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to gain skills or understand changes 
in health care.

Among non-YSHCN, being uninsured 
was associated with a 41% decreased 
prevalence of the overall transition 
measure compared with being 
privately insured (‍Table 3). When 
examining individual elements for 
non-YSHCN, we found that a different 
pattern of sociodemographic factors 
influenced transition planning 
compared with YSHCN. Having 
a parent and/or caregiver with 
some college or a college degree 
was associated with a decreased 
prevalence of HCPs discussing the 
shift to adult HCPs, compared with 
having only a high school diploma. 
In addition, youth from households 
between 200% and 399% FPL had an 
increased prevalence of discussing 
the shift to adult HCPs, compared 
with those from households at or 

above 400% FPL. Non-Hispanic black 
or African American non-YSHCN had 
a decreased prevalence of discussing 
the shift to adult HCPs compared 
with their non-Hispanic white 
counterparts; however, they had 
increased prevalence of working with 
HCPs to gain skills or understand 
changes in health care. Factors 
associated with increased prevalence 
of youth having time alone with 
their HCP at their last preventive 
visit included male sex and having 
a parent and/or caregiver with a 
college degree. Factors associated 
with a decreased prevalence of 
having time alone included lack of 
insurance and FPL levels between 
100% and 199%.

Associations with transition planning 
were examined for YSHCN on the 
basis of the presence of various 
health system characteristics (‍Table 4).  

A greater proportion of YSHCN who 
received care coordination and a 
written plan met the criteria for the 
overall transition measure compared 
with those who did not. Having 
a personal doctor or nurse was 
associated with greater proportions 
of YSHCN actively working with their 
HCP to build skills or understand 
health care changes at age 18 but 
smaller proportions discussing the 
shift to adult HCPs. Having a usual 
source of care was also associated 
with smaller proportions of YSHCN 
discussing the shift to adult HCPs. 
Receiving family-centered care, 
care coordination support, care in a 
medical home, and having a written 
plan were each positively associated 
with 2 of the 3 elements (active work 
to gain skills or understand changes 
in health at 18 and time alone with 
an HCP).
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TABLE 4 �Proportion of YSHCN, Ages 12–17, Meeting the Overall Health Care Transition Planning Measure and Individual Elements by Health System 
Characteristics

Overall Transition Measure: 
Youth Receives Services To 

Make Transition to Adult Health 
Care, n = 5786

Doctor or Other HCP 
Discussed Shift to Adult 
Provider When Needed,  

n = 5706

Doctor or Other HCP Actively 
Worked With Youth To Gain Skills 
or Understand Changes in Health 

Care, n = 5288

Youth Had Time Alone With 
Their Doctor or Other HCP  

at Last Preventive Checkup,  
n = 5713

% (SE) P % (SE) P % (SE) P % (SE) P

Personal doctor or 
nurse

  Yes 17.0 (1.1) .25 39.4 (1.4) .04 70.7 (1.4) .02 45.5 (1.5) .17
  No 14.2 (2.0) — 48.2 (4.1) — 59.8 (4.5) — 39.6 (3.9) —
Usual source of care 

when sick
  Yes 16.6 (1.0) .68 39.2 (1.4) .01 69.0 (1.4) .70 46.0 (1.4) .06
  No 15.3 (2.8) — 51.2 (4.7) — 67.0 (5.2) — 37.1 (4.3) —
Family-centered care
  Yes 18.9 (1.1) .06 39.8 (1.4) .62 73.6 (1.2) <.001 50.3 (1.4) .01
  No 12.4 (2.8) — 42.3 (4.8) — 44.8 (5.0) — 37.4 (4.4) —
Problems getting 

referrals
  Yes 15.9 (3.4) .31 36.6 (4.8) .37 59.0 (5.4) .003 40.0 (5.0) .13
  No 20.2 (2.2) — 41.6 (2.8) — 75.4 (2.4) — 48.9 (2.8) —
Care coordination
  Yes 20.4 (1.5) <.001 39.0 (1.9) .84 76.6 (2.0) <.001 49.4 (2.1) .04
  No 10.5 (1.1) — 39.7 (2.5) — 52.8 (2.7) — 42.8 (2.5) —
Medical homea

  Yes 18.3 (1.3) .10 38.3 (1.7) .06 76.4 (1.4) <.001 48.0 (1.8) .02
  No 15.1 (1.4) — 43.5 (2.1) — 62.3 (2.3) — 41.5 (2.1) —
Written plan
  Yes 22.9 (2.7) .003 43.4 (3.2) .48 88.7 (2.3) <.001 53.2 (3.3) .004
  No 15.2 (1.0) — 40.9 (1.6) — 64.5 (1.6) — 42.7 (1.5) —

Data source: United States Census Bureau. NSCH. Available at: https://​www.​census.​gov/​programs-​surveys/​nsch/​data.​html. Accessed August 8, 2018. —, not applicable.
a Medical home is defined as having (1) a personal doctor or nurse, (2) a usual source of care when sick, (3) family-centered care, (4) no problems getting referrals, and (5) care 
coordination.
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DISCUSSION

This study reveals a low level of 
transition planning among US 
youth (17% for YSHCN and 14% 
for non-YSHCN). Over half of youth 
(especially those with SHCNs) 
actively work with their HCPs to 
gain self-care skills or understand 
changes in health care at age 18. 
Other aspects of transition planning 
are less commonly addressed, 
including having time alone with the 
HCP during preventive care visits 
and discussing the eventual shift to 
HCPs who treat adults. Moreover, 
although youth ages 15 through 
17 have higher rates of transition 
planning than their younger peers 
(ages 12–14), only 23% of YSHCN 
and 18% of non-YSHCN ages 15 to 
17 are receiving transition planning 
guidance. Importantly, for YSHCN, 
receipt of care coordination and a 
written plan of care was associated 
with meeting the overall transition 
measure. The 2016 NSCH results 
cannot be directly compared with 
previous surveys because of changes 
in survey methods and transition 
measure elements.‍33

The finding that older age for 
both YSHCN and non-YSHCN was 
positively associated with the 
overall transition planning measure 
is not surprising because most 
pediatricians believe transition 
planning should begin at age 18‍47 
or between ages 18 and 20.‍48 
For YSHCN, the finding that care 
coordination was significantly 
associated with overall transition 
performance is also not unexpected. 
Researchers have shown that care 
coordination is associated with 
improved transition procedures, 
and when pediatric practices 
have a designated individual 
responsible for care coordination, 
they are more likely to have a 
written transition plan.‍47 Current 
measures of transition planning 
may not adequately predict youth 
engagement in care or successful 
transfer to adult care.‍49

With our study, we found that non-
Hispanic black or African American 
youth were more likely to work 
with their HCP to gain skills and 
understand changes at 18, compared 
with non-Hispanic white youth 
but were also less likely to discuss 
the shift to an adult HCP. Possible 
explanations for these findings 
are less clear. Perhaps a larger 
proportion of non-Hispanic black or 
African American youth are seeking 
care without parents present and 
are more likely to be seen by clinics 
that care for all ages; therefore, they 
do not need to transfer to a different 
HCP.‍50 The findings that youth from 
households with lower incomes and 
youth from households with less 
education were more likely to discuss 
the shift to an adult HCP compared 
with their counterparts from higher 
income, higher education households 
are also difficult to explain. More 
research is needed to shed light on 
these unexpected findings.

To increase transition performance, 
HCPs who care for youth should 
consider how to incorporate 
transition as part of routine health 
care visits, including time alone to 
prepare youth for managing their 
own health and health care. This 
alone time, recommended by the AAP 
and AAFP,​‍51,​‍52 increases adherence 
to and engagement in care and 
likelihood of sharing health risks with 
HCPs.‍53,​‍54 Transition planning should 
include discussions about privacy 
and consent changes at age 18 and 
the age when transfer to an adult 
HCP is recommended. It is important 
for HCPs to engage parents and/or 
caregivers with youth starting at age 
12 to plan for transition, including 
assessing transition readiness and 
encouraging parent and/or caregiver 
involvement in building independent 
health care skills among their 
youth.14 Given the importance of 
health insurance coverage in terms 
of use of health care and receipt of 
transition planning, HCPs should 
work with youth and families to 

identify coverage options. Having a 
structured transition intervention, 
such as the 6 Core Elements of Health 
Care Transition,​‍55 aligned with the 
clinical report,​‍14 improves adherence 
to care, health literacy, consumer 
satisfaction, and lower emergency 
department and hospital visits.‍56

This study is limited by several 
factors. The NSCH is a cross-sectional 
study; therefore, correlations can 
be established but not directionality 
of those relationships. Information 
is obtained from parents and/or 
caregivers, not youth, which may 
inadvertently over- or underestimate 
the extent to which transition 
planning took place, considering 
parents and/or caregivers may not 
have been present during medical 
appointments. Youth and young 
adults are key partners in this 
transition discussion; however, there 
are currently no national surveys that 
ask transition questions directly to 
them.

The transition planning items were 
not part of a psychometrically 
validated tool; however, they were 
selected to align with HRSA MCHB’s 
revised transition performance 
measure used by state Title V 
programs, which 37 states and 
jurisdictions have selected to 
prioritize and report data annually.‍57 
The revised measure was selected 
through a consensus process with 
a multidisciplinary workgroup of 
internal and external stakeholders. 
The workgroup concurred that the 
items selected reflect key elements 
of successful transition planning for 
both youth with and without SHCNs, 
although admittedly not all elements. 
Another potential limitation involves 
the analytic decision to count patients 
as achieving the overall transition 
measure if they met just 1 or 2 of 
the transition elements but were 
missing the rest. Sensitivity analyses 
indicated there was minimal impact 
on the weighted estimate regardless 
of whether a data preservation 
approach or complete-case approach 
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was employed. Another limitation 
is the greater proportion of 
disadvantaged youth (eg, low income, 
low education) who had parents 
who reported “Don’t Know” to the 
questions on active work to gain 
skills or understand changes. These 
responses were treated as missing 
in calculating the overall transition 
measure; thus, these youth met the 
overall measure on the basis of fewer 
elements. In addition, youth with 
no preventive visits in the past year 
were coded as not having time alone 
with a provider in the past year, 
which disproportionately affected 
uninsured youth who were less likely 
to have a past-year preventive visit. 
Thus, study results may be impacted 
by these various coding decisions. 
Finally, small sample sizes impeded 
analysis of the transition measure 
by state and among YSHCN with 
specific health conditions. Future 
iterations of the NSCH can be used 
to enable pooling of multiple years 

of data to allow analyses of smaller 
subpopulations.

CONCLUSIONS

Findings from this study underscore 
the urgent need for HCPs to work 
with youth independently and in 
collaboration with their parents 
and/or caregivers throughout 
the adolescent years to improve 
transition planning. An important 
part of this developmental trajectory 
includes discussions about the 
eventual transfer to an HCP who 
cares for adults, explicit guidance 
about gaining self-care skills, what 
turning 18 means for health care (eg, 
health decisions, privacy), and time 
alone with the HCP. Further research 
is needed to perform confirmatory 
analyses with a priori hypotheses to 
corroborate or reject the observed 
associations found in this study. In 
addition, we recommend further 
efforts at the national level to better 

understand transition experiences of 
youth and young adults.

REFERENCES

	 1.	� Jaworska N, MacQueen G. Adolescence 
as a unique developmental 
period. J Psychiatry Neurosci. 
2015;40(5):291–293

	 2.	� National Research Council; Institute of 
Medicine. Adolescent Health Services: 
Missing Opportunities. Washington, DC: 
The National Academies Press; 2009

	 3.	� US Census Bureau. Annual Estimates of 
the Resident Population by Single Year 
of Age and Sex for the United States: 
April 1, 2010 to July 1, 2016. Available 
at: https://​factfinder.​census.​gov/​faces/​
tableservices/​jsf/​pages/​productview.​
xhtml?​pid=​PEP_​2016_​PEPSYASEXN&​
prodType=​table. Accessed August 8, 
2018

	 4.	� United States Census Bureau. National 
Survey of Children’s Health (NSCH). 
Available at: https://​www.​census.​gov/​
programs-​surveys/​nsch/​data.​html. 
Accessed June 27, 2018 

	 5.	� American Academy of Pediatrics; 
American Academy of Family 
Physicians; 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, pt 2):1304–1306

	 6.	� Brown LW, Camfield P, Capers M, et al. 
The neurologist’s role in supporting 
transition to adult health care: a 

consensus statement. Neurology. 
2016;87(8):835–840

	 7.	� Bryant R, Porter JS, Sobota A; 
Association of Pediatric Hematology/
Oncology Nurses; American Society 
of Pediatric Hematology Oncology. 
APHON/ASPHO policy statement for 
the transition of patients with sickle 
cell disease from pediatric to adult 
health care. J Pediatr Oncol Nurs. 
2015;32(6):355–359

	 8.	� Watson AR, Harden P, Ferris M, Kerr 
PG, Mahan J, Ramzy MF. Transition 
from pediatric to adult renal services: 
a consensus statement by the 
International Society of Nephrology 
(ISN) and the International Pediatric 

PEDIATRICS Volume 142, number 4, October 2018 9

Address correspondence to Lydie A. Lebrun-Harris, PhD, MPH, Office of Epidemiology and Research, Maternal and Child Health Bureau, Health Resources and 
Services Administration, 5600 Fishers Lane, Room 18N-142, Rockville, MD 20857. E-mail: lharris2@hrsa.gov

PEDIATRICS (ISSN Numbers: Print, 0031-4005; Online, 1098-4275).

Copyright © 2018 by the American Academy of Pediatrics

FINANCIAL DISCLOSURE: The authors have indicated they have no financial relationships relevant to this article to disclose.

FUNDING: Supported by the Health Resources and Services Administration's Maternal and Child Health Bureau through cooperative agreement U39MC18176 to 
The National Alliance to Advance Adolescent Health.

POTENTIAL CONFLICT OF INTEREST: The authors have indicated they have no potential conflicts of interest to disclose.

ABBREVIATIONS

AAFP: �American Academy of 
Family Physicians

AAP: �American Academy of 
Pediatrics

CI: �confidence interval
FPL: �federal poverty level
HCP: �health care provider
HRSA: �Health Resources and 

Services Administration
MCHB: �Maternal and Child 

Health Bureau
Non-YSHCN: �youth without 

special health care 
needs

NSCH: �National Survey of 
Children’s Health

PRR: �prevalence rate ratio
SHCN: �special health care need
YSHCN: �youth with special 

health care needs

 by guest on October 18, 2018www.aappublications.org/newsDownloaded from 

https://factfinder.census.gov/faces/tableservices/jsf/pages/productview.xhtml?pid=PEP_2016_PEPSYASEXN&prodType=table
https://factfinder.census.gov/faces/tableservices/jsf/pages/productview.xhtml?pid=PEP_2016_PEPSYASEXN&prodType=table
https://factfinder.census.gov/faces/tableservices/jsf/pages/productview.xhtml?pid=PEP_2016_PEPSYASEXN&prodType=table
https://factfinder.census.gov/faces/tableservices/jsf/pages/productview.xhtml?pid=PEP_2016_PEPSYASEXN&prodType=table
https://www.census.gov/programs-surveys/nsch/data.html. 
https://www.census.gov/programs-surveys/nsch/data.html. 
mailto:


Nephrology Association (IPNA). Pediatr 
Nephrol. 2011;26(10):1753–1757

	 9.	� HealthyPeople.gov. Disability and 
health. Available at: https://​www.​
healthypeople.​gov/​2020/​topics-​
objectives/​topic/​disability-​and-​health/​
objectives. Accessed March 27, 2018

	 10.	� Peters A, Laffel L; American Diabetes 
Association Transitions Working Group. 
Diabetes care for emerging adults: 
recommendations for transition 
from pediatric to adult diabetes care 
systems: a position statement of 
the American Diabetes Association, 
with representation by the American 
College of Osteopathic Family 
Physicians, the American Academy of 
Pediatrics, the American Association 
of Clinical Endocrinologists, the 
American Osteopathic Association, 
the Centers for Disease Control and 
Prevention, Children with Diabetes, The 
Endocrine Society, the International 
Society for Pediatric and Adolescent 
Diabetes, Juvenile Diabetes Research 
Foundation International, the National 
Diabetes Education Program, and the 
Pediatric Endocrine Society (formerly 
Lawson Wilkins Pediatric Endocrine 
Society) [published correction appears 
in Diabetes Care. 2012;35(1):191]. 
Diabetes Care. 2011;34(11):2477–2485

	 11.	� Rosen DS, Blum RW, Britto M, Sawyer 
SM, Siegel DM; Society for Adolescent 
Medicine. Transition to adult health 
care for adolescents and young adults 
with chronic conditions: position paper 
of the Society for Adolescent Medicine. 
J Adolesc Health. 2003;33(4):309–311

	 12.	� US Department of Health and Human 
Services. Report to congress: young 
adults and transitioning youth with 
autism spectrum disorder. 2017. 
Available at: https://​www.​hhs.​gov/​
sites/​default/​files/​2017AutismReport.​
pdf. Accessed March 30, 2018

	 13.	� Committee opinion no. 626: the 
transition from pediatric to adult 
health care: preventive care for young 
women aged 18-26 years. Obstet 
Gynecol. 2015;125(3):752–754

	 14.	� Cooley WC, Sagerman PJ; American 
Academy of Pediatrics; American 
Academy of Family Physicians; 
American College of Physicians; 
Transitions Clinical Report Authoring 
Group. Supporting the health care 

transition from adolescence to 
adulthood in the medical home. 
Pediatrics. 2011;128(1):182–200

	 15.	� Lu MC, Lauver CB, Dykton C, et 
al. Transformation of the title V 
maternal and child health services 
block grant. Matern Child Health J. 
2015;19(5):927–931

	 16.	� Gray WN, Schaefer MR, Resmini-
Rawlinson A, Wagoner ST. Barriers to 
transition from pediatric to adult care: 
a systematic review. J Pediatr Psychol. 
2018;43(5):488–502

	 17.	� Montano CB, Young J. Discontinuity in 
the transition from pediatric to adult 
health care for patients with attention-
deficit/hyperactivity disorder. Postgrad 
Med. 2012;124(5):23–32

	 18.	� Refaeli T, Mangold K, Zeira A, Köngeter 
S. Continuity and discontinuity in the 
transition from care to adulthood.  
Br J Soc Work. 2016;47(2):325–342

	 19.	� Annunziato RA, Emre S, Shneider 
B, Barton C, Dugan CA, Shemesh E. 
Adherence and medical outcomes in 
pediatric liver transplant recipients 
who transition to adult services. 
Pediatr Transplant. 2007;11(6):608–614

	 20.	� Jordan L, Swerdlow P, Coates TD. 
Systematic review of transition from 
adolescent to adult care in patients 
with sickle cell disease. J Pediatr 
Hematol Oncol. 2013;35(3):165–169

	 21.	� Garvey KC, Wolpert HA, Rhodes ET,  
et al. Health care transition in 
patients with type 1 diabetes: young 
adult experiences and relationship 
to glycemic control. Diabetes Care. 
2012;35(8):1716–1722

	 22.	� McDonagh JE, Southwood TR, Shaw 
KL; British Society of Paediatric 
and Adolescent Rheumatology. 
The impact of a coordinated 
transitional care programme on 
adolescents with juvenile idiopathic 
arthritis. Rheumatology (Oxford). 
2007;46(1):161–168

	 23.	� Shaw KL, Southwood TR, McDonagh 
JE; British Society of Paediatric and 
Adolescent Rheumatology. Young 
people’s satisfaction of transitional 
care in adolescent rheumatology 
in the UK. Child Care Health Dev. 
2007;33(4):368–379

	 24.	� Shepard CL, Doerge EJ, Eickmeyer 
AB, Kraft KH, Wan J, Stoffel JT. 

Ambulatory care use among patients 
with spina bifida: change in care 
from childhood to adulthood. J Urol. 
2018;199(4):1050–1055

	 25.	� Davidson LF, Doyle M, Silver EJ. 
Discussing future goals and legal 
aspects of health care: essential 
steps in transitioning youth to adult-
oriented care. Clin Pediatr (Phila). 
2017;56(10):902–908

	 26.	� Eaton CK, Davis MF, Gutierrez-Colina 
AM, LaMotte J, Blount RL, Suveg 
C. Different demands, same goal: 
promoting transition readiness in 
adolescents and young adults with and 
without medical conditions. J Adolesc 
Health. 2017;60(6):727–733

	 27.	� US Department of Health and Human 
Services; Health Resources and 
Services Administration; Maternal and 
Child Health Bureau. Frequently asked 
questions: 2016 National Survey of 
Children’s Health. Available at: https://​
mchb.​hrsa.​gov/​data/​national-​surveys/​
data-​user. Accessed November 21, 2017

	 28.	� Betz CL, Ferris ME, Woodward JF, 
Okumura MJ, Jan S, Wood DL. The 
health care transition research 
consortium health care transition 
model: a framework for research 
and practice. J Pediatr Rehabil Med. 
2014;7(1):3–15

	 29.	� Geary CR, Schumacher KL. Care 
transitions: integrating transition 
theory and complexity science 
concepts. ANS Adv Nurs Sci. 
2012;35(3):236–248

	 30.	� Meleis AI, Sawyer LM, Im E, Messias 
DKH, Schumacher K. Experiencing 
transitions: an emerging middle-range 
theory. In: Meleis AI, ed. Transitions 
Theory: Middle-Range and Situation-
Specific Theories in Nursing Research 
and Practice. 1st ed. New York, NY: 
Springer Publishing Company; 2010

	 31.	� Schwartz LA, Brumley LD, Tuchman 
LK, et al. Stakeholder validation of 
a model of readiness for transition 
to adult care. JAMA Pediatr. 
2013;167(10):939–946

	 32.	� US Census Bureau. 2016 National 
Survey of Children’s Health: 
nonresponse bias analysis. 2017. 
Available at: https://​www.​census.​
gov/​content/​dam/​Census/​programs-​
surveys/​nsch/​tech-​documentation/​
nonresponse-​bias-​analysis/​NSCH%20

LEBRUN-HARRIS et al10
 by guest on October 18, 2018www.aappublications.org/newsDownloaded from 

https://www.healthypeople.gov/2020/topics-objectives/topic/disability-and-health/objectives
https://www.healthypeople.gov/2020/topics-objectives/topic/disability-and-health/objectives
https://www.healthypeople.gov/2020/topics-objectives/topic/disability-and-health/objectives
https://www.healthypeople.gov/2020/topics-objectives/topic/disability-and-health/objectives
https://www.hhs.gov/sites/default/files/2017AutismReport.pdf
https://www.hhs.gov/sites/default/files/2017AutismReport.pdf
https://www.hhs.gov/sites/default/files/2017AutismReport.pdf
https://mchb.hrsa.gov/data/national-surveys/data-user
https://mchb.hrsa.gov/data/national-surveys/data-user
https://mchb.hrsa.gov/data/national-surveys/data-user
https://www.census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/nonresponse-bias-analysis/NSCH%202016%20Nonresponse%20Bias%20Analysis.pdf
https://www.census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/nonresponse-bias-analysis/NSCH%202016%20Nonresponse%20Bias%20Analysis.pdf
https://www.census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/nonresponse-bias-analysis/NSCH%202016%20Nonresponse%20Bias%20Analysis.pdf
https://www.census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/nonresponse-bias-analysis/NSCH%202016%20Nonresponse%20Bias%20Analysis.pdf


2016​%20​Nonresponse%20​Bias%20​
Analysis.​pdf. Accessed March 15, 2018

	 33.	� Ghandour RM, Jones JR, Lebrun-
Harris LA, et al. The design and 
implementation of the 2016 National 
Survey of Children’s Health [published 
online ahead of print May 9, 2018]. 
Matern Child Health J. doi:​10.​1007/​
s10995-​018-​2526-​x

	 34.	� US Census Bureau. 2016 National 
Survey of Children’s Health: 
methodology report. 2018. Available 
at: https://​census.​gov/​content/​dam/​
Census/​programs-​surveys/​nsch/​
tech-​documentation/​methodology/​
2016-​NSCH-​Methodology-​Report.​pdf. 
Accessed March 15, 2018

	 35.	� US Department of Health and 
Human Services; Health Resources 
and Services Administration; 
Maternal and Child Health Bureau. 
National performance measures. 
Available at: https://​mchb.​tvisdata.​
hrsa.​gov/​PrioritiesAndMeas​ures/​
NationalPerforman​ceMeasures. 
Accessed March 15, 2018

	 36.	� Bethell CD, Read D, Stein RE, Blumberg 
SJ, Wells N, Newacheck PW. Identifying 
children with special health care 
needs: development and evaluation of 
a short screening instrument. Ambul 
Pediatr. 2002;2(1):38–48

	 37.	� Lotstein DS, Ghandour R, Cash A, 
McGuire E, Strickland B, Newacheck P. 
Planning for health care transitions: 
results from the 2005-2006 National 
Survey of Children with special health 
care needs. Pediatrics. 2009;123(1). 
Available at: www.​pediatrics.​org/​cgi/​
content/​full/​123/​1/​e145

	 38.	� Lotstein DS, McPherson M, Strickland 
B, Newacheck PW. Transition planning 
for youth with special health care 
needs: results from the National 
Survey of Children with special 
health care needs. Pediatrics. 
2005;115(6):1562–1568

	 39.	� McManus MA, Pollack LR, Cooley WC, 
et al. Current status of transition 

preparation among youth with special 
needs in the United States. Pediatrics. 
2013;131(6):1090–1097

	 40.	� Association of Maternal and Child 
Health Programs; National Academy 
for State Health Policy; Lucile Packard 
Foundation for Children’s Health. 
Standards for Systems of Care for 
Children and Youth With Special Health 
Care Needs, Version 2.0. Washington, 
DC: Association of Maternal and Child 
Health Programs; 2017

	 41.	� Strickland B, McPherson M, Weissman 
G, van Dyck P, Huang ZJ, Newacheck P. 
Access to the medical home: results 
of the National Survey of Children with 
special health care needs. Pediatrics. 
2004;113(suppl 5):1485–1492

	 42.	� Cummings P. The relative merits of risk 
ratios and odds ratios. Arch Pediatr 
Adolesc Med. 2009;163(5):438–445

	 43.	� Davies HT, Crombie IK, Tavakoli M. 
When can odds ratios mislead? BMJ. 
1998;316(7136):989–991

	 44.	� Schmidt CO, Kohlmann T. When to use 
the odds ratio or the relative risk? Int J 
Public Health. 2008;53(3):165–167

	 45.	� US Census Bureau. 2016 National 
Survey of Children’s Health: guide to 
analysis with multiply imputed data. 
2018. Available at: https://​www.​census.​
gov/​content/​dam/​Census/​programs-​
surveys/​nsch/​tech-​documentation/​
methodology/​NSCH-​Guide-​to-​Analysis-​
with-​Multiply-​Imputed-​Data.​pdf. 
Accessed March 15, 2018

	 46.	� StataCorp. Stata Statistical Software: 
Release 15 [computer program]. 
College Station, TX: StataCorp LLC; 2017

	 47.	� Sharma N, O’Hare K, O’Connor 
KG, Nehal U, Okumura MJ. Care 
coordination and comprehensive 
electronic health records are 
associated with increased transition 
planning activities. Acad Pediatr. 
2018;18(1):111–118

	 48.	� McManus M, Fox H, O’Connor K, 
Chapman T, MacKinnon J. Pediatric 

Perspectives and Practices on 
Transitioning Adolescents With 
Special Needs to Adult Health Care. 
Washington, DC: The National Alliance 
to Advance Adolescent Health; 2008

	 49.	� Szalda D, Piece L, Brumley L, et al. 
Associates of engagement in adult-
oriented follow-up care for childhood 
cancer survivors. J Adolesc Health. 
2017;60(2):147–153

	 50.	� Simon AE, Rossen LM, Schoendorf KC, 
Larson K, Olson LM. Location of usual 
source of care among children and 
adolescents in the United States, 1997-
2013. J Pediatr. 2015;167(6):1409–1414

	 51.	� American Academy of Family 
Physicians. Adolescent and young 
adult health. Available at: https://​www.​
aafp.​org/​patient-​care/​public-​health/​
adolescent-​young-​adult.​html. Accessed 
March 15, 2018

	 52.	� Hagan JF, Shaw JS, Duncan PM, eds. 
Bright Futures: Guidelines for Health 
Supervision of Infants, Children, and 
Adolescents. 4th ed. Elk Grove, IL: 
American Academy of Pediatrics; 2017

	 53.	� Edman JC, Adams SH, Park MJ, Irwin 
CE Jr. Who gets confidential care? 
Disparities in a national sample 
of adolescents. J Adolesc Health. 
2010;46(4):393–395

	 54.	� Ford CA. Which adolescents have 
opportunities to talk to doctors alone? 
J Adolesc Health. 2010;46(4):307–308

	 55.	� Got Transition. Six Core Elements of 
Health Care Transition. Washington, 
DC: Got Transition; 2014

	 56.	� Gabriel P, McManus M, Rogers K,  
White P. Outcome evidence for 
structured pediatric to adult health 
care transition interventions: 
a systematic review. J Pediatr. 
2017;188:263–269.e15

	 57.	� McManus M, Beck D. Transition to Adult 
Health Care and State Title V Program 
Directions: A Review of 2017 Block 
Grant Applications. Washington, DC: 
Got Transition; 2017

PEDIATRICS Volume 142, number 4, October 2018 11
 by guest on October 18, 2018www.aappublications.org/newsDownloaded from 

https://www.census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/nonresponse-bias-analysis/NSCH%202016%20Nonresponse%20Bias%20Analysis.pdf
https://www.census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/nonresponse-bias-analysis/NSCH%202016%20Nonresponse%20Bias%20Analysis.pdf
https://census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/methodology/2016-NSCH-Methodology-Report.pdf
https://census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/methodology/2016-NSCH-Methodology-Report.pdf
https://census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/methodology/2016-NSCH-Methodology-Report.pdf
https://census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/methodology/2016-NSCH-Methodology-Report.pdf
https://mchb.tvisdata.hrsa.gov/PrioritiesAndMeasures/NationalPerformanceMeasures
https://mchb.tvisdata.hrsa.gov/PrioritiesAndMeasures/NationalPerformanceMeasures
https://mchb.tvisdata.hrsa.gov/PrioritiesAndMeasures/NationalPerformanceMeasures
www.pediatrics.org/cgi/content/full/123/1/e145
www.pediatrics.org/cgi/content/full/123/1/e145
https://www.census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/methodology/NSCH-Guide-to-Analysis-with-Multiply-Imputed-Data.pdf
https://www.census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/methodology/NSCH-Guide-to-Analysis-with-Multiply-Imputed-Data.pdf
https://www.census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/methodology/NSCH-Guide-to-Analysis-with-Multiply-Imputed-Data.pdf
https://www.census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/methodology/NSCH-Guide-to-Analysis-with-Multiply-Imputed-Data.pdf
https://www.census.gov/content/dam/Census/programs-surveys/nsch/tech-documentation/methodology/NSCH-Guide-to-Analysis-with-Multiply-Imputed-Data.pdf
https://www.aafp.org/patient-care/public-health/adolescent-young-adult.html
https://www.aafp.org/patient-care/public-health/adolescent-young-adult.html
https://www.aafp.org/patient-care/public-health/adolescent-young-adult.html


DOI: 10.1542/peds.2018-0194 originally published online September 17, 2018; 
2018;142;Pediatrics 

Sarah Beth McLellan, Marie Y. Mann and Patience H. White
Lydie A. Lebrun-Harris, Margaret A. McManus, Samhita M. Ilango, Mallory Cyr,

Needs
Transition Planning Among US Youth With and Without Special Health Care

Services
Updated Information &

http://pediatrics.aappublications.org/content/142/4/e20180194
including high resolution figures, can be found at: 

References
http://pediatrics.aappublications.org/content/142/4/e20180194#BIBL
This article cites 39 articles, 9 of which you can access for free at: 

Subspecialty Collections

sub
http://www.aappublications.org/cgi/collection/transition_adult_care_
Transition to Adult Care
icine_sub
http://www.aappublications.org/cgi/collection/adolescent_health:med
Adolescent Health/Medicine
following collection(s): 
This article, along with others on similar topics, appears in the

Permissions & Licensing

http://www.aappublications.org/site/misc/Permissions.xhtml
in its entirety can be found online at: 
Information about reproducing this article in parts (figures, tables) or

Reprints
http://www.aappublications.org/site/misc/reprints.xhtml
Information about ordering reprints can be found online: 

 by guest on October 18, 2018www.aappublications.org/newsDownloaded from 

http://http://pediatrics.aappublications.org/content/142/4/e20180194
http://pediatrics.aappublications.org/content/142/4/e20180194#BIBL
http://www.aappublications.org/cgi/collection/adolescent_health:medicine_sub
http://www.aappublications.org/cgi/collection/adolescent_health:medicine_sub
http://www.aappublications.org/cgi/collection/transition_adult_care_sub
http://www.aappublications.org/cgi/collection/transition_adult_care_sub
http://www.aappublications.org/site/misc/Permissions.xhtml
http://www.aappublications.org/site/misc/reprints.xhtml


DOI: 10.1542/peds.2018-0194 originally published online September 17, 2018; 
2018;142;Pediatrics 

Sarah Beth McLellan, Marie Y. Mann and Patience H. White
Lydie A. Lebrun-Harris, Margaret A. McManus, Samhita M. Ilango, Mallory Cyr,

Needs
Transition Planning Among US Youth With and Without Special Health Care

 http://pediatrics.aappublications.org/content/142/4/e20180194
located on the World Wide Web at: 

The online version of this article, along with updated information and services, is

1073-0397. 
ISSN:60007. Copyright © 2018 by the American Academy of Pediatrics. All rights reserved. Print 

the American Academy of Pediatrics, 141 Northwest Point Boulevard, Elk Grove Village, Illinois,
has been published continuously since 1948. Pediatrics is owned, published, and trademarked by 
Pediatrics is the official journal of the American Academy of Pediatrics. A monthly publication, it

 by guest on October 18, 2018www.aappublications.org/newsDownloaded from 

http://pediatrics.aappublications.org/content/142/4/e20180194

