.

	[image: image61.jpg]



	[image: image62.png]






[image: image61.jpg][image: image62.png]

	[image: image1.jpg]



	[image: image2.png]





POSITION STATEMENTS

Page

Category Summary


Position Statements

2

Quality of Life

3






Quality of Life

5

Rights

6






Advocacy

8






Criminal Justice

10






Guardianship

12






Human and Civil Rights

13






Inclusion

15






Protection

16






Self Determination

18

Life in the Community

20






Aging






22






Behavioral Supports

24






Early Intervention

26






Education

28






Employment

29






Family Support

31






Health Care

34






Housing

36






Individual Supports

37






Sexuality

39






Spirituality

40






Transportation

41

Systems

42






Direct Support Professionals

44






Prevention

46






Research

47






Service Coordination

49






Waiting Lists

	[image: image3.jpg]



	[image: image4.png]





POLICY STATEMENTS

QUALITY OF LIFE

The primary goal for all persons with mental retardation and related developmental disabilities
 is to enjoy and maintain a good quality of life. 

Quality of Life.  People with mental retardation and related developmental disabilities must be able to live the lives they choose and have a good quality of life.  

Adopted:
The Arc, Congress of Delegates, November 9, 2002


AAMR Board of Directors, May 28, 2002
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QUALITY OF LIFE

POLICY STATEMENT

People with mental retardation and related developmental disabilities
 must be able to live the lives they choose and have a good quality of life.  

ISSUE
Our constituents often do not have the services, supports, and personal relationships they need to lead a full life in the community. Many are unemployed or underemployed.  People encounter public policy and other barriers that keep them from choosing where they live and work.  Moreover, they often lack opportunities to participate in and contribute to their communities.

POSITION

A good quality of life exists for our constituents when they:

· Receive the support, encouragement, opportunity and resources to explore and define how they want to live their lives.

· Choose and receive the services and supports that will help them live meaningful lives.

· Direct the services and supports they receive.

· Lead a life rich with friendships.

· Have their rights, dignity and privacy protected.

· Are allowed to take risks in their choices.

· Are assured of health and safety. 

Public agencies, private organizations, and individuals providing services and supports must:

· Be responsible and accountable to individuals and their families.

· Continuously improve their efforts to support individuals in leading meaningful lives.

· Be recognized when they make meaningful contributions to the quality of life for individuals.

· Be replaced when they fail to make meaningful contributions to quality of life for individuals.

· Be part of a program of ongoing monitoring, independent of the service provider, to ensure desired outcomes and the satisfaction of the people served and their families.

Adopted:
The Arc, Congress of Delegates, November 9, 2002


AAMR Board of Directors, May 28, 2002
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POLICY STATEMENTS

RIGHTS

People with mental retardation and related developmental disabilities
 have the same basic legal, civil and human rights as other citizens.  They may need accommodation, protection and support to enable them to exercise these rights.   Their rights should never be limited or restricted without due process.

Advocacy.  Advocacy is essential in maintaining or improving the quality of life for people with mental retardation and related developmental disabilities. 

Criminal Justice.  People with mental retardation and related developmental disabilities, like other residents of the United States, have the right to justice and fair treatment in the criminal justice system, including reasonable accommodations as necessary.

Guardianship.  The majority of people with mental retardation and related developmental disabilities can manage their own affairs with informal assistance and guidance from others, such as family and friends.  If guardianship
 is necessary, it should be tailored to the person’s needs.  It must be adequately monitored to ensure that the best interests of the individual are protected. 

Human and Civil Rights.  The human and civil rights of all people with mental retardation and related developmental disabilities must be honored, protected, and enforced.
Inclusion.  All Americans gain when people with mental retardation and related developmental disabilities are fully included in their communities.

Protection.  People with mental retardation and related developmental disabilities must be protected from harm and injury and must have the tools and supports so that they can protect themselves. 

Self Determination.  People with mental retardation and related developmental disabilities have the same right to self-determination as all people.  They must have opportunities and experiences that enable them to exert control in their lives and to advocate on their own behalf.  

Adopted:
The Arc, Congress of Delegates, November 9, 2002


AAMR Board of Directors, May 28, 2002
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ADVOCACY
POLICY STATEMENT

Advocacy is essential in maintaining or improving the quality of life for people with mental retardation and related developmental disabilities
. 

ISSUE

Our constituents may lack the support of advocates to: 

· Know, understand and assert their rights.

· Practice self-determination.

· Practice self-protection.

· Obtain needed services.

· Identify and overcome barriers to and discrimination in the community. 

· Be protected from abuse and neglect.

POSITION

Advocacy is vital in improving and sustaining quality of life for our constituents.  To be successful, advocacy must take place at both the individual and the system levels. 

Individuals
Advocates should be knowledgeable, trained, and grounded in basic principles respecting the rights and dignity of children and adults as set forth in these position statements.

Advocates must communicate effectively with our constituents, encouraging them to express and act on their thoughts, choices, and feelings about issues and proposed solutions.  The advocate and the individual must be able to understand each other.  The advocate should exercise great care to ensure that the person with mental retardation fully understands the benefits and risks of any decision.  In making decisions, people should be encouraged to consult with the important people in their lives. Advocates have an ethical obligation to represent the desires and needs of the person they represent, regardless of their own personal opinions on the matter.

In certain circumstances, parents and other legal representatives may need to be involved in making decisions with and on behalf of the individual.  Advocates must be careful to recognize and set aside their own needs and desires that may conflict with those of the individual they are advocating for.  If there is a conflict of interest, the advocate should withdraw from the decision-making. 

Systems
Individuals should have access to Protection and Advocacy systems mandated by state and federal laws that:

· Are free from government influence and control.

· Are free from conflict of interest.

· Are adequately funded and staffed.

· Provide advocacy on their behalf even though a formal complaint has not been filed.

· Have the capacity to bring together all other community resources available in pursuit of the appropriate remedies. 

· Use multiple advocacy strategies, such as information and referral, mediation, legal action, and legislative and regulatory solutions.

Adopted:
The Arc, Congress of Delegates, November 9, 2002
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CRIMINAL JUSTICE

POLICY STATEMENT
People with mental retardation and related developmental disabilities,
 like other residents of the United States, have the right to justice and fair treatment in the criminal justice system, including reasonable accommodations as necessary.

ISSUE

Fear, prejudice, and lack of understanding of our constituents are magnified when an individual becomes involved in the criminal justice system.  Most attorneys, judges, law enforcement personnel, forensic evaluators, and citizens on juries lack adequate and appropriate knowledge  to apply standards of due process in a manner that provides justice for our constituents . 

· Victims with these disabilities are frequently devalued and ignored.

· Witnesses are subject to routine exclusion because of stereotyped views of their competence to testify or denial of their needs for supports and accommodations.

· Defendants are often denied due process and effective representation at every stage of the proceedings.

· Incarcerated individuals are abused, exploited, and excluded from habilitative programs.

When these individuals come into contact with the criminal justice system, they can find few organized resources for information, training, technical assistance, and referral.   Moreover, people with mental retardation involved with the criminal justice system encounter problems that are caused by their disability, such as: 
· Failing to have their disability identified by authorities because the individual is attempting to hide mental retardation.

· Giving incriminating, but inaccurate “confessions,” because the individual wants to please or is confused or misled by inappropriately used investigative techniques.

· Being found incompetent to stand trial because the individual cannot understand the criminal justice proceeding.

· Being found incompetent and being inappropriately placed in an institution for a long period of time in order to “regain competency.”

· Being unable to assist their lawyer in their own defense. 

· Waiving rights unknowingly in the face of required warnings such as Miranda.

· Being victimized by the criminal justice system because their testimony is not deemed credible whether as a witness, victim or defendant.

POSITION

When our constituents come into contact with the criminal justice system, they must:

· Have their rights to access to justice and fair treatment assured.

· Receive assistance and accommodations to have their cases fairly heard.

· Have access to and the right to present expert evaluations and testimony by professionals with training and expertise in their disability

· Be treated fairly by all personnel including judges, defense lawyers, prosecutors, court personnel, forensic evaluators, law enforcement personnel, victim assistance personnel, and criminal justice policymakers.

· Have the right to an advocate, in addition to their lawyer, who has expertise in their  disability. 

· Be protected from harm, self-incrimination, and exploitation at all stages of an investigation, including when they are questioned, detained, and incarcerated.  

When they act as witnesses, they must:

· Have available to them judges, lawyers, prosecutors, court personnel, and others who are educated about the effects of their disability.

· Have necessary supports and accommodations available so that their testimony is heard and fairly considered. 

When sentenced, they must:

· Have available reasonable and appropriate accommodations, treatment, and education, as well as alternatives to sentencing and incarceration that include community-based corrections.

· Be exempt from the death penalty because existing case-by-case determinations of competence to stand trial, criminal responsibility, and mitigating factors at sentencing have proved insufficient to protect the rights of individuals with mental retardation.  The presence of mental retardation by definition raises so many possibilities of miscommunication, misinformation, and an inadequate defense that the imposition of the death penalty in unacceptable.  People with mental retardation must be exempt from the death penalty but not from other appropriate punishment, on a case-by-case basis.

Adopted:
The Arc, Congress of Delegates, November 9, 2002
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GUARDIANSHIP
POLICY STATEMENT

The majority of people with mental retardation and related developmental disabilities
 can manage their own affairs with informal assistance and guidance from others, such as family and friends.  If guardianship
 is necessary, it should be tailored to the person’s needs.  It must be adequately monitored to ensure that the best interests of the individual are protected. 

ISSUE

The appointment of a guardian is a serious matter because it limits a person’s independence and rights.  Guardianship has been over-used by those who were unaware of less intrusive alternatives or who simply wanted to have their views prevail over the wishes of the individual.  Frequently, lesser forms of legal intervention such as limited guardianship and use of powers of attorney have been either overlooked, intentionally avoided, or unavailable. 

POSITION

The majority of our constituents can manage their own affairs with informal assistance and guidance from family, friends, and others. If guardianship is essential, it should be used only to the extent necessary with a presumption in favor of limited rather than full guardianship.

Systems Issues

· Appointment of a guardian should be made only to the extent necessary for the protection and welfare of the individual and not for the convenience of the family, the service system, or society.

· Less intrusive alternatives to full guardianship, like limited guardianship or power of attorney, should always be considered first.  If used at all, these restrictions on the individual’s rights and decision-making powers should be confined to those areas in which the individual clearly cannot understand the serious consequences of his or her decisions or the person lacks foresight.  

· Mechanisms to reverse unnecessarily restrictive forms of existing guardianship must be available.

· Since guardianship represents a transfer of the responsibility for exercising an individual’s rights, adequate safeguards, including the right to counsel, are needed to assure the individual retains as much decision-making power as possible.

· Members of the judiciary and attorneys need training on alternatives to guardianship for our constituents

· Individuals placed under guardianship must have legal representation at all stages of the process and must be informed about the possibility and the process to have the guardianship removed

Guardian Responsibilities

· They should be knowledgeable of services, supports, and systems that could significantly affect the life of the individual, and must be committed to the well-being of the individual, know and understand the individual’s needs and wishes, and act in accordance with them whenever possible.  Family members are preferable when they meet these criteria.

· They shall take the person’s preferences into account.

Oversight

· States should adopt minimum standards for all guardians and require that training and technical assistance be made available.
· Professional guardians (those who serve two or more wards who are not related to each other and receive fees) should be licensed, certified, or registered and should have the appropriate education and skills.  They should not be receiving payment for providing other services to the ward.
· The guardians shall be accountable for their actions, and those actions must be reviewed periodically.

Adopted:
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HUMAN AND CIVIL RIGHTS

POLICY STATEMENT 

The human and civil rights of all people with mental retardation and related developmental disabilities
 must be honored, protected, and enforced.
ISSUE

Throughout history and continuing today, the human rights of our constituents have been limited and denied.  These rights are generally recognized to include the right to life, liberty, property, access to voting, and equality of opportunity and others recognized by law.  The right of people with disabilities to be free from discrimination is a basic human right that should be recognized as part of the fundamental law of the land. Advancing the human and civil rights of our constituents presents particular challenges:

· Many individuals, businesses, and other entities remain unaware of the rights of our constituents.  The challenges include:  

· A history of discrimination and exclusion from meaningful participation in citizenship.

· Societal attitudes of devaluation and fear.

· Unfounded beliefs that they do not contribute to society.

· Failure to provide necessary supports for full community participation. 

· Overprotection without freedom to exercise individual rights.

· Under-compensation for labor and services. 

· Prejudice that views people with mental retardation as unworthy of public funding.

POSITION

Our constituents are entitled to human and civil rights, regardless of age, gender, race, sexual orientation, culture, severity of disability, or intensity of needed supports.  These rights include life, liberty, property, access to voting, and equality of opportunity.  All people with mental retardation and related developmental disabilities must have the supports they need to exercise and ensure their human rights.  Local, state, and national governments must vigorously enforce all human and civil rights.

Adopted:
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INCLUSION

POLICY STATEMENT

All Americans gain when people with mental retardation and related developmental disabilities 
are fully included in their communities.

ISSUE

In the past, individuals with mental retardation and related developmental disabilities have often not been treated equally.  They have been labeled by their disability and separated from the community.  For many years they were relegated to sterile, dehumanizing institutions.  Even as they have begun living in the community, they have experienced exclusion from its schools, jobs, and social life.  Moreover, the services they receive frequently segregate, isolate, and focus on an individual’s deficits rather than strengths and lifestyle choices.

POSITION

All our constituents have the right to participate fully in their diverse communities.  Needed supports should be available and affordable so that each individual with disabilities can live, learn, work, and play with others who do not have disabilities. 

Children should:

· Live in a family home.

· Grow up enjoying nurturing adult relationships both inside and outside a family home.

· Learn in their neighborhood school in a regular classroom that contains children of the same age without disabilities.

· Participate in the same activities as children without disabilities.

· Play and participate with all children in community recreation.

· Have the opportunity to participate in an inclusive spiritual life.

Adults should have the opportunity to:

· Have maximum control over their lives.

· Have relationships that range from acquaintances to life partners.

· Live in a home of their choice, with whom they choose. 

· Engage in meaningful work in an inclusive setting.


· Enjoy inclusive recreation and other leisure activities .

· Participate in inclusive spiritual activities.

Adopted:
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PROTECTION 

POLICY STATEMENT 

People with mental retardation and related developmental disabilities
 must be protected from harm and injury and must have the tools and supports so that they can protect themselves. 

ISSUE

Abuse, neglect, and mistreatment of our constituents by the general public, service providers, and even their own families are all too common.  Families often lack the supports necessary to avoid undue stress as well as access to resources to help them protect their children from abuse, neglect, and mistreatment by others.  Individuals living outside the family home, regardless of the size or location of the residence, are particularly vulnerable.  In addition, existing laws, regulations, and policies may fail to prevent abuse and neglect.

POSITION

Protection from harm of people with mental retardation and related developmental disabilities is vital. 

Children
In most situations the birth, adoptive, or foster family is the best source of protection from harm for a child. To fulfill that role, a family should have access to: 

· Family support services.

· Parent support groups.

· Information and referral networks.

If the family is unable to provide necessary protection for any reason, federal, state and local child protection laws and regulations should be applied to protect the child.  Any protective action should infringe as little as possible on the individual’s and family’s right to privacy and self-determination. 

Adults  

When an adult needs protective assistance, the best protection usually comes from the person’s family, community, and friends.  Protection services should be provided through adult protective agencies or advocacy groups.  Individuals should be trained to better protect themselves.  As with children, whenever applicable and available, the full force of the law should be applied to protect the individual. 

Adopted:
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SELF-DETERMINATION 

POLICY STATEMENT

People with mental retardation and related developmental disabilities
 have the same right to self-determination as all people.  They must have opportunities and experiences that enable them to exert control in their lives and to advocate on their own behalf.  

ISSUE

Many of our constituents have not had the opportunity or the support to control choices and decisions about important aspects of their lives.  Instead, they are often overprotected and involuntarily segregated.  Many of these people have not had opportunities to learn the skills and have the experiences that would enable them to take more personal control and make choices. The lack of such learning opportunities and experiences has denied people with these disabilities the right to become participating, valued, and respected members of their communities.  Furthermore, state monitoring and licensure policies and practices may be contrary to the principles of self-determination.

POSITION

Our constituents have the same right to self-determination as all people and must have the freedom, authority, and support to exercise control over their lives. To this end, they:

· Must have the opportunity to advocate for themselves with the knowledge that their demands will be heard and respected. 

· Must have opportunities to acquire skills and develop beliefs that enable them to take greater personal control. 

· Must be active participants in decision-making about their lives.

· Must be supported, assisted, and empowered to become active members and leaders on community boards, committees, and agencies.

· Must have the primary leadership role in setting the policy direction for the self-determination movement.

· Must have the option to direct their own care and allocate available resources.

· Must be able to hire and fire their personal assistants.

Additionally, in working with our constituents:

· Families and substitute decision-makers should be supported to understand the concept and implementation of self-determination.

· Disability organizations should make self-determination a priority and include this important concept in their conferences, publications, advocacy, training, services, policies, and research. 

· Governments should change policies and funding systems to promote self-determination.

Adopted:
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POLICY STATEMENTS

LIFE IN THE COMMUNITY
All people, regardless of disability, deserve the opportunity for a full life in their community where they can live, learn, work, and play alongside each other through all stages of life.  People with mental retardation and related developmental disabilities
 need varying degrees of support to reach personal goals and establish a sense of satisfaction with their lives.

Aging.  Many people with mental retardation and related developmental disabilities who are aging deserve the same opportunities to enjoy full lives in their communities as other older people.  They are entitled to community support, including help from those agencies that serve the needs of all senior citizens.

Behavioral Supports.  People with mental retardation and related developmental disabilities should have access to behavioral supports that are individually designed, positive, help them learn new skills, provide alternatives to challenging behaviors, offer opportunities for choice and social integration, and allow for environmental modifications. 

Early Intervention.  All quality early intervention supports and services must be available, affordable, appropriate, accountable, and accessible for all children with developmental delays as well as those with already-identified mental retardation and related developmental disabilities to maximize their social, physical, emotional, and intellectual development.

Education.  A Free and Appropriate Public Education (FAPE) must be provided in inclusive settings with peers of the same age and include individualized supports to all students with mental retardation and related developmental disabilities to prepare them to participate in our democratic society.

Employment.  People with mental retardation and related developmental disabilities can be competitively employed in their communities.  They should be supported to make informed choices about their work and careers and have the resources to seek, obtain, and be successful in integrated community employment. 

Family Support.  Most people with mental retardation and related developmental disabilities need the support of their families, communities, and government to develop to their fullest potential.  Family support must be expanded to strengthen the capacity of family members to support each other at home. 

Healthcare.  People with mental retardation and related developmental disabilities must have dependable, high quality health care in the community and affordable, comprehensive health insurance.  

Housing.  All people with mental retardation and related developmental disabilities have a right to live in communities of their choosing and be fully included with people who do not have disabilities.  Children belong with their families.  Adults should control where and with whom they live, with increasing opportunities to rent or buy their own homes.

Individual Supports.  Individual supports, such as assistive technology and personal assistance, make it possible for all people with mental retardation and related developmental disabilities to function in daily life.

Sexuality.  People with mental retardation and related developmental disabilities, like all people, have inherent sexual rights and basic human needs.  These rights and needs must be affirmed, defended, and respected.

Spirituality.  People with mental retardation and related developmental disabilities have the right to choose their own expressions of spirituality, to practice those beliefs and expressions, and to participate in the religious community of their choice or other spiritual activities.  The person also has a right to choose not to participate in religious or spiritual activity.

Transportation.  People with mental retardation and related developmental disabilities must have access to both public and private transportation to lead full, independent lives.

Adopted:
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AGING

POLICY STATEMENT

Many people with mental retardation and related developmental disabilities
 who are aging deserve the same opportunities to enjoy full lives in their communities as other older people.  They are entitled to community support, including help from those agencies that serve the needs of all senior citizens.

ISSUE

More of our constituents are living longer.  They want to enjoy their older years in the same manner as other people their age.  Like other older Americans, these individuals require greater levels of support to allow them to live full, active, and healthy lives.  Unfortunately, many of our older constituents lack basic health care, housing, and specialized services tailored to the needs of older people.  Additionally, their family members lack information and resources to help them assist the person who is growing older. 

These problems are compounded because many community-based services for senior citizens are not prepared to meet the special needs of older adults with disabilities.  Likewise, many disability-based organizations have historically not recognized the problems of older adults with disabilities and are not prepared to address these special needs. 

POSITION

As they age, our constituents must be recognized as respected members of the community.  Services to people who are older must accommodate the supports needed by this population.

Our constituents who are growing older should:

· Be afforded the same rights, dignity, respect, and opportunities as other older people in their communities.

· Have access to housing, health care, social services, transportation, and other services available to older Americans in their communities.

· Receive supports to live, work, play, and retire when, where, and how they prefer.

· Be free from the fear of inappropriate institutionalization due to age-associated decline or infirmity.  

· Have access to pension plans that include the same payment provisions afforded other retirees or to alternative financial supports available to older persons who no longer work.

Public policy considerations include:

· Legislation and regulations affecting older Americans should refer distinctly to the eligibility of our aging constituents.

· Programs that support caregivers of older people with disabilities should include support of older parents who are the primary caregivers for their adult children.  

· Federal and state resources should vigorously support research and best practices to meet the needs of older persons with disabilities.

· Professionals should be prepared to deal with the issues related specifically to our aging constituents.

Adopted:
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BEHAVIORAL SUPPORTS

POLICY STATEMENT

People with mental retardation and related developmental disabilities
 should have access to behavioral supports that are individually designed, positive, help them learn new skills, provide alternatives to challenging behaviors, offer opportunities for choice and social integration, and allow for environmental modifications. 

ISSUE

Our constituents are frequently subjected to aversive and deprivation procedures
 that may cause physical and/or psychological harm and are dehumanizing.  Furthermore, aversive procedures result in a loss of dignity and inhibit full participation in and acceptance by society.  Finally, as more of our constituents move into or remain in the community, there is an urgent need to provide positive behavioral supports in natural settings including the family home. 

POSITION

Considerations before applying a behavioral intervention:

· The nature and extent of the perceived behavior problem and what the person is trying to communicate through this behavior. 

· Perspectives from the individual, his or her family, their social/cultural background, and the circumstances in which the behavior occurred. 

· Contributing factors such as physical or medical conditions, social and environmental influences, and inappropriate programming as determined through a comprehensive functional analysis
. 

Considerations for acceptability of a behavioral invention:

· Its proven effectiveness.

· Potential secondary effects and risks associated with the intervention.

· Legal, social, and ethical implications.

· Ease and practicality of implementation. 

Consideration for designing behavioral supports:

· Determined within the broader context of providing quality medical, psychological, educational, and habilitative services. 

· Designed in a person-centered process and applied in a humane and caring manner respecting individual dignity with informed consent
.

· Systematic in approach, based upon a formal functional analysis, a thorough assessment of each individual's unique abilities and contributions, an understanding of how previous interventions worked, and the least restrictive strategy described in a written plan.

· Based on procedures adequately documented in the clinical and educational research literature.

· Intended to replace challenging behavior with adaptive and socially productive behavior.

Considerations for implementing behavioral supports:

· Implemented in positive and socially supportive environments, including the home.

· Carried out by individuals (staff, family members and others) who have been trained and are qualified to effectively apply positive, non-aversive approaches.  Positive interventions for behavioral change should include adaptations to the environment and reinforcers that our constituents and their families identify as "extraordinarily" positive.  Interventions must not withhold essential food and drink, cause physical and/or psychological pain, uses drugs as restraints, or produce humiliation or discomfort. 

· Monitored continuously and systematically to ensure that the approach is consistent with individual needs, positive in its methods, successful in achieving established goals, and changed in a timely fashion if success is not evident or occurring at an appropriate rate.

Adopted:
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EARLY INTERVENTION

POLICY STATEMENT
All quality early intervention supports and services must be available, affordable, appropriate, accountable, and accessible for all children with developmental delays as well as those with already-identified mental retardation and related developmental disabilities
 to maximize their social, physical, emotional, and intellectual development.

ISSUE

Although the scientific and practical knowledge base indicates that providing early and intensive support services is essential, these services remain inadequate.  Early intervention services are inconsistent at the state and local level.  These services are often neither appropriate, well timed, nor sufficient in intensity and quality to promote positive development or to prevent complicating secondary conditions.  Generally, early intervention services do not build upon the strengths of families and communities.  Many children at risk for developmental delays due to a combination of environmental and biological factors are not identified in a timely fashion.

POSITION

Early intervention services need to be strengthened at the national, state, and local level.  Screening and early diagnosis and identification must be readily available and widely publicized through awareness campaigns and local child find initiatives.  Early intervention should enhance the overall well-being and development of children who have or are “at risk” for developmental disabilities.  Early intervention should be:

Child and Family Focused, involving:

· A commitment to the importance of the family in the lives of children, as children’s primary source of lifelong support and early learning.

· An awareness and celebration that each child is unique and that early intervention must therefore be individually tailored developmentally and culturally appropriate.

· Supports provided in a manner that recognizes and respects the cultural, socioeconomic, geographic, and linguistic differences among families.

· Services provided in the child’s natural environment and, to the maximum extent possible, with same-aged peers who do not have disabilities.

Well-Coordinated, involving:

· Recognition of the value of providing interdisciplinary services and supports that are well coordinated, collaborative, and community-based, affording children and their families a full use of the spectrum of health, social, and educational supports in their communities.

· Appropriate coordination that eases transitions between early intervention and public education.   

High Quality, involving:

· Full use of up-to-date scientific and practical information about what types and amounts of supports and services most benefit infants, toddlers, and young children.

· Childcare and preschool generic service providers that have sufficient background and rigorous training in characteristics and educational needs of infants, toddlers, and young children who have disabilities.  

· Need for active and informative monitoring and evaluation of early intervention to ensure ongoing improvement as well as equity and effectiveness.
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EDUCATION

POLICY STATEMENT

A Free and Appropriate Public Education (FAPE) must be provided in inclusive settings with peers of the same age and include individualized supports to all students with mental retardation and related developmental disabilities 
to prepare them to participate in our democratic society.

ISSUES

The Individuals with Disabilities Education Act (IDEA)  requires that students with disabilities be educated to the maximum extent possible with students who are not disabled.  Despite this law, many students within our constituency remain segregated in self-contained classrooms in separate schools, with limited or no opportunities to interact with non-disabled age peers.  Segregation of students in schools perpetuates the alienation of these students.  Many do not have access to the same academic and extracurricular activities and services provided to other students.  Frequently, these students leave school unprepared for adult life in the community.  

Additionally, many schools lack sufficient and/or trained educators and support personnel to provide an appropriate education.  Despite some gains, special education programs continue to be under funded, particularly by the federal government.  Some communities still oppose special education and seek to limit educational opportunities for students in special education. Indeed the education of students with disabilities has been under assault on numerous fronts by the press, school officials and the public. 

POSITION

Educational programs and Individual Education Plans (IEPs) for students within our constituency must:

· Be provided to the maximum extent possible with students who do not have disabilities.

· Be constructed around an Individualized Educational Plan that meets the student’s needs and offers the necessary supports to ensure adherence to the IEP.   

· Be sensitive to linguistic, cultural, gender, and socioeconomic differences as well as individual family circumstances. 

· Provide access to regular curricula and extracurricular services and experiences with  peers of the same age without disabilities, including access to post-secondary education.

· Provide necessary related educational support services to maximize the educational experience.

.

· Provide students the opportunity to participate in all general assessments and evaluations.  For those students unable to do so, even with appropriate accommodations, alternative assessments and evaluations must be provided.

· Extend the school year when necessary to ensure continuing educational success. 

· Be provided by properly qualified, prepared, and supported teachers and staff.

· Include transition into employment or further post-secondary education.

· Be adequately funded to meet identified needs of eligible children.

The educational process must:

· Involve students, family members, and guardians in designing and monitoring the educational program.

· Make students, family members, and guardians aware of resources that help them understand their rights.

· Afford due process to students and their families.

· Be actively monitored and enforced by local, state, and federal officials to ensure the mandates of IDEA are met.

To provide quality educational programs, school districts, colleges, and universities must prepare teachers and related professionals to work with students with our constituents in inclusive school programs. 

Adopted:
The Arc, Congress of Delegates, November 9, 2002


AAMR Board of Directors, May 28, 2002


(Provisional two-year adoption)

	[image: image33.jpg]



	[image: image34.png]





EMPLOYMENT

POLICY STATEMENT

People with mental retardation and related developmental disabilities
 can be competitively employed in their communities.  They should be supported to make informed choices about their work and careers and have the resources to seek, obtain, and be successful in integrated community employment. 

ISSUES

The majority of our constituents are either unemployed or underemployed, despite their ability, desire, and willingness to engage in meaningful work in the community.  Of those employed, many have had no choice but to work in sheltered, segregated programs that separate people from their communities.  Whatever the setting, few have had the opportunity to earn much money, acquire benefits, advance their careers, or plan for retirement.  Without appropriate education, career development, job training, technological assistance and support, people cannot enjoy the benefits of employment.

POSITION

All of our constituents should be prepared for careers and have the opportunity for jobs alongside non-disabled workers based upon their preferences, interests, and strengths.    

Employment Opportunities Should Include:

· Ongoing career planning, job advancement, and retirement planning.

· Flexible and comprehensive individualized supports to ensure the person’s employment success.  

· Wages and benefits that are fair and reasonable in relation to those of co-workers without disabilities.

· Micro-enterprises or small businesses.

Employment Preparation Should Include:
· Instruction regarding principles of career development and social skill development, starting in the early grades and continuing through graduation.

· General and specific job skill training and actual paid work experiences in the community.

· A comprehensive plan for transition to adult life. 
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FAMILY SUPPORT

POLICY STATEMENT 

Most people with mental retardation and related developmental disabilities
 need the support of their families, communities, and government to develop to their fullest potential.  Family support must be expanded to strengthen the capacity of  family members to support each other at home. 

ISSUES

Some families may lack the necessary resources to support their family member with disabilities at home.  Less than 2% of state and federal disability funding is dedicated to family support, even though national studies show that the overwhelming majority of our constituents live at home with their families.  Families traditionally have been offered few support options beyond out of home placement when in fact they need services such as respite care, home modification, and cash assistance.  Even when family supports are available, qualified workers may not be.

POSITION

Family support options must be family-centered.  

· Family supports should be responsive to the needs of the entire family unit, flexible enough to accommodate unique needs, and enabling and empowering for families to make informed decisions.

· Because each family is unique, family support cannot be viewed only as services offered by professionals (e.g., respite) or as a single program (e.g., cash subsidy).  Rather, it must comprise a flexible network of public services plus other supports capable of bending to meet individual family needs.

· Family supports must allow for diverse approaches.  No single approach to supporting families is likely to work with all families.  Differences in family type, culture, income and geographic location require diversity in the approaches.  To be most effective, support services must be consistent with the cultural preferences of individual families.

· Supports are most effective when their source is closest to the family.  The supports should give families control of the services they need.
· Families should be assisted in weaving together the multiple existing sources of help and the informal networks into a cohesive circle of support to meet the needs of both child and family.  Families need informational, financial, and emotional support to promote full inclusion and enhance their family’s quality of life. 

Fiscal and other public policies must support families. 

· Families need to play a leading role at the national, state, and local levels by helping to design family support policies.
· Family support in both absolute dollars and as a percentage of public funding should increase.

· Parents or other family members must not be charged for government-supported services rendered to their adult sons or daughters with mental retardation. 

· Existing policies must be changed so that parents who have minor children living at home may be paid for certain child care activities beyond those required by children who do not have a disability.

· Federal, state, and local governments must recognize the important role played by parents when they keep their children with mental retardation and related developmental disabilities at home.  Doing so benefits society (by saving public funds on out-of-home placement services) and children (by enabling them to live with their families).
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HEALTH CARE

POLICY STATEMENT
People with mental retardation and related developmental disabilities
 must have dependable, high quality health care in the community and affordable, comprehensive health insurance.  

ISSUE

Too many of our constituents have faced numerous challenges, including life-threatening barriers, in accessing timely and appropriate health care.  Problems in the community include inability to obtain appropriate quality services, lack of access to specialists, and healthcare professionals who refuse to serve or limit the options made available to this population.  Many communities in fact lack health professionals overall but especially those trained to meet the needs of our constituents.  To add to the problem, health insurance coverage is frequently unavailable or prohibitively expensive. 

POSITION

Our constituents must have universal access to appropriate, affordable, accessible, timely, and comprehensive medical and dental treatment throughout their lives.

· Disability must not be a factor in the decision to provide, delay, or withhold treatments or to provide or receive organ transplants.  The person’s medical condition and welfare must be the basis for the decision.

· Reasonable accommodations must be available for those who do not have the capacity to make health care decisions.

· Health Professionals must receive specialized training to assure maximum health and to prevent secondary conditions among our constituents.  Furthermore, the overall shortage of nurses and other trained professionals must be addressed.

· Reimbursement rates for health care professionals must reflect the fact that many people with disabilities have greater health care needs and thus require more time with a health care provider.  Reimbursement rates must not provide a disincentive for healthcare professionals to provide services. 

· Treatment must be high quality and: 

· Based on a broad definition of medical necessity.  This must include not only overcoming or preventing illness but also maintaining or preventing additional deterioration of existing functioning.

· Not denied on the basis of mental retardation.

· Given only with the informed consent
 of the individual or the surrogate decision-maker
 and include the use of advance directives
 when applicable.

Health care reform must be based on the following principles:

· Non-discriminatory:  Prohibits denials for pre-existing conditions or mental retardation; prohibits practices which set higher premiums solely because of the existence of a disability; and provides timely access despite disability, age, race, location, income, health status, or change in address.  

· Comprehensive:  Ensures a wide array of services including active and preventive medical care, mental health care, rehabilitation, personal assistance, and support.

· Appropriate:  Ensures services based on individual need, preference, and choice.

· Equitable:  Ensures that people with disabilities will not bear a disproportionate share of the costs.

· Efficient:  Maximizes quality care and minimizes administrative costs.

Other considerations include:

· Informed consent.  The decision to accept or refuse treatment requires informed consent.  Informed consent requires that the individual decision-maker or surrogate decision-maker:

· Have the legal capacity to give consent.

· Be given enough information to understand the benefits and risks of the proposed treatment.

· Be offered the opportunity to ask questions and receive answers understandable to that person.

· Not be forced to accept a particular treatment through deceit or threat. 

· Surrogate Decision-making.  If an individual is unable to make his/her own medical decisions and does not have an advance directive such as a "Living Will," or a health care power of attorney, a surrogate decision-maker should be appointed to make these decision before a crisis arises.  People who have such authority under state laws include the parent of a minor child, the guardian/ conservator of an incapacitated adult, or surrogate decision-makers designated under a health care consent law.

All decision-making by a surrogate decision-maker should be consistent with the principles expressed in the sections above regarding Healthcare and informed consent and must always be consistent with the best interests of the individual.  In addition, in decisions involving the refusal of medical treatments, or nutrition and hydration when such refusal will result in the death of the individual, the legal authority of the surrogate decision-maker should be limited. 

Specifically, that authority should be confined to those situations in which the person's
condition is terminal, death is imminent, and any continuation or provision of treatment, 

nutrition and/or hydration would only serve to prolong dying.  However, in such


situations, people with mental retardation must be provided aggressive medical
treatment to relieve pain, sustenance as medically indicated, and care designed to

relieve isolation, fear, and physical discomfort.

· Advance directives.  These are appropriate whenever informed consent is assured and should be available and honored for individuals with mental retardation.
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HOUSING
POLICY STATEMENT
All people with mental retardation and related developmental disabilities
 have a right to live in communities of their choosing and be fully included with people who do not have disabilities.  Children belong with their families.  Adults should control where and with whom they live, with increasing opportunities to rent or buy their own homes.

ISSUE
Public policy has not kept pace with changes in what people want and need in housing.  Historically, families that had a child with a disability either had to do without supports at home or place the child in an institution to get help.  Institutions enforce an unnatural, isolated, and regimented lifestyle that is not appropriate or necessary.  They also consume a disproportionate share of limited public resources.

As people left institutions and their family homes, they were placed into group homes, often larger than family-sized, owned by provider agencies or other entities.  They still lacked control of where and with whom they lived.  It is now clear that with carefully tailored and individualized  supports and services people can grow and develop in housing they control, be it a house, an apartment, or a condominium, no matter how significant their disabilities.  

However, people with disabilities who receive SSI cannot afford housing because they are among the poorest in the nation.  They are, in fact, the low-income group with the highest level of unmet need for housing assistance.  To add to the problem, Medicaid, the principal source of funding for services and supports, does not allow for its funds to be used for housing-related costs.  In addition, a serious lack of accessible and affordable housing throughout the nation limits our constituents' ability to find a home.

POSITION

Our constituents should be empowered to live in accessible and affordable housing similar to that of people without disabilities.  Necessary individualized supports and adaptations should be of their choosing and under their control or the control of their substitute decision-maker.

Community over Institutional Placement

· Large congregate facilities are unnecessary and inappropriate for our constituents, regardless of type or severity of disability.

· People must receive individualized supports, including housing, as they leave institutions, and public funds must be shifted from institutions to the community so our constituents can transition successfully to community life.

· The health and safety of people must be safeguarded wherever they live, including when a facility is closing, and whenever a person is transitioning from one living environment to another.

Children

· All children need a home with a family that provides an atmosphere of love, security, and safety.

· Many families need individualized accommodations to enable them to provide a home for the child with a disability.

 Adults
· People with disabilities should no longer be "placed" or made to fit into a program or facility.  Rather, flexible supports and services must follow the person to the location he or she chooses, including their family home.

· People must be empowered with the opportunity to control their housing by renting or buying their own homes, whether a house, apartment, or condo.  Thus public policies must ensure that they receive their fair share of all local, state, and national housing resources.

· Individuals with disabilities should live together only when they freely choose to do so.
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INDIVIDUAL SUPPORTS

POLICY STATEMENT

Individual supports, such as assistive technology and personal assistance, make it possible for all people with mental retardation and related developmental disabilities
 to function in daily life.

ISSUE

Our constituents frequently are unable to perform unassisted in basic areas of everyday life such as communicating, interacting with others, completing daily living routines, and moving in and around the home and community.  All too often, individual supports are denied because of restrictive criteria such as age, disability label, severity of the disability, problem behavior, motor or sensory limitations, or test scores.

POSITION

Our constituents must receive the supports necessary to lead a meaningful life in the community.  These supports should be available based upon functional needs, not eligibility criteria such as diagnosis or income. Common areas of individual support include: 

· Communication.  People learn to communicate in many ways, such as personalized gestures and sounds, picture symbols, manual signs, and spoken language.  Support must be available to help improve an individual’s communication and social interactions as well as reduce challenging behaviors.

· Assistive technology.  People must have access to devices, services, and training that improve independence, mobility, communication, environmental control, and self-determination.  Designers, manufacturers, service providers, educators and our constituents with their families should be educated about the benefits of technology.

· Personal assistance.  Adults (and parents of children under 21) should be able to hire and fire personal assistants to help them perform everyday activities, make decisions, and exercise control over their lives.

Supports must be individually planned and applied according to the principles of person-centered planning, self-determination and individual outcomes, and team collaboration.  The individual supports must be independently and regularly monitored for quality, safety, and effectiveness.
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SEXUALITY   

POLICY STATEMENT
People with mental retardation and related developmental disabilities
, like all people, have inherent sexual rights and basic human needs.  These rights and needs must be affirmed, defended, and respected.

ISSUE
For years, people with mental retardation and related developmental disabilities have been thought to be asexual, having no need for loving, fulfilling relationships with others.  Individual rights to sexuality, which is essential to human health and well-being, have been denied.  This loss has affected them broadly in gender identity, friendships, self-esteem, body image and awareness, emotional growth, and social behavior.  At the same time, forced participation in sexual activity is an issue for people with cognitive limitations.  Because they are considered asexual, our constituents frequently lack access to appropriate sex education in schools and as adults and to training in parenting and child-rearing.  

Moreover, the general public maintains other out-of-date views of the sexuality of our constituents.  Most people have an unfounded fear that parents with mental retardation cannot rear or financially support their children and thus will require more government support, including placement of children in the foster care system.

POSITION

Every person has the right to exercise choices regarding sexual expression and social relationships. The presence of mental retardation and related developmental disabilities, regardless of severity, does not, in itself, justify loss of rights related to sexuality. 
All people have the right within interpersonal relationships to:

· Develop friendships and emotional relationships where they can love and be loved and start and stop the relationships as they choose.
· Dignity and respect.

· Privacy, confidentiality, and freedom of association.
With respect to sexuality, individuals have a right to:
· Sexual expression, reflective of age, social development, cultural values, and social responsibility.

· Information to allow informed decisions, including sex education about such issues as safe sexual practices, sexual orientation, sexual abuse, and sexually transmitted diseases.

· Protection from sexual harassment as well as from physical, sexual, and emotional abuse and sexual relationships with paid staff.

With respect to the potential for having and rearing children, they have the right to:
· Choices related to birth control, including the decision to have and raise children, with supports if necessary; to accept personal responsibility for these decisions; and to have control over their own bodies. 

· Have, on an individual basis, access to the proper supports to assist them in rearing their children.

· Choose for themselves whether or not to be sterilized, regardless of the severity of their mental retardation.
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SPIRITUALITY

POLICY STATEMENT

People with mental retardation and related developmental disabilities
 have the right to choose their own expressions of spirituality, to practice those beliefs and expressions, and to participate in the religious community of their choice or other spiritual activities.  The person also has a right to choose not to participate in religious or spiritual activity.

ISSUES
While many agencies providing services and supports recognize the right to religious freedom, they seldom include spirituality in individual planning.  Nor do they often help people participate in the spiritual activities or religious communities of their choice and/or tradition. 

Individuals and their families also often face a mixed response from congregations, even though many congregations and faith networks have established model programs and strategies for including people with disabilities.  Spiritual resources and congregations are an untapped source of community supports and inclusion, beyond the practice of faith and belief.  They offer opportunities to express choice, develop relationships and social networks, respect cultural and family backgrounds, and serve others. 

POSITION

Spirituality, spiritual growth, and religious expression that respect a person’s history, tradition, and current preference or choice are rights that should be honored by supports from service systems and religious communities, as should the choice not to participate. 

· Spirituality is an important part of human experience that may be expressed both through religious practice and through expressions of personal meaning and values. Thus spirituality and religious preference should be part of all assessments of individual and family needs, interests, and strengths.

· Faith communities should receive assistance to build their capacity to support and welcome our constituents and their families, through partnerships with provider agencies and advocacy organizations that respect and honor spiritual needs and religious preferences.

· Agencies and spiritual communities should offer training and education regarding spiritual supports for people with mental retardation and related developmental disabilities.
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TRANSPORTATION
POLICY STATEMENT
People with mental retardation and related developmental disabilities
 must have access to both public and private transportation to lead full, independent lives.

ISSUE

Our constituents lack sufficient access to mass transit, paratransit, trains, ferries, airplanes, their own vehicles, and other modes of transportation to perform everyday activities.  Even where accessible public transportation exists, adults with disabilities consider transportation inadequate.  In the U.S., 24 million individuals with disabilities use public transit to maintain their independence and participate fully in society. For many, it is their only transit option.

Although federal and state legislation encourages more people with all types of disabilities to go to work, getting to work requires transportation.  Inadequate transportation inhibits community involvement.  Those living in rural areas often face the greatest challenge of all due to total lack of public transportation and long distances between destinations.  

POSITION

Transportation agencies, service providers, and advocacy organizations must ensure that:

· There is increasing flexibility and growth in available transportation options throughout the U.S. for our constituents, including those in rural areas.

· Public transportation is adequately funded and available.

· Existing public transportation is accessible, available in a timely manner, and equipped to suit the physical, sensory, and/or cognitive needs of all people.

· Paratransit systems for those who need them must be available at comparable cost and funded as an alternative to mass transportation.

· Our constituents have the option of owning and operating their vehicles.
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POLICY STATEMENTS
SYSTEMS

Systems are necessary to support people with mental retardation and related developmental disabilities
 and their families to enable them to live their lives like other people.  These support systems must be of high quality and focused on the people and their families, not the staff.

Direct Support Professionals.  Policy makers and provider organizations must establish and support a stable, competent, adequately compensated workforce of Direct Support Professionals (DSPs). Doing so ensures the quality and continuity of the community services that support people with mental retardation and related developmental disabilities.  

Prevention.  The nation must continue to investigate the causes, reduce the incidence, and limit the consequences of mental retardation and related developmental disabilities through education, research, advocacy, technical assistance, and support.

Research.  Basic and applied research on the causes, consequences, and treatment of mental retardation and related developmental disabilities must be adequately financed, well designed, focused on important topics, conducted with the highest ethical standards, and presented in formats accessible to multiple audiences.

Service Coordination.  Children and adults with mental retardation and related developmental disabilities and their families must have readily available assistance that is affordable and appropriate to find use, evaluate, and coordinate services, supports, and resources in their communities. 

Waiting Lists.  State agencies and service providers must deliver appropriate services and supports when requested and when needed by people with mental retardation and related developmental disabilities and their families. 
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DIRECT SUPPORT PROFESSIONALS   

POLICY STATEMENT

Policy makers and provider organizations must establish and support a stable, competent, adequately compensated workforce of Direct Support Professionals (DSPs). Doing so ensures the quality and continuity of the community services that support people with mental retardation and related developmental disabilities
.  

ISSUE

The lack of quality and continuity and the often inadequate amount of support they receive from DSPs is a key factor in the failure of some of our constituents to thrive in the community.  Inadequate compensation hampers both recruitment and retention.  Inadequate funding for training of DSPs and their supervisors as well as lack of sufficient supervision threatens health and safety.  It also hinders access to quality services.  Annual turnover rates among DSPs of 35% to 70% are not unusual.

POSITION

Stable, caring, competent, creative, adequately compensated, and qualified DSPs are essential to providing safe and effective supports and services for our constituents.  Such a workforce requires:

· Adequate Compensation.  DSPs must receive wages and benefits sufficient to attract and retain the workforce to fully support people living in the community.

· Education.  Government should support and provider agencies must be able to deliver high quality training covering the essential knowledge, ethical principles and practices, and skills necessary for effective direct support.  Employers must educate DSPs in the philosophy and values that all people are members of the community and should have control over their lives.

· Workforce sufficiency.  National, state, and local private and public entities must engage in policy initiatives to increase the number of people employed in direct support work.

· Management.  Organizations must support DSPs in their professional and personal development.
· Information Availability.  Organizations and individuals that employ DSPs must have access to high quality information, technical assistance, and training materials to enable them to recruit, train, manage, and retain a high-quality DSP workforce.

· Quality Assurance.  Federal and state quality assurance programs must assess and monitor DSP vacancy rates, retention, and competence as part of licensure, in order to recognize positive performance and to direct assistance to those with unacceptable performance.  DSP’s should not have a documented history of abuse, neglect or a criminal record. 
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PREVENTION

POLICY STATEMENT
The nation must continue to investigate the causes, reduce the incidence, and limit the consequences of mental retardation and related developmental disabilities
 through education, research, advocacy, technical assistance, and support.

ISSUE
The knowledge gained in the last 50 years about the causes of mental retardation and related developmental disabilities and the way to prevent these causes is not uniformly used.  Sometimes professionals and lay people are not aware of what is possible.  They remain ignorant of biomedical advances, preventive healthcare options, and the need to eliminate environmental hazards.  Other times, they choose to ignore the knowledge.  They do not make prevention a part of ongoing education and professional practice. 

POSITION
The nation must reduce the incidence and limit the consequences of mental retardation and related developmental disabilities through research, education, technical assistance, advocacy, and support.  

Prevention programs must include:

· Information and care given before, during, and following birth, including frequent physical/developmental checks and adequate nutrition as well as available and accessible support services and genetic counseling.

· Expansion of newborn screening programs that helps to identify conditions that require early intervention.

· Mandatory immunizations of children for all preventable contagious diseases.

· Programs to reduce the effects of poverty upon children's health and psychological well-being.

Education and advocacy must include:

· Support for expanded education of professionals and the public on the risks of exposing the fetus and children to agents that may harm brain development, such as alcohol, drugs, tobacco, environmental contaminants such as lead-based paints, and aspiring use with young children.

· Support in conjunction with other groups for expanded programs and education to prevent childhood injuries, including both unintentional (e.g., use of safety seats, seatbelts, bicycle helmets) and intentional (child abuse).

· Advocacy for preventing secondary conditions in persons with mental retardation and other developmental disabilities as these relate to issues of health, survival, and quality of life.

· Elimination and protection against known environmental contaminants which are known contributors to mental retardation, like lead and mercury.

· Enforcement of existing public policy designed to prevent causes of mental      retardation.

Prevention activities do not diminish the value of any individual.  Our constituents bring value to their families, communities, and nation.
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RESEARCH

POLICY STATEMENT

Basic and applied research on the causes, consequences, and treatment of mental retardation and related developmental disabilities 
must be adequately financed, well designed, focused on important topics, conducted with the highest ethical standards, and presented in formats accessible to multiple audiences.

ISSUE

Government and private financial commitments remain insufficient to support the broad research agenda that includes issues most important to our constituents and their families.  Without both basic and applied research, scientists cannot learn about the biological and environmental causes of mental retardation, reduce its preventable causes, improve the quality of life of affected persons and their families and address policy and service-delivery enhancements.  They cannot identify the most promising educational, social, and clinical interventions that help people develop and function in society.

Often they conduct research without consulting people with mental retardation and/or family members about its design, methodology, dissemination, and use.  They then present the results in ways that are neither understandable nor usable for nonscientists.

POSITION  

Applied and basic research related to the causes, consequences, and treatment of mental retardation and other developmental disabilities must be a national priority.  The following must occur:

· Government and private entities must make adequate funds available to support this research.

· Advocacy and professional organizations, government agencies, the research community and people with mental retardation and their families must work together in defining, evaluating, and promoting a research agenda that addresses important topics in the lives of people with mental retardation and their families.

· The highest scientific and ethical standards must be enforced to ensure efficient and effective use of limited research funds and to prevent exploitation or harm of people with mental retardation and members of their families.

· Results of research must reach, and through a variety of formats be understandable to, a wide audience.
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SERVICE COORDINATION

POLICY STATEMENT

Children and adults with mental retardation and related developmental disabilities
 and their families must have readily available assistance that is affordable and appropriate to find use, evaluate, and coordinate services, supports, and resources in their communities. 

ISSUE

Our constituents and their families often have a hard time finding and coordinating services and resources to meet the range of personal needs and preferences necessary to ensure quality of life and full inclusion in the community.  Funding and supports systems are frequently complex and therefore difficult to navigate.  In many places, assistance to individuals and their families is limited and service coordinators are required to assist more people than they can possibly serve.  These systems are often oriented to filling slots in the existing system rather than to meeting people’s needs.  Moreover, as service coordinators research options, they often ignore supports and resources that are available to all other citizens. 

POSITION
· Our constituents and their families must have ongoing access to effective, responsive, and reliable individual service coordination as needed.  Service coordinators must be funded at a level so that they work with only as many people as they can assist effectively.  Service coordinators must:

· Follow the wishes and needs of each individual through an organized planning process. As they help design, coordinate, and monitor supports and services, they must enable people to explore options, then find and use resources in their communities.  Service coordinators must be knowledgeable enough to help people make informed decisions based on reliable information.

· Develop formal and informal supports around the individual rather than try to fit the person into existing services because of availability.   Informal supports are natural supports such as family, friends, co-workers, and neighbors.

· Represent and advocate for the interests, preferences, and dreams of the individual and, when appropriate, the family. 

· Assist individuals and families so that they can independently coordinate their own supports and services if they so desire or hire someone of their choice..       


· Be independent of providers of services, local or state government, and funding sources to avoid conflict of interest. 

· Share information about desired supports and services as well as system gaps with funders so that systems become more responsive to people’s desires and needs.
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WAITING LISTS

POLICY STATEMENT
State agencies and service providers must deliver appropriate services and supports when requested and when needed by people with mental retardation and related developmental disabilities
 and their families. 

ISSUE

Our constituents and their families may remain on waiting lists for years after requesting necessary services and supports.  Frequently, educational gains are lost without ongoing support.

In many instances, people are not aware of the available services and supports and of alternative options that could result in faster and better services and supports.  Thus they may fail to get on the waiting list or may be waiting for inadequate or inappropriate services and supports.  They must often accept services and supports that are available but do not meet their actual wants and needs.  Many are desperate and placed under extraordinary stress.  To make matters worse, many states do not even maintain waiting lists.  

POSITION

Needed services and supports must be funded by government and available for our constituents and their families when they request them.  To ensure that people get the help they need, the following must occur:
· Public systems should actively reach out to individuals and to families to make them aware of the process to obtain services and supports.

· The process to determine eligibility and to plan necessary short- and long-term services and supports should occur promptly on request and be conducted by qualified personnel who are independent from the service provider and the funding agency.

· Individuals and families should be made aware of community service and support options whether they are readily available or need to be developed.

· Once a service or support option is agreed upon, it should be implemented as soon as possible but by no later than 90 days.  This timeframe applies to those who require a change in services and supports as well as to those without services and support.

· In emergency situations, people should receive services and supports within hours.

Adopted:
The Arc, Congress of Delegates, November 9, 2002


AAMR Board of Directors, May 28, 2002
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� Terminology for guardians differs by state and can include tutor, conservator, etc.
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� Aversive refers to noxious, painful, or intrusive stimuli or activities applied in response to a behavior that result in physical or psychological pain; as illustrated by, but not limited to, ammonia spray, electric shock, water spray to the face, pinches and deep muscle squeezes, etc. Psychological pain results from verbal abuse, including the ongoing use of stigmatizing language and outwardly aggressive interactions, including tone of voice and body posture. Deprivation refers to such actions as withholding, withdrawing, or delaying visitation or private communication with family and friends, adequate sleep, shelter, bedding, bathroom facilities, and food or drink or subjecting the person to prolonged periods of isolation and seclusion. 





� A functional analysis involves the observation of how a behavior is affected by both internal (e.g., illness) and external (e.g., social interactions) influences).  Such analyses should include an evaluation of factors contributing to the occurrence of the behavior and the consequences resulting from the behavior.  The intent of such an analysis is to identify environmental, medical, social, and psychological factors which point to the origin, contribute to the exhibition, and maintain the behavior.


� See Position Statement on Healthcare for a discussion of “informed consent.”
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� Informed consent:  voluntary, uncoerced agreement to accept a health care treatment.  (Midwest Bioethics Center & University of Missouri-Kansas City, Institute for Human Development, Bioethics Forum, Fall 1996)


� Surrogate decision-maker:  a person who makes health care decisions for a patient who cannot make his or her own decisions.  (Midwest Bioethics Center & University of Missouri-Kansas City, Institute for Human Development, Bioethics Forum, Fall 1996)


� Advance Directive:  an individual's written or oral preferences regarding life-sustaining medical treatment decisions.  (Ethics Manual, American College of Physicians, 1998)
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