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SECTION 1

B

ACKGROUND

Intellectual/Developmental Disability Defined in Pennsylvania
Pennsylvania provides funding for intellectual/developmental disabilities (I/DD) through its
Office of Developmental Programs (ODP). The most universally applied definition of what
constitutes mental retardation is found in the Diagnostic and Statistical Manual IV [DSM-IV]
(American Psychiatric Association, 1994). Pennsylvania’s definition of eligibility for mental
retardation services differs from the definition in the DSM-IV in only one significant way.
According to Pennsylvania the age of onset of mental retardation must occur before the 22nd
birthday, concurring with federal funding criteria for Pennsylvania’s Medicaid waivers. The
DSM-IV states that the age of onset of mental retardation must occur prior to the individual’s
18th birthday.
Pennsylvania’s definition of mental retardation and the one outlined in the DSM-IV agree in the
two most important criteria for a diagnosis. According to both definitions a person must have:
1. A significantly sub average intellectual functioning as determined by an individually
administered IQ test (on most standardized tests this would be an IQ score of 70 or below)
and
2. Concurrent impairments in adaptive functioning as determined by a standardized adaptive
behavior scale. Impairments must be in at least two of the following areas:
•
•
•
•
•
•

Communication
Self Care
Home Living
Social/Interpersonal Skills
Use of Community Resources
Self Direction

•
•
•
•
•

Academic Skills
Work
Leisure
Health
Safety

At least one percent of the U.S. population has been diagnosed with a developmental disability,
an estimate which is considered to be conservative (Developmental Disabilities Nurses
Association Study Guide for Developmental Disabilities Nursing, p.1). The criteria for a
diagnosis of a developmental disability are broader than those used for a diagnosis of mental
retardation. Keep in mind that everyone with mental retardation has a developmental disability,
but not everyone with a developmental disability has mental retardation. However, people with
mental retardation often have one or more concurrent developmental disabilities. For this reason
it is useful to look at what constitutes a developmental disability.
The Developmental Disabilities Assistance and Bill of Rights Act of 1990 Public Law 10-496
defines a developmental disability as a severe, chronic disability of a person who is five years of
age or older that:
1. Is attributable to a mental or physical impairment or is a combination of mental and physical
impairments
2. Is manifested before the person reaches the age of 22

Section 1 – Background – pg.1

3. Is likely to continue indefinitely
4. Results in substantial functional limitations in three or more of the areas of major life
activity: self-help, receptive and expressive language, learning, mobility, self-direction,
capacity for independent living, and economic self-sufficiency
5. Reflects the person’s need for a combination and sequence of special interdisciplinary or
generic care, treatment or other services that are lifelong or of extended duration and are
individually planned and coordinated, except that such term, when applied to infants and
young children means individuals from birth to age five who have substantial developmental
delay or specific congenital or acquired conditions with a high probability of resulting in
developmental disabilities if services are not provided
Therefore, the developmental disabilities nurse, in order to be effective in the habilitation and
treatment of people with mental retardation and/or other developmental disabilities must possess
a broad range of knowledge and competencies while always being cognizant that:
“Disability is a natural part of the human experience, that does not diminish the right of people
with developmental disabilities to live independently, to exert control and choice over their own
lives, and to fully participate in and contribute to their communities through full integration and
inclusion in the economic, political, social, cultural and educational mainstream of American
society.” (Developmental Disabilities Assistance and Bill of Rights Act 2000, Public Law
106-402, 2000)
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Why Have a Guide to Developmental Disabilities Nursing?
To provide useful information about this exciting nursing specialty.
Nursing has a long history of working with people with developmental disabilities, but in the
past the specialty of developmental disabilities nursing was ignored in traditional nursing
education programs. The Developmental Disabilities Nurses Association has developed a
curriculum for this area of specialization, but there is still a lack of codified information about
what constitutes developmental disabilities nursing. We hope this guide will provide useful
information about this exciting nursing specialty.
To provide a resource for nurses who are new to our specialty as well as nurses with an
established intellectual/developmental disabilities (I/DD) practice.
The guide is designed for nurses who support people with I/DD but may also be helpful to
others. The authors of the guide practice I/DD nursing in Southeastern Pennsylvania and this
document reflects the philosophy of the I/DD service delivery system in Pennsylvania. The
authors also work primarily with adults living in small, integrated community residential homes,
and their experience with adults is reflected in the guide. Hopefully, developmental disabilities
nurses providing care in any settings will be able to use many of the ideas presented here.
To recognize the value of the intellectual/developmental disabilities nurse.
The I/DD nurse, with his/her additional training, knowledge and experience, may motivate,
assist, guide, and give exceptional support to individuals with developmental disabilities and
their support teams. The I/DD nurse recognizes the whole person who has I/DD and understands
that many people in the I/DD system have both physical and behavioral health needs. The I/DD
nurse may help to coordinate efforts among health care practitioners, and may also provide direct
care. The I/DD nurse must also be able to recognize what aspects of a person’s care can be
responsibly assigned to others.
To provide some background information on the how the I/DD health services system has
evolved in Pennsylvania and in the United States.
The guide offers a definition of the accepted criteria for intellectual disabilities. A short history
of I/DD in the United States and Pennsylvania are offered to show how our present system
evolved. Various parts of the I/DD system in Pennsylvania and the philosophical basis for the
current system are presented. The reference to the Pennhurst litigation is made because of the
impact the litigation has had on how people with I/DD receive services in PA today.
To provide some information on various advocacy groups involved in Pennsylvania and
across the United States.
This guide offers a listing of various advocacy groups to be used as a resource.
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A Short History of the Intellectual/Developmental Disability Service
System in the United States and Pennsylvania
(formerly Mental Retardation Service System)

Historically there were only two options for people with I/DD and developmental disabilities:
their families provided total care, or they were institutionalized. In the latter half of the 20th
century major changes evolved in philosophical and societal thinking about what people thought
was best for people with I/DD. This change in consciousness had roots in the civil rights and
reform movements of the 1960s and 1970s, but it was also, in part, because the existing I/DD
service system began to recognize its own need for reformation.
Terms like humanization, deinstitutionalization, normalization, and mainstreaming came into
being. There was a major shift from having people stay in large isolated institutions to providing
care in small residential settings in the community. Society began to value the diversity of people
with I/DD.
1790-1850: Making the Deviant Non-Deviant: First Attempts at Rehabilitation
People with I/DD were considered deviant, that is, different from other members of society.
However, the general outlook toward people with I/DD and developmental disabilities was
positive and optimistic. Educational reformers established small residential schools for people
with developmental disabilities before the Civil War. These schools were seen as very
successful, allowing most residents to return to their communities as independent members of
society (White & Wolfensberger, 1969, p.5). People with I/DD were recognized as different, but
they were not seen as a burden or threat to society.
Soon, however, this attitude began to change: the cause of I/DD was believed to be the result of
immoral or unlawful behavior. The parents must have engaged in “bad behavior” to have a child
with disabilities. Society must protect these children and the best way to do this was thought to
be by removing them from the source of their “problem,” their families, and placing them in
special schools (Developmental Disabilities Nurses Association Study Guide for Developmental
Disabilities Nursing, p.55). The special schools stressed discipline and moral training.
1850 -1890: Let the Institutions Begin
In the 1850’s the emphasis on “special” schools changed from rehabilitation and education to
training. Academic education was abandoned for correction of bad habits and preparation for
simple jobs. The small residential schools were soon replaced by large institutions that, for the
most part, soon had the goal of becoming self-supporting. The institutions used the people living
there as direct care staff and farm hands as much as possible. Treatment could be described as
custodial at best and abusive and exploitive at worst.
“Between 1880 and 1890 I/DD began to be considered a major menace and a malignant growth
which society in self-protection had to eliminate. During this period laws were passed forbidding
marriage and permitting or mandating sterilization and the permanent segregation of the
‘feebleminded’” (White & Wolfensberger, 1969, p.6). It was also at this time that the idea of
lifetime institutionalization to prevent reproduction came into being (White & Wolfensberger,
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1969, p.6). The routine sterilization of both sexes and segregation of the sexes became the norm.
These two practices were mistakenly thought of as a means to prevent all future incidences of
I/DD.
1890-1910: Protect Society from the Deviant
In 1893 the first publicly owned and operated facility for the mentally retarded in Pennsylvania
was authorized as the Western Institution for the Feebleminded, the current site of Polk State
Center. Western Institution was established at a time when the prevailing attitude toward people
who were mentally retarded was shifting from pity and charity to fear and mistrust. Western
initiated a 70-year trend of providing residential care for Pennsylvania’s retarded citizens in large
remote facilities. Prior to 1893 Pennsylvania had purchased care for people with I/DD from
Elwyn Institute (a large rural institution) or admitted them to mental hospitals.
Pennhurst Center was created by an act of the Pennsylvania Legislature on May 15, 1903 as the
“Eastern Pennsylvania State Institution for the Feeble-Minded and Epileptic.” The Legislature
appropriated sufficient funds to erect a facility for not fewer than 500 persons and specified that
the institution was to be, “entirely and specifically devoted to the reception, detention, care and
training of epileptics and of idiotic and feeble-minded persons of either sex” (Pirmann, 1984).
Pennhurst Center’s later notoriety would become a catalyst for radically changing
Pennsylvania’s I/DD service delivery system.
In the early 1900s, the idea that different was detrimental was the dominant societal belief. The
Binet intelligence test was developed and imported to the United States as a way to identify
people whose lack of normal intelligence was not readily apparent. Intelligence testing became a
potent weapon against anyone society felt was unworthy. The poor, unwed mothers, prostitutes,
Native Americans, and others were labeled “mentally deficient or mentally defective”
(Developmental Disabilities Nurses Association Study Guide for Developmental Disabilities
Nursing, p.55).
Large custodial institutions proliferated throughout the United States.
1910’s: People with I/DD: The Cause of All Societal Problems
It did not take long to go from the belief that anyone who is different is, “detrimental to the
general good” to the idea that “mental defectives” were the cause of all social ills. I/DD was seen
as the cause of public drunkenness, poverty, and all criminal activity (Pirmann, 1984).
1920s –1940’s: People with Developmental Disabilities Seen as Less Than Human
By 1920 there were three public facilities in Pennsylvania (Polk, 1893; Pennhurst, 1903; and
Laurelton, 1920) Along with one private institution (Elwyn) these facilities provided residential
services for 4,000 mentally retarded people. In 1929 a fourth public facility (Selinsgrove) was
opened as a special institution for people with epilepsy.
Research conducted from 1918-1925 showed no linkage between I/DD and criminality. At this
time people with developmental disabilities were recognized as no threat to society. However,
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there were no changes in the way care was provided for people with developmental disabilities
(White & Wolfensberger, 1969, p.6).
The belief that people with developmental disabilities were less than human prevailed because it
was necessary to support the less than human conditions of custodial warehousing that existed at
the time (Pirmann, 1984). Before the Depression and the World Wars institutions were already
under- funded, and because of these events institutions received even less financial assistance
from the government. In the 1930s, parents began to organize and form support groups for their
families, and some parent groups developed small residential schools to educate their children.
1950’s-1960’s: The Civil Rights Movement Begins
By 1955 the number of people living at Pennhurst Center had increased and peaked at 3500 with
360 nurses and attendants to provide care for them. Overcrowding at Pennhurst was phenomenal.
J. Gregory Pirmann, in “A Short History of Pennhurst Center”, uses Quaker Hall, one of the
original Pennhurst residential buildings as an example. In the 1980s the maximum regulated
capacity for Quaker Hall was 32 people; however, at one time 150 people were living there.
The medical control of epilepsy by 1955 made institutionalization of epilepsy patients
unnecessary and so Selinsgrove (which had been established for that purpose) became a facility
for people with I/DD. During this time a number of state institutions for people with I/DD
opened: White Haven in1956; Ebensburg in 1957; Hamburg and Western Center, both in 1962;
and Cresson in 1964. These institutions were created to reduce the overpopulation existing in
other facilities. Despite these new additions the waiting list for admission to state facilities grew
from 984 in 1952 to 3,362 by 1965.
The parent groups of the 1930’s eventually evolved into The Association for Retarded Children
(ARC). The ARC called for an end to the horrific conditions in institutions for the
developmentally disabled; they demanded community-based services for their children and that
their families be treated with more respect. The ARC issued an Education Bill of Rights for the
Retarded Child in 1953, stating that every child with a disability was entitled to an educational
program. This eventually led to the passage of the Right to Education Law, which guarantees
every child, regardless of disability, the right to a free public education.
In the early 1960’s, John F. Kennedy’s Administration became an advocate with its Panel on
I/DD which demanded further attention to research services and social action for people with
developmental disabilities. Largely as a result of this Panel the I/DD Facilities and Community
Mental Health Construction Act of 1963 became law, providing finances for research, training of
personnel, and construction of facilities to serve people with developmental disabilities.
The civil rights movement also began, demanding equal rights for all minorities. People with
developmental disabilities were recognized as a minority with a vocal constituency. The voices
of the parents of the disabled began to be heard.
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Mid 1960’s-Early 1970’s: We Can Do Better For People Who Are Disabled
The population of people in state centers peaked in 1967 at approximately 13,500. “Three
additional specialized state-operated facilities were opened in the early 1970’s (Embreeville in
1973, and Marcy and Woodhaven in 1975) although by this time national, state, and local
treatment policies for the mentally retarded were encouraging the development of smaller
community based residential services” (Commonwealth of Pennsylvania Department of Public
Welfare, 1983).
The deplorable and dehumanizing conditions in institutions became part of the consciousness of
social reform. Parents became more organized and assertive and found some allies in human
services personnel, mental health professionals, and even superintendents of some institutions.
Exposés of large state centers (Willowbrook in New York and Pennhurst in Pennsylvania)
received national attention.
Bill Baldini of Philadelphia’s WCAU-TV did a five part series on Pennhurst. It raised quite a stir
both in Philadelphia and in Harrisburg, revealing that Pennhurst housed 2800 people at the time,
more than 800 over its rated capacity (Pirmann, 1984). There was an almost immediate transfer
of several hundred elderly residents of Pennhurst to South Mountain Restoration Center, and
from there they were placed in “board-and-care homes” throughout the state. A “Family Care
Program” was also initiated, and several hundred more Pennhurst residents left under the
auspices of that Program (Pirmann, 1984).
In 1970 Pennhurst began to integrate the men and women within the institution’s care.
Pennsylvania initiated the Community Living Arrangement (CLA) program in 1972. The CLA
program was one of the first efforts nationally to provide a community-based system of
residential services as an alternative to large scale isolated congregate care settings (Pirmann,
1984). The CLA program incorporated the principal of normalization, which seeks to integrate
people with I/DD into the patterns of everyday living normally available to the average person.
CLA’s provide a full range of community services and allows the people living in them to take
full advantage of community resources such as public transportation, recreation and shopping.
The CLA program had an immediate and dramatic effect on the way Pennsylvania provided
residential services for its citizens with I/DD. At the end of the 1970-71 fiscal year the
Department of Public Welfare (DPW) operated 12 facilities for people with I/DD with a census
of 12,434. By 1974 the census in state centers was 11,410 and 879 people with I/DD were now
residing in 120 newly established CLA’s. (Commonwealth of Pennsylvania Department of
Public Welfare, 1983, p.4)
A Consent Agreement was issued in 1972, which said that every child in Pennsylvania must have
access to a free public education.
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Mid 1970’s-1980’s: Litigation as a Force to Drive the System
The 1970’s saw the custodial model of care replaced by the developmental model of care
(Pirmann, 1984). The developmental model had as its basis that everyone can benefit from
rehabilitation no matter how severe his or her impairment.
The establishment of the federal Medicaid program and the availability of matching federal
funds for facilities, which met federal Intermediate Care Facilities for I/DD (ICF/MR) standards,
had a major impact on how large state and private facilities would operate (Pirmann, 1984). The
ICF/MR standards brought about many positive changes: they forced most institutions to make
many physical improvements; they required a significant decrease in the number of people most
institutions could serve; and, most dramatically, they required that each person receive “active
treatment.” The active treatment requirement necessitated more staffing, the establishment of
interdisciplinary teams, expanded documentation requirements and other management initiatives,
which helped transform the developmental model from mere words into a reality (Pirmann,
1984).
Another major development in the 1970’s was the use of litigation as an agent of change
(Pirmann, 1984). Major lawsuits were aimed, firstly, at improving institutional conditions (Wyatt
v. Stickney) secondly, at forcing diversification of services calling for institutional improvements
and deinstitutionalization (New York ARC v. Carey) and finally, at the total replacement of
institutions by community-based services (Halderman v. Pennhurst). The Halderman case was
first filed in 1974. It came to trial in 1977, and in March, 1978, Pennhurst was ordered to close.
The concept that services should be provided in the “least restrictive” environment was the result
of the Pennhurst litigation.
1990’s -Present
In 1990, there were 3,900 people with I/DD receiving services in state-operated facilities and
over 53,000 people receiving services in the community (MR Bulletin 00-91-05, 1991).
In 1991 an MR bulletin on positive approaches was issued and later that same year “Everyday
Lives”, Pennsylvania’s new philosophical basis for I/DD services, was published. These were
landmark documents incorporating the principles of person centered planning with a basic bill of
rights for all citizens with developmental disabilities. This also was the foundation for consumer
driven services in Pennsylvania.
Person centered planning and essential lifestyle planning are not written policies. They are belief
systems that encourage the use of a person’s interests, gifts and desires. Positive approaches and
essential lifestyle planning embrace each person’s differences and recognize the value of
diversity to our society as a whole. Positive approaches is focused not on fixing a person but on
building competencies, creating opportunities and offering choices that help each person live a
fulfilling life. Positive approaches measures success by the satisfaction of the person being
supported. Positive approaches and essential lifestyle planning are a means of supporting an
individual’s goals while giving them the opportunity to contribute to the community in which
they live. The self-determination initiative is an extension of the positive approaches movement.
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Self-determination not only provides individual plans for people but gives them the ability to
choose who will provide the supports necessary to implement the plans. People will not only
have an individual plan but an individual budget to support the plan.
Pennsylvania’s Office of Developmental Programs has embarked on an ambitious transformation
project. These initiatives are aimed at dramatically improving how individuals receive services
by supporting and designing an information system to support the new way services are
delivered to better serve Pennsylvania’s citizens with I/DD.
Community agencies have become skilled at serving all people regardless of the cognitive,
physical or mental health issues they may have. The establishment of Health Care Quality Units
(HCQU’s) across the state serves as a resource to the county I/DD offices and community
agencies. The HCQU’s help to identify health care needs, provide health care training and help
people be better consumers of health care services. The HCQU’s are assisting the I/DD service
delivery system with one of the biggest challenges today; how to deal effectively with a new
geriatric population of people with I/DD.
Today the Commonwealth of PA provides community services for more than 74,000 children
and adults with I/DD. As of October 31, 2001, there were 1,727 people receiving services in
large state run facilities (PAR, 2001). People can access the system through 46 County MH/MR
Units across Pennsylvania. In the 2000-01 fiscal year the Department of Public Welfare’s Office
of Developmental Program’s budget was $1.8 billion. The total funding for I/DD services
projected for fiscal 2005-2006 is $2.1 billion (OMR Budget, 2005).
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Selected Legislation
1963 (US) Mental Retardation and Community Health Centers Construction Act established
the University Affiliated Programs (UAP) for mental retardation.

1966 (PA) Mental Health/Mental Retardation Act provided the means to establish community
based services for people with mental retardation.

1971 (US) Social Security Act amended to allow Medicaid funds to pay for the services
provided by the states in institutions for people with mental retardation and developmental
disabilities.

1973 (US) The Rehabilitation Act prohibited discrimination on the basis of disability.

1975 (US) The Education of All Handicapped Children Act mandated that public schools must
provide free/appropriate education, with each child having an Individualized Education Plan
(IEP), and where possible, children with disabilities will be educated with children who do not
have disabilities.

1975 (US) The Developmental Disabilities Services and Facilities Assistance and Bill of Rights
Act and The Rehabilitation Comprehensive Services and Developmental Disabilities Act 1978
established developmental disabilities councils, protection and advocacy services and a
functional definition of developmental disabilities.

1987 (US) The Developmental Disabilities Act provided further support for the UAP’s.

1987 (US) The Omnibus Budget Reconciliation Act (OBRA) required preadmission screening
and annual reviews for people with disabilities in Intermediate Care Facilities (ICF) and Skilled
Nursing Facilities (SNF’s).

1987 The Older American Act Amendments included a requirement that agencies on aging
include people with developmental disabilities in their plans.

1990 (US) The Community Living Arrangement (CLA) Amendment to Medicaid acknowledged
and allowed less restrictive options for CLA’s.
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Special Health Care Requirements for Pennhurst Class Members
Summary of Litigation
The litigation for Pennhurst class members has had dramatic and far-reaching effects on every
aspect of how and what services Pennsylvania’s Office of Developmental Programs provides for
its citizens with intellectual/developmental disabilities (I/DD).
A quick review of the history of the Pennhurst litigation is worthy of our attention. In 1974 a
class action lawsuit was filed contending that the residents of Pennhurst were abused and
neglected (Halderman v. Pennhurst State School). Judge Raymond Broderick of the U.S. District
Court for the Eastern District of Pennsylvania issued a landmark ruling in 1977 ordering that the
care of individuals with mental retardation should be provided in the “least restrictive setting”
(small community based homes vs. large isolated institutions). Judge Broderick’s 1985
settlement decree officially closed Pennhurst and stipulated that its former residents must be
provided with specified services in the community. In 1994 the Commonwealth of PA and
Philadelphia were held in contempt for not providing the specified services outlined in the 1985
decree.
In response to the contempt citation both Pennsylvania and Philadelphia County put in place
many supports to help insure that the former residents of Pennhurst would live better lives in the
community. The Comprehensive Health Care Plan for Pennhurst class members were submitted
to Judge Broderick’s Court in 1996. That Plan, together with a Quality Assurance Plan and
evidence of many other positive interventions provided by the State and County for the class, led
the Court to conclude that the obligations of the 1985 Decree were being met. It also led to the
end of active supervision of the Pennhurst class by the Court in 1998. This lawsuit took 24 years
to reach a successful conclusion!
Quality Assurance Plan
In 1995 Philadelphia submitted a Quality Assurance Plan for Pennhurst class members and
developed Everyday Lives Standards in conjunction with the Quality Assurance Plan. The
Standards were a logical expansion of the Everyday Lives principals published by the PA Office
for Mental Retardation in 1991. Number 9 of the Everyday Lives Standards outlines the elements
of good quality health care, which include:
•
•
•
•
•
•
•
•
•
•

A primary care provider, who coordinates care
Supports to maintain good health care
Specialists when needed
Specialty care related to gender and life stage
A primary care dentist
Periodic screening for the side effects of medication
Adaptive equipment in accordance with appropriate evaluation
Training to use adaptive equipment
Staff who are trained in appropriate use and maintenance of adaptive equipment
Staff who are trained to assist in communication about health care
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•
•
•
•

Appropriate supports to facilitate independence ( physical therapist{PT}, occupational
therapist,{OT} and other therapies)
Input into decisions about health care
No excessive medications
Readable available records

Comprehensive Health Care Plan for Pennhurst Class Members
The Comprehensive Health Care Plan of 1996 recognized the opportunities and constraints of the
existing health care delivery system. The Plan sought to improve upon recent progress made in
improving health care and to adopt improved practices to help assure positive health care
outcomes for class members. The Plan’s means of achieving these positive health care outcomes
was to try to remedy any perceived deficiency in the system to ensure that the health care
services available to class members were of good quality while being easily accessible,
comprehensive, continuous, coordinated, effective, efficient, satisfying and flexible. The Plan
recognized the relationship between good health care and an improved quality of life.
The Plan defined and addressed the following specific health services areas:
•
•
•
•
•
•
•

Physical Health
Dental Health
Behavioral Health
Life Stages Health Issues
Sustaining Quality
Complaint and Problem Resolution for Health Issues
Resources and Reimbursement for Health Issues

Philadelphia Coordinated Health Care (PCHC) was named the Health Care Coordinating Agency
(HCCA) for the Health Care Plan. In the role of HCCA, PCHC was given primary responsibility
for implementation of many of the Plan’s health outcome statements and was available for
technical assistance on all parts of the Plan.
The role of the HCCA was further defined to provide support “in developing and maintaining a
network of “ vision, dental, family planning, mental health and substance abuse providers,”
while providing “health care services coordination, linking the managed care organizations with
the residential providers and case managers to ensure continuity and implementation of care
plans.” Furthermore the HCCA was instructed to help facilitate the transition from a fee for
service health care delivery system to a managed care system while helping to “identify and
address gaps in services during the transition period” (Comprehensive Health Care Plan for
Pennhurst Class Members, 1996).
Expanding on a rational philosophical base with standards and attention to specific health
services areas, the Plan would naturally have a positive impact on the health and quality of life
for any individual for which it was implemented. The significance of health care to class
members was expressed as follows:

Section 1 – Background – pg. 12

“Adequate medical and dental services support independence in living, productivity in work,
quality of life and reduction in morbidity and mortality. Everyone needs good health care”
(Comprehensive Health Care Plan for Pennhurst Class Members, 1996).
Thirty-four outcomes with key indicators of compliance were developed. Each outcome
was linked to an activity, a responsible party for implementation, a time frame for completion
and a measure of compliance. For example, the first desired outcome was: “1. People will have
timely access to medical services and appropriate emergency services in communities”
(Comprehensive Health Care Plan for Pennhurst Class Members, 1996). The activity associated
with the desired outcome was: “A. Encourage enrollment of each eligible person in a managed
care organization (MCO) in his community that provides 24 hour coverage or verifies that he can
access theses services in an alternative way” (Comprehensive Health Care Plan for Pennhurst
Class Members, 1996).
The entity responsible for accomplishment of the activity was the HCCA. The time frame for
completion was 12-24 months (Comprehensive Health Care Plan for Pennhurst Class Members,
1996). MCO’s “enrollment lists, County Commonwealth and case management monitoring
reports” could verify the measure of compliance/completion of the activity (Comprehensive
Health Care Plan for Pennhurst Class Members, 1996).
In the physical health area coordination and communication of physical health issues was seen as
essential, and using a managed care model for the provision of health services was seen as
helpful in improving the communication processes.
The fifth desired outcome was: “5. People will have adequate, appropriate and timely inpatient
treatment.” The quality of communication between hospitals and residential providers in the
community was examined. A Hospitalization Policy for Pennhurst Class Members was
developed and implemented. A key feature of the Hospitalization Policy was the establishment
of a point person to serve as a liaison between the residential provider and all other interested
parties to improve communication.
The seventh desired outcome was: “7. Residential providers will maintain standard health care
records to facilitate communication among PCP’s specialists and staff as may be required by the
person’s circumstances or preferences.” Reviews of individual records and outcome 7 led to the
development of the Health Information Recording System (HIRS) a standardized medical record
keeping system for community residential programs.
Accessing appropriate dental services for people with I/DD had historically been a problem in
the community for a variety of reasons: people with long histories of poor dental hygiene;
medication side effects on dental health; a lack of available practitioners with experience serving
this population; and funding limitations. The fourteenth desired outcome was therefore: “14.
Everyone will be able to access needed dental care.”
Behavioral health was another area of major concern. An Independent Physician Review (IPR)
for Pennhurst class members found that 39% were receiving psychotropic medications. Given
this high percentage there was concern that class members might be receiving psychotropic
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medications that they did not really need. This led to desired outcome fifteen: “15. Only people
who need psychiatric intervention will receive it.” Comprehensive assessment and differential
diagnosis provided by behavioral health professionals experienced with people with mental
retardation should be accessed to determine if someone truly has a mental health diagnosis. The
IPR and outcome 15 helped with the development and implementation of the Behavioral Health:
Team Review of Psychotropic Medications, an invaluable tool for communication among all
participants in an individual’s behavioral health team.
Perhaps the biggest challenge to service delivery is the aging population of people with mental
retardation, who can expect to experience the same health care challenges as the general
population. Two desired outcomes are related to this issue: “17. Each person’s health care needs
will be identified with due consideration to life stage issues.” and “18. No one will be relocated
because of health care needs without a complete consideration of his wishes, his needs and a
range of possible alternatives.” These desired outcomes led to the development and
implementation of the Policy for Pennhurst Class Members as they Age and Nursing Home
Policy.
Other Health Care Supports for Pennhurst Class Members in Philadelphia
Mental Retardation Services (MRS), Philadelphia County’s office for I/DD, established a Special
Services Fund (SSF). The SSF is designed to cover reasonable costs of necessary health services,
equipment or materials not covered by a class member’s health insurance. PCHC is responsible
for the management of the SSF. Please see Appendices.
Philadelphia also contracts with an advocacy agency, Visions for Equality, to do yearly
consumer satisfaction reports for class members residing in the county. Part of the survey
addresses consumer satisfaction with current health services.
Pennhurst class members also receive an annual review by the Quality Enhancement Support
Team (QEST). This review deals with quality of life issues including community, residential
environment, vocational and health issues.
Each person with I/DD requiring acute rehabilitation or skilled nursing must follow the
requirements of the Omnibus Budget Reconciliation Act (OBRA). Both Philadelphia and the
Southeast Region of ODP must also approve any potential admission. Another safeguard for
Philadelphia’s Pennhurst class members was the establishment of the Nursing Home Review
Panel (NHRP). The purpose of the NHRP is to review each request for nursing home or
rehabilitation admission as well and to determine if alternative in-home supports exist or can be
made available. The Panel’s opinion is sought before the admission of any class member to an
acute rehabilitation facility or a nursing home. The panel is composed of a physician, nurse,
advocate and the Director of MRS or a designee. The panel issues its written recommendations
based on the information it receives from the team providing supports for the person in the
community.
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SECTION 2

DVOCACY

Resource List of Advocacy Groups
Southeast Region of Pennsylvania and Statewide

ADAPT (American Disabled for Attendant Programs Today)
(717) 238-0172 work
(717) 238-8663 fax (717) 238-3433 tdd
http://www.adapt.org/
Alliance for the Mentally Ill of Pennsylvania
2149 North Second Street
Harrisburg PA 17110
(717) 238-1514
(800) 223-0500
NAMI Pennsylvania
American Civil Liberties Union (ACLU)
125 South 9th Street
Philadelphia PA 19106
(215) 592-1513
http://www.aclupa.org/
American Council of the Blind
Pennsylvania Chapter:
800-736-1410 • www.trfn.clpgh.org/pcb/
National Office:
800-424-8666 • www.acb.org
The American Council of the Blind is the nation's leading membership organization of blind
and visually impaired people. It was founded in 1961 and incorporated in the District of
Columbia.
The Autism Society of America (ASA)
Greater Philadelphia Chapter:
610-358-5256
www.asaphilly.org
National Office:
1.800.3AUTISM
www.autism-society.org
The mission of the Autism Society of America is to promote lifelong access and opportunity
for all individuals within the autism spectrum, and their families, to be fully participating,
included members of their community. Education, advocacy at state and federal levels, active
public awareness and the promotion of research form the cornerstones of ASA's efforts to
carry forth its mission.
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Autism Support and Advocacy in PA
243 Lenoir Ave
Wayne, PA 19087
(610) 688-8894
Bureau of Autism Services
Pennsylvania Department of Public Welfare
P.O. Box 2675
Harrisburg, PA 17105-2675
866-497-6898
Department of Education
Pennsylvania: www.pde.state.pa.us
National: 800-USA-LEARN • www.ed.gov
Disabilities Rights Advocacy Group (DRAG)
P.O. Box 7377
Philadelphia, PA 19101-7377
Telephone: (215) 477-4956
www.draginc.com
Founded in 1989, the Disabilities Rights Advocacy Group (D.R.A.G.) aims to empower the
disabled population and, to that effect, create awareness among the able-bodied citizenry.
D.R.A.G is organized to be an avenue where disabled persons can address and seek recourse
to issues concerning discrimination in housing, public accommodation, education and total
accessibility to federal, state, municipal and public buildings.
Disability Rights Networks
1315 Walnut Street
Philadelphia, PA 19107
Disabled In Action of PA, Inc. (DIA)
125 South 9th Street, Suite 700
Philadelphia, PA 19107
(215) 627-7255 v/tty
Epilepsy Foundation of America
Eastern Pennsylvania Chapter:
800-332-1000
215-629-4997
www.epilepsyfoundation.org
The Epilepsy Foundation is a national, charitable organization, founded in 1968 as the
Epilepsy Foundation of America. The only such organization wholly dedicated to the welfare
of people with epilepsy, our mission is simple: to work for children and adults affected by
seizures through research, education, advocacy and service.
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Health Care Quality Units (HCQU’s)
Health Care Quality Units (HCQUs) serve as a resource for the overall health status of
individuals with developmental disabilities in the counties in which they are funded. HCQUs
work to support and improve the state MR community system by building capacity and
competency to meet the physical and behavioral health care needs of people with
developmental disabilities living in Pennsylvania. The primary activities of HCQUs include:
assessment of individual health and systems of care; providing clinical health care expertise
to counties and residential and day program providers; health related training; integrating
community health care expertise to counties and residential and day program providers;
health related training: integrating community health care resources with state and regional
quality improvement structures and processes and health advocacy. The ultimate goal of the
HCQUs is to assure that the individuals served by county developmental disabilities
programs are as healthy as they can be, so that each individual can fully participate in
community life.
Southeast Region HCQU:
Philadelphia Coordinated Health Care
123 South Broad Street
22nd Floor
Philadelphia, PA 19109
215-546-0300
www.pchc.org
Institute on Disabilities/University Affiliated Program (UAP)
Temple University
423 Ritter Annex
13th & Cecil B. Moore Avenue
Philadelphia PA 19122
www.temple.edu/instituteondisabilities
The Institute on Disabilities at Temple University is one of the sixty-one University Centers
for Excellence in Developmental Disabilities funded by the Administration on
Developmental Disabilities U.S. Department of Health and Human Services. The mission of
the Institute on Disabilities is that, in partnership with people with disabilities, families and
allies from diverse cultures, we work to change systems so that people can live, learn, work
and play in the communities of their choice. This mission is accomplished through training,
technical assistance, services and supports, research, dissemination, and advocacy.
Learning Disabilities Association of America
Toomey Building Eagle, Box 208
Uwchland, PA 19480
(610) 458-8193
http://www.ldanatl.org/Pennsylvania/Index.html
LDA is the only national organization devoted to defining and finding solutions for the broad
spectrum of learning disabilities. LDA is the largest non-profit volunteer organization
advocating for individuals with learning disabilities. LDA has 50 state affiliates and more
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than 600 local chapters in 50 states, Washington DC, and Puerto Rico. Membership totals
more than 50,000.
Liberty Resources
www.libertyresources.org
We are a non-profit, consumer driven organization that advocates and promotes Independent
Living for persons with disabilities. More than fifty percent of our board as well as fifty
percent of our employees are persons with disabilities.
Networks for Training and Development, Inc.
123 S Broad St, 23rd Floor
Philadelphia, PA 19109
(215) 546-4111
Parent Education Network (PEN)
800-522-5827 • www.parentenet.org
PEN is Pennsylvania's statewide Parent Training and Information Center. Much of the
information included in this site is designed to support Pennsylvania parents of children with
special needs, but information and links are included on Federal Special Education, National
Disability Issues and Resources, Special Education Legal Links, Transportation, and Travel
that will also pertain to parents and individuals with disabilities in other states.
Parent’s Involved Network (PIN)
800-688-4226 • www.pinofpa.org
Parents Involved Network of Pennsylvania (PIN) is an organization that assists parents or
caregivers of children and adolescents with emotional and behavioral disorders. PIN provides
information, helps parents find services and will advocate on their behalf with any of the
public systems that serve children. These include the mental health system, education, and
other state and local child-serving agencies.
Parent to Parent of Pennsylvania/ Special Kids Network
800-986-4550 • www.parenttoparent.org
Parent to Parent of Pennsylvania is a network created by families for families of children and
adults with special needs. We connect families in similar situations with one another so that
they may share experiences, offer practical information and/or support.
Pennsylvania Association of Resources for People with Mental Retardation (PAR)
1007 North Front St
Harrisburg, PA 17102
(717) 236-2374
Pennsylvania Coalition of Citizens with Disabilities
101 S Second St, Ste 4
Harrisburg, PA 17101
(717) 238-0172 voice
(717) 238-3433 TT
(800) 432-3060
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Pennsylvania Developmental Disabilities Council
717-787-6057 • www.padcc.org
The Pennsylvania Developmental Disabilities Council is a group made up of people with
disabilities, family members, advocates, and state department representatives who work to
create favorable conditions for people with developmental disabilities and their families in
the Commonwealth.
Pennsylvania Education Law Center
215-238-6970 • www.elc-pa.org
The Education Law Center (ELC) is a non-profit legal advocacy organization dedicated to
ensuring that all of Pennsylvania's children have access to a quality public education.
Pennsylvania Elks
Home Service Program
Cranberry Lodge No. 2249 (W)
111 Concord Way
Cranberry PA 16006
724-776-3175
The Elks Home Service Program is a free service that is available in any of the 67 counties
comprising the Commonwealth of Pennsylvania. The staff is expert in finding services that
exist for people with developmental disabilities. They know the rights of the person with the
disability as well as those of their family. This in-home consultation service is primarily
financed by the 110 Pennsylvania Elks Lodges across the state.
Pennsylvania Health Law Project
800-274-3258 • www.phlp.org
PHLP is a nationally recognized expert and consultant on access to health care for lowincome consumers, the elderly, and persons with disabilities. For more than a decade, PHLP
has engaged in direct advocacy on behalf of individual consumers while working on the
kinds of health policy changes that promise the most to the Pennsylvanians in greatest need.
Pennsylvania Legal Services
118 Locust Street
Harrisburg, PA 17101-1414
(717) 236-9486
(800) 322-7572
Pennsylvania Mental Health Consumers' Association
4105 Derry Street
Harrisburg, PA 17111
(717) 564-4930 or (800) 887-6422
Fax 717-564-4708
Website- www.pmhca.org
E-mail - pmhca@pmhca.org
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Pennsylvania Parents and Caregivers Resource Network
888-5-PARENT • www.ppcrn.org
We are a statewide cross-disability, grassroots network that supports parents' and caregivers'
efforts to help their children and adult family members with developmental disabilities.
PPCRN helps them to form local groups and to network with other parents in their regions
and across the state. We promote inclusionary practices in all areas of life among parents and
caregivers of children and adults with developmental disabilities.
Pennsylvania Society for the Advancement of the Deaf (PSAD)
www.psadweb.org
PSAD fights discrimination and public misconceptions in our everyday lives by lobbying for
the establishment of a deaf/hard of hearing bill of rights with local, state, and federal
government through different agencies and organizations.
Pennsylvania Special Education Consult Line
800-879-2301
www.pde.state.pa.us/special_edu/site/default.asp
Help for families and advocates of children with special needs about special education
regulations, school related concerns, and procedural safeguards.
Pennsylvania State Independent Living Center (SILC)
108-110 North 2nd Street
Harrisburg, PA 17101
(717) 236-2400
Pennsylvania Vocational Rehabilitation Agency
800-622-2842 • www.dli.state.pa.us
Coordinates and provides counseling, evaluation, and job placement services for people with
disabilities.
Speaking for Ourselves
610-825-4592 • www.speaking.org
Speaking For Ourselves, a non-profit organization, is a pioneer in self-advocacy for people
with disabilities. Our mission is to find a voice for ourselves. Teach the public about the
needs and wishes and potential of people with disabilities. Speak out on important issues and
Support each other through sharing, leadership development and helping and encouraging
each other.
United Cerebral Palsy Association (UCPA)
925 Linda Lane
Camp Hill, PA 17011
(717) 761-6129
http://www.ucpa.org/
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Visions for Equality
215-923-3349
www.visionforequality.org
A non-profit organization that was established in 1996 for the purpose of providing
monitoring and advocacy services for people with mental retardation and their families.
Vision for Equality’s mission is to assist and empower people with disabilities and their
families to seek quality and satisfaction in their lives and equal access to supports and
services. Five major program areas are: 1. Embreeville Consumer and Family Satisfaction
Teams; 2. Court-related and General Advocacy; 3. a Training Department; 4. The
Pennsylvania Waiting List Campaign including community education services; 5.
Independent Monitoring for Quality (IM4Q).
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Resource List of Advocacy Groups
National

American Association on Intellectual and Developmental Disabilities (AAIDD)
444 North Capitol Street, NW
Suite 846
Washington, D.C. 20001-1512
202-387-1968 or 1-800-4243688
Fax: 202-387-2193
www.aaidd.org
Americans with Disabilities Act Information
www.usdoj.gov
The Arc
301-565-3842 • www.thearc.org
The Arc is the national organization of and for people with mental retardation and related
developmental disabilities and their families. It is devoted to promoting and improving
supports and services for people with mental retardation and their families. The association
also fosters research and education regarding the prevention of mental retardation in infants
and young children. The Arc is people - people with mental retardation and related
developmental disabilities, parents and other family members, and friends of people with
mental retardation and professionals who work with them.
CONNECT Information Service
800-692-7288
The Consortium for People with Developmental Disabilities
202-783-2229
www.c-c-d.org
The Consortium for Citizens with Disabilities is a Coalition of national consumer, advocacy,
provider and professional organizations headquartered in Washington, D.C. Since 1973, the
CCD has advocated on behalf of people of all ages with physical and mental disabilities and
their families. CCD has worked to achieve federal legislation and regulations that assure that
the 54 million children and adults with disabilities are fully integrated into the mainstream of
society.
Council for Exceptional Children
703-620-3660 • www.cec.sped.org
Pennsylvania CEC: www.pfcec.org
The Council for Exceptional Children (CEC) is the largest international professional
organization dedicated to improving educational outcomes for individuals with
exceptionalities, students with disabilities, and/or the gifted. CEC advocates for appropriate
governmental policies, sets professional standards, provides continual professional
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development, advocates for newly and historically underserved individuals with
exceptionalities, and helps professionals obtain conditions and resources necessary for
effective professional practice.
Easter Seal Society
SE Pennsylvania:
www.easterseals-sepa.org
National:
312-726-6200 • www.easter-seals.org
Easter Seals has been helping individuals with disabilities and special needs, and their
families, live better lives for more than 80 years. Whether helping someone improvephysical
mobility, return to work or simply gain greater independence for everyday living, Easter
Seals offers a variety of services to help people with disabilities address life's challenges and
achieve personal goals.
EDLAW
www.edlaw.net
The EDLAW Center was established to provide assistance on a systemic level to attorneys
who represent parents of children with disabilities. It is premised on the recognition that,
while securing an appropriate education for any single child with a disability is important,
changes on a systemic level are necessary to enable all children with disabilities to obtain the
free appropriate public education promised them by the law.
IDEA Practices
877-CEC-IDEA • www.ideapractices.org
The IDEA Partnerships are four national projects funded by the U.S. Department of
Education's Office of Special Education Programs (OSEP) to deliver a common message
about the landmark 1997 reauthorization of the Individuals with Disabilities Education Act
(IDEA). The IDEA Partnerships, working together for five years, inform professionals,
families and the public about IDEA '97 and strategies to improve educational results for
children and youth with disabilities.
National Down Syndrome Congress
1-800-232-NDSC • www.ndsccenter.org
The purpose of the NDSC is to promote the interests of persons with Down syndrome and
their families through advocacy, public awareness, and information dissemination on all
aspects of Down syndrome. The NDSC is financially supported primarily through
membership dues and individual contributions.
National Down Syndrome Society
800-221-4602 • www.ndss.org
The National Down Syndrome Society was established in 1979 to ensure that all people with
Down syndrome have the opportunity to achieve their full potential in community life. Since
that time, this not-for-profit organization has become the largest non-governmental supporter
of Down syndrome research in the United States.
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National Organization on Disability
202-293-5960 • www.nod.org
The National Organization on Disability, celebrating its 20th anniversary in 2002, promotes
the full and equal participation and contribution of America’s 54 million men, women and
children with disabilities in all aspects of life.
Reed Martin, JD – Special Education Law
www.reedmatin.com
Reed Martin is an attorney with over 34 years experience in special education law and
recognized as one of the nation's leading experts.
Tourette Syndrome Association
718-224-2999 • www.tsa-usa.org
Founded in 1972 in Bayside, New York, the Tourette Syndrome Association, Inc., or TSA, is
the only national voluntary non-profit membership organization in this field. Its mission is to
identify the cause of, find the cure for and control the effects of this disorder.
United Cerebral Palsy
800-872-5827 • www.ucpa.org
UCP is the leading source of information on cerebral palsy and is a pivotal advocate for the
rights of persons with any disability. As one of the largest health charities in America, UCP's
mission is to advance the independence, productivity and full citizenship of people with
cerebral palsy and other disabilities.
US Office of Special Education Programs
202-205-5507• www.ed.gov/offices/OSERS/OSEP/
OSEP is dedicated to improving results for infants, toddlers, children and youth with
disabilities ages birth through 21 by providing leadership and financial support to assist states
and local districts.
Wright’s Special Education Law
www.wrightslaw.com
Parents, advocates, educators, and attorneys come to Wright’s Law for accurate, up-to-date
information about advocacy for children with disabilities. You will find hundreds of articles,
cases, newsletters, and resources about special education law and advocacy in the Advocacy
Libraries and Law Libraries.
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Introduction to the Arc
(The Arc merged with the American Association on Intellectual and
Developmental Disabilities [AAIDD] on 1/1/07)
Please note that all information in quotations was taken from The Arc of the United State website
at http://www.thearc.org, accessed March 4, 2008.

The Arc of the United States
“The Arc is the national organization of and for people with mental retardation and related
developmental disabilities and their families. It is devoted to promoting and improving supports
and services for people with mental retardation and their families.”
Mission Statement
“The Arc of the United States works to include all children and adults with cognitive,
intellectual, and developmental disabilities in every community.”
Location and Information
The Arc of the United States
1010 Wayne Avenue, Suite 650
Silver Spring, MD 20910
(301) 565-3842
(301) 565-5342 (fax)
Email: Info@thearc.org
www.thearc.org
Policy Statements
“The Arc’s policy statements address critical issues related to rights, treatment, services and
programs for children and adults with mental retardation and their families.” For a complete list
of policy statements, please contact The Arc of the United States or visit their website
(www.thearc.org). We have included the policy statements listed below in the Appendix:
1.
2.
3.
4.
5.
6.
7.
8.
9.

Advocacy
Aging
Health Care
Inclusion
Protection
Quality of Life
Rights
Self-Determination
Sexuality
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SECTION 3

VERVIEW OF PENNSYLVANIA
INTELLECTUAL/
DEVELOPMENTAL DISABILITIES
SERVICE DELIVERY SYSTEM

Pennsylvania’s Intellectual/Developmental Disabilities Service Delivery
System

Overview
Pennsylvania provides funding for people with I/DD through its Office of Developmental
Programs (ODP). In order to be eligible to register for services through ODP, the age of onset of
I/DD must occur before the 22nd birthday. This concurs with federal funding criteria for
Pennsylvania’s Medicaid waivers.

Flow Chart of Service
Department of Public Welfare

Office of Developmental Programs

Four Regional Program Offices

Forty-six County Administrative Entities (formerly Mental Health/Mental Retardation Offices)

Section 3 – Overview of PA I/DD Service Delivery System – pg. 1

Pennsylvania Office of Developmental Programs
Demographics
(Pennsylvania Department of Public Welfare, 2003)

Services
Approximately 79,649 people registered for services
Approximately 20,013 children receive early intervention services
Approximately 4,452 total licensed facilities
Living Arrangements
•
•
•
•
•
•
•

57% live with a relative
12% live in Community Living Arrangement (CLA)
10% live in their own homes
4% are in family living
3% live in intermediate Care Facilities (ICFs)
2% live in a state MR facility
10% are classified as other

Age
•
•
•

48% children ages 0-17
46% adult ages 18-59
6% elderly 60+

Budget
The 2007-2008 Commonwealth of Pennsylvania budget allocates $1.8 B in state and
federal funds to community-based I/DD services.
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Southeastern Pennsylvania Intellectual/Developmental Disabilities
Service System
Southeastern Office of Developmental Programs
(20,000 people registered for services)

Five County Administrative Entities
(Bucks, Chester, Delaware, Montgomery, and Philadelphia)

Approximately 100 Provider Agencies

Approximately 3,000 Community Residential Programs

Section 3 – Overview of PA I-DD Service Delivery System – pg. 3

Description of Community Residential Programs
There are three major types of residential programs in Pennsylvania for adults with
intellectual/developmental disabilities (I/DD):
Intermediate Care Facility (ICF): Licensed under the 6600 regulations, these facilities are
monitored by supports coordinators and annually by a team from the Department of Health
(DOH). Supervision in ICFs is 24 hours a day/ 7 days a week (24/7). Staffing varies contingent
upon needs of individuals supported in each program. Small ICFs have fewer than eight people
in each home. Large ICFs provide support for more than eight people and may be provided in
large institutional settings. ICFs require nursing support, which helps to provide a quarterly
medical review and annual plan. The supporting agency must provide evidence of “active
treatment” for each person. There are stringent rules for documentation of “active treatment.”
Community Living Arrangement (CLA): Licensed under the 6400 regulations, CLA’s are
monitored monthly by supports coordinators and annually by ODP licensing staff. People in
these programs reside in the community in individual homes/apartments. Almost all homes
provide 24/7 supervision. Staffing is based on the individual needs of the people supported in
each program. Most CLA’s serve one to four people. There is no requirement for nursing
support, but it is viewed as highly desirable in helping to meet the health needs of people in
CLA’s, especially as they grow older and their health concerns can become more challenging.
Supported Living: There is some variety in supported living programs. Most are not licensed
under any specific regulations. However, family living, which is sometimes also called
companion living or life sharing, is licensed under the 6500 regulations. Supports coordination
offers some monitoring of services. Up to twenty hours of staffing are generally available in
supported living programs and services are based on individual need to help a person succeed in
living in the community. An agency, a family or a companion may provide supports. There is no
requirement for nursing support in supported living programs, but it is viewed as highly desirable
in helping to meet the health needs of people in supported living, especially as they grow older
and their health concerns may become more challenging.
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Pennsylvania Regulation and Licensing Instruments
The Commonwealth of Pennsylvania, through the Department of Public Welfare, established a
monitoring system for individuals receiving supports provided by state and federal funds. This
system ensures health, safety and well being of individuals with intellectual/developmental
disabilities (I/DD). It is extremely important that nurses working in the field of developmental
disabilities are familiar with the regulatory process.
The following is a list of different regulation titles. Copies of the regulations are available by
request from regional Offices of Developmental Programs.
•

Chapter 2380 Licensing Inspection Instrument for Adult Training Facility Regulations

•

Chapter 2390 Licensing Inspection Instrument for Vocational Training

•

Chapter 3800 Child Residential and Day Treatment Facilities

•

Chapter 6400 Licensing Inspection Instrument for Community Homes for Individuals
with Mental Retardation Regulations

•

Chapter 6500 Licensing Inspection Instrument for Family Living Homes Regulations

•

Chapter 6600 Interpretive Guidelines for Intermediate Care Facilities For the Mentally
Retarded
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Individual Support Plan (ISP) Process
The Individual Support Plan (ISP) is a plan for an individual developed by him or her and
the people they choose. Information gathered for this plan includes an assessment of
health and safety issues, individual preferences, priorities and needs that promote a
person-centered planning process to help develop outcomes and positive approaches in
supporting the individual. The focus includes three major areas: home, work, and
community life.
The process involves the person’s team, and may include residential staff, day program
staff, nursing, supports coordinator, behavior specialist, family members and anyone the
individual desires. This team meets at least annually to discuss any changes, additions, or
deletions to supports that may be needed or wanted by the individual. If for some reason
the person is unable to participate in this meeting (i.e., they are in the hospital), the team
will meet to discuss supports they feel the individual would want or need on his/her
behalf.
The actual ISP documentation is completed by the supports coordinator, with input from
all team members. It is updated at least annually but can be amended as the need arises.
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Agency Nurse Responsibilities within Risk Management
Incident reporting through the Home and Community Services Information System (HCSIS) is
the responsibility of agencies providing services to individuals with intellectual/developmental
disabilities (I/DD). Processes within each provider agency should be in place describing the role
of the agency nurse. The expectations for agency nurses working within HCSIS include (but are
not limited to) the following:
•

The nurse should be involved in risk management strategies and meetings.

•

The nurse should be available to assist the agency’s risk/quality manager to develop
standards for reporting health trends and implementing programs to address these issues.

•

The agency nurses should be notified of health care related incidents and follow-up
regarding those incidents.

•

The nurse should be available to discuss individual health risk issues with supports
coordination.
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Pennsylvania Health Care Quality Units

The Pennsylvania Office of Developmental Programs (PA-ODP) has established Health Care
Quality Units (HCQUs) across the state of Pennsylvania. The HCQU for the Southeast Region
of Pennsylvania is Philadelphia Coordinated Health Care (PCHC). This HCQU serves Bucks,
Chester, Delaware, Montgomery, and Philadelphia counties. The primary mission of PCHC is to
improve the quality and quantity of health related services for people diagnosed with
intellectual/developmental disabilities (I/DD). PCHC provides clinical consultations, technical
assistance, training, and resource development to individuals with mental retardation, their
families, service providers, and health care professionals. PCHC does not provide direct health
care services, but strives to enhance those services which already exist in the Southeast Region
of Pennsylvania by stressing the importance of employing a holistic approach to meeting each
individual’s health care needs. PCHC works extensively with the local managed care
organizations and provides support to individuals with I/DD in securing health care services
through the managed care health system. PCHC has established many innovative programs to
support the I/DD service delivery system and also works closely with the state and regional
offices of I/DD in designing its supports.
Information regarding HCQUs is available on the PA-ODP website and is included below:
Health Care Quality Units
HCQU Specifications
Section 1. Vision Statement
The pursuit of quality is the fundamental driving principle in Pennsylvania's developmental
services systems. Pennsylvania's community I/DD system strives to provide each individual with
the finest community development services in the nation. To achieve this vision, Health Care
Quality Units will provide leadership and coordination to enable county MR programs, in
collaboration with the state Office of Developmental Programs (ODP), formerly the Office of
Mental Retardation, to assure the highest achievable level of physical and behavioral health to
individuals served.
Section 2. Mission Statement
Health Care Quality Units [HCQUs] serve as the entity responsible to county I/DD programs for
the overall health status of individuals receiving services in the county programs. HCQUs work
to support and improve the state I/DD community system by building capacity and competency
to meet the physical and behavioral health care needs of people with developmental disabilities
living in Pennsylvania. The primary activities of HCQUs include: assessment of individual
health and systems of care; providing clinical health care expertise to counties and residential
and day program providers; health related training; integrating community health care expertise
to counties and residential and day program providers; health related training: integrating
community health care resources with state and regional quality improvement structures and
processes and health advocacy. The ultimate goal of the HCQUs is to assure that the individuals
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served by each county MR program are as healthy as they can be, so that each individual can
fully participate in community life.
Section 3. Purpose
The quality of health care is directly related to important safety issues for people residing in
communities. The issues of health care and safety are receiving careful scrutiny both in
Pennsylvania and throughout the country as various groups evaluate the quality of life that
community living affords. This scrutiny has surfaced problems in some states and serves to
highlight the importance of careful planning and monitoring.
Not all communities have health care providers who are knowledgeable about the unique health
care issues that face people with developmental disabilities and not all are practiced in
communicating effectively with residential provider agencies, case managers and planning
teams. Residential providers, families, and others who support people in community settings
need resources to help them solve health care problems with doctors, hospitals and other health
care providers. As the use of the HMOs grows, they, too, require assistance to understand and
address the unique needs of people with developmental disabilities.
The development of a HCQU in Pennsylvania helped address these issues. Other states are now
looking at that experience as a potential model for forging connections to health care services for
people with I/DD living in communities. ODP recognized the advantages of the original HCQU
(Philadelphia Coordinated Health Care) and promoted this model across the state.
HCQU Primary Focus:
•

Individual Outcomes

•

Physical Health

•

Behavioral Health

•

Systems of Care

Section 4. HCQU Core Functions
Additional registered nurses, licensed practical nurses, social workers and/or unlicensed
developmental disabilities professionals as needed to efficiently and effectively carry out the
Core Functions outlines in Section 3.

Last modified on: October 9, 2007
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Introduction to Developmental Programs Bulletins
The Commonwealth of Pennsylvania Department of Public Welfare distributes Developmental
Programs Bulletins (previously known as Mental Retardation [MR] Bulletins) regarding various
topics of concern. The content of Developmental Program (DP) Bulletins serves multiple
purposes to:
•

Provide interpretation, clarification or explanation of existing regulations

•

Provide guidelines for a new program, direction or policy that does not require regulation

•

Provide operating procedure, direction and general program information for state centers

•

Provide a new program direction or policy in response to federal statute or regulations,
state statute, judicial decision, or court order

DP bulletins are distributed to those facilities/agencies contained within the scope of the bulletin
on a need-to-know basis. They can also be obtained through the Department of Public Welfare
or accessed via the internet at
http://www.dpw.state.pa.us/PubsFormsReports/NewslettersBulletins/003673169.aspx .
Listings of the DP and/or MR bulletins that remain in effect are found in the Appendix.
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Introduction to Everyday Lives Standards
Pennsylvania’s Philosophy of Care
Everyday Lives was published in 1991. This historic document reflects the values and vision of
people with disabilities, their families and Office of Developmental Programs (ODP) staff who
worked together on an equal basis to identify what is important to people with disabilities and
what supports would be necessary to obtain what was identified as important. Since its
publication the values and vision expressed in Everyday Lives have provided the framework for
planning, policy development, service design and all related activities in Pennsylvania’s
Developmental Programs service system.
In the fall of 2000, the Self-Determination Consumer/Family Group was asked to review
developments in the system since the 1991 publication of Everyday Lives and to create an
updated edition. Everyday Lives: Making it Happen is the product of this group’s work. The
2001 publication of Everyday Lives: Making it Happen reaffirms the values of choice and
control, individual freedom and safety, individuality and relationships, success and the stability
and recognition that comes from making a contribution to the community. The new edition
introduces the values of collaboration, quality, mentoring and accountability and also identifies
challenges for the future.
The Everyday Lives document can be found in the Appendix or on the Internet at
http://www.dpw.state.pa.us/Resources/Documents/Pdf/Publications/everyday_lives.pdf. The
Everyday Lives Standards and Person Centered Planning information follows.
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Everyday Lives Standards
This list was born of the effort to join the ambitious principles, announced in the foundation
document, “Everyday Lives”, PA Department of Welfare June, 1991 and expanded upon in
strategic planning work across Philadelphia County. It is a list of basic standards, expressed as
outcomes to apply to delivery of services and supports. It is deliberately brief to allow for the
exercise of common sense to permit the wide flexibility that attending individuality requires.
Listed under each standard are indicators and guidelines, which will assist in evaluating whether
these standards are being met.
The following are important and meaningful expressions of the values underlying quality service
delivery
1. Every person has a plan of service and it
is being followed:
•
The process is more person-centered.
•
The plan is mailed within 30 days of
the team meeting.
•
The plan is implemented within 60
days of the team meeting.
•
The plan is followed and changed as
needed.
2. People have opportunities to make
choices about:
•
People with whom to live.
•
Community in which of live.
•
Possessions and furnishings.
•
Food and meal times.
•
Job or daytime activities.
•
Spiritual activities.
•
Leisure activities.
•
Friends and family relationships.
•
Normal rhythms and routines of life.
•
Valued adult roles.
3. People have support for the choices they
make by being provided:
•
Exposure to a variety of experiences
to inform choice-making.
•
Adequate, trained caregivers.
4. People have the chance to be heard:
•
In the individual planning process.
•
In the selection and training of
caregivers.

5. People live in safe homes that are:
•
In neighborhoods that meet their
needs and desires.
•
In good repair.
•
Accessible to meet their needs.
6. People have protections from harm.
•
Physical and psychological abuse
and neglect are prohibited.
•
Unnecessary restraint and seclusion
are prohibited.
7. People have opportunities for privacy
including:
•
Time and space to be by themselves.
•
Time and space to be with friends.
•
Private access to mail and phones.
•
Support to read mail and use phones
when wanted.
8. People have personal possessions and
funds. This means:
•
People’s possessions and funds are
safe.
•
People have access to their
possessions and funds.
•
People have support to manage
funds.
•
People have adequate clothing.
9. People have quality health care
including:
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•
•
•
•
•
•
•
•
•

•
•
•
•
•

•
•

A primary care provider, who
coordinates care.
Supports to maintain good health
Specialists when needed.
Specialty care related to gender and
life stage.
A primary care dentist.
Periodic screening for side-effects of
medication.
Adaptive equipment in accordance
with appropriate evaluation.
Training to use adaptive equipment.
Staff who are trained in appropriate
use and maintenance of adaptive
equipment.
Staff who are trained to assist in
communication about health care.
Appropriate supports to facilitate
independence (PT, OT, etc.).
Input into decisions about health
care.
No excessive medications.
Recertification of psychotropic
medications every 90 days by
physicians.
Independent review of medications.
Readable, available records.

10. People who want jobs have them, and:
•
Have supports to find and keep jobs.
•
For people who do not want jobs or
who are retired, opportunities for
alternative, integrated, community
activities are provided.
•
Have supports to change jobs or
providers when desired.
11. People have opportunities and supports
to pursue things they like to do:
•
To contribute to their communities
•
To practice religion or not.
•
To establish and maintain
relationships with family and friends.
•
To vote and participate in local
government activities.

12. People have Case Managers:
•
Who visit their homes or work sites
regularly
•
Who follow and change the
individual plan, as needed.
•
Who have the skills and training to
support them.
•
Who assist in communication with
supporters, family, and other
significant people.
•
Whose responsibilities include no
more than 25 people.
•
Whose receive at least three (3) days
of pre-service and one (1) of annual
training.
13. People have access to a dispute
mediation process.
14. People have quality supports and
services, which means:
•
Staff are trained.
•
Providers have technical assistance
to address difficult challenges.
•
Providers’ contracts include
incentives for exceeding
requirements, sanctions for failure to
perform, and requirements for
evaluation.
15. People have access to adequate
transportation:
•
That is stigma free.
•
That is accessible
•
That is dependable
•
That supports work and activities.
Philadelphia Quality Assurance Plan,
09/18/95
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Person Centered Planning
Person Centered Planning is not a written policy. It is a belief and value system that encourages
the use of a person’s interests, gifts, and desires.
The person centered planning philosophy is used in writing each individual’s support plan.
Topics include, but are not limited to:
•
•
•
•
•
•
•
•

What are positive things about that individual?
What are his/her favorite activities?
What is important to that individual?
What do others need to know, and what should they do and not do?
What would happen on a good day?
Describe the person’s current relationships.
What community activities would the person like to participate in?
What health promotion strategies can be utilized?

Major goals when writing the plan deal with how to support the individual over time using
community networks. Promoting choice is encouraged in work, community, and home settings.
Person centered planning can be summarized as using a proactive, team approach to enhance an
individual’s future in the community and to ensure that the individual’s physical, emotional, and
social needs are planned for appropriately on a yearly basis.
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SECTION 4

ROFESSIONAL CERTIFICATION IN
DEVELOPMENTAL DISABILITIES
NURSING

Philosophy of Nursing Care
As nurses in the specialty of developmental disabilities nursing we care for individuals in nonhospital settings, most often in the communities where we make our homes. We support the
development and well-being of individuals throughout the life cycle and promote a holistic
approach to nursing. We promote self-responsibility regarding health and well being among
those we care for and their caregivers. We promote safety in the environment. We practice the
basic ethical principles of health in our concern for the welfare of others (altruism), doing good
(beneficence), avoiding harm (non-maleficence), treating people fairly (justice), and honoring
self-determination (autonomy). We adhere to the Nursing Code and Standards of Nursing
Practice. Our responsibilities are many and include identification of unmet needs, advocacy,
teaching, collaboration, and coordination. We serve many but delight in the uniqueness of each
individual as we endeavor to promote health and wellness.
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