NP4 INSTITUTE FOR PATIENT- AND FAMILY-CENTERED CARE

k 6917 Arlington Road, Suite 309 - Bethesda, MD 20814 - Phone: 301-652-0281 « Fax: 301-652-0186 - www.ipfcc.org

Pediatric Care Bibliography

Ahmann, E., & Johnson, B. H. (2000). Family-centered care: Facing the new millennium. Pediatric Nursing, 26(1),
87-90.

Ainbinder, J., Blanchard, L., Singer, G. H. S., Sullivan, M., Powers, L., & Marquis, J. (1998). A qualitative study of
parent-to-parent support for parents of children with special needs. Journal of Pediatric Psychology, 23(2), 99-1009.

American Academy of Pediatrics. (2004). Policy statement: Medical home initiatives for children with special needs
project advisory committee. Pediatrics, 113(5), 1545-1547.

American Academy of Pediatrics Committee on Pediatric Emergency Medicine, American College of Emergency
Physicians Pediatric Emergency Medicine, O’Malley, P, Brown, K., & Mace, S. E. (2000). Patient- and family-
centered care and the role of the emergency physician providing care to a child in the emergency department.
Pediatrics, 118(5), 2242-2244.

Ammentorp, J., Mainz, J., & Sabroe, S. (2005). Parents” priorities and satisfaction with acute pediatric care. Archives of
Pediatric and Adolescent Medicine, 159(2), 127-131.

Andrade, T. M. (1998). Sibling visitation: Research implications for pediatric and neonatal patients. 7he Online Journal
of Knowledge Synthesis for Nursing-Abstract, 5, Doc. No. 6.

Antonelli, R. C., McAllister, J. W., & Popp, J. (2009, May). Making care coordination a critical component of the pediatric
health system: A multidisciplinary framework. New York: The Commonwealth Fund.

Arango, . (1999). A parent’s perspective on family-centered care. Developmental and Behavioral Pediatrics, 20(2), 123-
124.

Aronson, 2. L., Yau, J., Helfaer, M. A., & Morrison, W. (2009). Impact of family presence during pediatric intensive
care unit rounds on the family and medical team. Pediatrics, 124(4), 1119-1125.

Bauchner, H., Vindi, R., Bak, S., Pearson, C., & Corwin, M. J. (1996). Parents and procedures: A randomized
controlled trial. Pediatrics, 98(5), 861-867.

Baum, L. A. (2004). Internet parent support groups for primary caregivers of a child with special health care needs.
Pediatric Nursing, 30(5), 381-390.

Beckett, P, Wynne, B., & Redmond, S. (1996). Mother-baby care: A roadmap for success. 7he Journal of Family-
Centered Nursing, 1(1), 10-13.

Bell, J. L., Johnson, B. H., Desai, P. P, & McLeod, S. M. (2009). Family-centered care and the implications for child
life practice. In R. H. Thompson (Ed.), 7he handbook of child life: A guide for pediatric psychosocial care (pp. 95-
115). Springfield, IL: Charles C. Thomas Publisher, LTD.

Boie, E. T., Moore, G. P, Brummett, C., & Nelson, D. R. (1999). Do parents want to be present during invasive
procedures performed on their children in the emergency department? A survey of 400 parents. Annals of Emergency
Medicine, 34, 70-74.

Boudreaux, E. D., Francis, J. L., & Loyacono, T. (2002). Family presence during invasive procedures and resuscitations
in the emergency department: A critical review and suggestions for future research. Annals of Emergency Medicine,

40(2), 193-205.

PEDIATRIC CARE BIBLIOGRAPHY

1




Broome, M. E. (2000). Helping parents support their child in pain. Pediatric Nursing, 26(3), 315-317.

Coker-Appiah, D. S., Akers, A. Y., Banks, B., Albritton, T., Leniek, K., Wynn, M., et al. (In press). In their own voices:
Rural African American youth speak out about community-based HIV prevention interventions. Progress in
Community Health Parmerships: Research, Education and Action, 3(4).

Cooley, W. C. (2001). Family-centered care in pediatric practice. In R. A. Hoekelman (Ed.), Primary pediatric care
(712-714). St. Louis: Mosby.

Cooley, W. C., & McAllister, J. W. (1999). Putting family-centered care into practice —A model response to the
adaptive practice model. Developmental and Bebavioral Pediatrics, 20(2), 120-122.

Cooley, W. C., & McAllister, J. W. (2001). Building a medical home: Improvement strategies in primary care for
children with special health care needs: Medical home improvement kit. Concord, NH: Center for Medical Home
Improvement. Retrieved January 5, 2009, from http://www.medicalhomeimprovement.org/assets/pdf/MHIK%20
complete.pdf

Cooley, W. C., McAllister, J. W., Sherrieb, K., & Khulthau, K. (2009). Improved outcomes associated with medical
home implementation in pediatric primary care. Pediatrics, 124, 358-364.

Committee on Hospital Care. American Academy of Pediatrics & Institute for Patient- and Family-Centered Care. (2003).
Family-centered care and the pediatrician’s role. Pediatrics, 112(3 Pt 1), 691-697.

Davidson, J. E., Powers, K., Hedayat, K. M., Tieszen, M., Kon, A. A., Shephard, E., et al. (2007). Clinical practice
guidelines for support of the family in the patient-centered intensive care unit: American College of Critical Care
Medicine Task Force 2004-2005. Critical Care Medicine, 35(2), 605-622.

Dempsey, 1., & Dunst, C. ]. (2004). Helpgiving styles and parent empowerment in families with a young child with a
disability. Journal of Intellectual and Developmental Disability, 29, 40-51.

Dillon, A. D. (2003). Parent partners: Creative forces on medical home improvement teams. Concord, NH: Center for

Medical Home Improvement. Retrieved January 2, 2009, from http://www.medicalhomeimprovement.org/assets/
pdf/CMHI_PP_Guide.pdf

Dingeman, R. S., Mitchell, E. A., Meyer, E. C., & Cutley, M. A. Q. (2007). Parent presence during complex invasive
procedures and cardiopulmonary resuscitation: A systematic review of the literature. Pediatrics, 120, 842-854.

Dokken, D. L., & Sydnor-Greenberg, N. (2000). Exploring complementary and alternative medicine in pediatrics:
Parents and professionals working together for new understanding. Pediarric Nursing, 26(4), 383-390.

Dokken, D. L., & Sydnor-Greenberg, N. (2001). Communication in health care: The parent’s perspective. Journal of
Child and Family Nursing, 4(1), 71-75.

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

Dunst, C. J., & Dempsey, L. (2007). Family-professional partnerships and parenting competence, confidence, and
enjoyment. International Journal of Disability, Development, and Education, 54, 305-318.

Dunst, C. J., Hamby, D. W., & Brookfield, J. (2007). Modeling the effects of early childhood intervention variables on
parent and family well-being. Journal of Applied Quantitative Methods, 2(3), 268-288.

Dunst, C. J., & Trivette, C. M. (1994). Aims and principles of family support and programs. In C. J. Dunst,
C. M. Trivette, & A. G. Deal (Eds.), Supporting and strengthening families. Volume 1: Methods, Strategies, and
Practices (pp. 30-48). Cambridge, MA: Brookline Books.

Dunst, C. J., & Trivette, C. M. (1996). Empowerment, effective helpgiving practices, and family-centered care.
Pediatric Nursing, 22(4), 334-337.

Dunst, C. J., Trivette, C. M., & Deal, A. G. (1988). Enabling and empowering families: Principles and guidelines for
practice. Cambridge, MA: Brookline Books.

PEDIATRIC CARE BIBLIOGRAPHY
2




Dunst, C. J., Trivette, C. M., & Hamby, D. W. (2006). Family support program quality and parent, family and child
benefits. Asheville, NC: Winterberry Press.

Dunst, C. J., Trivette, C. M., & Hamby, D. W. (2007). Meta-analysis of family-centered helpgiving practices research.
Mental Retardation and Developmental Disabilities Research Reviews, 13(4), 370-378.

Dunst, C. J., Trivette, C. M., & Hamby, D. W. (2007). A matter of family-centered helpgiving practices. Asheville, NC:
Winterberry Press.

Eckle, N., & MacLean, S. L. (2001). Assessment of family-centered care policies and practices for pediatric patients in
nine U.S. emergency departments. Journal of Emergency Nursing, 27, 238-245.

Edelman, L., Greenland, B., & Mills, B. L. (1992). Building parent/professional collaboration. St. Paul, MN: Pathfinder
Resources, Inc.

Family-Professional Partners Institute, & Massachusetts Consortium for Children with Special Health Care Needs.
(2008) The power of parinership: Sixteen family-professional partnerships thar are making a difference for children
with special health care needs. Boston, MA: New England SERVE. Available from http://www.neserve.org/neserve/
pub_pop.htm

Family-Professional Partners Institute, & Massachusetts Consortium for Children with Special Health Care Needs.
(2008). Structure & spark! Building family-professional partnerships to improve care for children with special health care
needs. Boston, MA: New England SERVE. Available from http://www.neserve.org/neserve/pub_structure.htm

Feldman, H. M., Ploof, D., & Cohen, W. 1. (1999). Physician—family partnerships: The adaptive practice model.
Developmental and Behavioral Pediatrics, 20(2), 111-116.

Fina, D., Lopas, L. J., Stagnone, A. H., & Santucci, P. R. (1997). Parent participation in the postanesthesia care unit:
Fourteen years of progress at one hospital. Journal of PeriAnesthesia Nursing, 12(3), 152-162.

Galvin, E., Boyers, L., Schwartz, 2. K., Jones, M., Money, P, Warwick, J., et al. (2000). Challenging the precepts of
family-centered care: Testing a philosophy. Pediatric Nursing, 26(6), 625-632.

Giganti, A. W. (1998). Families in pediatric critical care: The best option. Pediatric Nursing, 24(3), 261-265.

Guzzetta, C. E., Clark, A. P, & Wright, J. L. (2006). Family presence in emergency medical services for children.
Clinical Pediatric Emergency Medicine, 7(1), 15-24.

Hanson, J. L., Johnson, B. H., Jeppson, E. S., Thomas, M. J., & Hall, J. H. (1994). Hospitals moving forward
with family-centered care. Bethesda, MD: Institute for Patient- and Family-Centered Care. Available from
heep://www.ipfcc.org/resources/pinwheel/index.html

Hanson, J. L., & Randall, V. E (1999). Evaluating and improving the practice of family-centered care. Pediatric
Nursing, 25(4), 445-449.

Hanson, J. L., Randall, V. E, & Colston, S. S. (1999). Parent advisors: Enhancing services for young children with
special needs. Infants and Young Children, 12(1), 17-25.

Harbaugh, B., Kirschbaum, M., & Tomlinson, P. (2004). Parents’ perceptions of nurses’ caregiving behaviors in the
pediatric intensive care unit. Issues in Comprehensive Pediatric Nursing, 27(3), 163-178.

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. Pediarrics, 122, ¢922-¢937.

Hostler, S. L. (1995). Family-centered care: Implementation in tertiary care settings. Charlottesville, VA: Kluge Children’s
Rehabilitation Center.

Hunter, R. W. (1994). Parents as policy-makers: A handbook for effective participation. Portland, OR: Portland State
University, Research and Training Center on Family Support and Children’s Mental Healch.

Hyman, D. (2003). Working session 1c: Asthma: Chronic disease among children. Ethnicity & Disease, 13, S3-
94-S3-98.

PEDIATRIC CARE BIBLIOGRAPHY

3


http://www.ipfcc.org/resources/pinwheel/index.html
http://www.ipfcc.org/resources/pinwheel/index.html

Institute for Patient- and Family-Centered Care. (Producer). (2004). Parent participation in rounds: The reflections
of a pediatric intensivist [Videotape]. Bethesda, MD: Institute for Patient- and Family-Centered Care. Available from
htetp://www.ipfcc.org/resources/videos/index.html

Ireys, H., Chernoff, R., DeVet, K. D., & Kim, K. (2001). Maternal outcomes of a randomized controlled trial of
a community-based support program for families of children with chronic illnesses. Archives of Pediatric and
Adolescent Medicine, 155, 771-777.

Jeppson, E. S., & Thomas, J. (1995). Essential allies: Families as advisors. Bethesda, MD: Institute for Patient- and
Family-Centered Care. Available from hetp://www.ipfcc.org/resources/videos/index.heml

Johnson, B. H. (2000). Family-centered care: Four decades of progress. Families, Systems, & Health, 18(2), 133-156.
Johnson, B. H., & Eichner, J. M. (2003). Family-centered care and the pediatrician’s role. Pediatrics, 112(3), 691-696.

Johnson, B. H., & Schlucter, J. (2008). Family-centered home health care. In R. C. Libby & S. O. Imaizumi (Eds.),
Guidelines for pediatric home health care (2™ ed.). Evanston, IL: American Academy of Pediatrics.

Johnson, B. H., Thomas, J., & Williams, K. (1997). Working with families to enhance emergency medical services for
children. Washington, DC: Emergency Medical Services for Children National Resource Center.

Kaplan-Sanoff, M., Brown, T. W., & Zuckerman, B. S. (1997) Enhancing pediatric primary care for low-income
families: Cost lessons learned from pediatric pathways to success. Zero to Three, 6, 34-36.

Kitchem, B. E. (2005). Family-centered care: A case study. Journal for Specialists in Pediatric Nursing, 10(2), 93-97.
Landis, M. (2007). The many roles of families in family-centered care — Part IV. Pediatric Nursing, 33(3), 263-265.

Landry, M., Lafrenaye, S., Roy, M., & Cyr, C. (2007). A randomized, controlled trial of bedside versus conference-
room case presentation in a pediatric intensive care unit. Pediatrics, 120(2), 275-280.

Leff, D T., & Walizer, E. H. (1992). Building the healing partnership: Parents, professionals, and children with chronic
illness and disabilities. Brookline, MA: Brookline Books.

Levinson, W. (1997). Doctor-patient communication and medical malpractice: Implications for pediatricians. Pediatric
Annals, 26(3), 186-193.

Lewandowski, L. A., & Tesler, M. D. (Eds.). (2003). Family-centered care: Putting it into action, SPNJANA guide to
Jamily-centered care. Washington, DC: Society of Pediatric Nurses/American Nurses Association.

Leyden, C. G. (1998). Consumer bill of rights: Family-centered care. Pediatric Nursing, 24(1), 72-73.

McAllister, J. W., Sherrieb, K., & Cooley, W. C. (2009). Improvement in the family-centered medical home enhances
outcomes for children and youth with special healthcare needs. journal of Ambulatory Care Management, 32(3),
188-196.

McDougall, S., & Johnson, B. H. (2001). Creating children’s advisory councils. Bethesda: Institute for Patient- and
Family-Centered Care. Available from http://www.ipfcc.org/resources/pinwheel/index.heml

Mcklindon, D. D., & Schlucter, J. (2004). Parent and nursing partnership model for teaching therapeutic relationships.
Pediatric Nursing, 30(5), 418-420.

McMullan, C., Parker, M., & Sigwart, J. (2009). Developing a unit-based family advocacy board on a pediatric
intensive care unit. 7he Permanente Journal, 13(4), 28-32.

Meltzer, L. J., Steinmiller, E., Simms, S., & Grossman, M. (2009). Staff engagement during complex pediatric medical
care: The role of patient, family, and treatment variables. Patient Education and Counseling 74, 77-83.

Moretz, J. G., & Black, J. (2007). The many roles of families in family-centered care—Part V. Interview by Deborah
Dokken. Pediatric Nursing, 33(4), 356-358.

Muething, S. E., Kotagal, U. R., Schoettker, P. J., Gonzalez del Rey, J., & DeWitt, T. G. (2007). Family-centered
bedside rounds: A new approach to patient care and teaching. Pediatrics, 119(4), 829-832.

PEDIATRIC CARE BIBLIOGRAPHY
4



http://www.ipfcc.org/resources/videos/index.html
http://www.ipfcc.org/resources/videos/index.html
http://www.ipfcc.org/resources/videos/index.html
http://www.ipfcc.org/resources/pinwheel/index.html

National Association of Emergency Medical Technicians. (2000). Family-centered pre-hospital care: Partnering with
Jfamilies to improve care. Clinton, MD: Author.

National Resource Network for Child and Family Mental Health Services at the Washington Business Group on
Health. (Ed.). (1999). Systems of care: Promising practices in children’s mental health, 1998 Series, Volumes I-VII.
Washington, DC: Center for Effective Collaboration and Practice, American Institutes for Research.

Newton, M. S. (2000). Family-centered care: Current realities in parent participation. Pediatric Nursing, 26(2), 164-
168.

Nibert, L., & Ondrejka, D. (2005). Family presence during pediatric resuscitation: An integrative review for evidence-
based practice. Journal of Pediatric Nursing, 20(2), 145-147.

Nickel, R. E., Cooley, W. C., McAllister, J. W., & Samson-Fang, L. (2003). Building medical homes for children with
special health care needs. Infants and Young Children, 16(4), 331-341.

O’Malley, P, J., Brown, K., Krug, S. E., & the Committee on Pediatric Emergency Medicine. (2008). Patient- and
family-centered care of children in the emergency department. Pediatrics, 122(2), e511-e521.

Portland State University, Research and Training Center on Family Support and Children’s Mental Health. Focal Point.
Available from http://www.rtc.pdx.edu/pgFocalPoint.shtml

Powers, K. S., & Rubenstein, J. S. (1999). Family presence during invasive procedures in the pediatric intensive care
unit. Archives of Pediatrics and Adolescent Medicine, 153, 955-958.

Resnick, M. D., Bearman, P. S., & Blum, R. W. (1997). Protecting adolescents from harm: Findings from the national
longitudinal study on adolescent health. Journal of the American Medical Association, 278(10), 823-832.

Rosen, P, Stenger, E., Bochkoris, M., Hannon, M. ]., & Kwoh, C. K. (2009). Family-centered multidisciplinary
rounds enhance the team approach in pediatrics. Pediatrics, 123(4), €603-e608. Available from http://pediatrics.
aappublications.org/cgi/content/abstract/123/4/¢603

Sachetti, A., Carraccio, C., Leva, E., Harris, R. H., & Lichenstein, R. (2000). Acceptance of family member presence
during pediatric resuscitations in the emergency department: Effects of personal experience. Pediatric Emergency
Care, 16, 85-87.

Sacchetti, A., Paston, C., & Carraccio, C. (2005). Family members do not disrupt care when present during invasive
procedures. Academic Emergency Medicine, 12(5), 477-479.

Sadof, M. D., & Nazarian, B. L. (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.

Santelli, B., Poyadue, E, & Young, J. L. (2001). The parent to parent handbook: Connecting families of
children with special needs. Baltimore: Brookes Publishing.

Schor, E. (2003). Report of the task force on family. Pediatrics, 111(6), 1541-1571.

Shelton, T. L. (1999). Family-centered care in pediatric practice: When and how? Developmental and Behavioral
Pediatrics, 20(2), 117-119.

Shelton, T. L., Jeppson, E. S., & Johnson, B. H. (1987). Family-centered care for children with special health care needs.
Bethesda, MD: Association for the Care of Children’s Health.

Shulman, S. T., Antonelli, R., & Turchi, R. M. (Eds.). (2009). Medical home in pediatrics [Theme issue]. Pediatric
Annals, 38(9).

Sia, C., Antonelli, R., Gupta, V. B., Buchanan, G., Hirsch, D., Nackashi, J., et al. (2002). American Academy of
Pediatrics. Medical Home Initiatives for Children with Special Needs Project Advisory Committee. The medical
home. Pediatrics, 110(1), 184-186.

Siems, C. G., & Dokken, D. (2007). The many roles of families in family-centered care—DPart V1. Pediatric Nursing,
33(5), 427-429.

PEDIATRIC CARE BIBLIOGRAPHY

5



Simmons, J. (2006). A fundamental shift: Family-centered rounds in an academic medical center. 7he Hospitalist, 10(3),
45-46.

Singer, G. H. S., Marquis, J., Powers, L. K., Blanchard, L., DiVenere, N., Santelli, B., et al. (1999). A multi-site
evaluation of parent to parent programs for parents of children with disabilities. Journal of Early Intervention, 22(3),
217-229.

Sisterhen, L. L., Blaszak, R. T., Woods, M. B., & Smith, C. E. (2007). Defining family-centered rounds. Zeaching and
Learning in Medicine, 19(3), 319-322.

Smith, T., & Conant Rees, H. L. (2000). Making family-centered care a reality. Seminars for Nurse Managers, 8(3), 136-
142.

Spinetta, J. J., Jankovic, M., Eden, T., Green, D., Martins, A. G., Wandzura, C., et al. (1999). Guidelines for assistance
to siblings of children with cancer: Report of the SIOP Working Committee on Psychosocial Issues in Pediatric
Oncology. Medical and Pediatric Oncology, 33(4), 395-398.

Tannen, N. (1996). Families at the center of the development of a system of care. Washington, DC: National
Technical Assistance Center for Children’s Mental Health, Center for Child Health and Mental Health Policy,
Georgetown University Child Development Center.

Thomas, J., Horton, L., Jeppson, 1., & Jones, ]. (1996). Making connections: Building family support networks for families
living with HIV. Bethesda, MD: Institute for Patient- and Family-Centered Care. Available from htep://www.ipfcc.
org/resources/pinwheel/index.html

Thomas, J., & Jeppson, E. S. (1997). Words of advice: A guidebook for families serving in advisory roles. Bethesda, MD:
Institute for Patient- and Family-Centered Care. Available from http://www.ipfcc.org/resources/pinwheel/index.html

Thomas, J., & Johnson, B. H. (1997). Family roles: The most relevant aspect of family-centered care. In J. A.
Blackman, R. F. Biehl, J. C. MacQueen, & H. M. Wallace (Eds.), Mosby’s resource guide to children with disabilities
and chronic illness: Challenges and solutions in community care. St. Louis, MO: Mosby-Yearbook Publisher.

Trivette, C. M., Dunst, C. J., & Hamby, D. W. (1996). Characteristics and consequences of helpgiving practices in
contrasting human services programs. American Journal of Community Psychology, 24(2), 273-293.

Vander Stoep, A. Williams, M., Jones, R., Green, L., & Trupin, E. (1999). Families as full research partners: What's in it
tor us? The Journal of Behavioral Health Services and Research, 26(3), 329-344.

Uding, N., Sety, M., & Kieckhefer, G. M. (2007). Family involvement in health care research: The “Building on Family
Strengths” case study. Families, Systems, & Health, 25(3), 307-322.

Wegner, S. E., Antonelli, R., & Turchi, R. (2009). The medical home: Improving quality of primary care for children.
Pediatric Clinics, 56, 953-964.

Wertlieb, D. (2003). Converging trends in family research and pediatrics: Recent findings for the American Academy of
Pediatrics task force on the family. Pediatrics, 111(6), 1572-1587.

Wolfram, R. W., & Turner, E. D. (1996). Effects of parental presence during children’s venipuncture. Academic
Emergency Medicine, 3(1), 58-64.

Wolfram, R. W., Turner, E. D., & Philput, C. (1997). Effects of parental presence during young children’s
venipuncture. Pediatric Emergency Care, 13(5), 325-328.

Zahorchak, M. (1998). Where do I begin? Infants & Young Children, 11(2), vi-x.

PEDIATRIC CARE BIBLIOGRAPHY

6 © 10/2010 Institute for Patient- and Family-Centered Care


http://www.ipfcc.org/resources/pinwheel/index.html
http://www.ipfcc.org/resources/pinwheel/index.html
http://www.ipfcc.org/resources/pinwheel/index.html
http://www.ipfcc.org/resources/pinwheel/index.html

