N/ INSTITUTE FOR FAMILY-CENTERED CARE

' k 7900 Wisconsin Avenue, Suite 405, Bethesda, MD 20814 Phone 301-652-0281 Fax 301-652-0186 www.familycenteredcare.org

Transition to Adult Health Care for Youth
with Special Health Care Needs Bibliography

American Academy of Pediatrics, American Academy of Family Physicians, American College of Physicians-American
Society of Internal Medicine. (2002). A consensus statement on health care transitions for young adults with
special health care needs. Pediatrics, 110(6 pt 2), 1304 —1306.

Antonelli, R,, Stille, C., & Freeman, L. (2005). Enhancing collaboration between primary and subspecialty care providers
Jor children and youth with special health care needs. Washington, DC: Georgetown University Center for Child and
Human Development. Retrieved January 4, 2009, from http://gucchd.georgetown.edu/files/products_publications/
PrimarySpecialityCollaboration.pdf

Bailey, S., O’Connell, B., & Pearce, J. (2003). The transition from paediatric to adult health care services for young
adults with a disability: An ethical perspective. Australian Health Review, 26(1), 64-69.

Betz, C. L., & Redcay, G. (2003). Creating healthy futures: An innovative nurse-managed transition clinic for
adolescents and young adults with special health care needs. Pediatric Nursing, 29(1), 25-30.

Birnbaum, J. M. (2008). Transitional care for HIV and AIDS from adolescence to adulthood [PowerPoint slides]. Retrieved
January 4, 2009, from http://www.hivguidelines.org/admin/files/ce/slide-presentations/trans-care.ppt

Blum, R. W. (2002). Introduction: Improving transition for adolescents with special health care needs from pediatric to
adult-centered health care. Pediatrics 110, 1301-1303.

Bodenheimer, T., Wagner, E., & Grumbach, K. (2002). Improving primary care for patients with chronic illness.
Journal of the American Medical Association, 288, 1775-1779.

Burdo-Hartman, W. A., & Patel, D. R. (2008). Medical home and transition planning for children and youth with
special health care needs. Pediatric Clinics of North America, 55(6), 1287-1297.

Callahan, S. T., Winitzer, R. E, & Keenan, . (2001). Transition from pediatric to adult-oriented health care: A
challenge for patients with chronic disease. Current Opinion in Pediatrics, 13(4), 310-316.

Committee on Children with Disabilities, American Academy of Pediatrics. (2000). The role of the pediatrician in

transitioning children and adolescents with developmental disabilities and chronic illnesses from school to work or
college. Pediatrics, 106(4), 854-856.

Dosa, N. (Presenter). (2006, June 27). Improving transition to adulthood for adolescents with spina bifida. Spina Bifida
Association of America Annual Conference. Retrieved January 5, 2009, from http://sbaa.omnibooksonline.
com/2006/data/papers/024.pdf

Geenen, S. J., Powers, L. E., & Sells, W. (2003). Understanding the role of health care providers during the transition
of adolescents with disabilities and special health care needs. Journal of Adolescent Health, 32(3), 225-233.

Hack, C. H. (1997). Paradigms of care for children with special healthcare needs. Pediatric Annals, 26, 674-678.

Hagood, J. S., Lenker, C. V., & Thrasher, S. (2005). A course on the transition to adult care of patients with childhood-
onset chronic illnesses. Academic Medicine, 80(4), 352-355.

Hartman, A., DePoy, E., Francis, C., & Gilmer, D. (2003). Adolescents with special health care needs in transition:
Three life histories. Social Work in Health Care, 31(4), 43-57.

Homer, C. J., Klatka, K., Romm, D., Kuhlthau, K., Bloom, S., Newacheck, P, et al. (2008). A review of the evidence
for the medical home for children with special health care needs. Pediatrics, 122, €922-¢937.

TRANSITION TO ADULT HEALTH CARE FOR YOUTH WITH SPECIAL HEALTH CARE NEEDS BIBLIOGRAPHY

1



http://gucchd.georgetown.edu/files/products_publications/PrimarySpecialityCollaboration.pdf
http://gucchd.georgetown.edu/files/products_publications/PrimarySpecialityCollaboration.pdf
http://www.hivguidelines.org/admin/files/ce/slide-presentations/trans-care.ppt
http://sbaa.omnibooksonline.com/2006/data/papers/024.pdf
http://sbaa.omnibooksonline.com/2006/data/papers/024.pdf

Kelly, A. M., Kratz, B., Bielski, M., & Rinehart, P. M. (2002). Implementing transitions for youth with complex
chronic conditions using the medical home model. Pediatrics, 110, 1322-1327.

Lane, S. (Ed.). (Summer, 2009). Youth and transition: Changing tracks to successful adult lives [Theme issue].
Northwest Bulletin: Family and Child Health, 23(2), [Online exclusive]. Retrieved August 8, 2009, from heep://
depts.washington.edu/nwbfch/

Lotstein, D. S., McPherson, M., Strickland, B., & Newacheck, P. W. (2005). Transition planning for youth with special
health care needs: results from the National Survey of Children with Special Health Care Needs. Pediatrics, 115(6),
1562-1568.

McAllister, J., Presler, E., & Cooley, C. (2007). Medical home practice based care coordination: A workbook.
Greenfield, NH: The Center for Medical Home Improvement. Retrieved on January 4, 2009, from http://www.
medicalhomeimprovement.org/assets/pdf/PDF_Final_PracticeBased CC-Workbook7-16-07.pdf

McDonagh, J. E., & Viner, R. (20006). Lost in transition? Between paediatric and adult services. BM], 332, 435-436.

McDonagh, J. E, & Kelly, D. A. (2003). Transitioning care of the pediatric recipient to adult caregivers. Pediatric
Clinics of North America, 50(6), 1561-1583.

Michaud, P A., Suris, J. C., & Viner, R. (2004). The adolescent with a chronic condition. Part II: Healthcare provision.
Aprchives of Disease in Childhood, 89, 943-949.

Miller, M. R,, Forrest, C. B., & Kan, J. S. (2000). Parental preferences for primary and specialty care collaboration in
the management of teenagers with congenital heart disease. Pediatrics, 106, 264-269.

Olsen, D. G., & Swigonski, N. L. (2004). Transition to adulthood: The important role of the pediatrician. Pediatrics,
113(3), 159-162.

Palfrey, J. S., Softs, L. A., Davidson, E. J., Liu, J., Freeman, L., & Ganz, M. L. (2004). The Pediatric Alliance for
Coordinated Care: Evaluation of a medical home model. Pediatrics, 113(5), 1507-1516.

Pinzon, J. L., Jacobson, K., & Reiss, J. (2004). Say goodbye and say hello: The transition from pediatric to adult
gastroenterology. Canadian Journal of Gastroenterology, 18(12), 735-742.

Por, J., Golberg, B., Lennox, V., Burr, P, Barrow, J., & Dennard, L. (2004). Transition of care: Health care
professionals’ view. Journal of Nursing Management, 12(5), 354-361.

Reid, G. J., Irvine, M. J., & McCirindle, B. W. (2004). Prevalence and correlates of successful transfer from pediatric to
adult health care among a cohort of young adults with complex congenital heart defects. Pediatrics, 113, 197-205.

Reiss, J. G., Gibson, R. W., & Walker, L. R. (2005). Health care transition: Youth, family, and provider perspectives.
Pediatrics, 115(1), 112-120.

Reiss, J., & Gibson, R. (2002). Health care transition: Destinations unknown. Pediatrics, 110, 1307-1314.

Rosen, D. S., Blum, R. W., Britto, M., Sawyer, S. M., & Siegel, D. M. (2003). Transition to adult health care for
adolescents and young adults with chronic conditions: Position paper of the Society for Adolescent Medicine.
Journal of Adolescent Health, 33, 309-311.

Rudy, C. (2006). When do pediatric patients graduate? Journal of Pediatric Health Care, 20(5), 358-360.

Sadof, M., & Nazarian, B. (2007). Caring for children who have special health-care needs: A practical guide for the
primary care practitioner. Pediatrics in Review, 28(7), e36-¢42.

Scal, P. (2002). Transition for youth with chronic conditions: Primary care physicians’ approaches. Pediatrics, 110,
1315-1321.

White, P. H. (2002). Access to health care: Health insurance considerations for young adults with special health care
needs/disabilities. Pediatrics, 110, 1328-1335.

White, 2. H. (2002). Transition: A future promise for children and adolescents with special health care needs. Rbeumatic
Disease Clinics of North America, 28(3), 687-703.

TRANSITION TO ADULT HEALTH CARE FOR YOUTH WITH SPECIAL HEALTH CARE NEEDS BIBLIOGRAPHY

2 © 08/2009 Institute for Family-Centered Care


http://depts.washington.edu/nwbfch/
http://depts.washington.edu/nwbfch/
http://www.medicalhomeimprovement.org/assets/pdf/PDF_Final_PracticeBasedCC-Workbook7-16-07.pdf
http://www.medicalhomeimprovement.org/assets/pdf/PDF_Final_PracticeBasedCC-Workbook7-16-07.pdf



