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Advisory Committee on Training in Primary Care Medicine and Dentistry.  The role of title VII, Section 747 in preparing primary care practitioners to care for the underserved and other high risk groups and vulnerable populations (2007) 6th Annual Report to the Secretary of the US Department of Health and Human Services and to Congress.  Makes argument that persons with developmental disabilities qualify as a medically underserved population and includes data on number of title VII grantees who are currently teaching about neurodevelopmental disabilities (7.9%).
American Academy of Pediatrics, American Academy of Family Physicians and American College of Physicians-American Society of Internal Medicine.  A Consensus Statement on Health Care Transitions for Young Adults With Special Health Care Needs.  Pediatrics.  2002;110(6):1304-6. Available at: http://aappolicy.aappublications.org/cgi/content/full/pediatrics;110/6/S1/1304.  Accessed 8/20/09. 

American Association on Mental Retardation.  Declaration on health parity for persons with intellectual and developmental disabilities.  (June 2006).  available at: http://www.aamr.org/content_25.cfm?navID=90.  Accessed 8/20/09.

Centers for Disease Control and Prevention (CDC)/National Center on Birth Defects and d Developmental Disabilities (NCBDDD) Health Surveillance Work Group.  September 10-11, 2009. U.S. Surveillance of Health of People with Intellectual Disabilities.  Available at: http://www.cdc.gov/ncbddd/dh/publications/209537-A_IDmeeting%20short%20version12-14-09.pdf. Accessed 12/15/09.
Consortium for Citizens with Disabilities.  Principles for health care reform from a disability perspective.  (5/14/2009).  http://www.c-c-d.org/  Accessed 10/13/09.
Gleason B, Palmer J, Bhagat S, Reiss J. Enhancing health care transition for youth and

young adults living with chronic medical conditions and disabilities: suggestions for

reform. Coalition for Young Adults Living with Chronic Medical Conditions and Disabilities.

(October 2009).
Harder and Company Community Research.  A blind spot in the system: health care for people with developmental disabilities: findings from stakeholder interviews.  (September 2008).  San Francisco, CA. available at: http://familymedicine.medschool.ucsf.edu/odpc/docs/pdf/A%20Blind%20Spot%20in%20the%20System.pdf.  Accessed 1/13/10.
Harder and Company Community Research.  Components of a model system of care for people with developmental disabilities.  (February 2009).  San Francisco, CA. Available at: http://familymedicine.medschool.ucsf.edu/odpc/docs/pdf/Components%20of%20a%20Model%20System.pdf.  Accessed 1/13/10.  
Health Care Task Force, Division of Developmental Disabilities, Department of Social and Health Services.  Medical Care Task Force Report: Health Issues for Individuals with Developmental Disabilities.  (2002) State of Washington.  Available at: http://www.dshs.wa.gov/pdf/adsa/ddd/MedCare.pdf.  Accessed 8/20/09.  Superb, comprehensive policy for health care infrastructure to support health care for individuals with developmental disabilities; good discussion of need for sophisticated electronic medical record that allows interdisciplinary teams to keep on the same page.

Horwitz SM, Kerker BD, Owens PL and Zigler E.  The health status and needs of individuals with mental retardation.  Department of Epidemiology and Public Health, Yale University School of Medicine; (2000) Department of Psychology, Yale University, New Haven, CT.  Available at: http://info.specialolympics.org/Special+Olympics+Public+Website/English/Initiatives/Research/Health_Research/Health+Status+and+Needs.htm.  Accessed 8/20/09.  This was commissioned by Special Olympics.

Institute of Medicine (IOM).  2007.  The Future of Disability in America. Washington, DC: The National Academies Press.  Institute on Medicine report.

Kaiser Commission on Medicaid and the Uninsured.  Individuals with Special Needs and Health Reform: Adequacy of Health Insurance Coverage.  2009.  Available at: http://www.kff.org/healthreform/7967.cfm.  Accessed 9/15/09.

Kirschner KL, Curry RH.  Educating Health Care Professionals to Care for Patients with Disabilities.  JAMA.  2009;302(12):1334-1335.  Available at: http://jama.ama-assn.org/cgi/reprint/302/12/1334.  Accessed 10/05/09.
Meijer MM, Carpenter S, Scholte.  European manifesto on basic standards of health care for people with intellectual disabilities.  Journal of Policy and Practice in Intellectual Disabilities. 2004;1(1):10-5.  http://www.ncbi.nlm.nih.gov/pubmed/18470356.  Accessed 11/06/09.  Outlines the components of a minimally adequate community based health care system for people with ID.

National Association of State Directors of Developmental Disabilities Services.  Health care reform: Long-term services and supports for citizens with developmental disabilities.  2009.  Available at http://www.nasddds.org/pdf/HealthCareReform.pdf.  Accessed 8/20/09. 

National Council on Disability.  The Current State of Health Care for People with Disabilities. (2009) Washington DC.  Accessed 9/30/2009.  Available at: www.ncd.gov. 
Reis JP, Breslin, ML, Iezzoni LI, Kirschner KL.  It Takes More Than Ramps to Solve the Crisis of Healthcare for People with Disabilities.  (September 2004) Rehabilitation Institute of Chicago. Chicago IL 60611. 312-238-1051.  Available at: http://www.tvworldwide.com/events/hhs/041206/PPT/RIC_whitepaperfinal82704.pdf.  Accessed 8/20/09.  Argues that the structure of health care does not serve people with disabilities: problems span the stable characteristics of the providers of care, the tools and resources they have at their disposal, and the physical and organizational settings in which they work.  The concept goes beyond the factors of production to include the ways that the financing and delivery of health services are organized both formally and informally.

The Arc of Massachusetts.  Left out in the cold: Health care experiences of adults with intellectual and developmental disabilities in Massachusetts.  December 2008.  Available at: http://www.arcmass.org/Portals/0/TheArcofMassHealthCareFullReport_web-final_12.08.pdf.  Accessed 8/20/09.

The California Legislative Blue Ribbon Commission on Autism Report.  An Opportunity to Achieve Real Change for Californians with Autism Spectrum Disorders.  September, 2007.  Sacramento, CA. Available at: http://senweb03.senate.ca.gov/autism/whatsnew.html.  Accessed 4/23/09.  Focused on children but does make policy recommendations for health care for adults.

U.S. Department of Health and Human Services.  The Surgeon General’s Call to Action To Improve the Health and Wellness of Persons with Disabilities.  US Department of Health and Human Services, Office of the Surgeon General, 2005.  Available at: http://www.surgeongeneral.gov/library/disabilities/calltoaction/whatitmeanstoyou.html.  Accessed 8/20/09.

U.S. Public Health Service.  (February 2001) Closing the Gap: A National Blueprint for Improving the Health of Individuals with Mental Retardation.  Report of the Surgeon General’s Conference on Health Disparities and Mental Retardation.  Washington, DC. Available at: http://www.surgeongeneral.gov/topics/mentalretardation/.  Accessed 8/20/09.

World Health Organization (2000).  Ageing and Intellectual Disabilities-Improving Longevity and Promoting Healthy Ageing: Summative Report. Geneva, Switzerland: World Health Organization.  Available at: http://www.who.int/mental_health/media/en/20.pdf.  Accessed 8/20/09.  Another call for trained health care providers, service and policy. 
Updated: 01.13.10

Office of Developmental Primary Care ( UCSF Department of Family and Community Medicine 

500 Parnassus Avenue, MUE318, Box 0900 ​ San Francisco, CA 94143

Tel: (415) 476-4641 ( Email: odpc@fcm.ucsf.edu ( Web: www.developmentalmedicine.ucsf.edu
PAGE  
3

