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Preface

Intellectual and developmental disabilities

Unprecedented politico-legal activity has significantly altered the rights
and welfare of persons with intellectual and developmental disabilities (I/
DD) since The Nursing Clinics of North America last dedicated an issue
to nursing care for children with I/DD. Following the 1975 issue (entitled
“Symposium on the Child with Developmental Disabilities™), principles
such as normalization, the least restrictive alternative, and mainstreaming
have reshaped standards of treatment and broadened the spectrum of avail-
able services for children and adults with I/DD. Individuals with I/DD can
now expect to live longer with improved living standards and have more
opportunities to be active participants in their communities. Furthermore,
as a result of the sociodemographic, legal, and philosophical changes,
persons with I/DD today have health care needs and concerns that differ
from their previous counterparts, who were segregated from mainstream
society.

Nurses have a long history of providing care to persons with I/DD, from
a time when care was provided primarily in institutional settings to today,
when care is provided in a variety of settings including school, worksite, and
primary care settings in the community. Although the American Nurses
Association now recognizes the nursing specialty practice with persons with
I/DD, most nurses report receiving little education in basic nursing pro-
grams that address I/DD or other disabilities. This issue expands Elizabeth
Worthy’s initiative that was published 28 years ago by presenting a series of
articles designed to improve nurses’ knowledge about the issues impacting
the health and lives of persons with I/DD throughout the lifespan. These
articles also present strategies that can be used to provide nursing care for
individuals with I/DD throughout the lifespan.

Persons with I/DD are individuals who have disabilities that are
“attributed to a mental [ie, intellectual] or physical impairment or combi-
nation of mental and physical impairment” (Public Law 103-230) that
manifests before the age of 22. By federal definition, a developmental dis-
ability is likely to continue throughout a person’s life and results in
limitations in functioning in at least three major life activities such as
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self-care, language, learning, mobility, self-direction, capacity for inde-
pendent living, and economic self-sufficiency. Although adults with 1/
DD represent a significant proportion of individuals with lifelong disabil-
ities in the United States, they continue to experience a broad range of
health issues and under-recognized and unmet health-related needs that
are gaining increasing attention.

Several legislative changes have resulted in the greater attention to basic
health care needs for individuals with I/DD. The passage of the Education
for All Handicapped Children Act of 1975 (Public Law 94-142) afforded
children with I/DD the right to a free public education in the least restrictive
environment; and the Rehabilitation Act of 1973 prohibited discrimination
in agencies receiving public funds. As the number of children with I/DD
attending public schools increased, health care concerns were increasingly
recognized, due to the necessity of a health assessment component required
for school placement. Another legislative change supporting the concept of
least restrictive alternative beyond the educational system was the passage of
the Americans with Disabilities Act (ADA), Public Law 101-336, in 1990,
which extended protection in private sector among agencies who did not
receive federal funds. The ADA also reinforced the civil rights of individuals
with I/DD to have equal access to all aspects of society’s services, including
health care services.

Although many of the legislative and philosophical changes that affect
persons with I/DD have been evolving since the 1960s, the community-
based health care system is still realizing the impact of these changes.
Progress in the health care service delivery has been conspicuously slower
than most other areas of human service that have shown steady and sub-
stantial advances in providing integrated services for individuals with 1/
DD in the areas of education, residential, recreation, training, and employ-
ment services. Health care research, clinical services, and education have
also largely ignored subpopulations with specialized needs, such as persons
with I/DD. The recent 2002 publication Report of the Surgeon General’s
Conference on Health Disparities and Mental Retardation attempts to ad-
dress the health disparities among persons with I/DD. This report high-
lights the significant need for health promotion, health education, and
the increased training among health care providers about the needs of per-
sons with I/DD. Although many Americans face barriers to the access of
health care, people with I/DD are especially vulnerable to the inadequacies
of the existing health care system and disproportionately represent the
poor and unemployed as a result of their disability. Although the health
care system is usually responsive to acute care needs (eg, infections and
emergency care), health care services for chronic conditions and lifestyle-
related conditions are quite problematic.

The topics in this issue mirror some of the social and historical
changes in the care of persons with I/DD. Shifts encompass changing and
evolving definitions of disability; a growing body of knowledge about the
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importance of early brain development; acknowledging rights and
advancing ways to promote sexuality and sexual identity among individ-
uals with I/DD; a greater attention to issues throughout the lifespan,
including aging for persons with I/DD; a greater focus on the human
rights of persons with I/DD; and growing advocacy among persons with
I/DD and other disabilities.

Newer definitions of disability emphasize the social and environmental
factors that impact upon a person’s ability to fully participate in his or her
life. The term intellectual disability, a more internationally accepted term,
is replacing the term mental retardation, except when the latter is used as a
diagnostic term. The term mental retardation is being rejected by persons who
have been given this label for several decades. Rather than focusing on spe-
cific etiologies or syndromes associated with I/DD, except to illustrate unique
health needs of persons with I/DD, this issue addresses health-related con-
cerns that all individuals face across the life course. These include addressing
developmentally supportive relationship-based interventions for families and
infants, fostering healthcare transitions from adolescence to adulthood,
engaging in health promotion, assessing and treating mental health issues,
encouraging expression of sexuality and building healthy relationships, using
technologies, and growing older.

Assisting all individuals with I/DD to engage in health promotion practi-
ces, calls for a look at the barriers to health promotion. Access barriers may
include programmatic, attitudinal, physical, and communication barriers
and inadequate professional education. Other disability issues frequently not
addressed by policy makers include the marginalization, poverty, abuse, and
lack of support, which reduce access to health education, preventive health
screenings, and health promotion activities. The barriers to promoting good
health care as well as implications for nurses to overcome these barriers are
presented. This issue includes a compilation of published or Internet-accessi-
ble materials for use by nurses to support individuals with I/DD across the
lifespan and in a variety of settings. Knowledge of resources is critical to pro-
vide the needed support to persons with I/DD and their families.

Today, nurses have an opportunity to promote the rights of persons with
I/DD and engage in strategies to promote health for all persons with I/DD
in all health care settings. Of importance will be nurses who take the time to
listen to persons with I/DD; facilitate their involvement; enable them to
access the needed health care interventions and supports; assist in monitor-
ing and making supports pertinent over time; identify what resources are
needed; and facilitate changes in policy. By fostering access to healthcare
and providing assistance, nurses can support persons with I/DD in making
choices and gaining a sense of control in their lives and personal health care.
With an awareness of some unique, yet similar health issues, nurses can



Xiv Preface | Nurs Clin N Am 38 (2003) xi—xiv

assist persons with I/DD to bridge the gaps in their health care and receive
equitable services within their community.
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