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With improved health care, increasing numbers of children and adolescents with 
chronic illness and disability now live into adulthood. With this change, the health care 
community needs to address problems related to the transition from parents caring for 
their young children’s needs to increasing health care responsibility being required of 
adolescents and young adults (AYA). The current article presents a conceptualization 
of relevant research related to the transition of health care responsibility from parent to 
AYA. Using a developmental systems perspective, representative literature on adoles-
cent and dyad-level factors related to the transition of health care responsibility is 
reviewed to inform clinical practice and future intervention research. To identify the 
health care tasks that researchers have thus far considered as most important for 
successful transition, we review assessment measures in this area. The varying levels 
of agreement on transition of health care behaviors provide an index of current thought 
by experts in this feld. Those behaviors consistently identifed as key for successful 
transition of responsibility from parent to adolescent are outlined to inform future 
research and clinical practice. 
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In the United States it has been estimated that proved survival rates necessitate the consider-
one in six youth in the United States has a ation of developmental phenomena that previ-
chronic medical condition or disability (Perrin, ously were not experienced or studied because 
Bloom, & Gortmaker, 2007; Wise, 2007). Im- of childhood death from chronic illness. In re-

cent years, health care providers and researchers 
have become increasingly interested in the pro-
cess of transition of health care (Fredericks et 
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expect greater patient autonomy and provide 
less patient support. Although both are impor-
tant developmental processes, the current article 
will focus on the transition of health care re-
sponsibility from parents to adolescents and 
young adults (AYA) within a developmental 
systems perspective. 

The transition of health care responsibility 
from parent to AYA is an important develop-
mental process in need of further attention for 
several reasons. For preadolescent children, 
parents are primarily responsible for all or most 
medical management including medication tak-
ing, disease knowledge, and appointments and 
communication with health care providers. As 
youth with chronic health conditions enter ado-
lescence, however, they assume increasing re-
sponsibility for medical management with vary-
ing levels of guidance and support from their 
health care systems (Annunziato et al., 2007; 
Fredericks et al., 2010; Pai & Ostendorf, 2011; 
Sawicki et al., 2011; While et al., 2004). A 
survey of more than 18,000 AYA patients with 
health care needs indicated that pediatric health 
care providers “usually or always encouraged” 
more than 75% of patients ages 12 to 17 years 
old to take responsibility for their own health 
(Lotstein et al., 2009). Despite encouragement 
to assume increasing amounts of health care 
responsibility over the course of adolescence 
and emerging adulthood, these developmental 
periods have also been shown to be times of 
increased negative medical outcomes and non-
adherence to medical regimens (DiMatteo, 
2004). 

Given that adolescents may be particularly at 
risk for negative health outcomes during the time 
period in which they are expected to assume re-
sponsibility for their health, a better understanding 
of factors associated with the transition of health 
care responsibility during the AYA developmen-
tal period is especially important. As modern de-
velopmental perspectives increasingly focus on 
emerging adulthood as a unique developmental 
period, the process by which emerging adults with 
chronic illness transition to greater health care 
responsibility will be of greater importance (Ar-
nett, 2000). To date, both AYA and parent-AYA 
or dyadic level factors have been shown to be 
associated with the transition of health care re-
sponsibility process. The aim of the current article 
is to present an integrated conceptualization of the 
transition of health care responsibility within a 

developmental systems perspective (see Figure 1). 
Transition-related variables identifed in the liter-
ature that are most relevant to providing transition 
services to AYAs and their families were re-
viewed. These variables include AYAs’ age, ad-
justment, disease knowledge, self-effcacy, exec-
utive functioning, and autonomy, as well as 
families’ allocation of responsibility for health 
care, parental monitoring, and confict. The com-
pilation of an exhaustive list of all AYA and 
dyad-level variables that relate to transition of 
health care responsibility from parent to AYA is 
beyond the scope of the current article. Instead, we 
endeavor to present exemplars of clinically rele-
vant variables that we believe can guide practice 
and research with AYAs in the health care setting. 
Readers interested in a consideration of additional 
factors are encouraged to refer to other recent 
reviews and models on the transition of health 
care responsibility (Pai & Ostendorf, 2011; 
Schwartz et al., 2011). 

Adolescent- and Young Adult–Level 
Variables 

Age 

Adolescent patients’ chronological age has 
been repeatedly examined as it relates to the 
transition of health care responsibility from par-
ent to AYA, oftentimes as a rough proxy for 
cognitive and emotional development (Reiss, 
Gibson, & Walker, 2005). However, the transi-
tion literature emphasizes the importance of 
AYAs’ reliable performance of prescribed 
health care behaviors over chronological age as 
being indicative of transition and transfer read-
iness (Bell et al., 2008; Gilleland et al., 2012). 
These conclusions are underscored by investi-
gations with multiple illness groups including 
cystic fbrosis (Modi, Marciel, Slater, Drotar, & 
Quittner, 2008; n � 103), Type 1 diabetes (La 
Greca, Follansbee, & Skyler, 1990; n � 40), 
infammatory bowel disease (Reed-Knight, 
Lewis, & Blount, 2011; n � 90), and solid 
organ transplant recipients (Fredericks et al., 
2008; n � 25), which have consistently shown 
an inverse relationship between chronological 
age and medical regimen adherence, one of the 
primary health care responsibilities faced by 
AYA with chronic illness. These results suggest 
that although older adolescents are given more 
responsibility for their own health care, their 
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Figure 1. Conceptualization of the transition of health care responsibility from parents to 
AYA across the periods of adolescence and young adulthood. The macrolevel transition 
process is depicted in the large central box. At the top of the fgure, factors that have been 
shown to infuence transition are depicted with double-pointed arrows to represent the 
dynamic processes between these factors and the transition process. At the bottom, examples 
of microlevel processes that make up the ultimate transition of health care responsibility are 
given. Again, these microlevel processes are connected to the adolescent and dyad-level 
variables using double-pointed arrows. It is expected that parent health care responsibility 
would continue to decrease once the adolescent enters young adulthood and eventually 
adulthood. 

health may actually suffer as they experience demands placed on AYAs including autonomy 
higher rates of nonadherence with increasing development, leaving their parents’ home, and 
age. Failure to assume health care responsibility developing romantic relationships (Reiss, 
during adolescence and emerging adulthood 2012). 
may be an expected outcome partially attribut- Overall, results indicate that increasing chro-
able to the additional concurrent developmental nological age is a poor indicator that an AYA 
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with chronic illness is prepared to take primary 
or sole responsibility for his or her own health 
care and that additional factors must be taken 
into consideration before transitioning respon-
sibility from parent to AYA. 

Psychological Adjustment 

Adolescent and young adult psychological 
health has been found to relate to transition 
readiness and factors indicative of transition 
success. Within a sample of young females with 
diabetes, Bryden et al. (1999; n � 76) demon-
strated a relationship between disordered eating 
and the misuse of insulin to control weight with 
extremely severe disease outcomes including 
mortality. In a later study of adolescents with 
Type 1 diabetes, the presence of externalizing 
symptoms, including antisocial and conduct-
disordered behaviors, was predictive of worse 
disease functioning over the next eight years, 
which encompasses the period of AYA transi-
tion of responsibility and transfer to adult care 
(Bryden et al., 2001; n � 76). In adolescent 
recipients of kidney transplants, better parent-
reported child behavior and fewer attention 
problems have been shown to relate to better 
medication adherence, an important indicator of 
transition success (Gerson, Furth, Neu, & Fi-
vush, 2004; n � 13). In a recent study with 
adolescents diagnosed with infammatory bowel 
disease, those experiencing higher levels of 
anxiety/depressive symptoms as well as barriers 
to adherence experienced the poorest adher-
ence, suggesting that internalizing symptoms 
may be a risk factor for poor disease manage-
ment above and beyond barriers related to poor 
organization, forgetting, and other behavioral 
and environmental diffculties with adherence 
(Gray, Denson, Baldassano, & Hommel, 2012; 
n � 79). Studies such as these indicate that 
adolescents’ psychological health in terms of 
both externalizing and internalizing symptoms 
may infuence the process of transition of health 
care responsibility. 

Disease Knowledge 

AYA knowledge of their disease and medi-
cation regimens is often regarded as a prereq-
uisite for taking on increasing amounts of health 
care responsibility. Adult providers have iden-
tifed disease and medication knowledge as 
highly important for successful transition but 

oftentimes lacking in patients entering their care 
(Hait et al., 2009). Without increasing levels of 
knowledge of their health and disease process, it 
is hard to conceive of how AYAs could suc-
cessfully transition to greater health care re-
sponsibility. Adolescents’ perceptions of their 
medical regimen knowledge have not been as-
sociated with appointment or medication adher-
ence (Fredericks et al., 2010; n � 71). High 
levels of disease knowledge can be demon-
strated by AYAs who are not exhibiting high 
levels of health responsibility (Fishman, Bar-
endse, Hait, Burdick, & Arnold, 2010; n � 40). 
Thus, disease knowledge appears to be neces-
sary, but not suffcient for AYAs to assume 
health care responsibility and should not be 
considered a proxy for responsible health be-
havior. 

Self-Effcacy 

Often studied as it relates to health behaviors, 
self-effcacy refers to an AYA’s perception of 
his or her ability to infuence health outcomes, 
the environment, and health behaviors (Schwar-
zer & Luszczynska, 2008). Throughout the tran-
sition of health care responsibility, AYAs face 
an accumulation of health-related tasks requir-
ing not only knowledge, but also skill acquisi-
tion and the necessity to function in unfamiliar 
environments and roles (e.g., communicating 
with health insurance staff, negotiating time-off 
from work or school). Adolescents with strong 
self-effcacy would be expected to feel capa-
ble of successfully meeting the challenges 
related to the transition of health care respon-
sibility and to persist in effectively managing 
their health despite obstacles (Schwarzer & 
Luszczynska, 2008). Adolescents with higher 
health self-effcacy have been shown to be 
more likely to engage in health-promoting 
lifestyle practices (Jackson, Tucker, & Her-
man, 2007; n � 162). 

In research specifc to pediatric chronic ill-
ness, higher self-effcacy related to motivation 
and perceived control predicted better medica-
tion adherence in African American adolescent 
renal transplant recipients (Tucker et al., 2001; 
n � 68). In addition, adolescent medicine posi-
tion papers have encouraged physicians and 
health care teams to promote self-effcacy in 
adolescents preparing for the transition of health 
care responsibility and the eventual transfer of 
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care through specially designed programming 
and care policies (Baldassano et al., 2002; Bell 
et al., 2008; Cooley & Sagerman, 2011; El-
Matary, 2009). Such programming and care 
policies have not been described in detail and 
require further research. However, it is likely 
that self-effcacy specifc to health care transi-
tion may be facilitated through operationaliza-
tion of tasks to be completed, guided practice of 
health-related skills, and gradual responsibility 
acquisition. 

Executive Functioning 

Executive functioning is one facet of cogni-
tive functioning and consists of many skills 
required for managing a complex medical con-
dition including planning, problem solving, 
self-monitoring, organization, and working 
memory. Given the increasing requirements for 
AYA independence in managing health care 
related tasks and responsibilities across the tran-
sition period, executive functioning skills be-
come increasingly pertinent. In adolescents di-
agnosed with Type 1 diabetes, better executive 
functioning as measured using parent-report on 
the Behavior Rating Inventory of Executive 
Functioning (BRIEF) was positively related to 
treatment adherence which in turn predicted 
glycemic control (McNally, Rohan, Pendley, 
Delamater, & Drotar, 2010; n � 235). Results 
suggest that parent-report measures are valid 
options for assessing executive functioning in 
the busy clinical setting. Similarly, Bagner, 
Williams, Geffken, Silverstein, and Storch 
(2007; n � 130) demonstrated a positive rela-
tionship between diabetes self-management and 
executive functioning, suggesting that cognitive 
skills related to planning, self-monitoring, and 
working memory may be important for success-
ful disease management. 

During the transition of health care responsi-
bility, AYAs are required to integrate new in-
formation, acquire new skills, and to simultane-
ously monitor factors including physical 
symptoms, changes in medication regimens, 
and appointment scheduling. For an AYA with 
executive functioning defcits, the transition of 
health care responsibility may be especially 
challenging and require the addition of environ-
mental and regimen modifcations. For exam-
ple, an adolescent with poor attention or plan-
ning may require a simplifed medication 

dosing schedule accompanied by external re-
minders, such as cell phone alarms, for health 
care–related tasks. Although executive func-
tioning is beginning to be addressed in some 
areas of pediatric health care, as noted above, it 
has not been extensively studied in other impor-
tant areas, such as how it relates to the transition 
of health care responsibility. Research on exec-
utive functioning may lead to methods for early 
identifcation of AYA patients who are at high 
risk for mediation nonadherence and other 
problems completing health care tasks. In these 
cases, enhanced and sustained parental monitor-
ing and assistance could be enlisted, and it is 
possible that patients may beneft from cogni-
tive remediation training programs (Luton, 
Reed-Knight, Loiselle, O’Toole & Blount, 
2011), as has been used in other areas of pedi-
atrics. Behavioral health professionals working 
with AYA are uniquely trained to assess for 
executive functioning defcits and to provide 
cognitive remediation and problem solving for 
successful completion of health care–related 
tasks despite executive functioning diffculties. 

Personal Autonomy 

Researchers have examined how normative 
development in nonmedical aspects of the ado-
lescent’s life relates to the success of transition 
of health care responsibility. Interestingly, data 
have shown that adolescents who are expected 
to complete home-based chores despite their 
chronic illness are more likely to transition suc-
cessfully to independent self-care (Blum, 1995). 
It is likely that the completion of chores and 
other everyday responsibilities helps prepare 
AYAs for medical-related responsibilities that 
must be completed on a regular schedule once 
they and their parents begin the transition pro-
cess. For adolescents, simply feeling “tired of 
taking medicines” or “tired of living with a 
medical condition” have been shown to be sig-
nifcant barriers to medication adherence (Si-
mons & Blount, 2007; n � 78). Chores and 
activities such as part-time jobs likely help the 
adolescent develop a generalized sense of self-
effcacy for independently completing what 
may at times be challenging, tedious, and rep-
etitious health care tasks. Similarly, norma-
tively developing cognitive and social maturity, 
which may include AYAs assuming responsi-
bility for meeting their own needs rather than 
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depending on others, have been described as 
important indicators of AYAs’ readiness to as-
sume increasing levels of health care responsi-
bility (Fleming, Carter, & Gillibrand, 2002). 
Health care professionals can foster the devel-
opment of personal autonomy by providing psy-
choeducation to families on the importance of 
setting age appropriate expectations regarding 
everyday responsibilities for AYAs including 
academic, home, and community involvement. 
Personal autonomy can also be fostered by help-
ing AYAs envision a future in which they are 
primarily responsible for their own health care 
(Reiss, 2012). There is a dearth of research 
addressing the AYA’s completion of activities 
of daily living and their mastery of health care 
responsibility. 

Dyad-Level Variables 

Allocation of Treatment Responsibility and 
Degree of Parental Monitoring 

At the level of the parent–AYA dyad, alloca-
tion of treatment responsibility between parent 
and AYA is the primary factor shown to be 
related to the transition of health care responsi-
bility (Pai & Ostendorf, 2011). Allocation of 
treatment responsibility is a term used to de-
scribe how the responsibility for chronic ill-
ness–related tasks is divided between the AYA 
and caregivers. Transition of health care respon-
sibility from parent to child does not happen 
immediately or at predetermined times or ages. 
Shifting allocation of treatment responsibility 
throughout the span of adolescence is a more 
accurate portrayal of transition as a process 
rather than event. From our review of the lit-
erature and clinical experience, we assert that 
parents may inadvertently err by (a) giving 
responsibility too early, when the adolescent 
is ill prepared to assume it; (b) giving respon-
sibility too late, thereby denying the AYA 
suffcient learning opportunities and practice; 
(c) giving responsibility with low ongoing 
parental monitoring in conjunction with grad-
uated transition; (d) failing to provide a suf-
fciently supportive learning environment to 
train and undergird the AYA; or (e) failing to 
increase their responsibility should the 
AYA’s performance of health care behaviors 
decline. In the ideal case, the shift of treat-
ment responsibility is gradual, based on the 

individual AYA’s level of assistance needed, 
and supported by instruction, training, and 
problem solving that occurs as the AYA be-
haviorally demonstrates increasingly consis-
tent success mastering the various health care 
management tasks. 

Investigations into outcomes associated with 
varying patterns of parent and AYA allocation 
of treatment responsibility have used several 
different methodologies including self-report, 
daily diaries, and observations. Despite early 
clinical practice that was unguided by research 
and often advocated a complete transfer of re-
sponsibility at some predetermined age (e.g., 18 
years old), investigations have consistently 
shown a relationship between child- or adoles-
cent-only responsibility and poorer health out-
comes (Kahana, Frazier, & Drotar, 2008; Pai & 
Ostendorf, 2011). Viewed from a different per-
spective, increased maternal involvement in ad-
olescents’ health care management has been 
shown to be related to improved outcomes in-
cluding better medication adherence in several 
pediatric patient groups, such as those with in-
fammatory bowel disease (Reed-Knight et al., 
2011; n � 90), cystic fbrosis (Modi et al., 2008; 
n � 103), and diabetes (La Greca et al., 1995; 
n � 74). 

Modi et al. (2008; n � 103) conducted a 
study on the relationship between allocation of 
treatment responsibility and health outcomes in 
youth with cystic fbrosis. Although the study 
did not explicitly employ a developmental sys-
tems perspective, major tenets of the perspec-
tive were realized in the study. Modi and col-
leagues (2008) utilized a daily phone diary 
methodology to calculate the amount of time 
that adolescents spent on medical care alone, 
with their mother’s help, and with their father’s 
help over a 1-week period. This methodology 
allowed the researchers to examine dynamic 
activity patterns in the parent and adolescent 
caregiving system. As opposed to sole reliance 
on questionnaires, the daily diary method al-
lowed for a better understanding of the interplay 
in the microlevel transition of health care re-
sponsibility between parent and child and how 
the transition is not a smooth linear process but 
one that changes daily. Results revealed that for 
the cross-sectional sample, parental allocation 
of treatment responsibility decreased across the 
preadolescent to adolescent period, which is 
likely an outcome of normal developmental 
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processes, with the lowest levels of parental 
involvement found for 15-year-olds. Interest-
ingly, however, parental involvement was 
higher for the 16- and 17-year-olds in the sam-
ple than for the 15-year-olds. This shift may be 
attributable to the fact that the lowest rates of 
medical adherence were found for adolescents, 
suggesting that as parents were reducing their 
involvement in medical tasks, adolescents were 
not yet compensating by becoming more re-
sponsible. Perhaps parents realized that their 
young adolescents were becoming nonadherent 
and therefore increased involvement as their 
children progressed through adolescence. When 
predictors of adherence were examined using 
hierarchical regression, however, the strongest 
predictor of improved adherence was maternal 
supervision during the completion of medical 
tasks. Results suggest that although adolescents 
may be taking on increasing health care respon-
sibility during the period of adolescence, paren-
tal monitoring and supervision remain impor-
tant for increasing the likelihood of positive 
health outcomes. 

Given the potential dangers, including in-
creased morbidity and mortality, of premature 
allocation of treatment responsibility to a chron-
ically ill adolescent (Annunziato et al., 2007; 
N � 42; Watson, 2000; n � 20), a prolonged, 
scaffolded transition of health care responsibil-
ity is supported. In this approach, concurrent 
adolescent responsibility and graduated parental 
supervision would be employed, similar to the 
manner in which adolescents learn to drive a car 
and acquire incremental driving privileges over 
time based on demonstrated abilities. Parental 
involvement and supervision might increase or 
decrease, depending on adolescents’ monitored 
performance. 

Family Confict 

Poorer teen–parent relationship quality was 
shown to be signifcantly associated with AYA 
report of decreased readiness to transition and 
more barriers to medication adherence among 
AYA kidney transplant recipients (Gilleland et 
al., 2012; n � 48). In a 4-year longitudinal 
study of adolescents with insulin-dependent di-
abetes and their families, adolescent-reported 
family confict was found to be the strongest 
predictor of adherence to medical recommenda-
tions over the study period, with higher levels of 

confict predicting poorer adherence. Con-
versely, higher family cohesion was associated 
with better adherence (Hauser et al., 1990; n � 
52). Although these studies were not designed 
to assess microlevel, day-to-day processes be-
tween members of the adolescent’s family sys-
tem, results from these and additional studies 
suggest that relationships within the family sys-
tem are related to the adolescents’ adherence to 
medical recommendations and health care re-
sponsibility during the period of health care 
transition (Hilliard, Guilfoyle, Dolan, & Hood, 
2011; n � 145). Interventions to address family 
relationships have shown promise, with Behav-
ioral Family Systems Therapy for adolescents 
with diabetes demonstrating improved family 
confict and adherence after treatment (Wysocki 
et al., 2006; n � 104) as well as improved 
adolescent-mother communication and family 
problem solving (Wysocki et al., 2008; n � 
104). 

The associations between family relation-
ships and AYA transition readiness and adher-
ence may be attributable to several reasons. 
First, high-quality family relationships may 
support adaptive developmental processes in-
cluding learning, growth, and independence in 
adolescence. Second, high-quality family rela-
tionships may also protect against factors that 
may interfere with the transition of health care 
responsibility including heightened adolescent 
rebellion, psychological distress, relational dis-
tress, and chaotic conditions. Third, relationship 
quality may affect AYAs’ responsiveness to 
parental efforts to encourage processes related 
to the transition of health care responsibility, as 
well as parents’ willingness to engage with 
AYAs regarding such issues. 

Family Resources 

Factors affecting the AYA and caregiver sys-
tem including level of fnancial resources have 
the potential to profoundly affect the transition 
of health care responsibility. At the very time 
that AYAs are assuming greater health care 
responsibility, they may face terminations or 
gaps in health care coverage because of age or 
academic status (Willoughby et al., 2007). For 
AYAs experiencing limited or unpredictable f-
nancial resources and/or insurance coverage, 
successfully transitioning to greater health care 
responsibility may be especially challenging 
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and place them at risk for having limited access 
to medications and follow-up health care. How-
ever, in the age of health care reform, the Af-
fordable Care Act (ACA) is believed to posi-
tively impact future transition outcomes for 
youth with special health care needs (McManus 
et al., 2013), and AYAs previously unable to 
continue with health care in emerging adult-
hood because of lack of insurance coverage may 
beneft from many of the ACA’s provisions 
including Medicaid coverage expansion and el-
igibility to continue on parents’ insurance cov-
erage to 26 years of age. Behavioral health 
professionals should regularly assess how fam-
ily resources and health insurance coverage may 
be affecting AYA’s ability to engage with the 
health care system. Young adult patients also 
need ongoing education regarding insurance 
coverage and educational and vocational train-
ing opportunities. 

Integrated Conceptualization of Transition 
of Health Care Responsibility 

To use research to holistically inform pediat-
ric clinical practice, we sought to pictorially 
represent the individual and dyad-level factors 
reviewed due to their clinical relevance to the 
transition of health care responsibility using a 
developmental systems perspective (see Figure 
1). Within the central box, the transition of 
parents’ health care responsibility is depicted as 
maintaining a high level throughout adoles-
cence and decreasing into emerging adulthood, 
whereas adolescent’s health care responsibility 
is depicted as increasing sharply with the pas-
sage of time through adolescence and into 
emerging adulthood. Parents’ responsibility is 
not shown to decrease markedly during adoles-
cence, as might be expected using an age-based 
rather than an empirically informed, perfor-
mance-based understanding of the importance 
of parental supervision during the transition 
process for promoting positive health outcomes 
during teen years. The maintenance of high 
levels of parent health care responsibility also 
stands in contrast to previously published mod-
els of the transition of health care responsibility 
(While et al., 2004), which depict a substantial 
decrease in parental responsibility as AYAs 
move from pediatric toward adult focused care. 
Although a decrease in parent responsibility is 
to be expected and will likely occur by default 

once the adolescent enters emerging adulthood, 
the current conceptualization is designed to 
highlight the importance of continued parental 
involvement across the period of adolescence to 
serve as a protective factor to increase the like-
lihood of adaptive and sustained positive health 
outcomes. Although the form of involvement 
may shift from performing tasks for the adoles-
cent to monitoring to assure that they are done 
with supervision and training provided as 
needed, parental involvement should remain 
high to assure a greater likelihood of successful 
transition. Although to our knowledge the issue 
has not been addressed in the research literature, 
it also is probable that some degree of parental 
involvement may be benefcial after the transi-
tion into young adulthood, particularly for some 
young adults. Examples of potential needs for 
possible parental involvement, even with other-
wise competent and responsible AYAs, include 
transportation for health care appointments, as-
sistance with negotiating with insurance com-
panies, assistance in making payments, and es-
tablishing working relationships with new 
health care professionals. We visually illustrate 
this by the terminal end of the Parent Health 
care Responsibility arrow ending in a potential 
range of parent involvement as needed, rather 
than a defnite low point. 

AYA- and dyad-level variables from the em-
pirical and theoretical literature that are related 
to transition are depicted as interacting with the 
transition process via bidirectional arrows. For 
example, AYAs with more internalizing and 
externalizing problems or parent-AYA dyads 
with higher confict are likely to fnd the tran-
sition process more diffcult. Similarly, AYA 
oppositionality or unwillingness to assume 
more responsibility for their health care may 
result in more confict within the parent-AYA 
dyad. Finally, examples of microlevel processes 
comprised by the transition process are given at 
the bottom of the fgure to illustrate that the 
transition of health care responsibility occurs 
over an extended period and that the timing and 
nature of these processes is the result of every-
day interactions between the parent and AYA. 

Inclusion of the microlevel processes in-
volved in the transition process is important for 
several reasons. First, the examples provided, 
such as an AYA remembering to take his or her 
daily medications, give clinicians a clearer op-
erational defnition as to the routine tasks that 
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make up the successful transition process. 
These individual health care responsibility tasks 
are discrete and teachable components of dif-
ferent facets of the composite transition process. 
Mastery of one microlevel component does not 
assume mastery of the other components. Sec-
ond, the microlevel processes contribute to the 
transition process and to how the transition pro-
cess infuences the overall pattern of daily 
health care related tasks and interactions be-
tween parent and child. For example, within the 
separate domains of overall transition readiness, 
such as increasing responsibility for medication 
adherence and appointment making, parents and 
AYAs progress from adolescents being trained 
to perform simpler tasks and having less respon-
sibility to performing more complex tasks in 
which they are increasingly responsible. Pro-
gression along this continuum would be guided 
by repeated demonstration of successful perfor-
mance. Some microlevel tasks, such as medica-
tion organization and medication taking, seem 
to be tasks to be emphasized in day-to-day 
parent–AYA interactions, before attempting to 
address other less frequently occurring and po-
tentially more complex tasks, such as schedul-
ing health care appointments or negotiating 
with insurance companies. Similar to the inter-
actions described by Lichtwarck-Aschoff, van 
Geert, Bosma, and Kunnen (2008) in their de-
velopmental systems model of adolescent iden-
tity development, parent–AYA interactions re-
garding the transition of health care 
responsibility are infuenced by previous inter-
actions so that the likelihood of ultimate transi-
tion success becomes increasingly constrained 
and more probable with each successful mi-
crolevel interaction. 

Health Care Responsibilities Involved in 
Transition 

A clear understanding of the factors related to 
the transition of health care responsibility aids 
in delineating and conveying the specifc health 
care responsibilities involved in the transition 
so that AYAs, parents, and health care providers 
can have common expectations. One way to 
identify important health care responsibilities is 
to consider tasks that have been identifed by 
multiple researchers in this area as integral 
health care responsibilities on measures of tran-
sition and transfer readiness and allocation of 

treatment responsibility. This approach allows 
both for listing multiple transition readiness re-
sponsibilities, as well as a means for indexing 
the level of agreement regarding those behav-
iors considered integral for transition. There is 
variety in the settings, illness populations, and 
types of health care responsibilities with which 
measures have been developed. In Table 1, we  
present sample measures pertinent to the tran-
sition of health care responsibility along with 
the constructs assessed. We did not seek to 
present a comprehensive list of assessment mea-
sures relevant to transition. Instead, we sought 
to identify a sample of generic and disease 
specifc measures as examples to inform clinical 
practice and applied research. 

In Table 2, we present a more detailed de-
scription of the health care–related responsibil-
ities most commonly assessed by each of the 
identifed measures. The health care responsi-
bilities assessed across the identifed instru-
ments essentially describe which responsibili-
ties are considered to be integral for successful 
disease management. Many of the measures 
also assess additional responsibilities as well as 
attitudes or disease specifc issues. Among the 
most frequently assessed responsibilities are 
taking daily medications, disease knowledge, 
scheduling medical appointments, and medica-
tion knowledge. Knowledge about insurance 
coverage and taking as-needed medications 
are less frequently assessed, though likely 
important tasks for successful transition of 
health care responsibility. Clearly operation-
alizing those health care tasks that have high 
agreement as being important across the var-
ious measures of transition of responsibility 
offers the possibility of great beneft. Such an 
approach could facilitate the development of 
guidelines for how to successively train 
AYAs on the various tasks, give necessary 
support, and increase the level of AYA re-
sponsibility based on repeated demonstration 
of mastery of those health care task goals. 
This is an area in need of additional research 
that could prove immensely useful for AYAs, 
their families, and the professionals working 
with them around issues of transition. 

Implications for Intervention 

Although there is increasing interest among 
researchers and clinicians in the process of the 
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Table 1 
Transition of Health Care Responsibilities Assessment Measures 

Measure Disease group Reporters Constructs assessed Citationa 
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Transition Readiness 
Assessment 
Questionnaire 
(TRAQ) 

Transition Readiness 
Changing Roles for 
Families/Youth 
(TRCR) 

Cystic Fibrosis 
Readiness 
Questionnaire 

Readiness for 
Transition 
Questionnaire (RTQ) 

Transition Readiness 
Scale (TRS) 

Self-Care Independence 
Scale (SCIS) 

HIV Family 
Responsibility 
Questionnaire 

Diabetes Family 
Responsibility 
Questionnaire 
(DFRQ) 

Allocation of Treatment 
Responsibility Scale 
(ATR) 

Infammatory Bowel 
Disease Family 
Responsibility 
Questionnaire 
(IBD-FRQ) 

Any youth with chronic AYA 
healthcare needs 

Any youth with chronic AYA; Parent 
healthcare needs 

Cystic Fibrosis AYA 

Kidney Transplant AYA; Parent 

Liver Transplant AYA; Parent 

Cystic Fibrosis Parent 

HIV AYA; Parent 

Diabetes AYA; Parent 

Kidney Transplant AYA; Parent 

IBD AYA; Parent 

Self-management, Self-
advocacy 

Knowledge of health issues/ 
diagnosis, responsibility for 
management-related tasks, 
health insurance planning 

CF knowledge, AYA 
healthcare responsibility 

AYA healthcare responsibility, 
parent healthcare 
involvement, perceptions of 
transition readiness 

Self-management skills, 
Allocation of responsibility 
for health-related tasks, 
regimen knowledge, and 
psychosocial adjustment 

AYA Self-care autonomy 

Allocation of responsibility for 
medication-related and other 
HIV management-related 
tasks 

Allocation of responsibility for 
regimen tasks, general 
health maintenance, and 
social presentation of 
diabetes. 

Allocation of treatment 
responsibility for oral 
medication, clinic 
attendance, and laboratory 
attendance 

AYA and parent involvement 
in general health 
maintenance, social aspects, 
regimen management, and 
nutrition for IBD 

Sawicki et al., 2011 

National Health 
Care Transition 
Center, 2011 

Cappelli, 
MacDonald, & 
McGrath, 1989 

Gilleland, Amaral, 
Mee, & Blount, 
2011 

Fredericks et al., 
2010 

Patton, Graham, 
Varlotta, & 
Holsclaw, 2003 

Naar-King et al., 
2009 

Anderson, 
Auslander, Jung, 
Miller, & 
Santiago, 1990 

Pai et al., 2010 

Greenley, Doughty, 
Stephens, & 
Kugathasan, 
2010 

a Please refer to references for further detail regarding measure development, psychometric properties, and indications for 
use. 

transition of health care responsibility from par-
ent to AYA, there is a dearth of research on how 
to promote successful transition through regular 
clinical practice. This conceptualization will 
hopefully serve to inform assessment and inter-
vention aimed at the AYA and dyad-levels as 
well as at the microlevel processes that make up 
the transition process. At the AYA level, prac-
titioners may encourage AYAs to assume de-
velopmentally appropriate levels of health care 

responsibility. Chronological age may help in-
form the selection of developmentally appropri-
ate tasks, but given past research that has shown 
increasing age to be a risk factor for poor out-
comes (Fredericks et al., 2008; Modi et al., 
2008), chronological age alone should not be 
used as a criterion for transitioning from parent 
to primarily AYA health care responsibility. 
Interventions may also work indirectly by in-
creasing AYA’s nonmedical responsibility tak-
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Table 2 
Assessment of Healthcare Behaviors Involved in the Transition of Health Care Responsibilities From 
Parent To Adolescent 

HIV Family 
CF Readiness Responsibility 

Responsibilities TRAQ TRCR Questionnaire RTQ TRS SCIS Questionnaire DFRQ ATR IBD-FRQ 
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Taking daily medication � � � � � � � � � 

Taking as needed medications � � � 

Scheduling medical 
appointments � � � � � � � � 

Managing medication reflls � � � � � � � 

Remembering/Attending 
medical appointments � � � � � � � � � 

Knowledge about insurance 
coverage � � � 

Disease knowledge � � � � � � 

Medication knowledge � � � � � � 

Routine self-care procedures 
(e.g., labs, physiotherapy) � � � � � � � 

Communicating with medical 
staff � � � � � � 

Communicating with others 
about medical condition � � � � � � � � 

Note. Black squares indicate that a healthcare responsibility is assessed via the measure. 

ing such as promoting performance of daily 
household chores in order to teach responsi-
bility, build general self-effcacy, and in-
crease structure in the AYA’s schedule. Ad-
olescents and young adults should also be 
screened for psychological diffculties includ-
ing both externalizing and internalizing prob-
lems so that existing problems can be treated 
with evidence-based mental health services. 
Reduction of psychological symptoms may 
lead to increased responsiveness and greater 
success in their assumption of health care 
responsibility. 

At the parent–AYA dyad level, practitioners 
may target family confict (Hauser et al., 1990), 
especially as it relates to the health care regi-
men. Most importantly, however, intervention 
likely needs to address the allocation of treat-
ment responsibility within the home to help 
families operationalize and clearly defne who 
in the family is primarily responsible for each of 
the required medical tasks and how levels of 
responsibility may shift over time. Given the 

protective nature of parental involvement (Modi 
et al., 2008), treatment likely should not advo-
cate for a complete removal or abdication of 
parental responsibility and should instead work 
to increase levels of AYA skills and responsi-
bility while maintaining parental involvement 
and supervision as indicated (see Table 3). 
What our conceptualization recommends is a 
criterion-based training of different components 
of responsible health care behavior in AYAs, 
with more responsibility being given, and more 
complex skills being taught contingent upon 
sustained, demonstrated performance and mas-
tery of prior health care tasks. Ongoing moni-
toring also allows for increasing parental in-
volvement if the AYA’s responsible health care 
behavior decreases, thus providing a safety net, 
as well as opportunities for further increasing 
AYA responsibility within a family-oriented 
context. Professional monitoring of the progress 
of AYAs and their parents, support, and inter-
vention as necessary would undergird the fam-
ily in this process. 
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Table 3 
Strategies for Targeting Allocation of Treatment Responsibility to Promote Successful Transition of 
Healthcare Responsibility 

Examples of microlevel processes comprised by the allocation of treatment responsibility 

Responsibilities AYA Parent 
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1. Medication adherence 

2. Medical appointments 

3. Prescription reflls 

4. Insurance coverage 

5. Medical knowledge 

• Regularly uses pillbox 

• Takes on responsibility for flling pillbox 
weekly 

• Uses cell-phone alarm as a reminder for 
doses 

• Encounters barrier to adherence 

• Keeps “back-up” medication doses on 
hand (e.g., car, purse, bookbag) when 
away from home 

• Stores numbers for physicians and clinics 
in personal cell-phone 

• Participates actively in medical 
appointments 

• AYA is seen independently from parent 
for portions of medical appointment 

• Stores pharmacy phone number in 
personal cell-phone 

• Stands in line at pharmacy and requests 
reflls 

• Uses calendar to keep track of time to 
order medication reflls 

• Carries insurance card in wallet and is 
knowledgeable about coverage plan and 
copays 

• Completes registration / check-out at 
appointments and pays co-pays 

• Demonstrates knowledge of medical 
history, medication information, and 
family medical history 

• Completes patient registration and 
medical history forms 

• Checks pillbox daily to insure medication has 
been taken 

• Teaches how to fll the pillbox then monitors 
accuracy of flled pillbox 

• Verbally checks-in after alarm to insure 
medication has been taken 

• Aids in problem-solving barrier with help of 
medical team 

• Secures permission/appropriateness for “back 
up” dose storage and checks-in via text as 
needed to confrm medications are taken 

• Teaches AYA how to schedule appointments 

• Helps AYA develop list of questions to ask 
at appointments 

• Attends appointments, shares concerns, and 
verifes information for providers 

• Teaches AYA how to call-in prescription 
refll and watches adolescent complete task 

• Monitors AYA and pays for reflls 

• Reminds AYA to re-order to prevent running 
out of medications 

• Instructs AYA about terms of coverage, 
copays, and how to access account details 
online 

• Supervises interactions and provides AYA 
with payment for care 

• Coaches AYA in accurate recall and 
presentation of medical history and treatment 
information 

• Oversees accuracy of information presented 
by AYA 

Areas of Future Research 

Using a developmental systems perspective 
to help design potential interventions would in-
crease the likelihood of addressing the dynamic 
process of the transition of health care respon-
sibility from multiple perspectives. A develop-
mental systems perspective would advocate that 
instead of solely addressing AYA or dyad-level 
factors, the parent–AYA system must be ad-
dressed as a whole with interventions aimed at 
integrating treatment into the system while also 
highlighting and taking advantage of a family’s 
strengths. Such interventions might help parents 
and AYAs defne the unique microlevel pro-
cesses comprised by the transition process for 
their family such as the daily medication sched-

ule, appointment making, and obtaining pre-
scriptions from the pharmacy, and then help 
families defne the behaviors and sequence for 
the AYA progressively taking responsibility for 
each of the tasks (see Table 3). Once responsi-
bility has been defned and delegated, the pro-
cess of transitioning responsibility from parent 
to AYA with ongoing parental involvement can 
be planned. Such a process might concurrently 
treat relationship diffculties within the family sys-
tem and AYA psychopathology, if present, or 
work to promote nonmedical responsibility for 
AYAs who do not have daily chores or routine 
responsibilities. Such a systems approach would 
target the transition of health care responsibility 
within the ongoing family context. 
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As increasing numbers of AYAs with chronic 
illness survive and develop from childhood into 
adolescence and then into emerging adulthood, 
the health care community will be increasingly 
affected by the need to address challenges re-
lated to the transition of health care responsi-
bility from parent to AYA. Future research 
should continue to address additional factors 
related to the transition process including par-
ent-level factors (e.g., maternal depression, 
health care knowledge), contextual factors (e.g., 
socioeconomic status, daily stressors) and 
health care system factors (e.g., insurance cov-
erage, availability of transition services) to 
build a more comprehensive understanding of 
transition. As mentioned earlier, although ado-
lescent medicine position papers have called on 
health care teams to promote AYA self-effcacy 
and to prepare patients for the transition of 
responsibility, research on effective methods for 
accomplishing these goals is needed. Research 
is also needed on the transition of a wider range 
of health care responsibilities, as the majority of 
current studies use medication adherence as the 
primary or only outcome. Future studies should 
examine how the transition of health care re-
sponsibility from parents to youth is related to 
AYAs functioning following the transfer to 
adult care. By comprehensively assessing and 
characterizing successful transition of health 
care responsibility using developmental theory 
and empirically validated measurement tools, 
clinicians and researchers can remediate a crit-
ical knowledge gap in supplying quality clinical 
outcome data. Utilizing a developmental sys-
tems perspective to inform future assessment 
and intervention research can move the feld 
forward to most effectively serve the growing 
number of AYAs and families in need. 

References 

Anderson, B., Auslander, W. F., Jung, K. C., Miller, 
J. P., & Santiago, J. V. (1990). Assessing family 
sharing of diabetes responsibilities. Journal of Pe-
diatric Psychology, 15, 477– 492. doi:10.1093/ 
jpepsy/15.4.477 

Annunziato, R. A., Emre, S., Shneider, B., Barton, 
C., Dugan, C. A., & Shemesh, E. (2007). Adher-
ence and medical outcomes in pediatric liver trans-
plant recipients who transition to adult services. 
Pediatric Transplantation, 11, 608 – 614. doi: 
10.1111/j.1399-3046.2007.00689.x 

Arnett, J. J. (2000). Emerging adulthood: A theory of 
development from the late teens through the twen-
ties. American Psychologist, 55. 469–480. doi: 
10.1037/0003-066X.55.5.469 

Bagner, D. M., Williams, L. B., Geffken, G. R., 
Silverstein, J. H., & Storch, E. A. (2007). Type 
1 diabetes in youth: The relationship between 
adherence and executive functioning. Children’s 
Health Care, 36, 169 –179. doi:10.1080/ 
02739610701335001 

Baldassano, R. N., Ferry, G. D., Griffths, A. M., 
Mack, D., Markowitz, J., & Winter, H. (2002). 
Transition of the patient with infammatory bowel 
disease from pediatric to adult care: Recommen-
dations of the North American Society for Pediat-
ric Gastroenterology, Hepatology, and Nutrition. 
Journal of Pediatric Gastroenterology and Nutri-
tion, 34, 245–248. doi:10.1097/00005176-
200203000-00001 

Bell, L. E., Bartosh, S. M., Davis, C. L., Dobbels, F., 
Al Uzri, A., Lotstein, D., . . .  Dharnidharka, V. R. 
(2008). Adolescent transition to adult care in solid 
organ transplantation: A consensus conference re-
port. American Journal of Transplantation, 8, 
2230 –2242. doi:10.1111/j.1600-6143.2008 
.02415.x 

Blum, R. W. (1995). Transition to adult health care: 
Setting the stage. The Journal of Adolescent 
Health: Offcial publication of the Society for Ad-
olescent Medicine, 17, 3–5. 

Bryden, K. S., Neil, A., Mayou, R. A., Peveler, R. C., 
Fairburn, C. G., & Dunger, D. B. (1999). Eating 
habits, body weight, and insulin misuse. A longi-
tudinal study of teenagers and young adults with 
type 1 diabetes. Diabetes Care, 22, 1956–1960. 
doi:10.2337/diacare.22.12.1956 

Bryden, K. S., Peveler, R. C., Stein, A., Neil, A., 
Mayou, R. A., & Dunger, D. B. (2001). Clinical 
and psychological course of diabetes from adoles-
cence to young adulthood: A longitudinal cohort 
study. Diabetes Care, 24, 1536 –1540. doi: 
10.2337/diacare.24.9.1536 

Cappelli, M., MacDonald, N. E., & McGrath, P. J. 
(1989). Assessment of readiness to transfer to adult 
care for adolescents with cystic fbrosis. Chil-
dren’s Health Care, 18, 218–224. doi:10.1207/ 
s15326888chc1804_4 

Cooley, W. C., & Sagerman, P. J. (2011). Supporting 
the health care transition from adolescence to 
adulthood in the medical home. Pediatrics, 128, 
182–200. doi:10.1542/peds.2011-0969 

DiMatteo, M. R. (2004). Variations in patients’ ad-
herence to medical recommendations: A quantita-
tive review of 50 years of research. Medical Care, 
42, 200 –209. doi:10.1097/01.mlr.0000114908 
.90348.f9 

El-Matary, W. (2009). Transition of children with 
infammatory bowel disease: Big task, little evi-

http://dx.doi.org/10.1093/jpepsy/15.4.477
http://dx.doi.org/10.1093/jpepsy/15.4.477
http://dx.doi.org/10.1111/j.1399-3046.2007.00689.x
http://dx.doi.org/10.1111/j.1399-3046.2007.00689.x
http://dx.doi.org/10.1037/0003-066X.55.5.469
http://dx.doi.org/10.1037/0003-066X.55.5.469
http://dx.doi.org/10.1080/02739610701335001
http://dx.doi.org/10.1080/02739610701335001
http://dx.doi.org/10.1097/00005176-200203000-00001
http://dx.doi.org/10.1097/00005176-200203000-00001
http://dx.doi.org/10.1111/j.1600-6143.2008.02415.x
http://dx.doi.org/10.1111/j.1600-6143.2008.02415.x
http://dx.doi.org/10.2337/diacare.22.12.1956
http://dx.doi.org/10.2337/diacare.24.9.1536
http://dx.doi.org/10.2337/diacare.24.9.1536
http://dx.doi.org/10.1207/s15326888chc1804_4
http://dx.doi.org/10.1207/s15326888chc1804_4
http://dx.doi.org/10.1542/peds.2011-0969
http://dx.doi.org/10.1097/01.mlr.0000114908.90348.f9
http://dx.doi.org/10.1097/01.mlr.0000114908.90348.f9


232 REED-KNIGHT, BLOUNT, AND GILLELAND 

T
hi

s 
do

cu
m

en
t 

is
 c

op
yr

ig
ht

ed
 b

y 
th

e 
A

m
er

ic
an

 P
sy

ch
ol

og
ic

al
 A

ss
oc

ia
tio

n 
or

 o
ne

 o
f 

its
 a

lli
ed

 p
ub

lis
he

rs
. 

T
hi

s 
ar

tic
le

 i
s 

in
te

nd
ed

 s
ol

el
y 

fo
r 

th
e 

pe
rs

on
al

 u
se

 o
f 

th
e 

in
di

vi
du

al
 u

se
r 

an
d 

is
 n

ot
 t

o 
be

 d
is

se
m

in
at

ed
 b

ro
ad

ly
. 

dence. World Journal of Gastroenterology, 15, 
3744–3747. doi:10.3748/wjg.15.3744 

Fishman, L. N., Barendse, R. M., Hait, E., Burdick, 
C., & Arnold, J. (2010). Self-management of older 
adolescents with infammatory bowel disease: A 
pilot study of behavior and knowledge as prelude 
to transition. Clinical Pediatrics, 49, 1129–1133. 
doi:10.1177/0009922810379042 

Fleming, E., Carter, B., & Gillibrand, W. (2002). The 
transition of adolescents with diabetes from the 
children’s health care service into the adult health 
care service: A review of the literature. Journal of 
Clinical Nursing, 11, 560 –567. doi:10.1046/j 
.1365-2702.2002.00639.x 

Fredericks, E. M., Dore Stites, D., Well, A., Magee, 
J. C., Freed, G. L., Shieck, V., & James Lopez, M. 
(2010). Assessment of transition readiness skills 
and adherence in pediatric liver transplant recipi-
ents. Pediatric Transplantation, 14, 944–953. doi: 
10.1111/j.1399-3046.2010.01349.x 

Fredericks, E. M., Magee, J. C., Opipari Arrigan, L., 
Shieck, V., Well, A., & Lopez, M. J. (2008). 
Adherence and health related quality of life in 
adolescent liver transplant recipients. Pediatric 
Transplantation, 12, 289 –299. doi:10.1111/j 
.1399-3046.2008.00901.x 

Gerson, A. C., Furth, S. L., Neu, A. M., & Fivush, 
B. A. (2004). Assessing associations between 
medication adherence and potentially modifable 
psychosocial variables in pediatric kidney trans-
plant recipients and their families. Pediatric 
Transplantation, 8, 543–550. doi:10.1111/j.1399-
3046.2004.00215.x 

Gilleland, J., Amaral, S., Mee, L. L., & Blount, R. L. 
(2012). Getting ready to leave: Transition readi-
ness in adolescent kidney recipients. Journal of 
Pediatric Psychology, 37, 85–96. doi:10.1093/ 
jpepsy/jsr049 

Gray, W. N., Denson, L. A., Baldassano, R. N., & 
Hommel, K. A. (2012). Treatment adherence in 
adolescents with infammatory bowel disease: The 
collective impact of barriers to adherence and anx-
iety/depressive symptoms. Journal of Pediatric 
Psychology, 37, 282–291. doi:10.1093/jpepsy/ 
jsr092 

Greenley, R. N., Doughty, A., Stephens, M., & Ku-
gathasan, S. (2010). Brief report: Development of 
the Infammatory Bowel Disease Family Respon-
sibility Questionnaire. Journal of Pediatric Psy-
chology, 35, 183–187. doi:10.1093/jpepsy/jsp052 

Hait, E., Barendse, R. M., Arnold, J., Valim, C., 
Sands, B. E., Korzenik, J. R., & Fishman, L. N. 
(2009). Transition of adolescents with infamma-
tory bowel disease from pediatric to adult care: A 
survey of adult gastroenterologists. Journal of Pe-
diatric Gastroenterology and Nutrition, 48, 61– 
65. doi:10.1097/MPG.0b013e31816d71d8 

Hauser, S. T., Jacobson, A. M., Lavori, P., Wolfs-
dorf, J. I., Herskowitz, R. D., Milley, J. E., . . .  
Stein, J. (1990). Adherence among children and 
adolescents with insulin-dependent diabetes melli-
tus over a four-year longitudinal follow-up: II. 
Immediate and long-term linkages with the family 
milieu. Journal of Pediatric Psychology, 15, 527– 
542. doi:10.1093/jpepsy/15.4.527 

Hilliard, M. E., Guilfoyle, S. M., Dolan, L. M., & 
Hood, K. K. (2011). Prediction of adolescents’ 
glycemic control 1 year after diabetes-specifc 
family confict: The mediating role of blood glu-
cose monitoring adherence. Archives of Pediatrics 
& Adolescent Medicine, 165, 624 – 629. doi: 
10.1001/archpediatrics.2011.86 

Jackson, E. S., Tucker, C. M., & Herman, K. C. 
(2007). Health value, perceived social support, and 
health self-effcacy as factors in a health-
promoting lifestyle. Journal of American College 
Health, 56, 69–74. doi:10.3200/JACH.56.1.69-74 

Kahana, S. Y., Frazier, T. W., & Drotar, D. (2008). 
Preliminary quantitative investigation of predictors 
of treatment non adherence in pediatric transplan-
tation: A brief report. Pediatric transplantation, 
12, 656 – 660. doi:10.1111/j.1399-3046.2007 
.00864.x 

La Greca, A. M., Auslander, W. F., Greco, P., Spet-
ter, D., Fisher, E. B., & Santiago, J. V. (1995). I get 
by with a little help from my family and friends: 
Adolescents’ support for diabetes care. Journal of 
Pediatric Psychology, 20, 449–476. doi:10.1093/ 
jpepsy/20.4.449 

La Greca, A. M., Follansbee, D., & Skyler, J. S. 
(1990). Developmental and behavioral aspects of 
diabetes management in youngsters. Children’s 
Health Care, 19, 132–139. doi:10.1207/ 
s15326888chc1903_1 

Lichtwarck-Aschoff, A., van Geert, P., Bosma, H., & 
Kunnen, S. (2008). Time and identity: A frame-
work for research and theory formation. Develop-
mental Review, 28, 370 – 400. doi:10.1016/j.dr 
.2008.04.001 

Lotstein, D. S., Ghandour, R., Cash, A., McGuire, E., 
Strickland, B., & Newacheck, P. (2009). Planning 
for health care transitions: Results from the 2005– 
2006 National Survey of Children with Special 
Health Care Needs. Pediatrics, 123, e145–e152. 
doi:10.1542/peds.2008-1298 

Luton, L. M., Reed-Knight, B. Loiselle, K., O’Toole, 
K., & Blount, R. (2011). A pilot study evaluating 
an abbreviated version of the cognitive remedia-
tion program for youth with neurocognitive def-
cits. Brain Injury, 25, 409 – 415. doi:10.3109/ 
02699052.2011.558044 

McManus, M. A., Pollack, L. R., Cooley, W. C., 
McAllister, J. W., Lotstein, D., Strickland, B., & 
Mann, M. Y. (2013). Current status of transition 
preparation among youth with special needs in the 

http://dx.doi.org/10.3748/wjg.15.3744
http://dx.doi.org/10.1177/0009922810379042
http://dx.doi.org/10.1046/j.1365-2702.2002.00639.x
http://dx.doi.org/10.1046/j.1365-2702.2002.00639.x
http://dx.doi.org/10.1111/j.1399-3046.2010.01349.x
http://dx.doi.org/10.1111/j.1399-3046.2010.01349.x
http://dx.doi.org/10.1111/j.1399-3046.2008.00901.x
http://dx.doi.org/10.1111/j.1399-3046.2008.00901.x
http://dx.doi.org/10.1111/j.1399-3046.2004.00215.x
http://dx.doi.org/10.1111/j.1399-3046.2004.00215.x
http://dx.doi.org/10.1093/jpepsy/jsr049
http://dx.doi.org/10.1093/jpepsy/jsr049
http://dx.doi.org/10.1093/jpepsy/jsr092
http://dx.doi.org/10.1093/jpepsy/jsr092
http://dx.doi.org/10.1093/jpepsy/jsp052
http://dx.doi.org/10.1097/MPG.0b013e31816d71d8
http://dx.doi.org/10.1093/jpepsy/15.4.527
http://dx.doi.org/10.1001/archpediatrics.2011.86
http://dx.doi.org/10.1001/archpediatrics.2011.86
http://dx.doi.org/10.3200/JACH.56.1.69-74
http://dx.doi.org/10.1111/j.1399-3046.2007.00864.x
http://dx.doi.org/10.1111/j.1399-3046.2007.00864.x
http://dx.doi.org/10.1093/jpepsy/20.4.449
http://dx.doi.org/10.1093/jpepsy/20.4.449
http://dx.doi.org/10.1207/s15326888chc1903_1
http://dx.doi.org/10.1207/s15326888chc1903_1
http://dx.doi.org/10.1016/j.dr.2008.04.001
http://dx.doi.org/10.1016/j.dr.2008.04.001
http://dx.doi.org/10.1542/peds.2008-1298
http://dx.doi.org/10.3109/02699052.2011.558044
http://dx.doi.org/10.3109/02699052.2011.558044


233 TRANSITION HEALTHCARE RESPONSIBILITY SYSTEMS 

T
hi

s 
do

cu
m

en
t 

is
 c

op
yr

ig
ht

ed
 b

y 
th

e 
A

m
er

ic
an

 P
sy

ch
ol

og
ic

al
 A

ss
oc

ia
tio

n 
or

 o
ne

 o
f 

its
 a

lli
ed

 p
ub

lis
he

rs
. 

T
hi

s 
ar

tic
le

 i
s 

in
te

nd
ed

 s
ol

el
y 

fo
r 

th
e 

pe
rs

on
al

 u
se

 o
f 

th
e 

in
di

vi
du

al
 u

se
r 

an
d 

is
 n

ot
 t

o 
be

 d
is

se
m

in
at

ed
 b

ro
ad

ly
. 

United States. Pediatrics, 131, 1090–1097. doi: 
10.1542/peds.2012-3050 

McNally, K., Rohan, J., Pendley, J. S., Delamater, A., 
& Drotar, D. (2010). Executive functioning, treat-
ment adherence, and glycemic control in children 
with type 1 diabetes. Diabetes Care, 33, 1159– 
1162. doi:10.2337/dc09-2116 

Modi, A. C., Marciel, K. K., Slater, S. K., Drotar, D., 
& Quittner, A. L. (2008). The infuence of parental 
supervision on medical adherence in adolescents 
with cystic fbrosis: Developmental shifts from pre 
to late adolescence. Children’s Health Care, 37, 
78–92. doi:10.1080/02739610701766925 

Naar-King, S., Montepiedra, G., Nichols, S., Farley, 
J., Garvie, P. A., Kammerer, B., . . .  Storm, D. 
(2009). Allocation of family responsibility for ill-
ness management in pediatric HIV. Journal of 
Pediatric Psychology, 34, 187–194. doi:10.1093/ 
jpepsy/jsn065 

National Health Care Transition Center. (2011). Six 
core elements of health care transition, 2012. Re-
trieved from http://www.gottransition.org/Uploaded 
Files/Files/Six_core_Elements_PDF_Package1.pdf 

Pai, A. L. H., Gray, E., Kurivial, K., Ross, J., 
Schoborg, D., & Goebel, J. (2010). The Allocation 
of Treatment Responsibility scale: A novel tool for 
assessing patient and caregiver management of 
pediatric medical treatment regimens. Pediatric 
Transplantation, 14, 993–999. doi:10.1111/j.1399-
3046.2010.01391.x 

Pai, A. L. H., & Ostendorf, H. M. (2011). Treatment 
adherence in adolescents and young adults affected 
by chronic illness during the health care transition 
from pediatric to adult health care: A literature 
review. Children’s Health Care, 40, 16–33. doi: 
10.1080/02739615.2011.537934 

Patton, S. R., Graham, J. L., Varlotta, L., & 
Holsclaw, D. (2003). Measuring self-care indepen-
dence in children with cystic fbrosis: The self-care 
independence scale (SCIS). Pediatric Pulmonol-
ogy, 36, 123–130. doi:10.1002/ppul.10271 

Perrin, J. M., Bloom, S. R., & Gortmaker, S. L. 
(2007). The increase of childhood chronic condi-
tions in the United States. Journal of the American 
Medical Association, 297, 2755–2759. doi: 
10.1001/jama.297.24.2755 

Reed-Knight, B., Lewis, J. D., & Blount, R. L. 
(2011). Association of disease, adolescent, and 
family factors with medication adherence in pedi-
atric Infammatory Bowel Disease. Journal of Pe-
diatric Psychology, 36, 308 –317. doi:10.1093/ 
jpepsy/jsq076 

Reiss, J. G. (2012). Health care transition for emerg-
ing adults with chronic health conditions and dis-
abilities. Pediatric Annals, 41, 429 – 435. doi: 
10.3928/00904481-20120924-16 

Reiss, J. G., Gibson, R. W., & Walker, L. R. (2005). 
Health care transition: Youth, family, and provider 

perspectives. Pediatrics, 115, 112–120. doi: 
10.1542/peds.2004-1321 

Rodrigue, J. R., & Zelikovsky, N. (2009). Pediatric 
organ transplantation. In M. C. Roberts & R. G. 
Steele (Eds.), Handbook of pediatric psychology 
(4th ed., pp. 392–402). New York, NY: Guilford 
Press. 

Sawicki, G. S., Lukens-Bull, K., Yin, X., Demars, N., 
Huang, I., Livingwood, W., . . .  Wood, D. (2011). 
Measuring the transition readiness of youth with 
special healthcare needs: Validation of the TRAQ– 
Transition Readiness Assessment Questionnaire. 
Journal of Pediatric Psychology, 36, 160–171. 
doi:10.1093/jpepsy/jsp128 

Schwartz, L. A., Tuchman, L. K., Hobbie, W. L., & 
Ginsberg, J. P. (2011). A social-ecological model 
of readiness for transition to adult-oriented care for 
adolescents and young adults with chronic health 
conditions. Child: Care, Health and Development, 
37, 883– 895. doi:10.1111/j.1365-2214.2011 
.01282.x 

Schwarzer, R., & Luszczynska, A. (2008). How to 
overcome health-compromising behaviors. Euro-
pean Psychologist, 13, 141–151. doi:10.1027/ 
1016-9040.13.2.141 

Simons, L. E., & Blount, R. L. (2007). Identifying 
barriers to medication adherence in adolescent 
transplant recipients. Journal of Pediatric Psychol-
ogy, 32, 831–844. doi:10.1093/jpepsy/jsm030 

Tucker, C. M., Petersen, S., Herman, K. C., Fennell, 
R. S., Bowling, B., Pedersen, T., & Vosmik, J. R. 
(2001). Self-regulation predictors of medication 
adherence among ethnically different pediatric pa-
tients with renal transplants. Journal of Pediatric 
Psychology, 26, 455–464. doi:10.1093/jpepsy/26 
.8.455 

Watson, A. R. (2000). Non-compliance and transfer 
from paediatric to adult transplant unit. Pediatric 
Nephrology, 14, 469 – 472. doi:10.1007/ 
s004670050794 

While, A., Forbes, A., Ullman, R., Lewis, S., Mathes, 
L., & Griffths, P. (2004). Good practices that 
address continuity during transition from child to 
adult care: Synthesis of the evidence. Child: Care, 
Health and Development, 30, 439 – 452. doi: 
10.1111/j.1365-2214.2004.00440.x 

Willoughby, L. M., Fukami, S., Bunnapradist, S., 
Gavard, J. A., Lentine, K. L., Hardinger, K. L., . . .  
Schnitzler, M. A. (2007). Health insurance consid-
erations for adolescent transplant recipients as they 
transition to adulthood. Pediatric Transplantation, 
11, 127–131. doi:10.1111/j.1399-3046.2006 
.00639.x 

Wise, P. H. (2007). The future pediatrician: The 
challenge of chronic illness. Journal of Pediatrics, 
151, S6–S10. doi:10.1016/j.jpeds.2007.08.013 

Wysocki, T., Harris, M. A., Buckloh, L. M., 
Mertlich, D., Lochrie, A. S., Taylor, A., . . .  White, 

http://dx.doi.org/10.1542/peds.2012-3050
http://dx.doi.org/10.1542/peds.2012-3050
http://dx.doi.org/10.2337/dc09-2116
http://dx.doi.org/10.1080/02739610701766925
http://dx.doi.org/10.1093/jpepsy/jsn065
http://dx.doi.org/10.1093/jpepsy/jsn065
http://www.gottransition.org/UploadedFiles/Files/Six_core_Elements_PDF_Package1.pdf
http://www.gottransition.org/UploadedFiles/Files/Six_core_Elements_PDF_Package1.pdf
http://dx.doi.org/10.1111/j.1399-3046.2010.01391.x
http://dx.doi.org/10.1111/j.1399-3046.2010.01391.x
http://dx.doi.org/10.1080/02739615.2011.537934
http://dx.doi.org/10.1080/02739615.2011.537934
http://dx.doi.org/10.1002/ppul.10271
http://dx.doi.org/10.1001/jama.297.24.2755
http://dx.doi.org/10.1001/jama.297.24.2755
http://dx.doi.org/10.1093/jpepsy/jsq076
http://dx.doi.org/10.1093/jpepsy/jsq076
http://dx.doi.org/10.3928/00904481-20120924-16
http://dx.doi.org/10.3928/00904481-20120924-16
http://dx.doi.org/10.1542/peds.2004-1321
http://dx.doi.org/10.1542/peds.2004-1321
http://dx.doi.org/10.1093/jpepsy/jsp128
http://dx.doi.org/10.1111/j.1365-2214.2011.01282.x
http://dx.doi.org/10.1111/j.1365-2214.2011.01282.x
http://dx.doi.org/10.1027/1016-9040.13.2.141
http://dx.doi.org/10.1027/1016-9040.13.2.141
http://dx.doi.org/10.1093/jpepsy/jsm030
http://dx.doi.org/10.1093/jpepsy/26.8.455
http://dx.doi.org/10.1093/jpepsy/26.8.455
http://dx.doi.org/10.1007/s004670050794
http://dx.doi.org/10.1007/s004670050794
http://dx.doi.org/10.1111/j.1365-2214.2004.00440.x
http://dx.doi.org/10.1111/j.1365-2214.2004.00440.x
http://dx.doi.org/10.1111/j.1399-3046.2006.00639.x
http://dx.doi.org/10.1111/j.1399-3046.2006.00639.x
http://dx.doi.org/10.1016/j.jpeds.2007.08.013


234 REED-KNIGHT, BLOUNT, AND GILLELAND 

T
hi

s 
do

cu
m

en
t 

is
 c

op
yr

ig
ht

ed
 b

y 
th

e 
A

m
er

ic
an

 P
sy

ch
ol

og
ic

al
 A

ss
oc

ia
tio

n 
or

 o
ne

 o
f 

its
 a

lli
ed

 p
ub

lis
he

rs
. 

T
hi

s 
ar

tic
le

 i
s 

in
te

nd
ed

 s
ol

el
y 

fo
r 

th
e 

pe
rs

on
al

 u
se

 o
f 

th
e 

in
di

vi
du

al
 u

se
r 

an
d 

is
 n

ot
 t

o 
be

 d
is

se
m

in
at

ed
 b

ro
ad

ly
. 

N. H. (2006). Effects of behavioral family systems havioral Family Systems Therapy for diabetes: 
therapy for diabetes on adolescents’ family rela- Maintenance and generalization of effects on par-
tionships, treatment adherence, and metabolic con- ent-adolescent communication. Behavior Therapy, 
trol. Journal of Pediatric Psychology, 31, 928– 39, 33–46. 
938. doi:10.1093/jpepsy/jsj098 

Wysocki, T., Harris, M. A., Buckloh, L. M., Received May 27, 2013 
Mertlich, D., Lochrie, A. S., Taylor, A., . . .  White, Revision received February 3, 2014 
N. H. (2008). Randomized, controlled trial of Be- Accepted March 14, 2014 � 

Members of Underrepresented Groups: 
Reviewers for Journal Manuscripts Wanted 

If you are interested in reviewing manuscripts for APA journals, the APA Publications and 
Communications Board would like to invite your participation. Manuscript reviewers are vital to the 
publications process. As a reviewer, you would gain valuable experience in publishing. The P&C 
Board is particularly interested in encouraging members of underrepresented groups to participate 
more in this process. 

If you are interested in reviewing manuscripts, please write APA Journals at Reviewers@apa.org. 
Please note the following important points: 

• To be selected as a reviewer, you must have published articles in peer-reviewed journals. The 
experience of publishing provides a reviewer with the basis for preparing a thorough, objective 
review. 

• To be selected, it is critical to be a regular reader of the fve to six empirical journals that are most 
central to the area or journal for which you would like to review. Current knowledge of recently 
published research provides a reviewer with the knowledge base to evaluate a new submission 
within the context of existing research. 

• To select the appropriate reviewers for each manuscript, the editor needs detailed information. 
Please include with your letter your vita. In the letter, please identify which APA journal(s) you 
are interested in, and describe your area of expertise. Be as specifc as possible. For example, 
“social psychology” is not suffcient—you would need to specify “social cognition” or “attitude 
change” as well. 

• Reviewing a manuscript takes time (1–4 hours per manuscript reviewed). If you are selected to 
review a manuscript, be prepared to invest the necessary time to evaluate the manuscript 
thoroughly. 

APA now has an online video course that provides guidance in reviewing manuscripts. To learn 
more about the course and to access the video, visit http://www.apa.org/pubs/authors/review-
manuscript-ce-video.aspx. 

http://dx.doi.org/10.1093/jpepsy/jsj098
http://www.apa.org/pubs/authors/review
mailto:Reviewers@apa.org

	The Transition of Health Care Responsibility From Parents to Youth Diagnosed With Chronic Illnes ...
	Adolescent- and Young Adult–Level Variables
	Age
	Psychological Adjustment
	Disease Knowledge
	Self-Efficacy
	Executive Functioning
	Personal Autonomy

	Dyad-Level Variables
	Allocation of Treatment Responsibility and Degree of Parental Monitoring
	Family Conflict
	Family Resources

	Integrated Conceptualization of Transition of Health Care Responsibility
	Health Care Responsibilities Involved in Transition
	Implications for Intervention
	Areas of Future Research
	References




