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Welcome to this issue of CYDLINE Reviews, a publication of the National Center for Youth with
Disabilities (NCYD). This issue focuses on a variety of legal issues that face adolescents and
young adults with chronic and disabling conditions, their parents, advocates and the
professionals who work with them. Our society has, for better or worse, become more and more
enmeshed with the "legal system," using that term in its broadest context. During the past twenty
years, the rights of people with disabilities expanded greatly; accompanying legal liabilities have
been created where none previously existed. New and more complex legislation emerges every

_year from Congress and state legislatures. Adolescence, that legal gray area between childhood-

and adult status, adds another level of complexity. The goal of this publication is not to make the
reader a legal expert but rather to raise awareness of the many legal implications involved in
living in our complex world for adolescents and young adults with disabling conditions, their
families and the professionals who serve them. Accordingly, the publication presents an

overview of some of they key legal issues, ranging from consent and confidentiality to the
criminal justice system.

For those new to these reviews, this collection of annotated bibliographies is drawn from
NCYD’s National Resource Library. The National Resource Library is a computerized,
comprehensive database containing information about youth with chronic illnesses and
disabilities, and it includes up-to-date expertise, programs, and litery-ure of all relevant
disciplines. Issues of CYDLINE Reviews that may be ordered are:

Transition from Pediatric to Adult Health Care for Youth with Disabilities and Chronic Illnesses
Adolescents with Chronic Ilinesses—Issues for School Personnel

Promoting Decision-Making Skills by Y outh with Disabilities—Health, Education, and Vocational Choices
An Introduction to Youth with Disabilities (In English or Spanish)

Su.bstance Use by Youth with Disabilities and Chronic Illnesses )

An Introductory Guide for Youth and Parents (In English or Spanish)

Issues in Sexuality for Adolescents with Chronic Ilinesses and Disabilities

Vulnerability and Resiliency: Focus on Children, Youth, and Families

Youth with Disabilities and Chronic Illnesses: International Issues

Race and Ethnicity: Issues for Adolescents with Chronic Ilinesses and Disabilities

Recreation and Leisure: Issues for Adolescents with Chronic Illnesses and Disabilities

Sports and Athletics: Issues for Adolescents with Chronic Illnesses and Disabilities

Issues in Nutrition for Adolescents with Chronic Ilinesses and Disabilities

Developing Social Skills: Issues for Adolescents with Cironic Ilinesses and Disabilities

Legal Issues for Adolescents with Chronic Ilinesses and Disabilities and Their Families

YYYYYYYYYYYYYYVYYVY

Self-Esteem: Issues for Adolescents with Chronic llinesses and Disabilities
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Nearly 200 journals are regularly reviewed as are relevant books and non-published materials.
New entries are added to the library on a regular basis. Topics in the Bibliographic File include
chronic illness or disabling conditions; psychosocial issues; social issues; developmental
processes; family; sexuality; education; employment and vocational rehabilitation; community

and independent living; service approaches; professional issues; and policy, planning, and legal
rights issues. - .

In addition to the Bibliographic File, the National Resource Library also includes a Program File
with information about model prograrns throughout the country; an Educational Materials File
with information on resources for professional development and programming usage; and a
Technical Assistance File containing names and background information on-consultants with
expertise valuable to those involved with youth with disabilities. ) ‘

You may request customized searches of the NCYD Resource Library on topics of your choice
simply by calling an NCYD Information Specialist. The requested information will be sent to
you in a format similar to this bibliography. In this way, you can easily receive current
information on youth with disabilities which is specific to your particular needs and interests.
NCYD has other publications available: Connections (a newsletter published three times a year);
and F.Y.I. Bulletin (Fact Sheets presenting statistical and demographic data illustrated with
tables, charts, and graphs). If you wish to receive a Publications List or would like information

about the Resource Library, our Center can be reached (toll-free in the United States) at 1-800-
333-6293, 612-626-2825, or TDD 612-624-3939.

Thank you for your interest in NCYD. We hope you will take the time to read through this issue
of NCYD’s CYDLINE Reviews and share the contents with others.

This publication is designed to provide accurate and
authoritative information in regard to the subject matters
covered. It is distributed with the understanding that the
publisher is not engaged in rendering legal, accounting, or
other professional services. If legal advice, accounting
advice, or other expert assistance is required, the services
of a competent professional person should be sought.

J
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BIBLIOGRAPHIC MATERIALS

LEGAL ISSUES RELATED TO THE PROVISION OF MEDICAL AND
PSYCHOSOCIAL SERVICES

Consent And Confidentiality Issues

AUTHGR
TITLE

SOURCE
ABSTRACT

~

AUTHOR
TITLE
SOURCE

ABSTRACT

AUTHOR
TITLE
SOURCE

ABSTRACT

Bicknell DJ. ,

Consent for children and adolescents who have an intellectual
handicap.

Archives of Disease in Childhood 1989 Nov; 64(11):1529-32.

The author considers the laws surrounding consent for children and
adolescents with intellectual disabilities, focusing especially on those over the
age of 16 who cannot give consent. To ensure the best possible decisions, he
suggests involving not only the patient, parent, and medical practitioner but
also an ethics committee, lawyer and human rights activist. Previous laws and
court decisions should also be considered.

Cohen DG.
Treatment refusal in adolescents.
Seminars in Oncology Nursing 1986 May;2(2):112-6.

This article discusses non-compliance on a continuum from complete refusal
of treatment to unwillingness to cooperate with a specific aspect. This issue is
particularly important when teens reach the age of consent. Two case studies
are used to illustrate the factors asscciated with non-compliance: intrapsychic
issues, peer relationships, family issues, and religion. The clinical
implications of treatment refusal and possible interventions are described.

English A. |
Treating adolescents. Legal and ethical considerations.
Medical Clinics of North America 1990 Sep; 74(5): 1097-1112.

The author notes that adolescents who are lggally minors are granted greater
autonomy in health care than in many other areas. The developmental status of
adolescents raises legal and ethical issues, particularly for health care
professionals working with special populations such as adolescents with
mental retardation. Topics addressed include: consent required for treating
adolescents; confidentiality and disclosure; and sources of payment for care.
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ABSTRACT
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TITLE
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ABSTRACT

AUTHOR
BOOK
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ABSTRACT

Erickson S; Hopkins MA.

Gray areas: Informed consent in pediatric and comatose adult
patients.

Heart and Lurng 1987 May; 16(3):323-5.

The authors discuss the principle of informed consent in pediatric and
comatose adult patients. The child not being of "adult years" or the comatose
adult not being of "sound mind" does not mandate a conclusion of total
incompetence. Both patients should be included in the decision making to the
fullest extent possible (using living wills or proxies in the case of the
comatose adult). To ensure informed consent, pertinent information must be
fully disclosed in a manner that the patient or proxy can understand.

Holder AR. )
Minors' rights to consent to medical care.

JAMA (Journal of the American Medical Association) 1987 Jun; 257(24):
3400-2.

The author, a lawyer, provides an overview of the issues surrounding a
minor's right to consent to--and refuse--medical care. Included in the analysis
are categories of minors, statutory provisions as to minors' consent and the

controversial area of reproductive health care, especially contraception and
abortion.

Lesko LM; Dermatis H; Penman D; et al. .

Patients’, parents', and oncologists' perceptions of informed
consent for bone marrow transpiantation.

Medical and Pediatric Oncology 1989; 17(3):181-7.

The researchers found that informed consent promoted a healthier relationship
between the patient and physician. The study also showed that full disclosure
of information regarding medication treatment created neither a lack of faith in
the treatment nor a feeling of being overwhelmed by medical jargon, but
rather fostered a more positive and autonomous decision-making process. The
researchers also offer suggestions to facilitate the informed consent process.

Morrissey JM; Hofmann AD; Thrope JC.

Consent and confidentiality in the health care of children and
adolescents: A legal guide.

Free Press: New York. 1986:273.

This book presents a historical overview of parent/child relationships, law,
informed consent and rights to privacy. It describes principles of consent laws
and cites examples. Considerations in the management of minors' health
records are analyzed, and strategies to prevent conflicts and avoid adverse
legal complications are offered. A state-by-state guide to information about -
minors' consent is included.
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Ploikin R.

When rights collide: Parents, children, and consent to treatment.
Journal of Pediatric Psychology 1981 Jun; 6(2):121-30.

Historically, parents have had virtually the absolute right to consent to health
care services for their children. Where the interests of the parents and their
children differ, this common law rule has had less than ideal consequences
and has often left health care professionals in a legal dilemma. This article
reviews the legal literature in this area and identifies four major areas where
the law permits treatment without parental consent. The author concludes that
in most cases all parties—adolescents, parents and health care professionals—
would be better served by lowering the statutory age of consent for medical
and mental health services.

Sigman GS; Kraut J; La Puma J.

Disclosure. of a diagnosis to children and adolescents when
parents object. A clinic ethics analysis.

American Journal of Diseases of Children 1993 Jul; 147(7):764-8.

The authors present a case study to illustrate the ethical dilemma physicians
encounter when parents of children and adolescents request that diagnosis or
prognosis not be disclosed. Clinical factors regarding truthful Jisclosure are
discussed and applied to the case of a young woman with cystic fibrosis. The
authors suggest that disclosure is context-specific and depends upon

consideration of changing physicians, disease specifics, patient and family
factors.

Reproductive Rights and Adolescent Sexuality

AUTHOR
TITLE
SOURCE

ABSTRACT

Brahams D.

Legal power to sterilise incompetent women.
Lancet 1989 Apr 15; 1(8642):854-5.

Several British and Australian cases are cited concerning sterilization of
women with mental disabilities. The view held by the author parallels the "in
re D" (1976) case ruling that the court is to intervene and protect the female
from sterilization even if the parent has good intentions. The patient's best

-interest and welfare must be secured.

> 9
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Carter PI; St. Lawrence JS. .
Adolescents' competency to make informed birth control and
pregnancy decisions: An interface for psychology and the law.
Behavioral Sciences & the Law 1985 Summer; 3(3):309-19.

The authors submit that the social and legal view of adolescents' competency
to reach reproductive health decisions is ambiguous at the present time,
although increased adolescent sexual activity is a reality. Although the courts
have given adolescents certain limited rights in birth control and pregnancy
termination decisions, these legal decisions have been based on constitutional
law rather than empirical evidence. When the basic issues of birth control and
pregnancy termination are extracted from the emetion that surrounds them, the
questions in need of answers are, the authors argue, amenable to empirical
study. Unfortunately, few if any studies have been undertaken.

Elkins TE; McNeeley SG; Punch M; et al.
Reproductive health concerns in Down syndrome: A report of
eight cases.

Journal of Reproductive Medicine 1990 Jul; 35(7):745-50.

The authors present eight case reports representing a variety of sexual, social,
gynecologic, and reproductive health concerns of adolescents and adults with
Down syndrome. Issues raised include: menstrual hygiene, premenstrual
syndrome, contraception/sterilization, social skill development, sexual

decision making, ccmpanionship, and marriage. Implications for health care
professionals are included.

Gillon R.
On sterilising severely mentally handicapped people.
Journal of Medical Ethics 1987 Jun; 13(2):59-61,

Gillon argues for the case of sterilizing people with severe mental disabilities.

. He submits this would allow for sexual and social development without

complications of pregnancy, and would not in any way be similar to
sterilizations performed under Hitler's Third Reich. Regarding the rights of
the severely disabled, he argues that sterilization could very well be in their
best interest. :

Haavik SF; Menninger KA.
Sexuality, law and the developmentally disabled person: Legal

and clinical aspects of marriage, parenthood, and sterilization.
Paul H. Brookes: Baltimore, 1981:191.

This book presents research data, legal analysis, and pregrammatic
recommendations concerning sexuality, marriage and reproduction for
persons with developmental disabilities.

-
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Johnson B.

Family planning for mentally handicapped girls.

British Journal of Hospital Medicine 1987 Nov; 38(5):481.
) \

The author presents a case scenario in whichi the parents of a 16-year-old girl
with mental retardation were concerned about the girl's risk of pregnancy.
The girl was about to enter a group living situation which would greatly
increase opportunities for sexual activity. Legal constraints against
sterilization and other invasive procedures (e.g., the IUD) are discussed as are
practical constraints against oral contraceptives. The author asserts that current
legal guidelines in Great Britain are overly restrictive in their attempt to protect
the patient's civil-rights.

Margolin KN.

Risks of a privacy policy by residential institutions for
handicapped adolescents.

Journal of Rehabilitation 1988 Apr; 54(2):50-54.

Two hundred professionals met to discuss sexual exploration and expression
by youth with disabilities living in residential facilities. This articie considers
the legal implications for institutions deciding to provide privacy for older
youth with disabilities and provides practical suggestions as to how such a
policy best can be implemented.

Passer A; Rauh J; Chamberlain A; et al.
Issues in fertility control for mentally retarded female

adolescents: II. Parental attitudes toward sterilization.
Pediatrics 1984 Apr; 73(4):451-4.

This study found that 46% of the parents interviewed had considered
sterilization for their adolescent daughters with mental retardation (MR); 26%
+were still seeking such surgery. Severity of mental retardation correlated with
interest in sterilization; interest in sterilization also correlated with difficulty in
teaching menstrual hygiene. Although parents of adolescents with mild MR
most often sought tubal ligation, parents of youth with severe MR sought
hysterectomy due to their concerns over menstrual management. Eighty-five
percent of the parents favored laws enabling conditional, limited sterilization.

Petersen K. '
The family v. the family court: Sterilisation issues.
Australian Journal of Public Health 1992 Jun; 16(2):196-201.

The author raises the issue of whether sterilization of minors with severe
disabilities is "therapeutic." Various Australian court cases are mentioned and
discussed briefly. A need to establish procedures and guidelines is noted, and
an alternative plan is given. The plan includes the court's appointment of a
trained mediator to assist the parties in resolving conflicting positions and a

separate representative to present evidence to the court on all matters relevant
to the minor's welfare. .

1
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ABSTRACT

Rauh JL; Dine MS; Biro FM; et al.

Sterilization for the mentally retarded adolescent: Balancing the
equities. The Cincinnati experience. :

Journal of Adolescent Health Care 1989 Nov; 10(6):467-72.

The authors discuss sterilization for the adolescent with severe disabilities.
Included are a few individual cases as well as a review of state statutes and
court laws. In presenting their view, the authors advocate a voluntary
sterilization act, which- (after extensive review by ethics, medical, social and
legal committees) would allow sterilization for those unable to give consent.

Shore DA; Gochros HL.
Sexual problems of adolescents in institutions.
Charles C. Thomas: Springfield, IL, 1981:239.

The book explores issues from historical, social, management, and clinical

-perspectives. A section on special populations includes chapters on youth

with emotional disturbance, mental retardation, chronic illness, and physical
disability. Topics-include: ethics, civil rights, legal and administrative
concerns, staff training, sex education, sexual contact between staff and
youth, changing dysfunctional behavior, homosexuality, and human sexuality
groups.

Civil Rights And Public Policy

AUTHOR
TITLE

SOURCE
ABSTRACT

AUTHOR
TITLE
SOURCE

ABSTRACT

Connelly JJ.

The segregation of an adolescent in foster care who is HIV
seropositive and developmentally disabled.

Mental Retardation 1989 Aug; 27(4):241-3,

This article presents the case of an adolescent male who has mental retardation
and a positive blood test for HIV infection. A long and complicated legal
battle highlights the issues of adolescents’ civil rights, segregating persons”
infected with the AIDS virus, violations of confidentiality, invasion of
privacy, and discrimination. Recommendations are made for developing
policies for foster care placement of individuals who are HIV positive and
have developmental disabilities.

Crocker AC; Cohen HJ; Kastner TA.
HIV infection and developmental disabilities.
Paul H. Brookes: Baltimore 1991:336.

Researchers and service.providers discuss the topic of HIV infection. Three
areas are considered: child and family; youth and adults; and policy
guidelines. Vital medical, social, legal, and educational issues are raised with
particular attention given to youth with disabilities.

- 6 ]2
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ABSTRACT

Gerry MH.
Section 504 of the Reliabilitation Act, HIV and AIDS: Legal
implications.

_ Issues in Law and Medicine 1988 Fall; 4(2):175-90.

This article features an in-depth discussion and analysis of Section 504 of the
1973 Rehabilitation Act. Specifically, the author discusses the law as it relates
to protecting the rights of people who test positive for the HIV virus or have
related illnesses and their rights to obtain services from health care providers
who receive federal funds. Also included are explanations of the requirements
of Section 504, definitions of key terms (“handicap;" impairment"), services

governed by the law and the types of discrimination prohibited by Section
504.

Jaffe LR; Wortman RN.

The fear of AIDS; Guidelines to the counseling and HTLV-III
antibody screening of adolescents.

Journal of Adolescent Health Care 1988 Jan; 9(1):84-6.

The authors offer guidelines in adolescent counseling and HTLV-III Antibody
screening for those at risk for AIDS. They suggest that physicians discuss
prevention of future infection and the use of safer sex practices with their

patients and advise them to communicate their sexual history to their
partner(s).

Smith PS; Goldman DS.
Care of the young hemophiliac. New socioeconomic demands
and the changing patient-physician relationship.

American Journal of Pediatric Hematology/Oncology 1985 Summer;
7(2):165-74.

Discussion of legal and ethical issues including access to care, allocation of
resources, avoidance of harm, informed consent, confidentiality and
paternalism. Six case exampies are used..

Turnbull HR; Ellis JW; Brooks PO; et al.
The least restrictive alternative: Principles and practices.
American Association of Mental Deficiency: Washington, DC, 1961:76.

Presentation of concepts of least restrictive alternatives (LRA) as a principle of
law, e.g., "due process," minimum intrusion, as applied to mentally retarded
citizens and the right to consent to or refuse treatment. LRA is an appropriate
tool to reduce unnecessary governmental restrictions in the lives of
individuals.

713




'AUTHOR
" “TITLE
SOURCE

ABSTRACT

U.S. Congress, Office of Technology Assessment.
Adolescent Health-Volume I: Summary and policy options.
U.S. Government Printing Officei Washington, DC, 1991, Apr:202.

This report from the Office of Technology Assessment (OTA) reviews the
physical, emotional, and behavioral health status of contempotary American
adolescents. This is one of three volumes. Volume I summarizes the findings
of OTA's report and presents policy options; it also summarizes findings and
policy options from Volumes II and III. Volume II addresses prevention and
treatment services; Volume III addresses delivery of health and related

. services. "Available from the Superintendent of Documents, Government

Printing Office (052-003-01234-1). Purchase: $9.50.

Vocational Issues and Habilitation Rights

AUTHOR
TITLE
SOURCE
ABSTRACT

AUTHOR
TITLE

SOURCE
ABSTRACT

Bannerman DJ; Sheldon JB; Sherman JA; et al.

Balancing the right to habilitation with the right to personal
liberties: The rights of people with developmental disabilities to
eat too many doughnuts and take a nap.

Journal of Applied Behavior Analysis 1990 Spring; 23(1):79-89.

This article discusses the relationship between the right to habilitation and the
right to personal liberties for clients with developmental disabilities. Service
providers may easily deny personal liberties to a client, usually in an attempt
to meet standards, be cost effective or satisfy individuals other than clients.
Arguments opposing and in favor of the right to choice are presented. The
authors believe that choice and habilitation need not necessarily be in conflict.
Clients should be taught how to make choices, and choice should be an
integral part of habilitation training procedures. '

Colman W.

The evolution of occupational therapy in the public schools: The
laws mandating practice.

American Journal of Occupational Therapy 1988 Nov: 42(11):701-5.

A review of the evolution of occupational therapy in the public schools as
mandated by law. The role of occupational therapy is further defined as an
integration of medicine, rehabilitation, and education. The author also notes
the government's 2sponsibility in the education of children and youth with
disabilities.



AUTHOR
SOURCE
ABSTRACT
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TITLE

SOURCE
ABSTRACT

AUTHOR
TITLE
SOURCE

ABSTRACT

Daniels M.

Employment law guide to the Americans with Disabilities Act.
Prentice Hall Law and Business: Englewood Cliffs, NJ, 1992:258.

A comprehensive analysis of the Americans with Disabilities Act (ADA). This
text analyzes and discusses key issues, employment provisions, regulations,
interpretation, enforcement, merits of different solutions, and legislative
history. Also included is an explanation of how the Equal Employment
Opportunity Commission (EEOC) intends to interpret and enforce the

employment provisions of the ADA. Periodic supplementation will update this
publication.

Kalscheur JA.

Benefits of the Americans with Disabilities Act of 1990 for
children and adolescents with disabilities.

The American Journal of Occupational Therapy 1992 May; 46(5):419-26.

The Americans with Disabilities Act (ADA) mandates changes in the physical
and social environments to allow persons with disabilities to participate in
life's activities without discrimination. The ADA is discussed in relation to
occupational therapy practice. An environment-centered model is presented in
place of the existing deficit-reductiom model. This model emphasizes
consultation and education to businesses and individuals for the purpose of
altering environments to accommodate children and adolescents with
disabilities. '

Matthews DJ; Meier RH; Bartholome W.
Ethical issues encountered in pediatric rehabilitation.
Pediatrician 1990; 17(2):108-14.

A discussion of the biomedical ethics involved in maximizing the outcome in
pediatric rehabilitation. Ethical issues include: autonomy, education,
normalization, non-malificence, beneficence, treatment selection, quality of
life, allocation of services, justice, treatment options, and financial
considerations.
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General Legal

AUTHOR
TITLE
SOURCE

ABSTRACT

Walsh MA.

Ch. 688 -- Transiticning from special education into human
services.

Paper presented at the National Conference on Secondary, Transitional and

Postsecondary Education for Exceptional Youth (Boston, MA, March 7-9,
1985). 7p.

Under Massachusetts statutes, chapter 688, also known as the "turning 22
law," older.adolescents and young adults with special needs beyond their
22nd birthday are provided with a two-year transitional proeess to plan for
habilitative services. Eligibility criteria necessary in order to receive these
transition benefits include: need for continuing services and an inability to
work 20 or more hours per week. An interview/evaluation is also necessary
in some cases. This innovative law is the first of its kind in the nation.

Available through Educational Resources Information Center (ERIC) Doc.
No. ED259544.

Wehman P.

Life beyond the classroom: Transition strategies for young
people with disabilities.

Paul H. Brookes: Baltimore, 1992:464.3

A comprehensive overview of issues surrounding transition from school to
employment for young people with disabilities. Educational, legal, and social
issues are discussed. The book covers service delivery systems, public
schools, and vocational training. Federal regulations are discussed throughout
as they pertain to development of programs. Each chapter.features sample
forms, tables, charts, and case studies.

Issues and Concerns. for Health Care Professionals

Foley MK.
Children with cancer: Ethical dilemmas.
Semirars in Oncology Nursing 1989 May; 5(2):109-13.

A discussion of ethics issues for health care professionals, especially pediatric
oncology nurses, who are caring for children and adolescents with cancer.
Many different decisions must be made by patients and families. The health
care professional must be aware of legal and ethical decisions relating to
informed consent, treatment choices, therapeutic research, when and whether
to use life sustaining treatment, and other essential issues for patients and
families.

_10 16
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Holder AR.
Childhood malignancies and decision making.
Yale Journal of Biology and Medicine 1992 Mar/Apr; 65(2):99-104.

The author briefly explains some laws concerning the decision-making
process to accept or refuse medical treatment for seriously ill minors. Parents
cannot refuse "adequate" medical care for their child even if it violates
religious beliefs. If parents continue to refuse, the child could be placed in a
foster home for the duration of the treatment. Also, to allow adolescents more

autonomy, "mature minors" may either consent to or refuse medical care
without parental notification.

MacKenzie RG. '
Approach to the adolescent in the clinical setting.
Medical Clinics of North America 1990 Sep; 74(5):1085-95.

The author addresses issues in adolescent development to enhance clinical
care. The following issues are included: anatomy of pubertal change; anatemy
of adolescent psychosocial change; social, legal, and political issues; and an
approach to interviewing adolescents. Independence and dependence, peer
group acceptance, sexuality and life goals, intimacy, and physical

emancipation are considered to be primary psychological tasks of
adolescence.

Neinstein LS.

Adolescent health care: A practical guide. Second Edition.
Williams & Wilkins: Baltimore, 1991:850.26

This comprehensive textbook is written as a quick reference for all health-care
professionals who care for teenagers in a clinical setting. An outline format is
used with tables, checklists, charts, graphs, and sample questionnaires.
Topics include accidents, eating disorders, contraception, sexually transmitted
diseases, drug abuse, and psychosocial problems. Discussions cover normal
growth and development, psychosocial development, interview techniques,
health screening and evaluation, nutrition, and legal issues.

Owen MJ.

What has the Social Security Administration done for you lately?
Maybe more than you know.

Exceptional Parent 1991 Jun; 21(4):40-2.

An overview of recent changes at the Social Security Administration (SSA)
and how these changes will affect funding and services for children and youth
with disabilities and their families. Public law 101-239 is discussed, as is a

cooperative agreement between SSA and the National Parent Network on
Disability.
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Patterson D.
Legal aspects of athletic injuries to the head and cervical spine.
Clinics in Sports Medicine 1987 Jan; 6(1):197-210.

The author, a lawyer, reviews the history of sports injury litigation in
athletics. Ironically, litigation in athletics in general, and footbail in particular,
is inversely proportional to 1njury statistics. During the period when both
neurologic and cervical injuries decreased, litigation increased. The author
recommends varidus means to reduce risk, including the increased use of
medical and paramedical personnel.

Perrin JM; Stein RE.

- Reinterpreting disability: Changes in supplemental security

income for children.
Pediatrics 1991 Nov; 88(5):1047-51.

An overview of the changes in the Social Security Administration’s criteria for
determining Suppleméntal Security Income (SS1) eligibility for children and
youth with disabilities, following Sullivan vs. Zebley, the 1990 Supreme
Court case. Implications for children and youth with disabilities and their
families and opportunities for the pediatric community are discussed.

Rennert S; Parry J; Horowitz R.

AIDS and persons with developmental disabilities: The legal
perspective.

American Bar Association: Washington, DC, 1989:109.

This report discusses the ways current laws apply to persons with HIV
infection and resulting developmental disabilities as well as persons with
developmental disabilities who become infected with the virus. Topics
covered include: antidiscrimination statutes; HIV testing, medical treatment,
and informed consent; confidentiality and provider liability; isolation and
involuntary civil commitment; and federal benefit and entitlement programs.
Topics are discussed in relation to services and service delivery. Suggestions
are made for further policy decisions. Available from the ABA 1800 "M™"
Street, N.W., Washington, D.C. 20036. Cost: $18.

Silber T.

Ethical issues in the treatment of children and adolescents.
Slack, Inc.: Thorofare, NJ, 1983:208.

A collection of papers that addresses difficult questions arising in health care
and research involving minors. The contributors balance opposing viewpoints
and the concerns of all involved parties. Schowalter's classic paper on the
adolescent patient's decision to die is reprinted. There are reviews of
nondisclosure in cancer care, placebo therapy, development of ethics in
school-age children, care of individuals with mental retardation, and consent
to pdrt1c1pdt10n in research. Rotherberg's discourse on a possible national
conspiracy against children, the ACCH policy guidelines for the
administration of pediatric care facilities, and a summary of legal issues in
pediatric practice complete this anthology. -
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Silber T1.
Ethical considerations in the care of the chronically ill
adolescent.

Chronic Hlness and Disabilities in Childhood and Adolescence.

‘Blum RW.

Grune & Stratton: Orlando, 1984:17-27.

This chapter focuses on ethical considerations regarding the physician-patient
relationship. Ethical theory and adolescent moral development form the
framework of the discussion. Specific areas addressed include physician
obligations to patients and their parents, consent, noncompliance, euthanasia,
confidentiality, truthful disclosure of information, treatment refusal,
termination of care, and the use of minors as research subjects. Case reports
are used to illustrate these points. (This book is out of print but is available in
most medical libraries.) )

“Tremper CR; Kelly MP. . :
‘The mental health rationale for policies fostering minors

autonomy.
International Journal of Law and Psychiatry 1987; 10(2):111-27.

An excellent general article on the rationale for giving adolescents as much
autonomy as possible for health care decisions. The authors argue that if the
state wishes to foster adolescent mental health, especially nurturing their sense
of self-worth while also rediucing self-destructive and anti-social behavior,

government policies and institutions for minors should reflect a preference for
autonomy.

Williams R; Singh TH; Naish J; et al.

Medical confidentiality and multidisciplinary work: Child sexual
abuse and mental handicap registers.

British Medical Journal 1987 Nov 21;:295(6609):1315-9.

A group of doctors comment on the case of British mental handicap registers,
i.e., the demand for patient's records by local social service agencies without
consent. The general position is that because doctors are bound by
confidentiality, the personal information should not be imparted unless it is
non-controversial information already accessible through other means.
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LEGAL ISSUES FOR THE FAMILIES AND ADVOCATES OF ADOLESCENTS
WITH DISABILITIES '

Guardianship, Estate Planning and Special Tax Considerations

AUTHOR Apolloni T.

TITLE Guardianship: New options for parents

SOURCE Exceptional Parent 1987 Nov; 17(8):24.

ABSTRACT This article reviews the concept of legal guardianship and discusses when
guardianship is needed. Two approaches to guardianship, public and private
corporations, are detailed along with a list of corporate guardianship
programs.

AUTHOR Parry J.

TITLE Life services planning for vulnerable persons.

SOURCE Mental and Physical Disability Law Reporter 1986 Nov-Dec; 10(6):516-22.

ABSTRACT According to the author, life services planning is basically a comprehensive
approach to traditional estate and financial pianning that encompasses many of
the additional concerns that adolescents with disabilities and their families,
should have about the future. Those concerns include housing arrangements,
social and hezith care needs, and conditions that can deprive individuals of
their ability to make decisions for themselves. When utilized properly, life
services planning can lessen or resolve anticipated, even unanticipated,
problems having to do with perscnal autonomy, community support
networks, unnecessary institutionalizations and inadequate financial
resources.

AUTHOR Russell LM.

BOOK Alternatives. A family guide to legal and financial planning for
the disabled.

SOURCE First Publications: Evanston, 1L, 1983:194.

ABSTRACT This handbook was prepared by an attorney who has a sibling with mental

disablities to assist parents in planning for future care of their children with
disabilities. The author reviews all aspects of wills, guardianship, trusts,
government benefits, tax deductions, insurance, and investments. He lists
national organizations with information related to many specific disabilities
and adds a glossary of legal and financial terms.

o | 14 ‘
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Life Ending Issues: Legal and Ethical Decision Making
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N

Russell LM; Joseph S; Grant A; et al.
Planning for the future.

American Publishing Company: 814 S. Boulevard, Evanston, IL 60202,
1993:300.

A complete and authoritative source of information on life and estate planning

for a family member who has a disability.
For information, call 800-247-6553.

Sigman G. i )
Advance directives.

Connections (Newletter of the National Center for Youth with Disabilities)
1992 Winter; 2(3):5.

Advance directives (living wills and durable power of attorney being the two
most common forms) were conceived for and most often developed for the
elderly. Adolescents and young adults with severe chronic illness, however,
face the same end-of-life issues. Patients age 18 and older are required by law
(the Patient Self-Determination Act of 1990) to be given information about
advance directives, although the author argues that age 18 is highly arbitrary.
This commentary suggests that perhaps the greatest utility advance directives
provide to adolescents with significant chronic conditions may well be to

facilitate the process of comunication with the patient's family and health-care
professional.

Wood L.

Estate planning for parents of children with disabilities.
Exceptional Parent 1992 Nov/Dec; 22(8):18-20.

This article addresses estate planning for parents of children with disabilities,
especially alternatives to conventional estate planning techniques. This article

also contains a list of questions for parents to ask their estate planning’

attorney.

o

Freyer DR.

Children with cancer: Special considerations in the
discontinuation of life-sustaining treatment.
Medical and Pediatric Oncology 1992; 20(2):136-42.

With the intent to relieve some of the "undue burden" upon the patient as well
as the family, the author raises special considerations in the termination of
life-sustaining treatment for children with cancer. Included in the decision to
discontinue treatment are the issues of the patient's well-being and autonomy,
especially as the minor becomes a mature adolescent.
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Goldman GM; Stratton KM; Brown MD.

What actually happened An informed review of the Linares
incident.

Law, Medicine, and Healthcare 1986 Winter; 17(4):298-307.

The report provides facts and legal opinions regarding Rudy Linares' decision
to disconnect his son's ventilator, thus allowing the child to die. The review
defines some medical terminology, clarifies legal issues and provides a
comprehensive legal framework in which to view this case. -

Hoberman HM.

The impact of sanctioned assisted suicide on adolescents.
Law and Medicine 1988 Fall; 4(2):191-205. :

An examination of the issues surrounding a potential right to self-termination
among persons with terminal illnesses or chronic disabilities and whether that
right should be extended to adolescents. Adolescent development and
empirical findings regarding suicide among both adults and adolescents serve
as the foundation for analysis. Attention is given to differentiating myths or
popular perceptions from empirical findings.

Lantos JD; Miles SH.

Autonomy in adolescent medicine. A framework for decisions
about life-sustaining treatment.

Journal of Adolescent Health Care 1989 Nov; 10(6):460-6.

Physicians face legal, ethical and medical decisions when deciding whether to
withhold life-sustaining treatment from adolescents. The article presents a
model that can be used to determine the decision-making capacity (DMC) of
adolescent patients. Once there has been accurate determination of the medical
indications for treatment, including prognosis with and without treatment, and
when there has been sufficient communication between physician and patient,
the model can zssist the physician and patient in determining the adolescent's
ability to give informed consent for treatment.

Leikin SL.

An ethical issue in pediatric cancer care Nondisclosure of a
fatal prognosis.
Pediatric Annals 1981 Oct; 10(10):37-45.

Discussion of patient and parent rights based on a 13-year-old patient, with
developmental implications.
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Maynard FM; Muth AS.
The choice to end life as a ventilator-dependent quadriplegic.
Archives of Physzcal Medicine and Rehabilitation 1987 Dec; 68(12):862-4.

Case study of a 19-year-old male who chose to be disconnected from his
ventilator 25 months after the diving accident which caused his total motor-
and sensory quadriplegia. Physical, medical, psychosocial,- and legal
circumstances are detailed. Rehabilitation staff were said to be particularly
disturbed by the patient's decision due to his wealth of resources not often
available to individuals who have quadriplegia and are ventilator-dependent
(eg., social support, assistive equipment, accessible home services, personal
assets). The authors suggest that working toward a legal end to his life, one
that would not cause his family undne hardship, may have given meaning to
this patient's post-injury experience.

THE CRIMINAL JUSTICE SYSTEM AND THE ADOLESCENT/
- YOUNG ADULT VVITH DISABILITIES .

AUTHOR
TITLE
SOURCE

ABSTRACT

AUTHOR
TITLE

SOURCE
ABSTRACT

Benedek E. .
Psychiatry and juvenile law.
Psychiatric Clinics of North America 1983 Dec; 6(4):695-706.

Review of issues involved in civil commitment, child custody and divorce,
juvenile delinquency, competency of minors, malpractice in child psychology.

Conley RW; Luckasson R; Bouthilet GN.

The criminal justice system and mental retardation. Defendants
and victims.
Paul H. Brooks: Baltimore, 1991:336.

This book is a comprehensive guide for those working with individuals who
have mental retardation and are involved in the criminal justice system. The
procedures for individuals with mental retardation who are either perpetrators
or victims of crime are discussed. Rehabilitation options are debated, and
several model programs for prisoners are described. Included are

epidemiological studies which show factors that contribute to criminal
involvement.
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Gilby R; Wolf L; Goldberg B.

Mentally retarded adolescent sex offenders. A survey and pilot
study.

Canadian Journal of Psychiatry 1989 Aug; 34(6):542-8.

A survey of sexual problems evidenced by adolescent patients at a psychiatrie
facility indicated that these adolescents had experienced many such problems
regardless of intellectual capacity. Adolescents with mental retardation were
found to be more likely to engage in