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Abstract

Background: This European Crohn’s and Colitis Organisation [ECCO] topical review focuses
on the transition of adolescents with inflammatory bowel disease [IBD] from child-centred to
adult-oriented care. The aim was to provide evidence-supported, expert consensus for health
professionals taking part in the transition.

Methods: An online survey determined the areas of importance for health professionals involved
in the transition of adolescents with IBD. Thereafter an expert panel of nine paediatric and five
adult gastroenterologists was formed to identify the critical elements of the transition programme,
and to prepare core messages defined as ‘current practice points’. There is limited literature about
transition, therefore this review is mainly based on expert opinion and consensus, rather than on
specific evidence.

Results: A total of 21 practice points were generated before the first [online] voting round. Practice
points that reached >80% agreement were accepted, while those that did not reach 80% agreement
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were refined during a consensus meeting and subjected to voting. Ultimately, 14 practice points

were retained by this review.

Conclusion: We present a consensus-based framework for transitional care in IBD that provides a

guidance for clinical practice.

Key Words: Transition to adult care; inflammatory bowel diseases; ulcerative colitis; Crohn’s disease

Terminology

“Transition” is defined as the purposeful, planned movement of
adolescents with chronic medical conditions into adult-orientated
health-care systems.! “Transfer” is defined as the point of handover
of care to the adult health-care team, and should be considered part
of [and not necessarily the end of] transition.?

1. Introduction

In late 2015 the Paediatric Committee of the European Crohn’s and
Colitis Organisation [P-ECCO] performed an online survey among
ECCO members to examine current practices in transition. The survey
was completed by 96 health professionals, of which 61% were work-
ing in paediatric care. Almost 40% of respondents did not perform
a formalized transition process, merely writing a detailed summary
letter to the adult gastroenterologist [see supplementary material 1].

It is not a surprise that transition from paediatric to adult-cen-
tred services is often poorly prepared, which can result in negative
consequences for those involved [see clinical vignette]. There is no
uniform model for successful transition, despite experts believing
that a transition programme enabling an increasing responsibil-
ity for health management is important. Many papers have been
published on transition in inflammatory bowel disease [IBD], but
none has transcended beyond the evidence level of a single centre.
There is currently no standard that can guide clinicians how to
organize and run a transition clinic. This led ECCO to commis-
sion a topical review consensus group on transitional care in IBD.
Following an open call among ECCO members in January 2016,
14 participants were selected, including 5 adult gastroenterolo-
gists and 9 paediatricians. The aim of the Consensus Group was
to identify critical elements for the transition programme and to
prepare core messages as “Current Practice Points”.

Clinical vignette

An 18-year-old adolescent visits the adult gastroenterology
department for the first time accompanied by his mother.
His paediatrician last saw him 5 months previously, when
his Crohn’s disease was in remission [with a Paediatric
Crohn’s Disease Activity Index score of 5]. He was diag-
nosed aged 16, since which time he has had two disease
flares. Each flare was successfully treated with exclusive
enteral nutrition for 6 weeks, followed by a return to a nor-
mal diet. According to the paediatrician’s notes, the patient
is receiving thiopurine maintenance therapy.

At the appointment, the patient says he is well and
active. He claims to have no abdominal pain and a normal
bowel habit. At this point, his mother interjects and claims
this is not true. She states that her son is often in bed and
she is afraid that he will fail his final school exam. Physical
examination reveals a pale teenager who appears younger
than his chronological age. Laboratory evaluation reveals
anaemia, a C-reactive protein of 65 mg/L and a faecal cal-
protectin of 2500 png/g. Additional testing reveals undetecta-
ble levels of thiopurine metabolites. The boy admits that he
has stopped taking his medication and that he feels major
symptomatic benefit since he started smoking marijuana.

Possible therapeutic options to treat the current
disease activity are discussed. The adult gastroenter-
ologist recommends biologic therapy. The mother states
that she wants an opinion from their former paediatric
gastroenterologist.

ECCO Current Practice Position 1A

Participation in a transition programme empowers ado-
lescents by equipping them with knowledge and skills to
manage their own IBD

Five working groups were formed, with each focused on a
topic—current attitudes to transition, skills needed for success-
ful transition, models and timing of transition, professionals to
be involved, and continuing care after transition. The working
groups searched for studies with appropriate keywords, published
in Medline, Embase, and the Cochrane Library, and they restricted
their search to studies published in English. A total of 21 provi-
sional practice points were generated initially. Practice points that
reached >80% agreement during online voting were then consid-
ered as final. The others were refined during a face-to-face consen-
sus meeting in Vienna on October 15,2016 and then subjected to
a vote. Seven provisional practice points were ultimately rejected.
The remaining 14 practice points appear in this document.

2. Current Attitudes

Transition is recognized increasingly as an important part of the clini-
cal care of adolescent IBD patients. The optimal way to organize tran-
sition and transfer patients to adult care is not defined. A good starting
point is to focus on the attitudes of the participants involved in the
transition process (i.e. patient, caregiver[s], and paediatric and adult
health-care providers). Recent published reports of surveys, question-
naires and focus group interviews of those involved usually report low
response rates [mostly <30%]. Attitudes towards knowledge, skill and
transition readiness, towards age at start of transition and at transfer,
and towards potential barriers to successful transfer were relatively
similar across studies from North America, Australia and Europe.

ECCO Current Practice Position 2A

IBD patients taking part in a transition programme are
likely to have better compliance and less adverse out-
comes after transfer to adult care compared with those
who do not take part
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A retrospective study from Canada reviewed the charts of 95
patients with IBD, a year before until a year after transfer to adult
care. None of the study cohort took part in a formal transition pro-
gramme. The researchers reported that after their transfer, patients
had less outpatient visits and higher rates of non-compliance com-
pared with their time in paediatric care. No difference in rates of sur-
gery, emergency visits, or hospitalization were observed.® A research
group in England compared a cohort that took part in a transi-
tion programme with a historical cohort without formal transition
arrangements, and found higher rates of non-compliance, hospitali-
zation, clinic non-attendance, growth failure, opiate use and surgery
in the historical cohort.* These two studies indicate that taking part in
a transition programme before transfer to adult care has the potential
to impact positively on subsequent health-care resource utilization.

ECCO Current Practice Position 2B

Transition in IBD is a continuous process involving the
patient, parents, and paediatric and adult health-care
providers

ECCO Current Practice Position 2C

Patients, parents, and paediatric and adult health-care
providers may have different attitudes towards transition.
It is important to identify and harmonize these attitudes
in advance

The various participants in transition may have differing views
on the process.’ Adult as well as paediatric gastroenterologists report
inadequacies in their knowledge, yet most agree that the process is
important.%” Gastroenterologists focus on the reliable transfer of
medical information.” Patients fear changing to a new medical team
and report that issues such as psycho-social aspects of care are easily
neglected.'™'? All participants involved in transition feel that a struc-
tured approach is the best way to harmonize divergent attitudes.'?

3. Towards a Skills-based Transition Plan

Previous studies have shown that adolescents and young adults with
IBD lack important knowledge of their condition [including disease
extent and duration, medication regimen, side effects of medication,
surgical history] and lack experience in self-care [including filling
prescriptions and scheduling appointments].!>-* Paediatric and adult
gastroenterologists have identified this lack of self-management as
a barrier to successful transition.® Without appropriately validated
tools to assess “health literacy”, paediatric gastroenterologists may
overestimate the readiness of their patients to transfer their care to
adult gastroenterologists.'® In addition, parents can be reluctant to
relinquish responsibility for decision-making as their child matures,
despite the adolescent becoming more independent.'? Despite this,
parents are also likely to overestimate their child’s health-related
knowledge. Patients’ self-reported health efficacy appears to improve
with age, but not necessarily with disease duration.'® Despite the fact
that any transition programme is by definition targeted at young
patients with IBD, there has been limited involvement of these patients
and their parents in the design and development of such programmes.
Thus, there is a strong mandate to conduct needs assessments with
these populations to learn about their concerns and expectations.'
There is widespread agreement that as part of the transition pro-
cess adolescents need to acquire the self-management skills necessary

ECCO Current Practice Position 3A

The skills for successful transition comprise disease-spe-
cific knowledge, self-efficacy and decision-making

to function independently of their parents in order to be ready to
transfer to an adult health-care system."? First, patients should pos-
sess appropriate disease-specific knowledge. This is likely to include
an understanding of their diagnosis and previous medical history;
knowledge of their current medication and response; side effects
from previous medications; an understanding of the value and role
of procedures for monitoring their disease; an appreciation of the
concept of a disease flare; and knowledge as to how to obtain further
information about IBD. Thus, it is critically important for health-
care professionals to educate patients about their disease and health-
care needs. In addition to being supported to undertake self-directed
learning, the patient should be encouraged to ask questions such that
they participate actively in their care. As well as acquiring appro-
priate disease-specific knowledge, it is essential that patients develop
self-efficacy, which is the ability to organize and implement a pattern
of behaviour necessary for health promotion. Self-efficacy skills are
likely to include the ability to monitor symptoms and report them to
a health-care professional, to manage their medication and maintain
adherence to the prescribed regime, to recognize and understand how
to handle a disease flare, and to work in partnership with health-
care providers. The patient needs to be able to demonstrate the skills
necessary to navigate and communicate with the health-care system,
such as making appointments and filling prescriptions. Self-efficacy
skills may also include handling financial issues and arranging trans-
portation to and from hospital. Finally, the patient should be involved
in decision-making to learn making informed and ideally healthy
choices and to act with self-advocacy.'2° Acquisition of these skills is
not likely to occur in a single encounter, but rather should be a step-
wise program, facilitated by an age-appropriate checklist of tasks by
which the patient and the medical team can monitor progress.?!

ECCO Current Practice Position 3B

The education of patients should be age-appropriate and
addressed from at least 1 year before transfer

Awareness around transition for providers of paediatric health
care alone is not sufficient for increasing patients’ disease knowl-
edge.?? Educating patients is as important as educating providers, and
this should be addressed throughout the period of transition [from
age 12 onwards]. Education of patients is particularly important in
the year preceding transfer to adult care. Developmental maturity has
been identified as a key component of transition success; thus psycho-
social difficulties, communication challenges with health-care provid-
ers, and motivational problems may present barriers to successfully
achieving the requisite educational objectives.?* Hence, the focus of
education should be adapted so that it is appropriate for the patient’s
age as well as for their emotional and cognitive maturity. This should
promote self-reliance and independent behaviour.?'-2425

IBD-related education must be reinforced by repetition, with
concrete examples provided to emphasize particular issues. It is
important to establish an environment in which adolescents feel
comfortable posing questions and revealing their knowledge gaps.
A supportive environment for education throughout transition is
essential if crucial issues such as the influence of smoking, alcohol,
and drugs, the consequences of non-adherence, and issues related to
sexuality and reproduction are to be covered.!”
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Sexual development and maturation may be delayed in adoles-
cents with IBD. It is important for the patient and their families to
understand the alterations in normal physiological sexual develop-
ment that may be caused by their chronic disease. Parents should be
encouraged to discuss the topic.?® Issues around sexuality are very
important at a time when individuals are commonly transitioned to
adult care. Counselling is important to avoid unintended pregnancy,
reduce pregnancy-related complications, and to optimize disease
control for any planned pregnancy.””

There is no approved template that details how to deliver the
education required for successful optimized transition of a young
IBD patient to an adult clinic. Transition workshops may provide
aspects of this information,?® but several alternative approaches to
enhancing disease knowledge and self-management skills have been
assessed. The use of technology to inform patients about their dis-
ease and involve them in ongoing disease assessment is a common
theme from these studies.?** For example, a transition intervention
for chronic disease [MD2Me] has been tested in a number of chronic
diseases, including IBD.? This intervention uses technology-based
communication between the health-care team and patient [web- and
text message—based intervention] to enhance access to the health-
care team and to provide disease management and skills-based inter-
ventions. In a randomized controlled trial, this has been shown to
improve health-related self-efficacy, enhance disease self-manage-
ment and increase patient-initiated communication. However, no
beneficial impact was demonstrated in measures of quality of life,
functional performance or disease status.

ECCO Current Practice Position 3C

Validated assessment of a patient’s progress through
transition, and the impact of targeted interventions,
should occur throughout transition and be reassessed as
required

The appropriate use of assessment tools can quantify pro-
gress through the educational goals of transition. For example,
use of a transition readiness questionnaire can identify patients
at risk of non-adherence, who may benefit from targeted specific
educational and organizational interventions.’! The impact of
any intervention should be reassessed throughout transition to
confirm its effectiveness. Finally, the patient’s health literacy and
readiness to undergo transfer to adult care should be assessed
using a validated tool.

Evidence-based tools have been designed to assess:

(1) A patient’s disease-specific knowledge: ‘IBD-yourself’,'* ‘MyHealth
Passport for IBD’," the IBD-KID’ questionnaire,*? and the interac-
tive iPad™ quiz ‘The Emma iPad Game’* [although this has not
been validated];

(2) A patient’s generic self-efficacy for transition, including the “Transi-
tion Readiness Assessment Questionnaire’ [TRAQ]** and “The Suc-
cessful Transition to Adulthood with Therapeutics’ [STARx]*3%¢;

(3) A patient’s self-efficacy around self-management, ‘The IBD Self-
Efficacy Scale’ [IBD-SES].3"%

Although many of these tools have been validated, adaptation may
be needed according to differences in culture, language and health
systems.

One aim of transition is to decrease the role of the parent[s] in
disease management and to devolve those responsibilities over time
to the patient, as their education and self-efficacy increases. Parents
often feel insecure handing over responsibility for treatment decisions

ECCO Current Practice Position 3D

Education of parents to devolve responsibility for disease
management to their child is desired

and may not trust the adult care team. Also, they may experience a
profound sense of loss when asked to leave their familiar paediatric
team, who have usually been a source of support and guidance over
several years.?’ Parents need to be encouraged to have confidence in
their child’s expanding self-management skills, and to be reminded
that any intervention designed to build independence should be sup-
ported and continued at home. Therefore, a crucial role for the transi-
tion team is to prepare the parents for handing over the management
of the disease to their child and ensure that the parents are comfort-
able and secure with the process of transition.'”'** In practice, this
can often be facilitated by seeing the patient alone for part or all of
the clinic consultation, prior to transfer to adult services.

4. Models and Timing of Transition

Although the starting and end points of the physical transition are
clearly demarcated, from the beginning of rapid growth to reaching
final height, the boundaries for psychological transition are less clear.
At the age of 18 years, adolescents vary greatly in their resolution
of inner conflicts regarding autonomy and self-esteem. Most ado-
lescents have not yet completed their own psychological transition
to adult behaviour at the time of transfer to adult services. A step-
wise training program [see section 3] will help the adolescent patient
acquire the minimum set of skills needed to function effectively in
the new, adult health-care setting.*!$3-4

ECCO Current Practice Position 4A

A joint paediatric-adult clinic, as part of a transition
programme, is considered the ideal model

Although there is no evidence that one particular model of transi-
tional care is more effective than others, certain components are con-
sidered essential, including opportunities to be seen independently
from parents or caregivers. Rather than advocating a universal
model, we recommend that each institution adapts a model that is
optimal, including consideration for the geographical location of the
paediatric and adult care teams. Limited data suggest that a single
joint appointment with both teams present facilitates the transmis-
sion of information from the medical records to the new gastroenter-
ologist, and enhances confidence in the new care team.* In situations
with paediatric and adult services on the same site, a combined clinic
throughout the transition process is usually undertaken [or at least
one to two joint meetings occur shortly before the actual transfer].
In situations where IBD care is continued at a different location,
at least one joint meeting in the familiar [paediatric] environment
and a second in the new [adult] environment will probably improve
transfer outcome. When this is not feasible, transfer will rely heav-
ily on a written handover, with the transition process being exclu-
sively monitored by the paediatric team. Even so, we consider it the
joint responsibility of both the paediatric and adult team to specify
a checklist of minimally required transition skills and to address any
observed deficiencies to ensure they have been attained.

Transition is best initiated in early adolescence, ideally officially
announced during a planned face-to-face encounter with a member
of the paediatric IBD team. A formal, written transition checklist
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specifying tasks for all those involved could form part of the patient’s
medical record at the start of the transition process.

The ideal duration of a transition program has not been assessed.
The sooner the program is started, the more likely the patient and his/
her family will move through the process at an appropriate pace for
both them and their health-care providers. Many authors agree that
transition milestones should be assessed several times during the pro-
cess, in order to recognize and repair knowledge and skills gaps.3:44-4¢
When a failure is observed in acquiring transition-readiness skills, re-
evaluation of the initial transition checklist is warranted; it may be nec-
essary to increase the frequency of visits to the IBD clinic or delay the
time of the planned transfer to adult services until transition readiness
is complete or is at a point beyond which improvement is not possible.

In many European countries and Canada, the transfer of care is
at the age of 18 years, while in the USA this is frequently delayed till
the age of 21 years or even up to 25 years.'"® As explained already
[Introduction section], the transition process does not necessarily
end with transfer to adult care. Some patients and/or caregivers may
need additional support to complete specific transition tasks, which
should focus on optimization of the patient’s self-management skills.
In addition, the paediatric team should be available to the adult team
as a resource for information or assistance during the immediate
post-transfer period.

ECCO Current Practice Position 4B

Transfer to adult-oriented care preferably occurs during
stable remission

A detailed handover letter or discharge summary should be writ-
ten by the paediatric team prior to the transfer to adult-oriented
care. It is a means of communication between the paediatric and
adult services, which is particularly important if joint clinics are not
part of the transition process.* A handover document is distinct
from the transition checklist in that it does not stipulate transition
readiness but rather summarizes the patient’s disease type, drug and
surgical history, and the current clinical situation. In addition, the
handover letter can be used to document future care, including the
infusion schedule for biologic therapies. Some hospitals have devel-
oped a patient passport, which contains similar information to the
handover letter. Adolescents should be encouraged to complete the
passport themselves, with the assistance of a transition coordina-
tor [section 5]. This process should start early enough to form part
of the discussions with the adolescent and their carers. Filling in
the passport promotes patient—driven learning and empowers the
patient to take on the care of their disease, and so complements the
information passed over in a formal medical letter.!®

5. Professionals to be Involved

ECCO Current Practice Position 5A

The most commonly recommended transition models in
IBD are based on a collaborative approach between pae-
diatric and adult IBD teams [including gastroenterologists
and IBD nurse specialists]

The transfer is preferably done during times of stable remission.
For patients who are diagnosed with IBD during late adolescence,
an accelerated transition programme should be offered. Adolescents
with significant learning difficulties should also be prepared for
adult services, as far as possible, while at the same time supporting
their carers through the transition process, using the same transition
plan.*” These patients may require a longer period of transition.

ECCO Current Practice Position 5B

The transition process is best coordinated by a key
accountable individual, usually a paediatric IBD nurse

ECCO Current Practice Position 4C

Transfer to adult services requires a handover letter writ-
ten by the paediatric team

ECCO Current Practice Position 5C

Individual requirements may necessitate the involvement
of other professionals, e.g. psychologists, social workers,
and surgeons
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Figure 1. Conceptual model of transition from child-centred to adult-oriented care.The transition process should not end with transfer to adult care. F2F: face-to-face.
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There are relatively few studies addressing the key professional
stakeholders that need to be involved during a successful transi-
tion process. The consensus group agreed that representatives from
both the paediatric and adult IBD teams [gastroenterologists as well
as IBD nurse specialists] should participate in the transition pro-
gramme. The paediatric team is primarily responsible for the assess-
ment tools that identify progress through the educational goals of
transition. Adult care providers often feel incompetent, having sub-
optimal training in adolescent medicine.®!”" Several papers empha-
size the key role of a named transition coordinator for a successful
programme.>** The transition coordinator is commonly a spe-
cialist paediatric nurse, working during and also after the patient’s
transfer to adult-care centres, in order to address possible gaps in
patient health care.’®

6. Defining Successful Transition

The first visit to the adult provider should not be viewed as the end
of the transition process.'® Continuity of care with the same provider
before and after a patient’s transfer to adult care can be seen as a
marker of successful transition.*! Without an established transition
programme, a significant number of patients may be lost to follow-
up during transfer, with consequently higher rates of non-adher-
ence, and an increased number of visits to Accident & Emergency
Departments, leading to higher rates of surgery.*!

Several other variables have been suggested as objective outcome
measures for successful transition, including endoscopic remission
rates, quality of life, and reduced attempts to return to child-centred
care. So far, no prospective and quantitative evaluations of continu-
ity of care have been published. In order to improve services, regular
audits of the transition process should take place, taking opinions
from all those involved.

ECCO Current Practice Position 6A

Patients, parents, and health-care providers should all be
involved in the evaluation of the transition programme

7. Conclusion

The overall goals of this project were to identify critical elements
for the transition protocol, to establish responsibilities for all those
involved in the transition process, and to define successful transition.
This topical review is summarized in a “Transition Toolkit”, which
is meant to serve as a checklist for clinicians who wish to set up a
transition programme [see supplementary file 2].

Conflict of Interest

ECCO has diligently maintained a disclosure policy of potential conflicts of
interests [Cols]. The conflict of interest declaration is based on a form used by
the International Committee of Medical Journal Editors. The Col statement is
not only stored at the ECCO Office and the editorial office of JCC but also
open to public scrutiny on the ECCO website [https://www.ecco-ibd.eu/about-
eccolecco-disclosures.html], providing a comprehensive overview of potential
conflicts of interest of authors.

Disclaimer

The ECCO Topical Review Projects are based on an international consensus
process. Any treatment decisions are a matter for the individual clinician and

should not be based exclusively on the content of the ECCO Topical Reviews.
ECCO and/or any of its staff members and/or any consensus contributor may
not be held liable for any information published in good faith in an ECCO
Topical Review.

Acknowledgments

Working groups [lead author shown first]:

1. Current attitudes about transition: Johanna Escher, the Netherlands;
Garret Cullen, Ireland

2. Education and skills needed before transition: James Lindsay, UK;
Katrine Carlsen, Denmark; Eleftheria Roma, Greece

3. Models and timing of transition: Patrick van Rheenen, the Netherlands;
Jaroslaw Kierkus, Poland; Rachel Cooney, UK

4. Professionals to be involved: Marina Aloi, Italy; Irit Avni Biron, Israel;
Richard Russell, Scotland

5. Continuing  care after Salvatore

transition: Cucchiara, Italy;

Joanna Sieczkowska-Golub, Poland.

Reviewer, on behalf of GuiCom: Marcus Harbord, UK.
Chair of the ECCO Transition Topical Review Group: Patrick van Rheenen,
The Netherlands.

Author Contributions

This manuscript is a joint expert consensus activity. Hence all authors partici-
pated sufficiently, intellectually, and practically in the work, and take public
responsibility for the content of the article, including the conception, design,
data interpretation, and writing of the manuscript. All authors approved the
final manuscript.

Supplementary Data
Supplementary data are available at ECCO-JCC online.

References

1. Blum RW, Garell D, Hodgman CH, et al. Transition from child-centered
to adult health-care systems for adolescents with chronic conditions.
A position paper of the Society for Adolescent Medicine. ] Adolesc Health
1993;14:570-6.

2. Goodhand J, Hedin CR, Croft NM, Lindsay JO. Adolescents with IBD: the
importance of structured transition care. | Crohns Colitis 2011;5:509-19.

3. Bollegala N, Brill H, Marshall JK. Resource utilization during pediatric to
adult transfer of care in IBD. | Crohns Colitis 2013;7:¢55-60.

4. Cole R, Ashok D, Razack A, Azaz A, Sebastian S. Evaluation of outcomes
in adolescent inflammatory bowel disease patients following transfer from
pediatric to adult health care services: case for transition. ] Adolesc Health
2015;57:212-7.

5. Cervesi C, Battistutta S, Martelossi S, Ronfani L, Ventura A. Health pri-
orities in adolescents with inflammatory bowel disease: physicians’ versus
patients’ perspectives. | Pediatr Gastroenterol Nutr 2013;57:39-42.

6. Gray WN, Holbrook E, Morgan PJ, Saeed SA, Denson LA, Hommel KA.
Transition readiness skills acquisition in adolescents and young adults
with inflammatory bowel disease: findings from integrating assessment
into clinical practice. Inflamnm Bowel Dis 2015;21:1125-31.

7. Wright EK, Williams J, Andrews JM, et al. Perspectives of paediatric and
adult gastroenterologists on transfer and transition care of adolescents
with inflammatory bowel disease. Intern Med | 2014;44:490-6.

8. Sebastian S, Jenkins H, McCartney S, et al. The requirements and barriers
to successful transition of adolescents with inflammatory bowel disease:
differing perceptions from a survey of adult and paediatric gastroenterolo-
gists. | Crobns Colitis 2012;6:830-44.



1038

P F van Rheenen et al.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

Gray WN, Maddux MH. Current transition practices in pediatric IBD:
findings from a national survey of pediatric providers. Inflamm Bowel Dis
2016;22:372-9.

Bennett AL, Moore D, Bampton PA, Bryant RV, Andrews JM. Outcomes
and patients’ perspectives of transition from paediatric to adult care in
inflammatory bowel disease. World | Gastroenterol 2016;22:2611-20.
Maddux MH, Ricks S, Bass J. Patient and caregiver perspec-
tives on transition and transfer. Clin Pediatr (Phila) 2016;1-6. doi:
10.1177/0009922816649590 [Epub ahead of print].

Gray WN, Resmini AR, Baker KD, et al. Concerns, barriers, and recom-
mendations to improve transition from pediatric to adult IBD care: per-
spectives of patients, parents, and health professionals. Inflamm Bowel Dis
2015;21:1641-51.

Whitfield EP, Fredericks EM, Eder SJ, Shpeen BH, Adler J. Transition read-
iness in pediatric patients with inflammatory bowel disease: patient survey
of self-management skills. J Pediatr Gastroenterol Nutr 2015;60:36—41.
Zijlstra M, De Bie C, Breij L, et al. Self-efficacy in adolescents with inflam-
matory bowel disease: a pilot study of the IBD-yourself’, a disease-specific
questionnaire. ] Crohns Colitis 2013;7:¢375-85.

Benchimol EI, Walters TD, Kaufman M, et al. Assessment of knowledge in
adolescents with inflammatory bowel disease using a novel transition tool.
Inflamm Bowel Dis 2011;17:1131-7.

Huang JS, Tobin A, Tompane T. Clinicians poorly assess health literacy—
related readiness for transition to adult care in adolescents with inflamma-
tory bowel disease. Clin Gastroenterol Hepatol 2012;10:626-32.

Hait EJ, Barendse RM, Arnold JH, et al. Transition of adolescents with
inflammatory bowel disease from pediatric to adult care: a survey of adult
gastroenterologists. | Pediatr Gastroenterol Nutr 2009;48:61-5.

de Silva PS, Fishman LN. Transition of the patient with IBD from pediat-
ric to adult care—an assessment of current evidence. Inflamm Bowel Dis
2014;20:1458-64.

Bollegala N, Nguyen GC. Transitioning the adolescent with IBD from
pediatric to adult care: a review of the literature. Gastroenterol Res Pract
2015;2015:853530.

Trivedi I, Keefer L. The emerging adult with inflammatory bowel disease:
challenges and recommendations for the adult gastroenterologist. Gastro-
enterol Res Pract 2015;2015:260807.

NASPGHAN. Transitioning a patient with IBD from pediatric to adult
care. Healthcare Provider Transitioning Checklist. http://www.naspghan.
org/files/documents/pdfs/medical-resources/ibd/Checklist_Patientand-
HealthcareProdiver_TransitionfromPedtoAdult.pdf.Accessed February
21,2017.

Fishman LN, Ziniel SI, Adrichem ME, Fernandes SM, Arnold J. Provider
awareness alone does not improve transition readiness skills in adolescent
patients with inflammatory bowel disease. | Pediatr Gastroenterol Nutr
2014;59:221-4.

Paine CW, Stollon NB, Lucas MS, et al. Barriers and facilitators to suc-
cessful transition from pediatric to adult inflammatory bowel disease care
from the perspectives of providers. Inflamm Bowel Dis 2014;20:2083-91.
Hait E, Arnold JH, Fishman LN. Educate, communicate, anticipate—prac-
tical recommendations for transitioning adolescents with IBD to adult
health care. Inflamm Bowel Dis 2006;12:70-3.

Escher JC. Transition from pediatric to adult health care in inflammatory
bowel disease. Dig Dis 2009;27:382—6.

Pinzon JL, Jacobson K, Reiss J. Say goodbye and say hello: the transi-
tion from pediatric to adult gastroenterology. Can ] Gastroenterol
2004;18:735-42.

Mahadevan U, Sandborn WJ, Li DK, Hakimian S, Kane S, Corley DA.
Pregnancy outcomes in women with inflammatory bowel disease: a large
community-based study from Northern California. Gastroenterology
2007;133:1106-12.

Schmidt S, Herrmann-Garitz C, Bomba F, Thyen U. A multicenter prospec-
tive quasi-experimental study on the impact of a transition-oriented generic
patient education program on health service participation and quality of life
in adolescents and young adults. Patient Educ Couns 2016;99:421-8.
Huang JS, Terrones L, Tompane T, et al. Preparing adolescents with
chronic disease for transition to adult care: a technology program. Pediat-
rics 2014;133:e1639-46.

30.

31.

32

33.

34.

35.

36.

37.

39.

40.

41.

42.

43.

44,

48.

49.

50.

51,

Heida A, Dijkstra A, Groen H, Muller Kobold A, Verkade H, van Rheenen
P. Comparing the efficacy of a web-assisted calprotectin-based treatment
algorithm (IBD-live) with usual practices in teenagers with inflammatory
bowel disease: study protocol for a randomized controlled trial. Trials
2015;16:271.

Rosen D, Annunziato R, Colombel JF, et al. Transition of inflammatory
bowel disease care. Inflamm Bowel Dis 2016;22:1.

. Haaland D, Day AS, Otley A. Development and validation of a pediatric

IBD knowledge inventory device: the IBD-KID. | Pediatr Gastroenterol
Nutr 2014;58:313-9.

Tung J, Grunow JE, Jacobs N. Pilot development of an electronic pediat-
ric inflammatory bowel disease quiz game. J Pediatr Gastroenterol Nutr
2015;61:292-6.

Wood DL, Sawicki GS, Miller MD, et al. The transition readiness assess-
ment questionnaire (TRAQ): its factor structure, reliability, and validity.
Acad Pediatr 2014;14:415-22.

Kelly M, Ferris M, Ford C, Bickford K, Layton B, Kim S. The UNC
T.RXA.N.S.LTI.O.N. Scale: A tool to measure the process of health
care transition for adolescent IBD patients: P0042. Inflamm Bowel Dis
2009;15:518.

Cohen SE, Hooper SR, Javalkar K, et al. Self-management and transition
readiness assessment: concurrent, predictive and discriminant validation
of the STARx questionnaire. | Pediatr Nurs 2015;30:668-76.

Keefer L, Kiebles JL, Taft TH. The role of self-efficacy in inflammatory
bowel disease management: preliminary validation of a disease-specific
measure. Inflammm Bowel Dis 2011;17:614-20.

. Izaguirre MR, Keefer L. Development of a self-efficacy scale for adoles-

cents and young adults with inflammatory bowel disease. | Pediatr Gas-
troenterol Nutr 2014;59:29-32.

Cooley WC, Sagerman PJ. American Academy of Pediatrics; American
Academy of Family Physicians; American College of Physicians; Transi-
tions Clinical Report Authoring Group. Supporting the health care tran-
sition from adolescence to adulthood in the medical home. Pediatrics
2011;128:182-200.

Bryant VR, Trott JM, Bennett A, et al. Transition of care in inflammatory
bowel disease: mind the gap! Theory, practice and recommendations for
an Australian context. Intern Med ] 2013;43:1171-6.

Trivedi I, Holl JL, Hanauer S, Keefer L. Integrating adolescents and
young adults into adult-centered care for IBD. Curr Gastroenterol Rep
2016;18:21.

Leung Y, Heyman MB, Mahadevan U. Transitioning the adolescent inflam-
matory bowel disease patient: guidelines for the adult and pediatric gas-
troenterologist. Inflamm Bowel Dis 2011;17:2169-73.

Dabadie A, Troadec F, Heresbach D, Siproudhis L, Pagenault M, Bretagne
JE. Transition of patients with inflammatory bowel disease from pediatric
to adult care. Gastroenterol Clin Biol 2008;32:451-9.

Schwartz LA, Tuchman LK, Hobbie WL, Ginsberg JP. A social-ecological
model of readiness for transition to adult-oriented care for adolescents
and young adults with chronic health conditions. Child Care Health Dev
2011;37:883-95.

. Sawicki GS, Lukens-Bull K, Yin X, et al. Measuring the transition readiness

of youth with special healthcare needs: validation of the TRAQ-Transition
Readiness Assessment Questionnaire. | Pediatr Psychol 2011;36:160-71.

. Abraham BP, Kahn SA. Transition of care in inflammatory bowel disease.

Gastroenterol Hepatol (N'Y) 2014;10:633-40.

. Nagra A, McGinnity PM, Davis N, Salmon AP. Implementing transition:

ready steady go. Arch Dis Child Educ Pract Ed 2015;100:313-20.
Philpott JR. Transitional care in inflammatory bowel disease. Gastroen-
terol Hepatol (N'Y) 2011;7:26-32.

Crowley R, Wolfe I, Lock K, McKee M. Improving the transition between
paediatric and adult healthcare: a systematic review. Arch Dis Child
2011;96:548-53.

Pywell A. ‘Transition: moving on well’—from paediatric to adult health
care. Br | Nurs 2010;19:652-6.

McCartney S, Lindsay JO, Russell RK, et al. A structured paediatric to
adult transition service in patients with inflammatory bowel disease
reduces disease flares, requirement for steroids and emergency admissions:
the TRANSIT study. United Eur Gastroenterol ] 2016; 3:A457-8.


http://www.naspghan.org/.../ibd/Checklist_PatientandHealthcareProdiver_ TransitionfromPedtoAdult.pdf
http://www.naspghan.org/.../ibd/Checklist_PatientandHealthcareProdiver_ TransitionfromPedtoAdult.pdf
http://www.naspghan.org/.../ibd/Checklist_PatientandHealthcareProdiver_ TransitionfromPedtoAdult.pdf
http://www.naspghan.org/.../ibd/Checklist_PatientandHealthcareProdiver_ TransitionfromPedtoAdult.pdf

