
Journal of Pediatric Nursing 39 (2018) 49–54

Contents lists available at ScienceDirect

Journal of Pediatric Nursing
Multi-Site Comparison of Patient, Parent, and Pediatric Provider
Perspectives on Transition to Adult Care in IBD
Wendy N. Gray, Ph.D. a,b,⁎, Bonney Reed-Knight, Ph.D. c,d,e, Pamela J. Morgan, BSN f, Erin Holbrook, MSWg,
Subra Kugathasan, M.D. d, Shehzad A. Saeed, M.D. f, Lee A. Denson, M.D. g,h, Kevin A. Hommel, Ph.D. b,h

a Auburn University, Department of Psychology, Auburn, AL, United States
b Cincinnati Children's Hospital Medical Center, Division of Behavioral Medicine & Clinical Psychology, Cincinnati, OH, United States
c Children's Healthcare of Atlanta, Atlanta, GA, United States
d Emory University School of Medicine, Department of Pediatrics, Atlanta, GA, United States
e GI Care for Kids, Atlanta, GA, United States
f Dayton Children's Hospital, Department of Pediatric Gastroenterology, Dayton, OH, United States
g Cincinnati Children's Hospital Medical Center, Schubert-Martin Pediatric IBD Center, Division of Gastroenterology, Hepatology and Nutrition, Cincinnati, OH, United States
h University of Cincinnati College of Medicine, Department of Pediatrics, Cincinnati, OH, United States
⁎ Corresponding author at: Thach 226, Auburn Univers
E-mail address: wng0001@auburn.edu (W.N. Gray).

https://doi.org/10.1016/j.pedn.2018.01.008
0882-5963/© 2018 Elsevier Inc. All rights reserved.
a b s t r a c t
a r t i c l e i n f o
Article history:
Received 13 September 2017
Revised 9 January 2018
Accepted 10 January 2018
Available online xxxx
Purpose: This multi-site study examines patient, parent, and pediatric provider perspectives on what is most im-
portant for successful transition.
Design and Methods: Using the Transition Readiness Assessment Questionnaire, 190 participants recruited from
two pediatric IBD centers selected the top five skills they considered “most important for successful transition.”
Rankings were summarized and compared by group.
Results:While patients, parents, and clinicians all identified “calling the doctor about unusual changes in health”
and “taking medications correctly and independently” as being important, each stakeholder group qualitatively
and statistically differed in terms of transition readiness skills emphasized. Patients endorsed “calling the doctor
about unusual changes in health” and “being knowledgeable about insurance coverage,” as beingmost important
to successful transition while parents emphasized health monitoring and problem solving. Pediatric providers
emphasized adherence to treatment and reporting unusual changes in health. There were statistically significant
differences in endorsement rates across participants for seven transition readiness skills. Patients agreed with
providers 80% of the time and with their parents 40% of the time. Parent-provider agreement was 60%.
Conclusions: Although there was some overlap across groups, areas of emphasis differed by informant. Patients
emphasized skills they need to learn, parents emphasized skills they most likely manage for their children, and
providers emphasized skills that directly impact their provision of care.
Practice Implications: Patient, parent, and provider beliefs all need to be considered when developing a compre-
hensive transition program. Failure to do somay result in programs that do notmeet the needs of youthwith IBD.

© 2018 Elsevier Inc. All rights reserved.
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Introduction

Inflammatory bowel disease (IBD) refers to a collection of chronic
conditions (i.e., Crohn's disease, ulcerative colitis, indeterminate colitis)
characterized by unpredictable periods of disease activity (e.g., diarrhea,
abdominal pain, delayed growth, rectal bleeding) and remission. One-
quarter of IBD cases are diagnosed in children and adolescence and
IBD occurs at an incidence of 71 per 100,000 in those younger than 17
years (Auvin et al., 2005). Because IBD is a chronic, lifelong disease, pe-
diatric IBD patients must eventually transition to adult care to continue
ity, AL 36849, United States.
to receive developmentally appropriate medical care (Baldassano et al.,
2002).

Adult patients with inflammatory bowel disease (IBD) are expected
to manage their health independently (Hait et al., 2009) yet many ado-
lescents on the brink of transferring to adult care lack the important
self-management skills to do so (Fishman, Barendse, Hait, Burdick, &
Arnold, 2010; Gray et al., 2015). For example, Fishman and colleagues
found that less than 15% of patients on the verge of transferring to
adult care were fully responsible for their IBD self-management
(Fishman et al., 2010). In another study, a clinic-wide assessment of
transition readiness found that less than 6% of patients met
institutionally-set benchmarks of transition readiness (Gray, Holbrook,
et al., 2015). The impact of not being prepared for the adult care world
can have serious consequences such as doubled rates of surgeries and
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hospitalizations in adult care (Cole, Ashok, Razack, Azaz, & Sebastian,
2015).

Unfortunately, the IBD transition literature has lagged far behind
that of other chronic conditions, such as diabetes, cystic fibrosis, and
other youth with special health care needs (see McPheeters and col-
leagues for a review (McPheeters et al., 2014). While much can be
learned from transition work in other populations, IBD differs signifi-
cantly frommost of these conditions. Youthwith conditions typically di-
agnosed at birth or in early childhood (e.g., cystic fibrosis, sickle cell
disease, diabetes) have more time to adjust to their illness and are
able to follow expert recommendations that preparation for adult care
begin in early adolescence (American Academy of Pediatrics,
American Academy of Family Physicians, & American College of Physi-
cians - American Society of Internal Medicine, 2002). In IBD, however,
the mean age of diagnosis for IBD is 15 years (Kappelman et al., 2007).
This is well after transition planning is recommended to begin. Thus,
youth with IBD must undergo an accelerated transition process while
at the same time struggle to adjust to a demanding chronic illness that
fosters feelings of vulnerability, embarrassment, lack of control, and so-
cial isolation (Nicholas et al., 2007).

Several limitations exist with regard to the current IBD transition lit-
erature. First, qualitative, single-site research dominates, bringing issues
of generalizability into question. Second, studies tend to be selective in
their study sample, focusing on one key group of stakeholders
(e.g., patients) and excluding other important groups with a vested in-
terest in transition (e.g., nurses, parents). Inclusion of multiple stake-
holders is common in other chronic illness populations and provides a
more comprehensive, relevant discourse on transition (Clarizia et al.,
2009; Reiss, Gibson, & Walker, 2005; Telfair, Alexander, Loosier,
Alleman-Velez, & Simmons, 2004; Westwood, Henley, & Willcox,
1999). However, only a handful of transition studies in IBD have in-
cluded more than one stakeholder, limiting our understanding of the
transition process from multiple relevant perspectives (Cervesi,
Battistutta, Martelossi, Ronfani, & Ventura, 2013; Gray et al., 2015;
Houston et al., 2012).

While numerous publications express what providers clinicians
think is most important for transition (Nehring, Betz, & Lobo, 2015),
far less attention has been given to what patients and parents consider
to be important. This issue has been noted as a limitation in IBD (Leung,
Heyman, & Mahadevan, 2011) as well as across transition research
among youth who have special health care needs (Betz, Lobo, Nehring,
& Bui, 2013; Betz, Nehring, & Lobo, 2015; Fegran, Hall, Uhrenfeldt,
Aagaard, & Ludvigsen, 2014). Failure to consider what patients and par-
ents think is important for successful transition may a contributing fac-
tor to the conclusion of a recent Cochrane review that there is low
evidence for the effectiveness of transition interventions (Campbell
et al., 2016).Most IBD transition research involving patients and parents
focuses on their concerns or worries pre-transition or their experiences
post-transition.Wehave yet to ask themwhat they think ismost impor-
tant for successful transition. This is a critical gap in the literature as pa-
tients and parents, not health providers, are the only ones who undergo
the transition process. Therefore, it is important to consider their views
along with that of their health providers.

To address these limitations, the current study uses a standardized
quantifiable approach to assess the perspectives of multiple stake-
holders in transition to adult IBD care. Specifically, this study asks two
questions; 1) What do transition-aged patients with IBD, their parents,
and their pediatric providers consider most important for successful
transition? and, 2) To what extent do these individuals agree on what
is most important? We present a side-by-side comparison of the per-
spectives of patients, parents, and pediatric providers recruited from
two major pediatric IBD centers. We predicted that stakeholders
would emphasize factors that are most salient to them. For patients,
this would mean emphasizing tasks they are most likely responsible
for, such as taking medications (Fishman et al., 2010). Parents, on the
other hand, would be more likely to emphasize higher-level tasks of
managing IBD that they often manage for their child, such as coordinat-
ing appointments and monitoring symptoms (Fishman et al., 2010).
Providers, on the other hand, would emphasize tasks that impact their
own ability to care for patients with IBD: medication-taking, (re)filling
prescriptions, and knowing ones' own medical history (Houston et al.,
2012). We expected moderate agreement between groups regarding
what is most important as prior research shows some commonality be-
tween different stakeholders but also the presence of unique perspec-
tives (Gray, Resmini, et al., 2015).

Method

Procedure & Participants

Data were collected at two major children's hospital-affiliated pedi-
atric gastroenterology clinics in the United States, one in the Midwest
and one in the Southeast. Ethical approval was obtained at both sites,
with the data collection at theMidwest site occurring as part of a larger
quality improvement research effort. Eligibility criteria for patients in-
cluded: 1) Being treated for Crohn's disease, ulcerative colitis, or inde-
terminate colitis, and 2) Age 16 or older (in order to coincide with
existing transition efforts at one of the recruitment sites). Participating
caregivers were required to be the parent or legal guardian of a child
who met study eligibility criteria. Most patients (86.7%) participated
along with their caregiver. Participating pediatric providers were re-
quired to be a pediatric gastroenterologist, nurse, or social worker di-
rectly involved in the care of adolescent patients with inflammatory
bowel disease. All individuals (N = 190) who were approached for
the study agreed to participate.

All participants were given a copy of the Transition Readiness As-
sessment Questionnaire (Sawicki et al., 2011; Wood et al., 2014) and
asked to select the top five skills they consider to be “most important
to successful transition.” Each participant completed their form inde-
pendently and demographic information including IBD sub-type, gen-
der, and age were obtained from the medical record (for patients) or
via self-report (parents and providers).

Measures

The Transition Readiness Assessment Questionnaire (TRAQ) as-
sesses an adolescent's/young adult's acquisition of skills believed to be
critical to successful health care transition (Sawicki et al., 2011; Wood
et al., 2014). This includes tasks such as takingmedication as prescribed,
scheduling appointments, monitoring symptoms, and seeking out
health care when needed. Previous research has found the TRAQ to be
a reliable (α=0.93) measure of transition readiness. It has been used
in a number of studies examining transition readiness in IBD (Falaiye,
Schaefer, Williams, & Chinchilli, 2016; Gray, Holbrook, et al., 2015;
Romanova et al., 2013; Rosen, Annunziato, Colombel, Dubinsky, &
Benkov, 2016) and is one of the most commonly used measures used
by pediatric IBD providers in the US to measure transition readiness
(Gray & Maddux, 2016). A copy of the TRAQ, along with information
about its development and validation, can be found at: http://www.
etsu.edu/com/pediatrics/traq/

Statistical Analyses

Data were examined by participant group (i.e., patients, parents, pe-
diatric providers). The number of times each TRAQ item was endorsed
was recorded. This was then divided by the number of participants in
the sample to determine the percentage of patients, parents, and pedi-
atric providers that endorsed each item. The top five most endorsed
items for each class of participants were identified. In the event that
two ormore items tied for fifth place, both of these itemswere included
in the fifth place position. These items were then compared across
groups of participants to determine the extent to which patients,
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parents, and pediatric providers agreed onwhat wasmost important to
successful transition. Chi-square analyses with Bonferroni corrected
post-hoc comparisons identified significant differences in the percent-
age of patients, parents, and pediatric providers who selected an item
in their top five. Post-hoc comparisons were only conducted for those
TRAQ items with a significant omnibus test. To account for alpha infla-
tion and the likelihood of obtaining a spurious significant finding due
to chance, the criterion value of significance (p b 0.05) was divided by
the number of comparisons conducted in the post-hoc analyses and
set to p b 0.016 (0.05/3). In order to quantify our data and see to what
extent patients, parents, and providers shared views with one another,
we calculated rates of agreement between groups. Percent agreement
between two stakeholder groups was calculated by first identifying
the number of overlapping top five items between each comparison
group (i.e., parents and patients) by the number of total items possible
to overlap (5).

Results

Participant Demographics

Participant demographics are reported in Table 1. In total, 190 indi-
viduals participated. The mean patient age was 19.31± 1.81 years and
most accompanying caregivers were mothers. Health care providers
were primarily physicians and nurses with an average of 11.86 ±
years of experience in IBD. In general, the outpatient IBD population at
the two recruitment sites is primarily Caucasian, well-educated, and
from a high socioeconomic background. Approximately three-quarters
of patients at both sites are diagnosed with Crohn's disease (76%).
These demographics are comparable to that of pediatric IBDpopulations
reported in other research (Kunz, Greenley, & Howard, 2011; Mackner
& Crandall, 2007; O'dell, Sander, Denson, Baldassano, & Hommel, 2011).
Table 1
Demographic characteristics of participant population.

Site #1
(M ± SD or %)

Site # 2
(M ± SD or %)

Total Sample
(M ± SD or %)

Patients
n 46 40 86
Age in years 18.00 ± 2.40 18.15 ± 1.87 18.08 ± 2.11
Gender

Male 50.00% 60.00% 54.65%
Female 26.09% 40.00% 32.56%

Diagnosis
Crohn's disease 50.00% 75.00% 61.63%
Ulcerative colitis 23.91% 25.00% 24.42%
Indeterminate
colitis

2.17% – 1.16%

Parents
n 44 20 64
Relationship to
patient
Mothers 63.64% 85.00% 70.31%
Fathers 15.91% 10.00% 14.06%
Grandparent 0.00% 5.00% 1.56%

Health providers
n 20 20 40
Age 48.30 ± 13.22

years
39.45 ± 9.50
years

42.40 ± 11.46
years

Gender
Male 20.00% 30.00% 25.00%
Female 35.00% 70.00% 52.50%

Profession
Physician 25.00% 35.00% 30.00%
Nurse 25.00% 65.00% 45.00%
Social worker 5.00% 0.00% 2.50%

Years of experience
caring for patients
with IBD

13.95 ± 11.92 10.81 ± 8.36
years

11.86 ± 9.60
years
TRAQ Items Identified by All Groups as Most Important to Successful
Transition

Top 5 items selected by patient, parent, and health provider groups
are presented in Table 2, with items unique to each group in bolded
text. Only two items on the TRAQ were in the Top 5 rankings of all
groups. “Calling the doctor about unusual changes in health” was se-
lected by all with no significant difference in rates of endorsement be-
tween groups. For the second item, “taking medications correctly and
independently,” a significantly larger percentage of providers selected
this item compared to patients or parents (see Table 3).

TRAQ Items Unique to Each Stakeholder Group

Only among patients did “knowledge of health insurance coverage”
make it into the Top 5 rankings. Significantly more patients than health
providers selected this item (46.51% vs. 15.00%). There was no signifi-
cant difference between patients and parents.

“Knowing what to do when having a bad reaction to medications”
was exclusive to the Top 5 rankings of parents. Although there was no
significant difference between patients and parents in terms of the per-
centage of individuals who chose this item, parents were almost twice
as likely to do so than health providers. Parents were also unique in
selecting “following up on referrals for tests/labs/check-ups” as a Top
5 item and a larger percentage of parents selected this item than
patients.

One TRAQ Top 5 item was unique to providers: “answering ques-
tions asked by the medical staff.” This item was selected by almost
three times as many providers as parents. Rates of endorsement did
not significantly differ between patients and providers.

Agreement Between Patients, Parents, and Pediatric providers

Eighty percent of the items thatmade the patient Top 5 listwere also
included in the list of health providers, representing the largest agree-
ment between groups. Parents and health providers overlapped on
60% of items. The lowest level of agreement existed between patients
and parents, with only 40% overlap.

Discussion

In order to develop a comprehensive health promotion program in
transition to adult care, it is important to involve key stakeholders
(Bartholomew, Parcel, Kok, Gottlieb, & Fernandez, 2011; Leung et al.,
2011; Shalowitz et al., 2009). Unfortunately, few studies in transition
to adult IBD care incorporate the perspectives of multiple stakeholders
despite increased prevalence of such approaches in transition research
among other chronic illness populations. By using a clear and validated
tool of transition readiness skills, this study presents a quantifiable side-
by-side comparison of what patients, parents, and pediatric providers
consider to be important for successful transition in IBD. Results suggest
that patients, parents, and clinicians share many common beliefs re-
garding transition. However, there are also distinct differences in
terms of what each stakeholder group perceives to be important.

Contrary to our hypothesis, patients did not exclusively focus on
items related to the day-to-day management of IBD. Instead, they en-
dorsed broader issues such as calling the doctor about unusual changes
in health and being knowledgeable about insurance coverage. Patients
may have selected these items because they represent self-
management tasks they know least about or are least comfortable
doing. There is some evidence for this hypothesis as these two TRAQ
itemswere among the lowest mastered in a large sample of adolescents
and young adults with pediatric IBD (Gray, Holbrook, et al., 2015).
Knowledge of insurance coverage is not IBD-specific. In a study of pa-
tients with sickle cell disease, only 10% knew if their insurance would
be accepted by an adult provider and knowledge of insurance coverage



Table 2
Comparison of Top 5 items selected by patients, parents, and providers as being most important to successful transition.

Ranking Patient (% endorsed) Parent (% endorsed) Provider (% endorsed)

1 Calling doctor about unusual changes in health
(47.50%)

Calling doctor about unusual changes in health (67.50%) Taking medications correctly and independently
(82.50%)

2 Knowledge of health insurance coverage
(46.51%)

Knowing what to do when having a bad reaction to
medications (51.56%)

Calling doctor about unusual changes in health
(75.00%)

3 Telling a doctor or nurse what you are feeling
(46.51%)

Taking medications correctly and independently (51.56%) Answering questions asked by the medical
staff (45.00%)

4 Taking medications correctly and
independently (46.51%)

Reordering medications before they run out (45.31%) Telling a doctor or nurse what you are feeling
(40.00%)

5 Filling a prescription when needed (37.21%) Following up on referrals for tests/labs/check-ups (57.50%) Filling a prescription when needed (35.00%)a

Reordering medications before they run out
(35.00%)a

Note: Items in bold were endorsed by only one group (e.g., patients) and not others (e.g., parents or providers).
a Item was tied for Top 5 endorsement.
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was among the top two patient-identified concerns and questions re-
garding transition (McPherson, Thaniel, &Minniti, 2009). Across pediat-
ric chronic illness groups, insurance issues emerge as one of the most
common concerns and barriers to transition (Gray, Schaefer, Resmini-
Rawlinson, &Wagoner, 2017; Reiss et al., 2005). This likely speaks to na-
tional changes and inconsistencies in insurance coverage in the United
States but also to the need to better educate patients about insurance
coverage. Introducing them to the GotTransition online radio episode
on health insurance (https://www.youtube.com/watch?v=
7OyEs24nLi0) as part of a transition preparation program may help to
improve adolescent knowledge and reduce concerns in this area.

As expected, parents placed the greatest emphasis on skills requiring
health maintenance behaviors (i.e., knowing what to do when having a
bad reaction to medication, noticing unusual changes in health). These
skills are areas in which parents are primarily responsible (Fishman
et al., 2010) and thus, more salient to them. Providing education to par-
ents on how to transition responsibility for these skills to their childmay
be helpful (Annunziato et al., 2008). Although research has found that
self-management skills in adolescents with IBD is sub-optimal, new re-
search using technology to develop this skill in transition-aged youth
with hemophilia and IBD holds promise (Breakey et al., 2014; Huang
et al., 2014).

Pediatric providers had a much stronger emphasis on items that di-
rectly impact their provision of care, such as adherence to treatment and
reporting unusual changes in health. This is likely due to the fact that
non-adherence to treatment and self-management deficits, which can
undermine a provider's ability to successfully treat a patient's symp-
toms, is a common clinical problem (Hommel & Baldassano, 2010;
Hommel, Davis, & Baldassano, 2009; Hommel, Greenley, Maddux,
Gray, & Mackner, 2013) and has been noted as a highly relevant transi-
tion concern among pediatric providers (Nehring et al., 2015). Similarly,
unusual changes in health may indicate the need for changes in treat-
ment. As previously mentioned, technology-based self-management
programs may be helpful in improving adolescents' understanding of
their illness. Additionally, practical strategies for improving adherence
Table 3
Significant differences in the percentage of patients, parents, and Health providers endorsing T

TRAQ item Patients (n = 86)

Knowing what to do if having a bad reaction to medications 34.88%
Taking medications correctly and independently 46.51%⁎⁎

Following up on referrals for tests or check-ups for labs 30.00%⁎

Calling the doctor about unusual changes in health 47.50%⁎

Keeping a calendar or list of medical and other appointments 40.00%⁎

Answering questions asked by medical staff 25.58%
Knowing what health insurance covers 46.51%
Managing money & budget 17.44%

Note: One group bolded: this group endorsed this item at a significantly different rate than the o
in endorsement rate.
⁎ p b .05.
⁎⁎ p b .01.
in patients with IBD are summarized by Greenley and colleagues
(Greenley, Kunz, Walter, & Hommel, 2013).

This study had several strengths. First, this study is among the few in
the IBD transition literature to incorporate the views of several key
stakeholder groups. Using a quantifiable side-by-side comparison adds
to our understanding of similarities and differences in stakeholder per-
spectives that have only been examined in a small number of qualitative
research studies. We present a novel use of the TRAQ and illustrate a
new way researchers and providers might be able to use this measure
to quickly assess patient and parent needs in a standardized manner.
This can be done in other populations to identify disease-specific prior-
ities as well as across populations to identify items that transcend pop-
ulations with special health care needs. The multi-site nature of our
research is an additional strength as it allowed for a larger andmore di-
verse sample. Most research focused on transition in IBD is single-site
and therefore subject to site-specific bias. We collected data from two
geographically and culturally distinct areas of the United States. Thus,
our findings may be more generalizable to the broader IBD population.

Study limitations provide important directions for future research.
Our study included multiple stakeholder groups, but was not all-
inclusive. As this was an unfunded study, we were limited to including
only those groups whowere accessible within our own institutions: pe-
diatric patients and their parents and providers. However, it is impor-
tant to note that transition to adult care involves more than just
pediatric parents, their parents, and their pediatric providers. We need
to give additional attention to other key stakeholders, such as adult pro-
viders, post-transfer patients and parents, hospital administrators, and
insurers. Our future work will move towards bridging the information
gap between pediatrics and these other stakeholders.

Additionally, although we present a novel use of the TRAQ that al-
lows for a quick and standardized method of assessing individual per-
spectives on what is important for transition, we acknowledge that
this is a non-traditional approach that has methodological limitations.
Limiting all participants to only five responses reduces variability. Fur-
ther, restricting respondents' identification of areas important to
RAQ items.

Parents (n = 64) Providers (n = 40) χ2(2) p

51.56%⁎ 27.50% 7.09 .006
51.56%⁎⁎ 82.50% 15.04 .002
57.50% 32.50% 7.71 .02
67.50% 75.00% 6.96 .03
20.00% 17.50% 6.35 .04
15.63%⁎ 45.00% 11.00 .005
34.38%⁎ 15.00%⁎⁎ 11.88 .001
3.13%⁎ 2.50%⁎ 11.64 .014

ther two groups; Two groups bolded: these groups significantly differed from one another
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transition to those listed on the TRAQ limits the discovery of novel areas
important to transition. If participants had been allowed to generate
their own lists without being influenced by the TRAQ, they may have
identified novel or different factors. Finally, due to differences in recruit-
ment across settings, some data were collected anonymously and de-
mographic information was missing for 15% of participants. While this
may have reduced bias due to social desirability, we are unable to deter-
mine if specific characteristics of our sample, such as gender or disease
status, may have influenced our findings. Although we used no specific
recruitment strategy, we cannot rule out potential selection bias. Addi-
tionally, as is typical in pediatric IBD populations reported in the litera-
ture (Kunz et al., 2011; Mackner & Crandall, 2007; O'dell et al., 2011),
the majority of our sample was comprised of patients with Crohn's dis-
ease. Because Crohn's disease and ulcerative colitis differ in factors such
as symptompresentation and treatment options, patientsmay have dif-
ferent perceptions of what is important for transition. While our small
sample of patients with ulcerative colitis precludes examination of this
question in this study, future work should examine disease subtype
differences.

Clinical Implications and Future Directions

Inclusion of all stakeholders is important in developing approaches
to challenging health problems. Transition to adult care is no exception
as stakeholders may have conflicting views or interpretations of the
problemandwhat needs to bedone. As stated byKreuter and colleagues
(Kreuter, De Rosa, Howze, & Baldwin, 2004), “we cannot expect to effec-
tively resolve [these problems] by relying solely on expert-driven ap-
proaches.” Such expert-driven approaches, which originate under
special circumstances and are removed from the patient and parent per-
spective, may result in lower levels of acceptability among its target au-
dience (Green & Mercer, 2001).

We suggest that interventions to improve transition focus on
targeting tasks that are: 1) salient to key stakeholder groups
(e.g., patients, parents, pediatric providers), and 2) associated with
post-transfer success. Within a clinical setting, this might involve re-
serving a portion of the visit to discuss what patients and parents each
believe will be important to the patient's successful transition to adult
care. As time is a limited resource in a busy clinical setting, providers
may consider using the TRAQ similarly to how it was used in this
study to quickly assess individual perspectives in a standardized man-
ner. We acknowledge that deviations in the administration of the
TRAQ from original validation studies carry potential methodological
threats to reliability and validity but contend that the face valid nature
of individual TRAQ items allows for ready clinical utility. Using the
TRAQ to identify patient and parent input on transition planning will
help providers directly address needs that they otherwise might have
considered less important (e.g., adolescent knowledge of insurance cov-
erage). Recognition of these needs, along with discussing why certain
items are important to an individual, can create opportunities for educa-
tion and intervention. If such needs are ignored, they may serve as bar-
riers to learning other skills. For example, a patient may be less
receptive to providers emphasizing “taking medications correctly” if
they are worried about whether or not they will have insurance a year
from now or will be able to afford their medication.

With regard to future directions, we need to incorporate more
mixed-methods approaches to improve our understanding of transition
and identify the best approaches to optimizing patient outcomes. For
example, a mixed-method approach would be helpful in examining
not only what skills differ by stakeholder group but also why this is so.
The clinical utility of each stakeholder's perspective on transition out-
comes and how stakeholder perspectives change from pre- to post-
transfer to adult care are other important areas to explore that are
well-suited to a mixed-methods approach.

Our study examined what patients, parents, and providers think is
most important for successful transition, not what is most important
or predictive of successful transition to adult IBD care. To date, our
field has not identified those skills that are most predictive of successful
transition outcomes. In order to move the IBD transition literature for-
ward, it is important that we follow the example of more established
transition research in other populations and first define what consti-
tutes a successful transition outcome, and second, identify whatmodifi-
able factors are most predictive of success. Once this is accomplished,
we can create programs that incorporate stakeholder perspectives of
what is important and emphasize key predictors of success.

In our ownprogramdevelopment efforts, our patient and parent col-
laborators have brought a unique perspective to transition and have
made many important contributions that would otherwise not have
been included had we relied solely on provider opinions. If we can de-
sign transition programs in a way that makes patients and parents feel
that their voices are heard and their beliefs are important, while at the
same time targeting skills backed by empirical data, we open the door
to much more productive and fruitful partnerships.
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