in terms of support for children's participation in health care, based on the activities of

children's medical associations in Japan.
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Objective and Methods

Children's medical associations in Japan, which had been introduced in
publications, or presented on the websites of public institutions and publishing houses,
were investigated as follows:

First, using the above sources, all children's medical associations in the country
were listed and classified by disease and stage, or medical center. According to the
information on the website of each association, the details of their activities were
classified, among which the activities to support children's participation in health care

were extracted. Then, the doctor-child relationship implied in them was evaluated.

Outcomes and Observations

1. Types of children's medical association in Japan
The types of children's medical association in Japan were investigated as follows:
These associations, organized by disease and stage, or medical center, had been
mainly established by parents, following the foundation of All Japan Children's Heart
Association in 1963[9]. Currently more than 100 are being organized in the

country[10].

— Classification by disease and stage —
+ Congenital Cytomegalovirus Infection, "Oya No Kai".
* Cryopyrin-Associated Periodic Syndrome, "CAPS Kanjya Kazoku No Kai".
+ Subacute Sclerosing Panencephalitis, "SSPE Aozora No Kai".
+ Influenza Encephalopathy, "Chiisana Inochi".
+ Disabilities Are Caused by a Chromosome, "Oya No Kai, Four Leaf Clover".
* Turner Syndrome, "Himawari No Kai".
+ Klinefelter's Syndrome, "KS Family Japan".
* Disorders of the Sex Development, "PESFIS".
+ Ectodermal Dysplasia, "Gaihaiyo-ikeiseisyo No Kai".

+ Wolf-Hirschhorn Syndrome, "Four Seasons".
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* 5-p Syndrome, "Chamomile No Kai".

* "13 Trisomy No Kodomo O Shien Suru Oya No Kai".

* "The Trisomy 18 Support Group".

+ "Japan Down Syndrome Society".

+ "NPO The Japan Down Syndrome Network".

+ CATCH 22 Syndrome, "22 Heart Club".

* Apert Syndrome, "Aperu-Syokogun No Kai".

* Angelman Syndrome, "Angel No Kai".

+ "Japan Williams Syndrome No Kai".

+ "Japan Association of Wilson's Disease".

+ Lissencephaly, "Kathunosyo Oya No Kai, lissangel".

+ "Kabuki Syndrome Network in Japan".

+ Tuberous Sclerosis, "Kessethuseikokasyo No Ko O Mothu Oya No Kai, TS Thubasa No Kai".
* "Gaucher's Disease Patients and Their Parents".

* Cornelia de Lange Syndrome, "CdLS Japan".

+ Joubert's Syndrome, "Joubert's Y5 Net".

+ Citrullinemia, "Shitorurin-Kessyo Home Page".

+ "Japanese National Network of Xeroderma Pigmentosum (XP)".

* Bloch-Sulzberger Syndrome, "Kijira No Page".

* Sotos Syndrome, "Show's Home Page".

+ "Japanese Epilepsy Association".

* "Spina Bifida Association of Japan".

+ "Japan Huntington's Disease Network".

* "Fabry Disease Patients and Associations".

* "Prader-Willi Syndrome Association in Japan".

+ Beckwith-Wiedemann Syndrome, "Joho Kokan No Page".

+ Pompe Disease, "Pompe House".

*+ Marfan Syndrome, "Marfan Network Japan".

+ Marfan Syndrome, "NPO Japan Marfan Association".

+ Mitochondrial Disease, "MCM Kazoku No Kai".

+ Insensitivity to Pain with Anhidrosis, "NPO Muthu-Mukansyo No Kai, Tomorrow".
* "Association of Persons with Moyamoya Disease and Their Family".
* Rubinstein-Taybi Syndrome Family Support Group Japan, "COSMOS".
+ "Japan Rett Syndrome Association".

* Primary Immunodeficiency Syndrome, "NPO PID Thubasa No Kai".
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* Hydrocephalus, "Suitosyo. net".

+ Osteogenesis Imperfecta, "Network OI".

+ Osteogenesis Imperfecta, "Kothu-Keiseihuzensyo Tomo No Kai".

+ "Japan Achondroplasia Association"

+ Cystic Fibrosis, "Nohosei-Senisyo Kanjya To Kazoku No Kai".

+ "Japan Muscular Dystrophy Association, Corp.".

+ Spinal Muscular Atropy, "Network for Spinal Muscular Atropy".

+ Perthes' Disease, "Perthes Network Japan".

+ Funnel Chest, "Zenkoku Rotokyokko No Kai".

* Scoliosis, "Sokuwansyo Ji O Mamoru Kai".

* Microtial, "Shoji Sakuru MIMI".

- "Japan Cleft Palate Foundation".

* Lip or Palate Dysgenesis Network, "Ozora Kai".

+ Cleft Lip and Cleft Palate, "Koyu Kai".

+ Anal Atresia, "Sako No Kai".

+ "Japan Ostomy Association, INC.".

* Biliary Atresia, "Tando Heisa Syo No Kodomo O Mamoru Kai".

+ "Social Welfare Foundation, Nationwide Association for Children with Heart Disease".
* "Children and Person with Heart Disease Communication, ASTRO HEARTS PROJECT".
+ "Congenital Heart Disease Ebstein home page".

+ Children with Ventilator, "Jinkokokyuki O Thukeru Ko No Oya No Kai, Bakubaku No Kai".
+ Children with Intravenous Hyperalimentation in Home Care, "HPN Kanjya To Kazoku No Kai,
Kakurenbo No Kai".

+ Kawasaki Disease, "Kawasaki Byo Tomo No Kai".

+ "Children with Kawasaki Disease, Oya No Kai".

+ Phenylketonuric, "Feniruketonnyosyo Oya No Kai Renraku Kyogi Kai".

+ "The Japanese Society of the Patients and the Families with Mucopolysaccharidoses".

* Menkes Disease, "Menkes-Byo No Kai, Maho No i Land".

+ Inborn Error of Metabolism, "Leukodystrophy Network".

- Langerhans' cell Histiocytosis, "LCH Kanjya Kai".

+ IDDM, "Thubomi No Kai".

+ "NPO Japan IDDM Network".

* Adrenoleukodystrophy, "ALD FAMILY SUPPORT".

+ Short Stature, "Children and person with Tei-Shincho Tomo No Kai, Popura No Kai".
+ Children with Pituitary Dwarfism, Oya No Kai, "Wakatake Kai".
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* Nephrogenic Diabetes Insipidus, "Jinsei-Nyohosyo Tomo No Kai".

* Nephritis, Nephrotic Syndrome, "Zenkoku Jinen Nefuroze No Kodomo O Mamoru Kai".

* Nephrotic Syndrome, "Soramame No Kai".

+ Collagen Disease, "Zenkoku Kogenbyo Tomo No Kai".

+ Juvenile Rheumatoid Arthritis, Oya No Kai, "Asunaro Kai".

+ Atopic Disease, "Atopikko Chikyu No Ko Network".

+ "NPO Nationwide Network to Support for Children with Allergy, Allergy Pot".

+ Allergic Disease, "NPO Japan Allergy Tomo No kai".

+ Diamond-Blackfan Anemia, "Daiamond-Burakkufan-Hinkethu Kanjya To Kazoku No Wa".

+ "NPO Japan Brain Tumor Alliance".

* Retinoblastoma, "Momakugasaibosyu No Kodomo O Mothu Oya No Kai, Sukusuku".

* Hepatoblastoma, "Kangasyu No Kai".

+ "Japan Ewing's Sarcoma Family".

+ Childhood Tumor, "NPO Mille-feuille".

* Childhood Tumor, "NPO Medical Communication & Community, Es-Bureau".

+ "Children's Cancer Association of Japan".

+ Intellectual Impirment, "Inclusion Japan".

* Learning Disability, "Akashi LD O Kangaeru Kai, Little Dolphin".

* Learning Disability, "NPO Zenkoku LD Oya No Kai".

+ AD/HD, "NPO Edison Club".

+ Asperger Syndrome, "NPO Asperger Society Japan".

+ Difficulty in Speech, "Zenkoku Gengo Syogai Ji O Mothu Oya No Kai".

+ Difficulty in Speech, "NPO Zenkoku Kotoba O Hagukumu Kai".

+ "Japan Stuttering Genyukai Association”.

* Gilles de la Tourette Syndrome, "NPO Japan Tourette Association".

+ Difficulty in Hearing, "Zenkoku Nantyo Ji O Mothu Oya No Kai".

* Crippled, "Zenkoku Shitai Hujiyu Ji/Sya Fubo No Kai Corporation, Hibiki".

+ "Alternating Hemiplegia of Childhood".

* "Social Welfare Foundation, Nationwide Association for Children (Persons) with Severe
Physical and Intellectual Disabilities".

+ Persistent Disturbance of Consciousness, "Zenkoku Kazoku No Kai".

+ Rare Intractable Disease, "Kisyo Nanbyo Sya No Kai, Asebi Kai".

+ Intractable Disease, "NPO Nanbyo No Kodomo Shien Zenkoku Network".

+ "Japan Society for Siblings of Persons with Disabilities".
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— Classification by medical center —

+ Sapporo National Hospital, "Syabondama No Kai".

+ Ibaraki Children's Hospital, "Oya No Kai".

+ Fukushima Medical University Hospital, "Hikari No Ko O Mamoru Kai".

+ Chiba Children's Hospital, "Himawari No Kai".

+ International Medical Center of Japan, "Kodomo To Tomoni Ayumu Kai".

+ National Cancer Center Department of Pediatrics, "Oya No Kai, COSMOS Kai".

+ National Center for Child Health and Development, Cancer in Childhood, "Oya No Kai, Yuuki
No Kai".

+ Juntendo Hospital Department of Pediatrics, "Oya No Kai, Ekubo" .

+ St. Luke's International Hospital, "Links".

+ The Jikei University Hospital, "Margaret".

+ Toho University Omori Medical Center, "Himawari".

+ Nihon University Itabashi Hospital, "Genki No Kai".

* Tokyo Metropolitan Cancer and Infectious Disease Center Komagome Hospital and The
University of Tokyo Hospital, "NPO Momo No Ki".

+ Saitama Children's Medical Center, "Biscuit".

-+ Kanagawa Children's Medical Center, "Kanagawa Tsubasa No Kai".

+ Kanagawa Children's Medical Center, "Oya No Kai, Hot Cocoa".

+ Kanagawa Children's Medical Center, "IDDM Kanjya Kazoku No Kai, Clover No Kai".

+ Kanagawa Children's Medical Center, "Brain Tumor in Childhood, Shoni Nosyuyo No Kai".

+ Tokai University Hospital, "Hikari No Kai".

* Yokohama City University Hospital, "Sunflower".

* Yokohama City University Hospital, "Cover No Kai".

+ Shizuoka Children's Hospital Department of Hematologic Neoplasm, "Oya No Kai, Hohoemi
No Kai".

+ Numazu City Hospital, "Oya No Kai".

+ Nagano Children's Hospital and Shinsyu University Hospital, "Kangaroo No Kai".

+ Gifu Municipal Hospital, "Marukke Kai".

+ Nagoya University Hospital, "Monami No Kai".

+ Japanese Red Cross Nagoya Daiichi Hospital, "Haatopoppo".

+ Nagoya Daini Red Cross Hospital, "Kidney Club".

- Japanese Red Cross Kyoto Daiichi Hospital and Shiga University of Medical Science

University Hospital, "Nakayoshi Kai".

+ Kyoto University Hospital, "Tanpopo".
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* Kyoto University Hospital Department of Pediatrics, "Nikoniko Tomato".

+ Kyoto Prefectural University Hospital, "Syuyoseisikkan Ji To Tomoni Ayumu Kai, Kagayaku
Mirai".

* Osaka City University Hospital, "Himawari Kai".

* Hyogo Prefectural Kobe Children's Hospital Department of Hematology and Oncology, "Oya
No Kai, Sakuranbo No kai".

* Kyusyu University Hospital, "Smile".

+ Kurume University Hospital Department of Pediatrics, "NPO Support for Cancer in Childhood,
Mokuyo Kai".

* Fukuoka University Hospital, "Oya No Kai, Mirai".

2. Activities

The activities of the above associations were investigated as follows:

Most of the associations coordinate a variety of peer support programs and public
activities independently, or in a nationwide and international collaboration with similar

associations or other branches, as follows:

(1) Peer support programs

Peer support programs, in which members provide practical help for each other,
hold meetings and events, provide consultation, learn about children's diseases, have an
independent financial aid system, and give support to children:
1) Meetings and events

The associations provide members with opportunities to meet their peers, such as
regular meetings, events, and recreation programs, making effective use of electronic
aids and offering alternatives to facilitate their participation in them, in consideration
of their diverse situations under medical treatment.
2) Consultation

A large number of associations provide peer consultation for members with
similar experiences. Various forms and tools such as telephone, E-mail, on-line, and

face-to-face consultation are available.

-133—



In some cases, doctors also provide consultation regarding children's diseases.
3) Learning about children's diseases

The associations provide mainly parents with opportunities to learn about their
children's diseases.

Educational programs cover a wide area of medical issues related to: studies such
as the translation and introduction of foreign documents; diseases and treatments such
as regarding the long-term goal and terminal care; medical systems and doctors such as
information and doctors' advice including second opinions; social support such as
public services, tax deduction for medical expenses, and the introduction of other
associations; and support for children such as tutoring in complementary to school
education and explanation of diseases.

Although most of these programs are organized exclusively by members, some of
them are supported by doctors giving lectures on diseases.

4) Independent financial aid system

A small number of associations also manage independent financial aid systems for
their members to provide medical expense subsidies and information about
inexpensive accommodation for children and families.

5) Support for children

In addition to the above activities, some of the associations provide direct support
for children with or experience of disease, as well as their brothers and sisters,
including: later-mentioned display of drawings painted by children with diverse ages
and health statuses; peer exchange and counseling; play and recreation programs inside
and outside the hospital; educational support such as assistance in school work and
returning to school; and support for children's own private and public activities:

i ) Displaying of children's drawings

Children's drawings and handicrafts are actively displayed to promote children's
expressions of emotions and views.
ii ) Peer exchange and consultation

Peer exchange and consultation programs for children include support for their
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brothers and sisters, who also experience stress, and opportunities to coordinate these
activities by themselves.
iii) Play and recreation programs

Some of the associations provide children with a variety of play and recreation
programs.

These programs are not limited to activities inside the hospital such as book
reading, parent-child collaborative toy creation, clown doctors, movies, puppet shows,
concerts, and seasonal events including a Christmas party, but also involve those
outside such as watching soccer and baseball games, outdoor barbecues, and camping
trips. In some cases, the associations train volunteer staff by themselves to provide
effective support for the above activities.

Most of the activities including those to be provided outside the hospital are also
supported by a number of doctors.

iv) Educational support

Educational programs include student volunteer coordination in cooperation with
neighboring universities, the use of on-line educational services, which allow children
to learn together simultaneously, and the provision of information and support for
children's return to school.

v ) Support for children's own activities

A wide range of support for individual, group, peer, and public activities of
children with or experience of disease is available.

For individual activities, the associations provide financial aid for advanced
education such as college and university, license acquisition, and independent life.

For group activities, children are supported to construct a website and organize
events only for children including their brothers and sisters to make friends and
exchange information.

Support for peer activities includes decoration of the play room in a children's
ward, coordination of play and recreation programs, and peer tutoring system

management to complement school education.
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Lastly, support for children's public activities covers the regular issuing of
bulletins, website management, organizing nationwide meetings in collaboration with
local branches, participation in international events, education of the local community
and fundraising campaigns, publication of books, contribution to popular and technical
magazines, attendance at academic meetings, and participation in the media such as
news programs[11]. Their expressions of views and opinions at academic meetings and
technical journals are also supported by doctors.

As a prerequisite for the realization of these activities, children should be
informed of and fully understand their diseases and situations. The provision of

information about diseases to children is being actively promoted by some doctors.

(2) Public activities

In Japan, a number of social problems are still involved in children's medical
treatment, such as an insufficient provision of information about diseases, the lack of
public understanding and prejudice, bullying, difficulties in returning to school, going
on to the next stage of education, and employment[12].

To cope with such problems, some of the associations are developing public
activities to advocate establishing medical systems and social relationships related to
medical treatment for children, which contribute to their quality of life and the
realization of their hopes.

These activities include: the gold ribbon campaign for children with cancer;
educational campaigns such as puppet shows to raise awareness of children receiving
medical treatment or participation in university festivals; report on surveys conducted
by the members, related to children's well-being, education, and employment; and
political commitment such as announcements and suggestions regarding health care.
As previously mentioned, part of them are supported by children themselves.

Further, the doctors supporting these activities are also supported by the
associations, who are engaged in the promotion of doctor-children-family

relationships, cooperation with medical research projects, attendance and assistance at
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academic meetings, organizing seminars and training programs for medical
professionals and students, and, in a few cases, financial aid for doctors' research and

studies abroad.

3. The relationship between doctors and the activities for children's participation
in health care
(1) The activities of children's medical associations for children's participation in
health care

Children's right to participation is positioned as a standard in health care to
promote children's healthy development and happiness[13]. Therefore, methods of
children's participation in health care should facilitate their access to information
presented in an understandable way and allow them to express their views in all health-
care-related matters affecting them, requiring that those views be heard and given due
weight in both their personal decision-making and policy or project planning processes
related to health care.

The practice in supporting children's participation in health care of the
associations include the promotion of children's expressions of feelings and views,
sending their messages to society based on their willingness, and the provision of
information about their diseases:

1) Support for children's expressions of feelings and views

As children's participation in health care requires that their feelings and views be
understood/heard, their expressions should be affirmed in the first place.

Support for children such as displaying their drawings and consultation, as well as
peer meetings and consultation programs, conform to such a prerequisite.

2) Sending children's messages to society

Children's participation in health care also requires that the feelings and views
children express be widely known by sending messages to society.

As previously mentioned, supportive activities of the associations such as the

issuing of bulletins, website management, organizing meeting events, street campaigns,
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the publication of books, attendance at academic meetings, contribution to technical
journals, and participation in the media, both by children themselves and in
collaboration with them, are encouraging them to send messages to society.
3) Support to help children understand their diseases

Providing children with information about their diseases is a prerequisite for their
participation in the health-care-related decision-making processes.

The associations advise parents on how to talk to children about their disease,

nurturing their understanding at the same time.

(2) Doctor-child relationship regarding activities for children's participation in
health care

Children's activities such as presentation at academic meetings and expression of
their views in technical magazines are also supported by doctors, who support
children's participation in health care.

On the other hand, as such participation is a prerequisite for child-centered health
care, doctors aiming for the realization of health care with respect to children should
also be supported. Consequently, the activities to promote children's participation in
health care imply an interactive relationship between doctors and children, which is
also established by doctors.

In the case of children with limitations due to the disease and in need of
empowerment, the importance of such interaction in the relationship, which allows
them to adopt certain approaches, not being unilaterally supported, is further
emphasized[14].

As previously mentioned, a number of secondary problems involved in children's
medical treatment, such as the insufficient provision of information about diseases, the
lack of public understanding and prejudice, bullying, difficulties in returning to school,
going on to the next stage of education, and employment, tend to deprive children with
or experience of disease of their empowerment. To empower these children, their own

commitment to the problem-solving processes supported by adults and self-confidence
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improved through this experience are essential. Therefore, children under medical
treatment with secondary disabilities particularly require such an interactive

relationship, wherein they also develop approaches.

4. Doctor-child relationship to effectively support children's participation in health
care

Based on the activities of children's medical associations in Japan, the doctor-
child relationship to effectively support children's participation in health care may be
concluded as follows:

Firstly, it is a relationship wherein doctors support children's participation in
health care. In the case of children with disease, their support is indispensable.

Secondly, it is interactive; thereby, doctors are also supported. In the case of
children under medical treatment with secondary disabilities and in need of
empowerment, the importance of interactivity, which allows them to make approaches,
is further emphasized.

Thirdly, such an interactive relationship is also established and supported by
doctors. Doctors' support is essential for the participation of children under medical
treatment.

The activities of the associations have been promoting the interactive relationship
between doctors and children, effectively supporting children's participation in health
care.

On the other hand, however, children's participation in policy and project
planning processes related to health care affecting children has yet to be realized in
Japan. It is necessary for their feelings and views to be given due weight also in the

public area of health care.

Conclusion

The doctor-child relationship which effectively supports children's participation in
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health care, was discussed in this study, based on the activities of children's medical
associations in Japan.

The associations provide a variety of peer support programs and public activities,
including support for children's participation in health care, such as the promotion of
children's expressions of feelings and views, sending messages to society based on
their willingness, and, as a prerequisite for these activities, the provision of information
about their diseases.

These activities to promote children's participation in health care are supported by
doctors, who are also supported through the activities at the same time. Further, such
an interactive doctor-child relationship is established by doctors as well.

In conclusion, the doctor-child relationship to effectively supports children's
participation in health care is an interactive relationship, wherein doctors support such
participation and, thereby, they are also supported, established and supported partly by

the doctors through these activities.
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