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ABSTRACT - Background — Inflammatory bowel diseases (IBD), comprising Crohn’s disease and ulcerative colitis, are chronic inflammatory diseases of
the gastrointestinal tract that often have their onset among adolescents and young adults (AYA). IBD are characterized by episodes of active disease
interspersed with periods of remission, and its activity is inversely correlated with health-related quality of life (HRQL). Objective — This study aimed
to determine whether AYA in remission or with low IBD activity would exhibit HRQL similar to that of age-matched healthy individuals, and whether
demographic and disease factors could affect HRQL using a ‘patient-reported outcome’ instrument. Methods — This study enrolled only AYA with
IBD, with low activity. This research included five multidisciplinary clinics of two academic hospitals: Paediatric Gastroenterology, Gastroenterol-
ogy, Coloproctology, Paediatric Rheumatology and Adolescent divisions, Sao Paulo, Brazil. A total of 59 AYA with IBD (age, 13-25 years) and 60
healthy AYA (age, 13-25 years) completed the Pediatric Quality of Life Inventory 4.0 and 36-Item Short-Form Health Survey questionnaires and
the visual analogue scale (VAS) for pain. Demographic data, extra-intestinal manifestations, treatment, and outcomes regarding CD and UC were
evaluated. Results — AYA with IBD and healthy controls were similar with respect to median ages (18.63 [13.14-25.80] years vs 20.5 [13.68-25.84]
years, P=0.598), proportion of female sex (42% vs 38%, P=0.654), and percentage of upper middle/middle Brazilian socioeconomic classes (94% vs
97%, P=0.596). The school/work score was significantly lower in AYA with IBD than in healthy controls (70 [10-100] vs 75 [5-100], P=0.037). The
‘general health-perception’ score was significantly lower in AYA with IBD than in healthy controls (50 [10-80] vs 0 [25-90], P=0.0002). The median
VAS, FACES pain rating scale, and total VAS scores were similar between the two groups (2 [0-10] vs 3 [0-9], P=0.214). No association between
HRQL and clinical and demographic parameters was identified among IBD patients. Conclusion — AYA with low IBD activity reported poor HRQL
in school/work and general health perception domains, which highlights a disability criterion in this vulnerable population.
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INTRODUCTION The most common signs and symptoms of IBD include rectal

bleeding, diarrhoea, and particularly abdominal pain, which are

Inflammatory bowel disease (IBD), which includes Crohn’s
disease (CD) and ulcerative colitis (UC), represents a collection
of chronic idiopathic conditions of the gastrointestinal tract that
are most often diagnosed in adolescents and young adults (AYA)V.
IBD is characterised by episodes of remission and active disease
that adversely affect health-related quality of life (HRQL) in AYA®.
Disease activity is strongly and inversely correlated with HRQL;
nonetheless, this important issue is rarely assessed in AYA as an
endpoint in clinical trials®.

recognised as important causes of poor HRQL“?, Furthermore,
IBD in adolescents is often more extensive and dynamic in progres-
sion than the adult-onset disease, leading to growth retardation,
delayed puberty, weight loss, and surgical resections”. All of these
have an adverse impact on the physical, psychosocial, and body
image aspects of young adults, thereby worsening their HRQL!¢7,

The International Organization for the Study of Inflammatory
Bowel Diseases has recently issued guidelines on ‘threat-to-target’
strategies (STRIDE-II) that incorporated paediatric and adults
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patients®. In addition to clinical remission and endoscopic healing,
the proposed long-term treatment targets encompass normalization
of HRQL, absence of disability, and normal growth in adolescents.
In this setting, these new targets are very appropriate to AYA with
IBD (age, 13-25 years) because the transition period to adulthood is
characterised by a highly unstable period and they often struggle in
coping with a lifelong chronic disease®. Furthermore, adolescents
exhibit more similarities in their HRQL judgments to young adults
than to children®, and young adults show more resemblance to
adolescents than to older groups!?.

The World Health Organization defines HRQL as ‘those
aspects of self-perceived well-being that are related to or affected
by the presence of disease or treatment’!”, HRQL has become an
important outcome measure for the evaluation of an individual’s
adaptation to a chronic medical condition. A patient-reported
outcome (PRO) is any report that directly comes from a patient,
without interpretation by a clinician or anyone else. In this regard,
HRQL is often evaluated using a PRO instrument to provide means
for measuring treatment benefits by capturing concepts related
to how a patient feels with respect to his/her health!®. Generic
and disease-specific tools have been developed to assess PROs in
AYA with IBD.

In this context, we hypothesised that AYA with low IBD activ-
ity would exhibit HRQL similar to that of age-matched healthy
individuals. The present study aimed to compare HRQL and pain
disability between AYA with low IBD activity and age-matched
healthy AYA and to identify the demographics and clinical char-
acteristics associated with low HRQL in the IBD population of
five multidisciplinary clinics.

METHODS

Patients

Only AYA with IBD in remission or low disease activity from
July 2019 to February 2020 were selected for this cross-sectional
study. This research included five multidisciplinary clinics of two
academic hospitals followed in Paediatric Gastroenterology, Gas-
troenterology, Coloproctology, Paediatric Rheumatology and Ado-
lescent divisions, S0 Paulo, Brazil. As our hospital is a quaternary
center, patients come from all parts of the country. The healthy
control group consisted of AYA selected from healthy students in
the community. IBD classification was established in adolescents
according to the Paris classification and the ESPGHAN revised
Porto criteria for the diagnosis of IBD!Y and in adults according
to the Montreal classification¥.

All patients with IBD, healthy controls, and legal guardians of
adolescents signed an informed consent form. This study was ap-
proved by the Ethics Committee of our university hospital (CAAE:
82679518.2.0000).

HRQL parameters

HRQL assessment was performed using the Pediatric Quality
of Life Inventory 4.0 (PedsQL™ 4.0). The PedsQL™ 4.0 is a ge-
neric, multidimensional, self-administered questionnaire that was
validated in Brazilian Portuguese language for adolescents (age,
13-18 years) and young adults (age, 19-25 years)!>!9 and consists
of 23 items divided into four domains: physical capacity, emotional
issues, social aspects, and school/work activities, systematically as-
sessed in the last month of study entry. These measures provided
a total HRQL score and two summary scores: physical health
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(comprising the physical health domain score) and psychosocial
health (comprising the emotional, social, and school functioning
domain scores). A five-point Likert scale ranging from ‘never’ to
‘almost always’ was used, and items were scored on a 0—100 metric
scale. High scores indicated the best HRQL parameters; if >50%
of scale items were missing, the scale score was not computed.
Finally, for qualitative analysis, the patients could express their
thoughts regarding their disease and treatment at the end of the
questionnaire, which were written in their own words.

The 36-Item Short-Form Health Survey (SF-36) is also a ge-
neric, multidimensional, self-administered questionnaire for adults.
It is validated in Brazilian Portuguese language and consists of 36
items divided into eight domains: physical functioning, role physi-
cal (i.e., role limitations due to physical difficulties), role emotional
(i.e., role limitations due to emotional difficulties), vitality/energy,
mental health, social functioning, bodily pain, and general health
perception. This validated instrument was applied only to young
adults with IBD for HRQL evaluation'”. Additionally, one single-
item ‘health change’ evaluated differences in the state of health over
the past year. The final score ranged from 0 to 100, with higher
scores indicating the best HRQL parameters.

Functional pain disability

The visual analogue scale (VAS) and FACES pain rating scale
(FPRS), which are validated subjective measures of acute and
chronic pain intensity, were used to evaluate AYA with IBD. VAS
scores were recorded by making a handwritten mark on a 10-cm
line at I-cm intervals, which represents a continuum between ‘no
pain’ and ‘worst pain’. The FPRS presents five hand-drawn faces
that gradually increase pain expression from neutral to higher
pain levels"®.

Demographic and clinical data

Demographic data, clinical features, laboratory findings,
treatments, and outcomes were carefully evaluated according to
an extensive standardised protocol. Demographic data included
current age, sex, school years, body mass index (BMI), disease
duration, and Brazilian socioeconomic class'?. The following
extra-intestinal manifestations were systematically assessed: uvei-
tis, episcleritis, erythema nodosum, pyoderma gangrenosum, and
arthritis/arthralgia. The erythrocyte sedimentation rate and C-
reactive protein (CRP) level were evaluated using the Westergren
method and nephelometry, respectively.

Only patients in remission or with mild activity were selected,
and disease activity was defined using the following four indi-
ces: (i) Pediatric Crohn’s Disease Activity Index (PCDAI), with
scores ranging from 0 to 100 points (remission, <10; mild activity,
10<30)@%; (ii) Pediatric Ulcerative Colitis Activity Index (PUCALI),
with scores ranging from 0 to 85 points (remission, <10; mild activ-
ity, 10<34)2%; (iii) Harvey-Bradshaw index for adult CD (remission,
<5; mild disease activity, 5-7)@"; and (iv) partial Mayo index for
adult UC (remission, <2; mild disease activity, 2-4)?,

Additionally, the following treatments for IBD were recorded:
5-ASA drugs, corticosteroids, immunomodulator drugs (azathio-
prine, 6-mercaptopurine, and methotrexate), and biologic agents
(infliximab, adalimumab, and vedolizumab). Outcomes, previous
gut surgery, and malignancy were also analysed.

Statistical analyses
Statistical analyses were performed using SPSS software version
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22.0 (IBM Corp., Armonk, NY, USA). The Mann—Whitney test
was used to compare continuous variables with asymmetric distri-
bution. Scores are presented as medians (maximum and minimum
values), whereas nominal variables are expressed as frequencies.
Fisher’s exact test was used to compare the data between the two
groups. The P-values were set at 5% (P<0.05) for all statistical tests.
A multivariate analysis was performed to evaluate IBD activity,
treatments, and outcomes with respect to HRQL in AYA with IBD.

RESULTS

TABLE 1 summarises the demographic data of patients with
IBD and healthy controls. The median current ages of AYA with
IBD and healthy controls were similar (18.63 [13.14-25.80] years
vs 20.53 [13.68-25.84] years, P=0.598). The proportion of female
sex was similar between the two groups (42% vs 38%, P=0.654).
Less than 8% out of 26 adolescents with IBD were below the third
percentile in height. IBD patients were similar in terms of height
and BMI to the healthy controls. No differences in school years
(11 [8-17] vs 15 [6-15] years, P=0.072) and upper middle/middle
Brazilian socioeconomic classes (94% vs 97%, P=0.596) were ob-
served between the two groups (TABLE 1).

TABLE 2 presents the PedsQL™ 4.0 and SF-36 domains, VAS,
and FPRS scores of patients with IBD, as compared to those of
healthy controls. The school/work domain score with PedsQL™ 4.0
was significantly lower in AYA with IBD than in healthy controls
(70 [10-100] vs 75 [5-100], P=0.037). Overall, 80% of AYA with
IBD provided additional information regarding their complaints
about long-term treatment. The main reported reasons for the im-
paired QoL were frequent medical appointments, time-consuming
biological infusions, long-term treatment, and multiple procedures
that affect patients’ frequency in school or at permanent work. As
for SF-36, the general health perception domain score (50 [10-80]
vs 70 [25-90], P=0.0002) was significantly lower in the adult IBD
group than in the healthy control group. The score for the addi-
tional item perception of ‘health change’ was significantly higher
in the IBD group than in the healthy control group (75 [25-100]
vs 50 [25-100], P=0.042]. No differences in other parameters were
observed between AYA with IBD and healthy controls (P>0.05,
TABLE 2).

Among patients with CD and UC, young adult with CD had
a significantly higher perception of ‘health change’ item in SF-36
(75125-100) vs 62 [25-100], P=0.042; TABLE 3). All the domains
in SF-36 were similar between both groups, as were the PedsQL™
4.0 domain, VAS, FPRS, and total VAS scores (P>0.05).

Demographic and clinical data of patients with CD and UC
are shown in TABLE 4. Patients with CD had a significantly
shorter disease duration (42.5 [1.0-247.0] months vs 78.0 [12.0—
209.0] months, P=0.014) and lower proportion of female patients
(32% vs 62%, P=0.025) than patients with UC. The frequency
of overlap syndrome with autoimmune sclerosing cholangitis
was significantly lower in patients with CD than in patients with
UC (0% vs 19%, P=0.013). Anaemia was diagnosed in 6% of all
patients, hypoalbuminaemia (albumin <3.5 g/dL) in 1%, and high
CRP level (>5 mg/dL) in 30%. The frequencies of prednisone and
5-ASA treatments were significantly lower in patients with CD
than in patients with UC (5% vs 28%, P=0019 and 8% vs 81%,
P=0.001, respectively). The rate of previous gut surgery was sig-
nificantly higher in patients with CD than in patients with UC
(47% vs 9%, P=0.004).

TABLE 1. Demographic data of inflammatory bowel disease patients
and healthy controls.

: IBD patients Healthy
Variables (n=59) controls (n=60) =
Demographic data
18.63 20.53
Current age, years (13.14-25.80)  (13.68-25.84) 0.598%*
Female sex 25 (42) 23 (38) 0.6547
, 20.05 21.60
BMI, kg/m (14.50-30.88) (15.90-28.10) 079"
School, years 11 (8-17) 15 (6-15) 0.072%*
Upper
middle/middle 33/35 (94) 39/40 (97) 0.5967

socio-economic classes

BMI: body mass index, *Mann-Whitney test, TFisher exact test. Results are presented in

median (minimum and maximum values) or n (%).

TABLE 2. Pediatric Quality of Life Inventory 4.0 (PedsQL™ 4.0), Pain
VAS, Faces Pain Rating Scale and Short-Form Health Survey (SF-36)
scores according to reports of inflammatory bowel disease patients and
healthy controls.

Variables I[E}SA(;‘:;};) g)erlillf(l)llz pP*
(n=60)
PedsQL™4.0 score
Physical health score (12?51_'?0(» (34-837—?00) 0.229
isg;hosoaal health (18.731_;00) (2;3.1300 0.6014
Emotional 60.0 (0-100) 65 (20-100) 0.773
Social 90.0 (40-100)  82.5 (10-100) 0.275
School/work 70.0 (10-100) 75 (5-100) 0.037
Total score (ngif)o) (41757;f00) 0.756
Pain VAS scale 2.0 (0-10) 1.0 (0-7) 0.111
Faces pain rating scale 2.0 (0-10) 2.0 (0-8) 0.191
Total VAS scale 2.0 (0-10) 1.5 (0-8) 0.190
Young adults Heathy
SF-36 score with IBD controls p*
(n=33) (n=39)
Physical functioning 95 (10.0-100) 95 (30-100) 0.255
E}?;Ellclﬁlif:ﬁft? dueco 160(0-100)  100(0-100)  0.186
Role 'limitation due to 67 (0-10) 67 (0-100) 0.971
emotional problems
Energy/vitality 60 (0-100) 60 (15-90) 0.918
Mental health 64 (4-88) 76 (20-96) 0.077
Social functioning 75 (0-100) 88 (13—-100) 0.106
Bodily pain 80 (0-100) 80 (33-100) 0.927
pe‘ffer;ftrizln i‘ealth 50 (10-80) 70 (25-90)  0.0002
Total score 552 (97-748) 648 (243-763)  0.122

VAS: visual analogue scale; AYA: adolescents and young adults. *Mann-Whitney test. Results

are presented in median (minimum and maximum values).
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TABLE 3. Pediatric Quality of Life Inventory 4.0 (PedsQL™4.0) TABLE 4. Demographic data, cumulative extra-intestinal (EI) manifesta-

and Medical Outcomes Short-Form Health Survey (SF-36) scores tions, overlap autoimmune diseases, disease activity parameters, treatments
according to the reports of Crohn disease (CD) and ulcerative colitis (UC) and outcomes in CD and UC patients.
g P p
patients. AYA with AYA with
AYA with  AYA with Variables CD(n=3s) (P P
Variables CD UC P* —
(n=38) (n=21) Demographic data
17.9 19.2 %
PedsQL™4.0 score Current age, years (13.5-25.8)  (13.1-25.5) 0.680
4 . 425 78.0 )
_— 98 813 0005 Disease duration, months (1.0-247.0)  (12.0-209.0) 0.014
ysica (31.3-100)  (12.50-100) ' Female sex (%) 12 (32) 1362  0.025%
19.9 20.08
Psychosocial Health 75.3(29-100)  73.3(16-100) 0.456 BMLI, kg/m? (145-28.0) (1530-30.8) 0447
p ‘ ‘ School, years 10 (8-17) 12 (8-15) 0.184
Emotional 2.5 (0-100) 0.0 (0-100)  0.680 . .
Upper middle/middle 2122(95)  12/13(92)  1.000
socio-economic classes
Social “s 381%0 0) (40900_'(1)00) 0.783 Cumulative EI manifestations
Uveitis/episcleritis 3(8) 2(9) 1.000F
School/work 70 (25-100) 65 (10-100)  0.165 Erythema nodosum/
pyoderma 3(8) 2(9) 1.0007
76.1 73.9 gangrenosum
Total 0.825
ot seore (37.5-100)  (20-100) Arthritis/arthralgia 10 26) 5 (24) 1.000%
VA | y Overlap syndromes
Pain VAS scale 2:0(0-10) 2.00-8 089 Autoimmune hepatitis 0 (0) 165 0.356%
. . Autoimmune sclerosing
Faces pain rating scale 2.0 (0-10) 2.0 (0-8) 0.756 cholangicis 0 (0) 4(19) 0.0137
Total VAS scale 4.0 (0-10) 4(0-10) 0.896 Current disease activity parameters Harvey-Bradshaw score for aCD
Remission and mild
- 19 (32%)
Young adults Young adults activity n (%)
SE-36 score with CD with UC P* PCDAI score for pCD
(n=19) (n=14) Remission and mild
activity n (%) 19 (32%)
Physical functioning 95 (25-100) (18_7i%0) 0.369 Mayo score for aUC
Remission and mild 14 (24%)
Role limitation d activity n (%) ¢
ole limitation due to
physical health 75 (0-100) 100 (0-100)  0.641 PUCALI score for pUC
Remission and mild
S 7 (12%)
Role limitation due to 67 (0-100) 67 (0-100)  0.674 activity n (%)
emotional problems B B : Current treatments
Prednisone 2(5) 6(28) 0.0197
Energy/vitality 60 (0-85)  60(20-100) 0465 5-aminosalicylic acid 3(8) 17(81)  0.0001%
Azathiopri 24 (63 15 (71 0.775
Mental health 72(4-88)  62(32-88) 0454 warioprne ©3) 7D f
Methotrexate 5(13) 105) 0.407F
Social functioning 75 (25-100) 88 (13-100) 0.094 Infliximab 19(50) 5 (24) 0.059%
Adalimumab 9 (24) 4 (19) 0.7547
Bodily pain 80 (33-100) 80 (0-100)  0.839 Vedolizumab 0 (0) 1(5) 0.3567
Outcomes
General health 50 (15-80) 50 (10-80)  0.522 Previous gut surgety 18 (47) 29) 0.004%
perceptions
Malignancy 0 (0) 0 (0) 1.000+
575 551 BMI: body mass index; EI: extra-intestinal; CD: Crohn disease; UC: ulcerative colitis; AYA:
Total score (107=711) (97-748) 0.941 adolescents and young adults; PCDAI: Pediatric Crohn’s Disease Activity Index; PUCAIL:

Pediatric Ulcerative Colitis Activity Index; Disease severity: Harvey-Bradshaw, PCDAI, Mayo.

CD: Crohn disease; UC: ulcerative colitis; AYA: adolescents and young adults. *Mann-Whitney a: adult, p: pediatric, *Mann-Whitney test, {Fisher exact test. Results are presented in n (%)

test. Results are presented in median (minimum and maximum values). or median (minimum and maximum values).
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Further analysis of PedsQL™ 4.0 scores in adolescents with
IBD aged <18 years compared to young adults with IBD aged
>19-25 years showed similar medians in both groups for physi-
cal (81.3 [12.5-100] vs 87.5 [34.3-100], P=0.229), emotional (65
[0-100] vs 65 [25-100], P=0.857), social (95 [40—100] vs 80 [45-100],
P=0.502), school/work scores (70 [15-100] vs 65[10-100], P=0.810),
and total score (78 [43-100] vs 73 [20-100], P=0.727). The median
VAS (2 [0-10] vs 3 [0-9], P=0.238], FPRS (2 [0-10] vs 2 [0-8],
P=0.435], and total VAS scores (2 [0-10] vs 3 [0-9], P=0.214] were
similar between both groups. Furthermore, multivariate analysis
revealed no association between HRQL and clinical and demo-
graphic parameters.

DISCUSSION

We reported the impact of low IBD activity on the HRQL of
AYA population at a large referral centre in Brazil. We identified
that AYA with well-controlled IBD had significantly lower HRQL
than healthy controls with respect to psychosocial scores, specifi-
cally in the school/work and general health perception domains.
In line with the findings of other studies in the literature, lower
HRQL scores in the school/work domain were also observed and
described among adolescents and adults with IBD©®?2)_ These
issues reflect the challenges in integrating AYA with IBD into the
society, affect their job opportunities and future aspirations, lead
to personal absenteeism in school, reduce work productivity, and
cause financial burden on the healthcare system?29, Moreover,
the qualitative sampling assessment provided additional relevant
insights to this study when patients reported that, frequent medi-
cal appointments, time-consuming biological infusions, long-term
treatment, and multiple procedures unquestionably impair their
frequency in school or at permanent work. These observations
highlighted a disability criterion and emphasised the importance
of developing validated disability questionnaires for AYA with
IBD in the future. Other domains of PedsQL™ 4.0 and SF-36
were similar between both groups, as were the VAS, FPRS, and
total VAS scores.

General health perception refers to patients’ assessment of
their own personal health®. Lower scores for this domain among
young adults with IBD, as compared to healthy controls, should
reflect patients’ experience with the disease and its treatment. No
differences in all domains of PedsQL™ 4.0 and SF-36 as well as
in the pain scales were observed between patients with CD and
UC, suggesting that they had similar HRQL in our study. Analysis
of the additional item ‘health change over the past year’ showed
that AYA with UC had lower scores than AYA with CD. This
perception should be influenced by the predominance of female
sex, longer disease duration, and use of steroids, as observed by
other authors®®, Interestingly, previous gut surgery did not
negatively influence the HRQL of AYA with CD, suggesting
that resection for the treatment of severe complications such as
strictures and appropriate drainage of fistulas may improve a
previous disabling condition.

In the present study, pain scores (VAS and FPRS) were similar
between AYA with IBD and healthy controls and also between
the CD and UC groups. Abdominal pain is often associated
with disease flares. Furthermore, pain is a category of disability
and is consistently associated with emotional distress, anxiety,
depression, and cognitive illness that impairs patients with IBD
across all ages®»-30,

The age limit for paediatric care is debated and has recently been
extended. The American Academy of Pediatrics has suggested an
upper age limit of 21 years for adolescence®. In contrast, other
authors have suggested that the adolescent age should range from
10 to 25 years, based on brain growth and contemporary patterns
of neurocognitive myelin synthesis, following the recommendations
of the Institute of Medicine and National Research Council of
the United States®?. In the present study, we used a wide cut-off
age range (13-25 years) because this period also has similar socio-
emotional vulnerability to biological, psychological, social, and
cognitive development. Moreover, at the beginning of this stage,
young adults are nearly finishing high school, living with their
parents, and engaging in romantic relationships. These milestones
may be affected in patients with chronic conditions such as IBD.
Our hospital is establishing the model recommended by “European
Crohn’s and Colitis Organisation”, with a joint adolescent—adult
clinic, enrolling five multidisciplinary clinics (Paediatric Gastro-
enterology, Gastroenterology, Coloproctology Rheumatology and
Adolescents) as part of a transition program®?,

Itis important to emphasise that most patients enrolled in our
study had good control of inflammatory activity, probably due to
the implementation of effective therapies for IBD management.
Disease activity is not the only factor that influences HRQL; pa-
tients’ knowledge and concerns about the disease as well as their
coping may also positively influence HRQL®Y. It is noteworthy that
less than 8% of adolescents exhibited growth failure (height for age
below the third percentile) and were similar to healthy controls
with respect to growth and BMI. Considering that school/work
comprises an important part of disability, general health perception
is the patients’ own experience, and pain scales are more related to
disease activity, there is an urgent need for future studies to explore
disabilities in this vulnerable population. Moreover, it is essential
to underline that IBD symptoms in AYA are not only driven by
disease activity; assessment of differential diagnosis, including ir-
ritable bowel syndrome and small intestinal bacterial overgrowth,
was outside the scope of the present study.

The present study had some limitations. The small populations
for both diseases affecting young patients may preclude the analysis
of the impact of HRQL and disability parameters, particularly in
specific populations with UC and CD. Additionally, disease-specific
IBD instruments for adolescents and adults with IBD were not
assessed. At study entry, a disease-specific health-related quality-
of-life questionnaire developed for use in pediatric inflammatory
bowel disease (IMPACT-III) was not a validated tool available in
Brazilian Portuguese language. Disease activity was assessed us-
ing clinical scores only because faecal calprotectin, a non-invasive
objective inflammatory biomarker, is not included as part of routine
screening at our hospital; hence, we did not include it in this study.
It is noteworthy that 20% of patients in our sample underwent
colonoscopy or cross-sectional imaging at within one month of the
questionnaire’s application. It was not feasible to frequently repeat
these procedures owing to their cost and/or invasive nature. We did
not consider these data despite being a relevant target because of
the insufficient sample size.

Notwithstanding these limitations, the strength of the present
study was the systematic assessment of HRQL and self-reported
pain disability parameters in AYA with IBD from five multidiscipli-
nary clinics of two academic hospitals: paediatric gastroenterology,
gastroenterology, coloproctology, paediatric rheumatology and
adolescent divisions. Considering ‘patient-centred care’, PROs
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have become the current standard for the assessment of HRQL
and disabilities in AYA with IBD. PedsQL™ 4.0, SF-36, and pain
scales are self-assessment tools for PROs that are feasible and easy
to use to capture disease control from the patients’ perspective!!>17.
Furthermore, generic questionnaires enabled us to compare AYA
with IBD and healthy controls. In particular, PedsQL™ 4.0 showed
good correlation with IMPACT-III, a specific tool, in previous
study®. Additionally, the healthy controls with similar age, sex,
school years, and socioeconomic class to AYA with IBD were
relevant herein, as these demographic data may influence HRQL
parameters. These findings indicate that multidisciplinary teams
are recommended for all patients with IBD, irrespective of their
current disease activity, in order to clarify the patients’ situation
and identify aspects that require action.

In conclusion, AYA with IBD constitute a distinct group;
given their complex disease phenotype and specific concerns about
medications, they find themselves at a period of transition from
childhood to adulthood, which is characterised by considerable
psychosocial changes. Our multidisciplinary study showed that
effective control of inflammatory activity in AYA with IBD is
insufficient to improve HRQL. Lower HRQL in school/work and
general health perception domains highlights the need to further
explore disabilities in this vulnerable population. Additionally,
international multicentre studies that include global comparisons
of HRQL and disabilities among AYA with IBD using validated
questionnaires are warranted to better clarify this issue.
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RESUMO - Contexto — As doengas inflamatorias intestinais (DII), que englobam a doenga de Crohn e a colite ulcerativa, sdo doengas inflamatorias croni-

cas do trato gastrointestinal que frequentemente se manifestam em adolescentes e adultos jovens (AAJ). As DII sao caracterizadas por episodios de
doenga ativa intercalados com periodos de remissdo, e sua atividade se correlaciona inversamente com a qualidade de vida relacionada a satide (QVRS).
Objetivo — Este estudo teve como objetivo determinar se AAJ em remissao ou com baixa atividade de DII exibiria QVRS semelhante a de individuos
saudaveis pareados por idade, ¢ se fatores demograficos da doenga poderiam afetar a QVRS usando um instrumento de medidas de desfecho relatadas
pelo paciente. Métodos — Este estudo envolveu apenas AAJ com DII, com baixa atividade. Esta pesquisa incluiu cinco clinicas multidisciplinares de dois
Hospitais Universitarios: Divisdes de Gastroenterologia Pediatrica, Gastroenterologia, Coloproctologia, Reumatologia Pediatrica e Adolescentes, Sao
Paulo, Brasil. Um total de 59 AAJ com DII (13-25 anos de idade) e 60 AAJ controle saudaveis (13-25 anos de idade) responderam os questionarios
Pediatric Quality of Life Inventory 4.0 e 36-Item Short-Form Health Survey e as escalas visuais de dor. Dados demograficos, manifestagoes extra intes-
tinais, tratamentos e desfechos da doenga de Crohn ¢ a colite ulcerativa foram avaliados. Resultados — AAJ com DII e os controles saudaveis foram
grupos semelhantes com relagdo a média de idade (18,63 [13,14-25,80] vs 20,5 [13,68-25,84] anos, P=0,598), quanto a propor¢ao de pacientes do
sexo feminino (42% vs 38%, P=0,654), e quanto a porcentagem da classe socioecondmica brasileira média elevada/ média (94% vs 97%, P=0,596). Os
escores escola/trabalho foram significativamente mais baixos nos AAJ com DII do que nos controles saudaveis (70 [10-100] vs 75 [5-100], P=0,037).
O escore ‘percepgao geral de saude’ foi significativamente mais baixo nos AAJ com DII do que no agrupamento controle saudavel (50 [10-80] vs 0
[25-90], P=0,0002). As escalas de avaliagdo visual de dor foram semelhantes entre os dois grupos (2 [0-10] vs 3 [0-9], P=0,214). Nenhuma associa¢do
entre QVRS e parametros clinicos e demograficos foi identificada entre os pacientes com DII. Conclusido — AAJ com baixa atividade das DII relataram
baixa QVRS nos dominios da escola/trabalho e percepgao geral da satide, o que destaca um critério de incapacidade nesta vulneravel populagao.

Palavras-chave — Doengas inflamatodrias intestinais; doenga de Crohn; colite ulcerativa; qualidade de vida relacionada a saude; qualidade de vida; inca-

pacidade; deficiéncia; adolescente; adulto jovem.
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