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Position Statements for Revision – July 2021 
 
The following position statements have been chosen for revision: 

1. Addressing the Causes and Effects of IDD (p. 1) 
2. Advocacy (p. 4) 
3. Human and Civil Rights (p. 6) 

In addition, one current statement from AAIDD has been chosen for development as a joint 
statement: 

4. Anti-Racism (p.7)  
 

The up-to-date footnote describing intellectual and developmental disabilities is included in the 
first statement but has been removed from all other statements simply to avoid repetition.  

_______________ 
 
1. ADDRESSING THE CAUSES AND EFFECTS OF INTELLECTUAL AND 

DEVELOPMENTAL DISABILITIES1 
 
According to the Developmental Disabilities Assistance and Bill of Rights Act (DD Act) and 
other federal legislation, “disability is a natural part of the human experience...”.  Prevention 
activities do not diminish the value of individuals with intellectual and/or other 
developmental disabilities (IDD), but rather strive to maximize the independence and 
enhance quality of life for people with IDD.  The Nation must continue to investigate the 
causes, avoid those that are preventable, and limit negative effects of conditions that cause 
IDD through basic, applied, and clinical research, public awareness, education, advocacy, 
early intervention, and appropriate supports.    
 
ISSUE 
 
Knowledge about biomedical causes of disability, preventive health care options, and the 
consequence of exposure to environmental hazards is increasing rapidly, yet practical 
application of this information is lacking. Supporting the prevention of IDD and valuing the lives, 
diversity, and contributions of persons with IDD are compatible positions.   
 

 
1 Intellectual Disability (ID) is a lifelong condition where significant limitations in both intellectual functioning and adaptive 
behavior emerge during the developmental period (before adulthood).  
  Developmental Disabilities (DD), first defined in 1975 federal legislation now known as “The DD Act”, are a group of lifelong 
conditions that emerge during the developmental period and result in some level of functional limitation in learning, language, 
communication, cognition, behavior, socialization, or mobility. The most common DD conditions are intellectual disability, 
Down syndrome, autism, cerebral palsy, spina bifida, fetal alcohol syndrome, and fragile X syndrome.  
  The acronym “IDD” is used to describe a group that includes either people with both ID and another DD or a group that 
includes people with ID or another DD. The supports that people with IDD need to meet their goals vary in intensity from 
intermittent to pervasive. 
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Despite dramatic advances in our Nation’s view of disability and supports and services for 
individuals with disabilities, quality of life remains elusive for far too many persons with IDD.  
When individuals with IDD do not receive adequate, comprehensive health care, including 
access to mental health, habilitative and dental health services across the lifespan, therapies, 
education, and access to assistive technology, preventable secondary conditions can occur.  
  
POSITION 
 
The Nation must investigate the causes, avoid those that are preventable, and limit the 
negative effects of conditions that cause IDD through prevention programs, policies, and 
practices which must include: 
 
Research 
● Research on the conditions that cause IDD, including, but not limited to, biomedical causes 

of disability, preventive health care options, and the consequence of exposure to 
environmental hazards. 
 

Public Health Programs 
● Promotion of folic acid supplementation among women of child-bearing age, with emphasis 

in communities where the incidence of neural tube defects is higher; 
 

● Efforts to prevent accidental childhood injuries, such as programs to promote the use of car 
seats, seatbelts, and bicycle and other sports helmets; 

 
● Compliance with state laws on immunizations of children for preventable contagious 

diseases associated with IDD to achieve public health objectives and optimal health 
outcomes;  
 

● Encouragement of immunizations for women of child-bearing age for preventable 
contagious diseases that are associated with IDD; 

 
● Programs to ensure that prospective parents and pregnant women have coverage for and 

access to comprehensive prenatal care to support the best possible birth outcomes.  In the 
case of mothers with IDD, such care must meet the mother’s disability and communication 
needs; 

 
● Disability sensitive information and supports for post-natal care for mothers with IDD; 

 
● Programs to ensure that pregnant women (including those with IDD), infants, and children 

receive adequate nutrition and healthcare; 
 

● Information and care before, during, and following birth, including frequent 
physical/developmental checks, and referral to community resources, if appropriate; 
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● Programs to ensure that children who live in poverty have access to adequate health and 
development support; 

 
● Education of professionals and the public on the risks of prenatal and childhood exposure to 

agents that may harm brain development, such as alcohol, drugs, tobacco, polychlorinated 
biphenyls (PCBs) and environmental hazards such as lead and mercury.  In addition, 
professionals, families, and self-advocates should be made aware that individuals with IDD 
who experience compromised health or limited access to healthcare may be uniquely 
vulnerable to environmental hazards; 

 
● Reduced exposure to and protection against infectious agents and environmental hazards 

known to cause or contribute to IDD, such as insect-borne diseases like the Zika virus, and 
lead, mercury, and polychlorinated biphenyls (PCBs),  as well as improved workplace safety 
initiatives;   

 
● Programs and education to reduce the incidence of disabilities resulting from child abuse, 

particularly Shaken Baby Syndrome; 
 

● Expansion of newborn screening and early childhood developmental screening programs to 
identify conditions that require specialized medical treatment at birth or soon after, and to 
provide for timely referral to early intervention services.  Such programs should be modeled 
on the highly successful efforts to prevent IDD resulting from PKU and hypothyroidism; and 

 
● Enforcement of existing public policies designed to prevent IDD. 

 
Quality of Life 
 
Investigating the causes, avoiding those that are preventable, and limiting negative effects of 
conditions that cause IDD will contribute to individual and family quality of life.  It is also 
imperative that individuals with IDD engage in person-centered and self-directed services and 
supports that are appropriate and affordable in order to improve quality of life, as well as to 
address secondary conditions through the following:  
 
● Appropriate funding for interventions, preventive health care, habilitation services, 

educational services, community-based supports, and assistive technology to maximize 
independence and lessen the development of preventable secondary conditions in people 
with IDD who often are at greater risk for health problems that can be prevented; 

 
● Proactive efforts in policy development and program design to identify and prevent health 

disparities and the development of secondary conditions in persons with IDD; 
 
● Continued research into and application of promising interventions, best practices, and 

community-based supports that maximize independence and enhance quality of life for 
individuals with intellectual and/or developmental disabilities; and 
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● Dissemination of knowledge about research-based best practices. 

 
Rev’d 2016 

_______________ 
 
2. ADVOCACY 
 
Advocacy on the individual or systems level is acting with or on behalf of an individual or 
group to resolve an issue, obtain a needed support or service or promote a change in the 
practices, policies and/or behaviors of third parties. Advocacy is essential for promoting and 
protecting the civil and human rights of people with intellectual and/or developmental 
disabilities and for establishing, maintaining or improving their quality of life. 
 
ISSUE 
 
Without strong advocacy at all levels, people with intellectual and/or developmental disabilities 
may not have access to needed supports as well as opportunities to exercise inherent civil and 
human rights. Additionally, strong advocacy may be required to prevent and/or address abuse, 
neglect and exploitation that people with intellectual and/or developmental disabilities may 
experience. Persons with intellectual and/or developmental disabilities may need the support 
of advocates to become effective self-advocates. 
 
POSITION 
 
Advocacy is vital in improving and sustaining quality of life for persons with intellectual and/or 
developmental disabilities. To be effective, advocacy must take place at both the individual and 
system levels. Advocacy can be aimed at public officials, support systems and the general 
public. 
 
Individuals 
 
Advocates, including self-advocates, should be trained and knowledgeable about the rights and 
dignity of children and adults as set forth in the position statements of The Arc. 
 
Advocates must communicate effectively with individuals they assist, encouraging them to 
express and act on their thoughts, choices and feelings about issues and proposed solutions to 
problems. The advocate and the individual must be able to understand each other. The 
advocate should exercise great care to ensure that the person with intellectual and/or 
developmental disabilities fully understands the benefits and risks of any decision. When 
making decisions, individuals 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 matters under consideration. 
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Self-advocates should: 
 

• Know about, understand and assert their rights; 
• Obtain support to be effective self-advocates; 
• Practice self-determination and advocacy; 
• Learn and develop the skills necessary to advocate for one’s self; 
• Practice self-protection;  
• Obtain needed services; and 
• Fully participate in their community. 
 

In certain circumstances, parents, other legal representatives or other supporters may need to 
be involved in making decisions with and on behalf of the individual. At such times, advocates 
must represent the interests of the individual. Advocates must be careful to recognize and set 
aside their own personal desires or points of view that may conflict with those of the individual 
for whom they are advocating. If there is a conflict of interest, the advocate should withdraw 
from the decision-making. 
 
Systems 
 
Systems change advocacy can provide tremendous benefit for people with intellectual and/or 
developmental disabilities. 
 
The goal of systems advocacy is to enhance public awareness of the rights, strengths, needs, 
and interests of people with intellectual and/or developmental disabilities and influence law 
and policy to improve public and private systems of support and services. Family members and 
self-advocates should play a meaningful role in systems change. Agencies providing supports to 
individuals should also advocate for system change that will improve the quality of life for all 
individuals, whether supported by the agency or not. 
 
Individuals should have access to Protection and Advocacy systems and other entities 
mandated by state and federal laws that: 
 

• Have the flexibility to respond to issues raised at any time during an individual’s life; 
• Are independent of conflicts of interest, undue influence and government control; 
• Are adequately funded and staffed;  
• Provide advocacy on their behalf even though a formal complaint has not been filed; 
• Have appropriate government or other oversight of quality, cost effectiveness, 

efficiency, and high standards to ensure the health, safety and well-being of individuals 
being served; 

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

• Provide means for appealing unfavorable decisions. 
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Rev’d 2015 

_______________ 

 
3. HUMAN AND CIVIL RIGHTS 
 
The human and civil rights of all people with intellectual and/or developmental disabilities 
must be honored, protected, communicated, enforced and thus be central to all advocacy on 
their behalf. 
 
ISSUE 
 
Today, as throughout history, the human and civil rights of people with intellectual and/or 
developmental disabilities have been unjustifiably limited or denied based on a lack of 
understanding of their humanity. These rights include the right to autonomy, dignity, family, 
justice, life, liberty, equality, self-determination, community participation, property, health, 
well-being, access to voting, freedom from unwarranted and unjustifiably extensive 
guardianship, equality of opportunity and other rights recognized by law or international 
declarations, conventions, or standards. 
 
Though freedom from discrimination is a basic human right accepted as part of the 
fundamental law of the land, advancing the human and civil rights of people with intellectual 
and/or developmental disabilities presents particular challenges. 
 
Many individuals, businesses, federal, state, and local government agencies and other entities 
remain unaware of or ignore the human and civil rights of people with intellectual and/or 
developmental disabilities.  As a result, people with intellectual and/or developmental 
disabilities face unique challenges, including the following:  
 

• A history of discrimination and exclusion from meaningful choice and participation in 
employment, housing, voting, transportation, and other programs, activities, and 
services provided by the public and private sectors of society; 

• Social and cultural attitudes of devaluation and fear; 
• Unfounded beliefs that people with intellectual and/or developmental disabilities 

cannot and/or do not contribute to society; 
• Societal failure to provide the supports wanted and needed for full community 

participation, equal opportunity, independent living, and economic self sufficiency; 
• Overprotection without freedom to exercise individual rights; 
• Under-payment for labor and services and denial of the means of economic self-

sufficiency; 
• Forced impoverishment;  
• Prejudice that views people with intellectual and/or developmental disabilities as 

unworthy of progressive public policies and related public funding; and 

http://www.thearc.org/NetCommunity/page.redir?target=http%3a%2f%2fwww.thearc.org%2fNetCommunity%2fDocument.Doc%3fid%3d1613&srcid=1358&erid=0
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• The presence of other factors that, in combination with intellectual and/or 
developmental disabilities, expose them to increased risk of rights violations.  These 
factors include: age; gender; race/ethnicity; sexual orientation; cultural, linguistic, 
geographic, or spiritual diversity; economic status; severity of disability; intensity of 
needed supports; and others. 

 
POSITION 
 
All people with intellectual and/or developmental disabilities are entitled to human and civil 
rights.  Given that all people with intellectual and/or developmental disabilities are complex 
human beings with varying attributes and living circumstances, and many experience multiple 
risk factors for human and civil rights violations, we emphasize that all are entitled to human 
and civil rights regardless of age, gender, race/ethnicity, sexual orientation, cultural, linguistic, 
geographic, and spiritual diversity, economic status, severity of disability, intensity of needed 
supports, or other factors that expose them to increased risk of rights violations.  
 
These rights include the rights to autonomy, dignity, family, justice, life, liberty, equality, self-
determination, community participation, property, health, well-being, access to voting, and 
equality of opportunity and others recognized by law or international declarations, 
conventions, or standards. All people with intellectual and/or developmental disabilities must 
have the right to supports they need to exercise and ensure their human and civil rights. Local, 
state, federal, and international governments must strongly enforce all human and civil rights. 
 
Rev’d 2015 

_______________ 
 
4. ANTI-RACISM 

(Current Position of AAIDD) 
 
The AAIDD community is grieving the deaths of George Floyd and Breonna Taylor as well as 
Sandra Bland, Eric Garner, Freddie Gray, Tanisha Anderson, Deborah Danner, Ezell Ford, Alfred 
Olango and Keith Lamont Scott and the murder of Black people due to violence, including police 
violence. We condemn all violence and discrimination resulting from structural racism.  As a 
professional organization, we are committed to supporting the eradication of barriers within 
policies and practices that are grounded in systemic and structural racism that form inequities 
for Black people in our country, including Black people with intellectual and developmental 
disabilities. As an organization, AAIDD does not condone racism or discrimination and 
recognizes that these issues have unfairly impacted the education, health, justice, and dignity of 
Black people in our country. In view of that, to AAIDD’s Black members we say–your lives 
matter! To Black people with intellectual and developmental disabilities—we see you—we 
support you—and your lives matter! 
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AAIDD reaffirms our commitment to promoting diversity and understanding that racism is at 
the forefront of this oppression. We acknowledge that racial inequities contribute to the 
persistent income and wealth gap, unemployment rate, education bias, housing discrimination, 
healthcare inequality, social exclusion, and violence that has impacted Black people throughout 
the history of our country—and has sparked outrage for many individuals across the globe. We 
as an organization pledge to take action against these injustices by advancing an antiracist 
agenda that includes leveraging our resources and supports to combat issues of racism. We 
must also illuminate how racial oppression for Black people with intellectual and 
developmental disabilities impacts their human rights in ways that it does not impact other 
groups. Thus, AAIDD pledges to promote anti-racist policies, research, and practices that 
prioritize equity for Black people with intellectual and developmental disabilities. 

We are saddened by the multidimensional forms of racism that leads to the death of Black 
people in this country. This violence against Black people is a reminder of the action that must 
happen against oppressive forces. Therefore, we call on our AAIDD community to embrace 
efforts to eradicate unjust forces that particularly impact the lives of Black people. We call on 
our AAIDD community to identify tangible steps to implement an antiracist agenda and address 
racist policies that creates trauma for Black people with intellectual and developmental 
disabilities. We also recognize that institutional discrimination targets many groups beyond 
Black people, and we strongly denounce all such forms of hate that produce inequities and 
violence. As our nation continues to listen and learn lessons, we are dedicated to working as an 
organization and with allies to support social justice and antiracism. 
 
December 9, 2020 
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