INNOVATIONS IN CARE DELIVERY

Caregiver and Adolescent Patient Perspectives
on Comprehensive Care for Inflammatory Bowel
Diseases: Building a Family-Centered Care
Delivery Model
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Background: Children with inflammatory bowel diseases (IBDs) require primary and gastrointestinal (GI) care, but little is known about patient
and family preferences for care receipt. We aimed to understand caregiver perceptions of current healthcare quality, describe barriers to receiving
healthcare, and elicit caregiver and adolescent preferences for how comprehensive care ideally would be delivered.

Methods: This was an anonymous survey of caregivers of 2- to 17-year olds with IBD and adolescents with IBD aged 13-17 years at a large,
free-standing children’s hospital. Surveys assessed patient medical history, family demographics, perceptions of health care quality and delivery,
barriers to primary and GI care, and preferences for optimal care delivery.

Results: Two hundred and seventeen caregivers and 140 adolescents were recruited, 214 caregivers and 133 adolescents consented/assented,
and 160 caregivers and 84 adolescents completed the survey (75% and 60% response rate, respectively). Mean patient age was 14 years (SD = 3);
51% male; 79% Crohn’s disease, 16% ulcerative colitis, and 4% indeterminate colitis. Caregivers were primarily female (86%), Caucasian (94%),
and living in a 2-caregiver household (79%). Most caregivers reported that their child’s primary care physician (PCP) and GI doctor oversaw
their primary care (71%) and their IBD care (94%), respectively. Caregivers were satisfied with communication with their PCP and GI providers
(>90%) but did not know how well they communicated with one another (54%). Barriers to primary and GI care varied, and few caregivers (6%)
reported unmet healthcare needs. Caregivers and adolescents saw PCPs and GI doctors having important roles in comprehensive care, though
specific preferences for care delivery differed.

Conclusion: Caregivers and adolescent perspectives are essential to developing family-centered care models for children with IBD.

Lay Summary

This study presents caregiver perceptions of care quality and delivery for pediatric patients with inflammatory bowel diseases, assesses care gaps
and barriers to care, and elicits preferences for ideal comprehensive care delivery from caregivers and adolescents.
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INTRODUCTION
Inflammatory bowel diseases (IBDs), including Crohn’s
disease (CD), ulcerative colitis (UC), and indeterminate co-
litis (IC), are chronic inflammatory conditions of the gastro-
intestinal (GI) tract. Prevalence estimates for IBD in Western

countries are around 0.3%, with approximately 20% of pa-
tients diagnosed younger than 20 years of age.!:?

Patients with IBD require life-long gastrointestinal (GI)
care, as well as routine primary health care services. Guidelines
summarizing these healthcare services have been published
both for pediatric and adult patients with IBD and allude to
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a co-management model of care, with both primary care and
specialty care input.>'® However, they often fail to indicate
which provider is responsible for what services. Although mul-
tiple patient-centered care delivery models have been described
for those with chronic medical conditions such as IBD, no one
model is accepted for comprehensive care over the lifetime. As
pediatric and adolescent patients progress through different de-
velopmental stages, their needs evolve as well, adding another
layer of complexity.

The Chronic Care Model was developed in the 1990s;
the goal of this model was to improve clinical outcomes for
people with chronic disease through systems-based changes
in the domains of self-management support, delivery system
design, decision support, and clinical information systems.!!
Although used more in adult chronic disease care, it has been
applied successfully in pediatrics including in the develop-
ment of the ImproveCareNow pediatric IBD quality im-
provement collaborative.'> '* The Patient-Centered Medical
Home (PCMH) is a widely recognized model that empha-
sizes accessible, continuous, comprehensive, family-centered,
coordinated, and compassionate care.'* > PCMH concepts
have been applied in adult IBD care and proven successful in
improving patient quality of life and decreasing unnecessary
healthcare utilization and overall costs.'® 7 Incorporation of
patient and caregiver perspectives into clinical program de-
velopment is applied in both of these models and is increas-
ingly recognized as essential to the delivery of patient and
family-centered care.'

In this study, we aimed to understand perceptions of
current healthcare quality and delivery for children with IBD
from the viewpoint of caregivers of pediatric patients with
IBD and adolescent patients, describe perceived barriers
to receiving comprehensive healthcare, and elicit caregiver
and patient preferences for how comprehensive care ideally
would be delivered. Using this information, we hope to re-
shape pediatric care delivery models so that they optimally
meet the needs of children and adolescents with IBD and
their families.

MATERIALS AND METHODS

Study Design

This was an anonymous, cross-sectional, single-site
survey study conducted at a large free-standing children’s hos-
pital. Participants were caregivers of pediatric patients with
IBD and adolescent patients with IBD. Inclusion criteria for
caregivers included being a parent or legal guardian of a pa-
tient 2—-17 years old diagnosed with IBD (CD, UC, or IC) at
least 12 months before recruitment. Inclusion criteria for ado-
lescents included being 13-17 years old, having IBD for at least
12 months, and having a caregiver who agreed to participate
in the study. Exclusion criteria for both groups included the
inability or unwillingness to consent/assent and complete the
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survey in English. If a caregiver had more than one child with
IBD, they were asked to complete the survey about the child
who was diagnosed first.

Recruitment

We used an institutional pediatric gastroenterology re-
search registry to identify study participants. At the time of the
study, our center was seeing approximately 500 patients with
IBD in the age range of 217 years. They were 56% male; 76%
had CD, 20% had UC, and 4% had IC. Caregivers and adoles-
cents who met inclusion criteria were recruited over the phone,
in person, or via a letter mailed to their home. Caregivers of
adolescents were not excluded if their child did not provide as-
sent, but any adolescent who assented needed a caregiver to
consent as well, as demographic and patient medical informa-
tion was reported on the caregiver survey. There was no incen-
tive for participation.

Survey Procedures

Participants received a link to the survey via email and
completed it electronically. A small number of participants
completed a paper version of the survey and their responses
were transcribed by study staff. Study data were collected,
managed, and stored anonymously using REDCap (Research
Electronic Data Capture) tools hosted at the University of
Pittsburgh.'®-2

Survey Data

Surveys consisted of a maximum of 55 (caregiver
survey) and 3 (adolescent survey) mixed-format questions in-
cluding Likert-type scales, multiple-choice, matrix style, and
free text. Caregiver surveys assessed patient medical history
(current age, sex, disease type and duration, therapies, and
presence of other chronic medical conditions) and family
demographics [caregiver age, sex, ethnicity, living setting
(rural/urban/suburban), insurance type (private/public/none/
more than one), the highest level of education, and current
occupation]. Occupational prestige scores were calculated as
described by Entwisle and Astone.?' The scores are a proxy
for socioeconomic status, ranging from 15 for unemployed to
97 for physicians, with a higher value indicating higher soci-
oeconomic status. In 2-parent households, the higher value is
presented. Perceptions of current health care quality and de-
livery were assessed by eliciting opinions regarding physician
responsibility for various types of care, confidence in phy-
sician knowledge, satisfaction with communication within
the healthcare team, and unmet healthcare needs. Finally, we
assessed the degree to which the following items existed as
barriers to care: travel, finances, communication, scheduling,
and continuity of providers.

Both caregiver and adolescent surveys assessed prefer-
ences for how care ideally would be delivered with the question
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“which provider(s) should address the following topics” with
response options being “PCP, GI doctor, both, no preference
on which doctor, or no need for a doctor to address this issue.”
Topics asked only of caregivers included the following: annual
checkups, routine vaccinations, care for minor illness, care for
other chronic problems, monitoring of IBD activity, checkup
for GI symptoms, changing IBD treatment, and referral to
other providers. Topics specifically relevant to adolescent and
young adult patients, or ones that may only be addressed in a
confidential adolescent social history, were asked of both care-
givers and adolescents: transition to an adult provider, drug
and alcohol use, sexual and reproductive health, body image,
puberty, mood, extracurriculars, school, peer relationships,
and family relationships. Survey readability was assessed at a
fourth-grade level by the Flesch—Kincaid readability test.?

Data Analysis

Descriptive statistics were used for patient and caregiver
characteristics, perceptions of care delivery and quality, bar-
riers to care, preferences for care receipt, and to compare care-
giver and patient preferences for care receipt. Fisher’s exact and
Pearson chi-squared tests were used to compare differences
between categorical variables as appropriate. Data from one
caregiver were not usable, as they completed information about
their child’s disease, but then abandoned the survey.

Ethical Considerations

University of Pittsburgh Institutional Review Board ap-
proval and a waiver of written informed consent were obtained
before study initiation (PRO17100303).

RESULTS

Survey Response Rates

Two hundred and seventeen caregivers and 140 ado-
lescents were recruited, 214 caregivers and 133 adolescents
consented/assented, and 160 caregivers and 84 adolescents re-
sponded to the survey (75% and 60% response rate, respectively).

Patient and Caregiver Demographics and IBD

Characteristics
Participant demographics and patient IBD characteris-
tics are reported in Tables 1 and 2.

Caregiver Perceptions of Physician
Responsibility

Most caregivers reported their child’s primary care
physician (PCP) was responsible for their primary care (71%)
versus their GI doctor (5%) versus both PCP and GI (23%).
Most caregivers reported their child’s GI doctor was respon-
sible for their IBD care (94%) versus their GI and PCP (6%),
N =158.

TABLE 1. Caregiver-Reported Patient Demographics
and IBD Characteristics (N = 160)

Current age, years; mean (SD) 14 (3)
Duration of disease, years; mean (SD) 4(3)

Male; N (%) 81 (51)
Disease type; N (%)
Crohn’s disease 127 (79)
Ulcerative colitis 25 (16)
Indeterminate colitis 7(4)
Do not know 1(1)
Current medication use; N (%)
Aminosalicylates (5-aminosalicylate, sulfasalazine) 30 (19)
Immunomodulators (thiopurine, methotrexate) 61 (38)
Biologics 124 (78)
IBD-nutritional therapy (exclusive or partial 9 (6)
enteral nutrition)
Steroids (budesonide or prednisone) 10 (6)
Antibiotics L(D)
None 0(0)
Patients with >1 other chronic condition; N (%)* 48 (30)

*N = 159; total N varied for different questions as responses to survey questions were
not required.

Caregiver Confidence in Physician Knowledge

Of caregivers whose children had seen a PCP in the last
12 months (N = 139), confidence in their PCP’s knowledge
about IBD ranged from very (28%), to somewhat (53%), to not
at all (14%); 6% did not know. Caregivers (N = 158) were very
(72%), somewhat (23%), and not at all (3%) confident in their
GI doctor’s primary care knowledge; 3% did not know.

Caregiver Perception of Communication Quality
With Providers

Regarding communication between the caregiver and
PCP, 47% thought their PCP did very well, 43% pretty well,
and 8% not very well; 2% did not know (N = 138). Regarding
communication between the caregiver and the GI doctor, 85%
thought their GI doctor communicated very well, 15% pretty
well, and 1% not very well (N = 156). Seventy-three percent
of caregivers did not know how well their child’s PCP and GI
doctor communicated with one another: 13%, 28%, and 7% of
caregivers thought they communicated very well, pretty well,
and not very well, respectively (N = 138).

Unmet Care Needs and Barriers to Primary and

Gl Care

Ninety-six percent (N = 158) of caregivers reported their
child’s physical and behavioral healthcare needs were being met.
Very few caregivers (6%) reported difficulty receiving physical
or behavioral healthcare services for their children. Caregivers
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TABLE 2. Caregiver-Reported Demographics (N = 153%)

n (%)
Female caregiver completing survey 132 (86)
Racial/ethnic background
Hispanic/Latino 2(1)
African American/Black 2(1)
Asian/Pacific Islander 3(2)
White/Caucasian 144 (94)
Mixed/multiple race/ethnicity 2(1)
Living setting
Rural 48 (31)
Urban 17(11)
Suburban 87 (57)
Health insurance type
Private only 65 (43)
Public only 32 (21)
Private primary with public secondary® 52 (34)
Prefer not to say 4(3)
Two-parent household 121 (79)
Highest household education level—either parent
High school degree or equivalent 11(7)
Some college, no degree 15 (10)
Associate degree 22 (14)
Bachelor’s degree 49 (32)
Graduate/professional degree 56 (36)
Family occupational prestige score; mean (SD) 62.5 (21)*

*Total N varied for different questions as responses to survey questions were not re-
quired.

In Pennsylvania, children with chronic illnesses like IBD are eligible for secondary
public insurance.

fComparable to occupations of teachers, clergy, chemical and electrical technicians,
and inspection and compliance officers.””

who reported unmet healthcare needs had the option of
elaborating further in free-text responses; topics included the
need for improved communication and coordination between
PCPs and specialists (GI and other); access to GI and specialist
care at more convenient locations and times (including after
hours and weekends); and access to behavioral health and emo-
tional support for both parents and patients in the form of sup-
port groups and counseling.

The frequency with which caregivers reported specific
barriers to receiving care from PCP and GI doctor is reported
in Table 3. The most commonly reported barriers to PCP care
were related to scheduling (23%) and continuity of care (21%).
The most commonly reported barriers to GI care were related
to scheduling (38%) and travel (30%). Having public versus pri-
vate/multiple types of insurance had little impact on report of
barriers to care in our survey. The only statistically significant
differences between groups were scheduling GI appointments,
which was reported to be difficult by 22% of those with public

insurance and 42% of those with private insurance (P = 0.038),
and continuity of GI providers, which was difficult for 6% of
those with public insurance versus 0% with private/multiple
(P =0.045).

Caregiver and Patient Preferences for
Care Receipt

Caregiver and adolescent preferences regarding which
provider should address specific health care topics are shown
in Figures 1 and 2. A majority of caregivers thought annual
checkups, routine vaccinations, care for minor illnesses, and
non-IBD chronic problems should be addressed by the PCP
(82%, 83%, 88%, and 54%, respectively). On the other hand,
most caregivers thought checkups for GI symptoms, moni-
toring of IBD activity, and changing IBD treatment should
be addressed by the GI doctor (84%, 80%, and 93%, respec-
tively). Opinions regarding which provider should address
topics such as family and peer relationships, school and ex-
tracurricular activities, mood, puberty, body image, sexual/
reproductive health, alcohol/drug use, referrals to other pro-
viders, and transition to an adult provider were much more
variable, with most caregivers indicating both the PCP and
GI doctor.

Nearly half of surveyed adolescents thought both the
PCP and GI doctor should address puberty (55%), a transi-
tion to an adult provider (51%), mood (49%), and drug and
alcohol use (48%). About a third thought both providers
should discuss family relationships (31%), school (35%), ex-
tracurricular activities (39%), and sexual/reproductive health
(36%). Adolescents most commonly responded that there
was “no need for a doctor to address” body image (33%) or
peer relationships (34%).

Comparing Caregiver and Adolescent

Preferences for Care Receipt

As discussed in the Methods section, preferences re-
garding which provider (if any) should address a subset of
healthcare topics were assessed in both caregivers and adoles-
cents. Of caregiver—adolescent pairs who responded, complete
agreement occurred with the following frequencies: family rela-
tionships 41% (N = 78); peer relationships 40%, school/grades
36%, extracurricular activities 42%, mood 44%, and puberty
43% (N = 77); body image 44%, sexuality and reproductive
health 41%, alcohol and drug use 46%, and transitioning to an
adult provider 46% (N = 71).

DISCUSSION
This is the first study to comprehensively explore caregiver
perceptions of primary and specialty care quality and delivery
and elicit preferences for ideal care delivery from both care-
givers and adolescent patients with IBD. This differs from our
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TABLE 3. Frequency With Which Caregivers Reported Specific Barriers* to Receiving Care From PCP and Gl Doctor

by Insurance Type (N = 149)

Frequency of Barrier to Care, n (%)

Overall Public Insurance Private/Multiple Insurance P
From PCP Travel 10 (7) 4(13) 6(5) 0.223
Financial 18 (12) 7(22) 11(9) 0.068
Communication 20 (13) 4(13) 16 (14) ¥
Scheduling 35(23) 7(22) 28 (24) ¥
Continuity 32(21) 309 29 (25) 0.060
From GI Travel 45 (30) 11 (34) 34 (29) 0.562
Financial 29 (19) 10 (31) 19 (16) 0.057
Communication 17 (11) 4(13) 13(11) ¥
Scheduling 56 (38) 7(22) 49 (42) 0.038
Continuity 2(1) 2(6) 0(0) 0.045

*Items were considered a barrier if caregivers reported they made receiving care “very” or “somewhat” difficult.

fStatistical tests not run as differences unlikely to be clinically significant.

Transition to an adult provider*
Referrals to other providers
Drug and alcohol use*

Sexual and reproductive health*
Body image*

Puberty

Mood

Extracurriculars

School/grades

Peer relationships

Family relationships

Change IBD treatment

Monitor IBD activity

Check-up for GI symptoms

Carc for other chronic problems
Care for minor illness

Routine vaccinations

Annual Check-up

0% 10%

20%
BPCP OGI @PCPand GI

30%

40%  50%  60%  70%  80%  90%  100%

BNo Preference ONo Need

FIGURE 1. Parent preferences for which provider should address assorted topics (N=153); *109—total N varied for different questions as responses

to survey questions were not required.

prior publications, where caregiver and patient reports of actual
care receipt were presented, including which providers delivered
care (Journal of Pediatrics, accepted April 2020) and in what
settings (office vs emergency department vs urgent care).” In
this study, we found that caregivers believed PCPs were prima-
rily responsible for primary care and GI doctors for IBD care.
They were generally satisfied with the quality of communication
with their providers, though unsure about communication be-
tween providers. They had high levels of confidence in provider

knowledge, though were more confident in their IBD provider’s
primary care knowledge than their PCP’s IBD knowledge.
Barriers to care varied between PCP and GI care receipt, and
though few caregivers reported that their child had unmet needs,
those who did cited poor access to behavioral healthcare and
patient/family emotional support. Overall, caregivers and ado-
lescents indicated that ideal comprehensive care would involve
a partnership between primary care and GI providers, though
their specific preferences varied.
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Transition to an adult provider THHE TS 21% ]
Drug and alcohol use [5%%] == 28% ]

Sexual and reproductive health 23% ]
Body image 33% ]

Puberty EEMOERNIS%T §5%p e 19% |

Mood 4% 21% ]

Extracurriculars IR O ] 31% ]

School/grades ] 3% ]
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Family relationships 29% ]

0% 10% 20% 30%
BEPCP @Gl @PCPand Gl
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BNo Preference ONo Need

FIGURE 2. Adolescent preferences for which provider should address assorted topics (N = 80).

In our study, we asked caregivers which provider they
thought was responsible for their child’s primary care and IBD
care, respectively, and found that the majority of caregivers saw
2 distinct roles: 71% believed their child’s PCP was responsible
for primary care and 94% believed the GI doctor was respon-
sible for IBD care. This is similar to findings from studies of
caregivers of children with congenital heart disease, who pre-
ferred their PCP address general health concerns, and cardiol-
ogist address cardiovascular ones.** 2> However, it challenges a
primary pillar of the PCMH model, where a “personal physi-
cian” serves as the coordinator of a patient’s medical care.?*?
In the traditional description of the PCMH, the personal phy-
sician is a PCP, with the subspecialist serving as part of the sur-
rounding medical “neighborhood.”? However, there is nothing
barring specialty providers from serving as the personal phy-
sician as long as they (and their practice) are willing and able
to take on the coordinator role and meet the PCMH criteria.
The best-known example of the subspecialty medical home in
IBD was built and described by Regueiro et al'®!” in their IBD
Total Care model. Our data seem to indicate that both primary
and specialty physicians have important roles to play in the eyes
of caregivers, though future work should explore whether care-
givers see one physician as their child’s “personal physician.”

No matter who a patients’ personal physician is,
co-managed care requires efficient, effective communication
between primary and specialty providers to prevent omissions
and/or duplications of care.”” Although caregivers were quite
satisfied with the communication between themselves and their
child’s PCP and GI providers, they were largely unaware of
whether their child’s doctors were communicating with each
other. Although not directly assessed in this study, the existing
literature suggests that communication problems between pri-
mary and specialty care are prevalent.® 3! Examples include
issues communicating care delivered by individual providers,
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instructions for follow-through, and discussions of how care
from each provider should be integrated. Often, caregivers
themselves serve as communication intermediaries between
primary care and specialists, a role with which both caregivers
and physicians have variable comfort.>> As we seek to build a
care delivery system that truly addresses the needs of patients
and their families, plans for clear communication between pro-
viders are essential.

Next, we sought to understand the unmet needs of
children with IBD and explore barriers to both primary and
IBD care. Although only 6% of caregivers reported unmet
physical or behavioral healthcare needs, those who did de-
scribed difficulty accessing behavioral healthcare for their child
and emotional support for children and families, especially at
the time of diagnosis. These findings are not surprising, as the
potential effects of IBD on the psychosocial health of both pa-
tients and families are known,** as are the gaps in behavioral
health care worldwide.*

When asking about specific barriers to care receipt, we
found that caregiver’s responses varied between primary and
GI care. For example, travel problems (distance to the doctor’s
office, the ability to get transportation) made accessing GI
care difficult for nearly a third of participants. This was not
the case for primary care receipt, likely because 89% of fam-
ilies in our study reported living within 15 miles of their child’s
PCP> Scheduling problems, on the other hand (reaching a
scheduler on the phone, scheduling an appointment in an ideal
timeframe), made receiving primary and GI care difficult for
23% and 38% of caregivers, respectively. It is unclear if these
findings, especially with access to the GI provider, reflect is-
sues with support staffing, scheduling systems, or the number
of providers available to see patients. Prior work has demon-
strated variable access to pediatric subspecialty care across the
United States® and highlighted increased access challenges for
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children with public insurance.® In our study, the type of in-
surance (public vs private/multiple) had very little effect on the
report of barriers.

Less than a fifth of caregivers reported financial issues
as barriers to receiving primary or GI care. This may be at-
tributable to the fact that all study participants were insured,
and their caregivers tended to be highly educated with high oc-
cupational prestige scores. Communication issues were also in-
frequently described as barriers to either primary or GI care,
which is consistent with the high levels of satisfaction care-
givers reported with communication presented earlier. Finally,
continuity with providers was reported as a barrier to primary
care by 25% of caregivers compared to only 1% of caregivers
regarding IBD care. Continuity is a tenet of quality care and
depends on having an established provider following a pa-
tient longitudinally who understands the patient and his/her
multiple needs.* Continuity of care has been associated with
a variety of benefits including improved health outcomes and
patient satisfaction.*> %! The effect of this barrier on compre-
hensive care receipt in children with IBD is unknown but may
highlight an area where the GI doctor serves as the patient’s
“personal physician” and care coordinator with the PCP as an
invaluable consultant.

When discussing unmet healthcare needs and barriers
to care, it is essential to note that our caregiver population
was largely white, suburban, and well-educated. This limits
the generalizability of our results. Prior studies from more di-
verse groups have identified disparities in IBD treatment and
outcomes, including different rates of testing and treatment,*
lower rates of parenteral nutrition provision in patients with
protein-calorie malnutrition,* higher rates of healthcare utili-
zation and increased patient costs,*> 44 higher rates of postop-
erative complications,* and longer hospital stays.*- 4 It would
not be surprising, then, that unmet needs and barriers to care
differ for other socioeconomic, racial, and geographic groups.
In order to build health care delivery systems that serve all pa-
tients and families, future work must focus on understanding
the needs of patients and families affected by IBD needs to in-
clude a more diverse sample. Potential means of accomplishing
this include conducting surveys at multiple centers, focusing on
those with more diverse patient populations, and incorporating
patient and parent stakeholders into research planning to en-
sure inclusive research recruitment and retention.

Survey questions assessing how caregivers and ado-
lescents envisioned optimal care delivery revealed that both
groups seemed to support a co-managed care model. Although
most caregivers believed that some tasks were specific to the
PCP (annual checkups, vaccines, and care for minor illnesses)
and others were specific to the GI doctor (evaluating GI symp-
toms, monitoring IBD activity, and adjusting IBD treatments),
they thought the remainder of topics should be addressed by
both providers. Many adolescents thought that the majority of
topics should be addressed by both the PCP and GI doctor as

well, with approximately 50% indicating discussions of mood,
puberty, substance use, and transition to an adult provider as
a joint task. However, there were significant discrepancies be-
tween caregiver—adolescent pairs in regard to who (if anyone)
should address specific healthcare topics, with only 36%-46%
agreement depending on the topic.

The incorporation of adolescent perspectives is a
strength of our study. Most pediatric patients with IBD are
diagnosed during adolescence, such that they are navigating
their disease and its management during a crucial develop-
mental period.* * Prior work has revealed that most ado-
lescents want to be involved in their healthcare to varying
degrees and often in ways different than what is currently
occurring.>® ! Perceptions about chronic disease and pref-
erences for management and medical decision making
are known to vary between adolescent patients and their
parents.”> 3 Thus, seeking their input and addressing their
specific needs are essential to building a care delivery model
that is truly patient- and family-centered.

An interesting population identified in our study is those
caregivers and adolescents who thought certain topics need not
be addressed by any doctor; for example, 20% of caregivers
thought family and peer relationships, school/grades, and ex-
tracurricular activities need not be addressed. Adolescents were
even more likely than their caregivers to indicate “no need”
for certain topics to be addressed, including 29% in regard to
family relationships, 34% regarding peer relationships, 33% re-
garding school, 31% regarding extracurriculars, 21% regarding
mood, 19% regarding puberty, 32% regarding body image, 23%
regarding sex, 28% regarding drug and alcohol use, and 21%
regarding the transition to an adult provider. In clinical prac-
tice, supported by published studies, many of these topics are
essential to patient-centered, whole-person pediatric care.’ >
Even the small percentage of caregivers in our study who cited
gaps in care reported them in the psychosocial realm. Our data
suggest that some caregivers and patients may not consider
these topics as part of medical care and may benefit from ed-
ucation regarding the potential psychosocial impacts of IBD.
Our findings could also be related to how the response options
were worded: “no need for a doctor to address this.” Participant
responses may have differed if response options had included
other members of the medical team such as a nurse, social
worker, or psychologist. Finally, participants’ responses may be
shaped by their prior experiences with healthcare, likely limited
to one care delivery model. Thus, they may be unaware that
other models exist that may serve them better.

Limitations

As with all survey studies, these results are susceptible to
response bias. Additionally, our sample, although reflective of
our overall population in terms of age, sex, and disease type,
only represented about 40% of our eligible patient population,
potentially contributing to sampling bias. We attempted to
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mitigate recall bias by restricting questions about care receipt
to the last 12 months. Generalizability is limited by the fact that
our sample was largely white, well-educated, and insured as dis-
cussed above.

CONCLUSIONS

Although caregivers of pediatric patients with IBD are
generally satisfied with their healthcare, barriers to care re-
main and vary between the primary and specialty care settings.
Though specific preferences for care delivery exist between
caregivers and adolescent patients, most seem to desire a com-
prehensive care model where PCPs and GI providers share
responsibilities. However, we should consider that they might
prefer other models of care, but simply have not been exposed
to them. Developing and improving upon health care systems
will require ongoing, stake-holder informed processes, in-
cluding the voices of adolescent patients.

DATA AVAILABILITY

Data are available in the supplementary material.

ACKNOWLEDGMENTS

We would like to thank Drs Kristin Ray and Galen
Switzer for assistance in survey development and assessment of
face validity. We also want to acknowledge the members of the
UPMC Children’s Hospital of Pittsburgh Gastroenterology re-
search team (Amy Bookser, Kathleen Calabro, Joshua Hutton,
Adam Kufen, and Roger Odom) for their work with partici-
pant recruitment and data management. Finally, we would
like to thank Li Wang at the University of Pittsburgh Clinical
Translational Science Institute for assistance with data analysis.

REFERENCES

1. Benchimol EI, Fortinsky KJ, Gozdyra P, et al. Epidemiology of pediatric inflam-
matory bowel disease: a systematic review of international trends. Inflamm Bowel
Dis. 2011;17:423-439.

2. Ng SC, Shi HY, Hamidi N, et al. Worldwide incidence and prevalence of inflam-
matory bowel disease in the 21 century: a systematic review of population-based
studies. Lancet. 2018;390:2769-2778.

3. Abegunde AT, Muhammad BH, Ali T. Preventive health measures in inflamma-
tory bowel disease. World J Gastroenterol. 2016;22:7625-7644.

4. DeFilippis EM, Sockolow R, Barfield E. Health care maintenance for the pedi-
atric patient with inflammatory bowel disease. Pediatrics. 2016;138:1-11.

5. Farraye FA, Melmed GY, Lichtenstein GR, et al. ACG clinical guideline: preven-
tive care in inflammatory bowel disease. Am J Gastroenterol. 2017;112:241-258.

6. Manolakis CS, Cash BD. Health maintenance and inflammatory bowel disease.
Curr Gastroenterol Rep. 2014;16:402.

7. Mir FA, Kane SV. Health maintenance in inflammatory bowel disease. Curr
Gastroenterol Rep. 2018;20:23.

8. Moscandrew M, Mahadevan U, Kane S. General health maintenance in IBD.
Inflamm Bowel Dis. 2009;15:1399-1409.

9. Reich JS, Farraye FA, Wasan SK. Preventative care in the patient with inflamma-
tory bowel disease: what is new? Dig Dis Sci. 2016;61:2205-2216.

10. Sinclair JA, Wasan SK, Farraye FA. Health maintenance in the inflammatory
bowel disease patient. Gastroenterol Clin North Am. 2012;41:325-337.

11. Bodenheimer T, Wagner EH, Grumbach K. Improving primary care for patients
with chronic illness. JAMA. 2002;288:1775-1779.

12. Adams JS, Woods ER. Redesign of chronic illness care in children and adoles-
cents: evidence for the chronic care model. Curr Opin Pediatr. 2016;28:428-433.

13. Crandall W, Kappelman MD, Colletti RB, et al. ImproveCareNow: the develop-
ment of a pediatric inflammatory bowel disease improvement network. Inflamm
Bowel Dis. 2011;17:450-457.

20.

21.

22.
. Michel HK, Noll RB, Siripong N, et al. Patterns of primary, specialty, ur-

24.

25.
26.

27.

28.

29.

30.

31.

32.

33.

35.

36.

37.

39.
40.
41.

42.

43.

. Kilo CM, Wasson JH. Practice redesign and the patient-centered medical home:

history, promises, and challenges. Health Aff ( Millwood). 2010;29:773-778.

. American Academy of Pediatrics ad hoc task force on definition of the medical

home: the medical home. Pediatrics. 1992;90:774.

. Regueiro MD, McAnallen SE, Greer JB, et al. The inflammatory bowel disease

specialty medical home: a new model of patient-centered care. Inflamm Bowel Dis.
2016;22:1971-1980.

. Regueiro M, Click B, Holder D, et al. Constructing an inflammatory bowel disease

patient-centered medical home. Clin Gastroenterol Hepatol. 2017;15:1148-1153.e4.

. Committee on Hospital Care and Institute for Patient- and Family-Centered

Care. Patient- and family-centered care and the pediatrician’s role. Pediatrics.
2012;129:394-404. doi:10.1542/peds.2011-3084

. Harris PA, Taylor R, Minor BL, et al.; REDCap Consortium. The REDCap

consortium: building an international community of software platform partners.
J Biomed Inform. 2019;95:103208.

Harris PA, Taylor R, Thielke R, et al. Research electronic data capture
(REDCap)—a metadata-driven methodology and workflow process for
providing translational research informatics support. J Biomed Inform.
2009;42:377-381.

Entwisle DR, Astone NM. Some practical guidelines for measuring youth’s race/
ethnicity and socioeconomic status. Child Development. 1994;65:1521-1540.
Flesch R. A new readability yardstick. J Appl Psychol. 1948;32:221-233.

gent care, and emergency department care in children with inflammatory
bowel diseases. J Pediatr Gastroenterol Nutr. 2020;71:¢28-¢34. doi:10.1097/
MPG.0000000000002703

Miller MR, Forrest CB, Kan JS. Parental preferences for primary and specialty
care collaboration in the management of teenagers with congenital heart disease.
Pediatrics. 2000;106:264-269.

Young PC, Shyr Y, Schork MA. The role of the primary care physician in the care
of children with serious heart disease. Pediatrics. 1994;94:284-290.

American Academy of Family Physicians. Joint principles of the Patient-Centered
Medical Home. Del Med J. 2008;80:21-2.

Patient-Centered Primary Care Collaborative. Defining the Medical Home:
A Patient-Centered Philosophy That Drives Primary Care Excellence. https://
www.pcpcec.org/about/medical-home (14 April 2020, date last accessed).
Kirschner N, Barr MS. Specialists/subspecialists and the patient-centered medical
home. Chest. 2010;137:200-204.

American Academy of Pediatrics Council on Children with Disabilities. Care
coordination in the medical home: integrating health and related systems of
care for children with special health care needs. Pediatrics. 2005;116:1238-1244.
doi:10.1542/peds.2005-2070

Mehrotra A, Forrest CB, Lin CY. Dropping the baton: specialty referrals in the
United States. Milbank Q. 2011;89:39-68.

O’Malley AS, Reschovsky JD. Referral and consultation communication between
primary care and specialist physicians: finding common ground. Arch Intern Med.
2011;171:56-65.

Stille CJ, Primack WA, McLaughlin TJ, et al. Parents as information intermediaries
between primary care and specialty physicians. Pediatrics. 2007;120:1238-1246.
Engstrom 1. Inflammatory bowel disease in children and adolescents: mental
health and family functioning. J Pediatr Gastroenterol Nutr. 1999;28:S28-S33.

. Herzer M, Denson LA, Baldassano RN, et al. Family functioning and health-

related quality of life in adolescents with pediatric inflammatory bowel disease.
Eur J Gastroenterol Hepatol. 2011;23:95-100.

Mackner LM, Greenley RN, Szigethy E, et al. Psychosocial issues in pediatric
inflammatory bowel disease: report of the North American Society for Pediatric
Gastroenterology, Hepatology, and Nutrition. J Pediatr Gastroenterol Nutr.
2013;56:449-458.

Kohn R, Ali AA, Puac-Polanco V, et al. Mental health in the Americas: an over-
view of the treatment gap. Rev Panam Salud Publica. 2018;42:e165.

Ray KN, Bogen DL, Bertolet M, et al. Supply and utilization of pediatric
subspecialists in the United States. Pediatrics. 2014;133:1061-1069.

. Bethell CD, Kogan MD, Strickland BB, et al. A national and state profile of

leading health problems and health care quality for US children: key insurance
disparities and across-state variations. Acad Pediatr. 2011;11:522-S33.

Walker J, Payne B, Clemans-Taylor BL, et al. Continuity of care in resident outpa-
tient clinics: a scoping review of the literature. J Grad Med Educ. 2018;10:16-25.
Saultz JW, Albedaiwi W. Interpersonal continuity of care and patient satisfaction:
a critical review. Ann Fam Med. 2004;2:445-451.

Saultz JW, Lochner J. Interpersonal continuity of care and care outcomes: a crit-
ical review. Ann Fam Med. 2005;3:159-166.

Dotson JL, Kappelman MD, Bricker J, et al. Multicenter evaluation of emer-
gency department treatment for children and adolescents with Crohn’s disease
according to race/ethnicity and insurance payor status. Inflamm Bowel Dis.
2019;25:194-203.

Nguyen GC, Munsell M, Brant SR, et al. Racial and geographic disparities in
the use of parenteral nutrition among inflammatory bowel disease inpatients
diagnosed with malnutrition in the United States. J Parenter Enteral Nutr.
2009;33:563-568.


https://doi.org/10.1542/peds.2011-3084
https://doi.org/10.1097/MPG.0000000000002703
https://doi.org/10.1097/MPG.0000000000002703
https://www.pcpcc.org/about/medical-home
https://www.pcpcc.org/about/medical-home
https://doi.org/10.1542/peds.2005-2070

Crohn’s & Colitis 360 » Volume 2, Number 3, July 2020

Caregiver and Adolescent Patient Perspectives

44.

45.

46.

47.

48.

49.

Benchimol EI, To T, Griffiths AM, et al. Outcomes of pediatric inflammatory
bowel disease: socioeconomic status disparity in a universal-access healthcare
system. J Pediatr. 2011;158:960-967.el.

Benchimol EI, Kuenzig ME, Bernstein CN, et al.; Canadian Gastro-Intestinal
Epidemiology Consortium. Rural and urban disparities in the care of Canadian
patients with inflammatory bowel disease: a population-based study. Clin
Epidemiol. 2018;10:1613-1626.

Kelley-Quon LI, Tseng CH, Jen HC, et al. Postoperative complications and
health care use in children undergoing surgery for ulcerative colitis. J Pediatr
Surg. 2012;47:2063-2070.

Barnes EL, Kochar B, Long MD, et al. Minority pediatric patients with inflam-
matory bowel disease demonstrate an increased length of stay. Inflamm Bowel Dis.
2017;23:2189-2196.

Conrad MA, Rosh JR. Pediatric inflammatory bowel disease. Pediatr Clin North
Am. 2017;64:577-591.

Rosen MJ, Dhawan A, Saeed SA. Inflammatory bowel disease in children and
adolescents. JAMA Pediatr. 2015;169:1053-1060.

50.

51

52.

53.

54.

Jordan A, Wood F, Edwards A, et al. What adolescents living with long-term
conditions say about being involved in decision-making about their healthcare: a
systematic review and narrative synthesis of preferences and experiences. Patient
Educ Couns. 2018;101:1725-1735.

Lipstein EA, Muething KA, Dodds CM, et al. “I'm the one taking it”: ado-
lescent participation in chronic disease treatment decisions. J Adolesc Health.
2013;53:253-259.

Heyduck K, Bengel J, Farin-Glattacker E, et al. Adolescent and parental percep-
tions about asthma and asthma management: a dyadic qualitative analysis. Child
Care Health Dev. 2015;41:1227-1237.

Lipstein EA, Dodds CM, Lovell DJ, et al. Making decisions about chronic dis-
ease treatment: a comparison of parents and their adolescent children. Health
Expect. 2016;19:716-726.

Carman N, Mack DR, Benchimol EI. Anticipatory care of children and adoles-
cents with inflammatory bowel disease: a primer for primary care providers. Curr
Opin Pediatr. 2019;31:654-660.



