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Abstract

Introduction: Patients with inflammatory bowel disease (IBD) suffer from various

symptoms, impairing their quality of life and often affecting psychosocial issues. This

may lead to the need for additional psychological care. This study investigated

patients' subjective need for integrated psychosomatic support and psychotherapy

and indicators for it.

Materials and methods: This is a cross‐sectional multicentre study in Austrian IBD

patients who were in routine care at 18 IBD outpatient clinics. Patients filled in an

anonymous, validated questionnaire (Assessment of the Demand for Additional

Psychological Treatment Questionnaire [ADAPT]) assessing the need for psycho-

logical care. The ADAPT gives two separate scores: the need for integrated psy-

chosomatic support and for psychotherapy. In addition, health‐related quality of life

and the use of complementary and alternative medicine as well as clinical and socio‐
demographic variables were queried. Multivariable regression analysis was per-

formed to estimate the effect of the previously mentioned variables on the need for

additional psychological care.
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Results:Of 1286 patients, 29.7% expressed a need for additional psychological care,

19.6% expressed a need for integrated psychosomatic support and 20.2% expressed

a need for psychotherapy. In the multivariable analysis, the two strongest indicators

for the need for both types of psychological care were the use of complementary

and alternative medicine (for integrated psychosomatic support: odds ratio = 1.64,

95% confidence interval 1.13–2.39, p = 0.010; for psychotherapy: odds ratio = 1.74,

95% confidence interval 1.20–2.53, p = 0.004), and a low health‐related quality of

life score (for integrated psychosomatic support: odds ratio = 0.95, 95% confidence

interval 0.94–0.96, p < 0.001; for psychotherapy: odds ratio = 0.96, 95% confidence

interval 0.94–0.97, p < 0.001).

Discussion: About 30% of the Austrian IBD patients expressed a need for integrated

psychosomatic support and/or psychotherapy. The most important indicators for

this need were the use of complementary and alternative medicine and low quality

of life.
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Key summary

What is already known?

� Despite ongoing improvement of treatment options, patients may not respond to treatment

or may develop side effects. Due to this burden of disease, patients may also suffer from

psychological symptoms, such as depression

� In our previous study in 2008,we found that 31%of patientswith inflammatory bowel disease

(IBD) expressed a subjective need for psychological interventions

What are the significant and/or new findings of the study?

� Despite improvements in therapy, around 30% of patients with IBD express a subjective

need for psychological interventions

� This subjective need for psychological interventions is associated with complementary and

alternative medicine use and low quality of life

INTRODUCTION

Inflammatory bowel diseases (IBDs) are lifelong diseases that often

cause impaired quality of life (QoL).1 Patients suffer from various

physical symptoms, such as abdominal pain, diarrhoea and urgency of

bowel movements, leading to significant restriction of daily life ac-

tivities. Despite ongoing improvement of treatment options, patients

may not respond to treatment or may develop side effects. Due to

this burden of disease, its often unpredictable course, symptom‐
related embarrassment and concealment, patients may also suffer

from psychological symptoms, such as anxiety, depression, stress and

fatigue, which have a negative impact on their QoL.2 These negative

moods and major life events can influence the course of the disease.3

Because of such high levels of psychological and emotional distress,

many patients seek complementary and alternative therapies, as well

as psychosomatic and psychotherapeutic treatment.4–6 A positive

effect on the QoL has been reported, especially for psychotherapy

and mind–body interventions.5

In a previous study in 2008, we found that 31% of patients with

IBD expressed a subjective need for psychological interventions in at

least one of two dimensions, namely the need for integrated psy-

chosomatic support and the need for psychotherapy.6 This finding

may have been influenced by the fact that these patients were fol-

lowed at a tertiary centre where a specialist psychosomatic outpa-

tient clinic was offered. Apart from this, improved clinical treatment

options may have changed the outcome and therefore the psycho-

logical and emotional distress over the last decade as well.7 Thus, the

present study aimed to investigate if (a) the subjective need for

psychological interventions has changed over the last decade, (b) if

the previous result can be generalized to a large multicentre cohort

of Austrian IBD patients and (c) to elaborate factors associated with

such a need.
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PATIENTS AND METHODS

Study population and data collection

This is a part of a project of the Austrian IBD Study Group and was

performed as a cross‐sectional study with 18 participating Austrian

outpatient clinics specializing in the treatment of patients with IBD.

The main aim of the study was to examine the prevalence and in-

dicators of complementary and alternative medicine (CAM) use

among IBD patients. The present study is a sub‐analysis of that

project. Materials and methods have been described in detail previ-

ously in a manuscript on the use of CAM.8,9 Briefly, consecutive adult

patients over 18 years of age with an established diagnosis of IBD

(based on clinical, endoscopic, histological and radiological criteria

according to European Crohn's and Colitis Organization guide‐
lines)10,11 attending specialized IBD outpatient clinics were included.

Patients were asked to fill in an anonymous German‐language
questionnaire booklet that was handed out during routine outpatient

visits and returned by the patient on the same day. Each patient

could take part in this survey only once. Patients were recruited

between May 2014 and July 2015. The study was approved by all

responsible local ethics committees (Medical University of Vienna, 16

July 2014). Because the study was performed by using an anonymous

questionnaire, no written informed consent was obtained from each

patient. The study protocol conforms to the ethical guidelines of the

1975 Declaration of Helsinki as reflected in a priori approval by the

institution's human research committee.

Part one of the questionnaire included questions concerning

socio‐demographic characteristics (age, gender, partnership, educa-

tional level, household income and residential area) and IBD‐related
data (disease subtype, disease duration, medical and surgical treat-

ments and ever having perianal fistulas).12–15 Part two included the

Short Inflammatory Bowel Disease Questionnaire (SIBDQ), the

Assessment of the Demand for Additional Psychological Treatment

Questionnaire (ADAPT) and the international questionnaire to

measure use of CAM in German (ICAM‐G; see in the following).

The SIBDQ is a well‐known validated 10‐item questionnaire to

assess health‐related QoL.16–18 Its total score ranges from 10–70: 10

indicating the worst and 70 the best QoL. A score greater than 50

was considered as a good QoL.19

The ADAPT assesses the need for additional psychological care

as subjectively perceived by the patient.7,20 It was developed by a

multidisciplinary board including physicians, psychologists, patients

and relatives in an iterative process primarily elaborating 12 items

that are to be answered on visual analogue scales from 0–100 (see

Appendix S1). It has proven construct validity, reliability and

responsiveness.7 Factor analysis finally revealed two distinct di-

mensions including 10 items concerning the need for psychological

care: the need for integrated psychosomatic support (ADAPT‐IPS)

and the need for psychotherapy (ADAPT‐PT).20 IPS is intended as

empathic counselling by physicians specializing in IBD with additional

psychological training, which is integrated into clinical care and fo-

cuses on psychological and social issues of IBD patients. In contrast,

psychotherapy was defined as solely psychological treatment in a

psychotherapy office and setting. The ADAPT‐IPS score is calculated

as mean of the items 3–6, the ADAPT‐PT score is calculated as the

mean of items 7–12 (item 7 to be inverted, i.e., 100—response to

question 7). Both scales give values 0–100, higher scores signifying a

greater need. To indicate patients with a need, a cut‐off of 70 in each

dimension of the ADAPT questionnaire was calculated previously by

taking the mean scores + 2 standard deviations of IBD patients who

scored low on the hospital anxiety and depression scale.

The ICAM‐G is a standardized, German‐language questionnaire

about CAM use in detail within the previous 12 months.21,22 The

ICAM questionnaire was developed to measure standardized CAM

use and its German translation was validated and assessed.22

Statistical analysis

Data analysis was performed using SAS version 9.4 software (SAS

Institute Inc.). Descriptive statistics such as frequencies, percentages,

medians and interquartile ranges were used to describe each variable.

The variables ‘need for integrated psychosomatic support’

(ADAPT‐IPS) and ‘need for psychotherapy’ (ADAPT‐PT) were defined

as the sum of items 3–6 and items 7–12 of the ADAPT questionnaire,

respectively20 and grouped by a cut‐off of 70 points (<70 vs. ≥70)

into two binary variables standing for ‘no need’ and ‘need’ for psy-

chological intervention.

Multivariable analysis was performed to elaborate independent

associated factors for ADAPT‐IPS and ADAPT‐PT. Variable selection

for multivariable analysis was based on previous research and liter-

ature.23 The following variables were considered for multivariable

analysis: gender, residential area grouped into four regions (‘West’

[Vorarlberg and Tyrol], ‘Middle’ [Salzburg and Upper Austria], ‘East’

[Vienna, Lower Austria and Burgenland] and ‘South’ [Carinthia and

Styria]), educational level (‘primary school, compulsory school’, ‘sec-

ondary‐school graduates’, ‘secondary academic schools, university

degree’), age at inclusion, CAM use within the previous 12 months,

SIBDQ, medical treatment (steroids, immunosuppressants, biologics)

and duration of disease.

The associations between the previously mentioned variables

and the ‘need for integrated psychosomatic support’ and ‘need for

psychotherapy’ were modelled by two logistic regression models in

SAS. The effects of the variables are shown as odds ratios (OR) and

corresponding 95% confidence intervals (CI). The significance level

was set at 5%. The p values are to be interpreted exploratorily and

have not been adjusted for multiple testing.

RESULTS

Socio‐demographic and clinical characteristics

During the study period, 1338 out of 1605 IBD patients (return rate

83.4%) completed the questionnaire. A total of 52 patients did not

specify their disease entity, so that 1286 patients remained for further

analysis. Patient characteristics are summarized in detail in Table 1.
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TAB L E 1 Socio‐demographic and clinical characteristics of 1286 patients with IBD

Characteristics Patients with IBD (n = 1286)

Socio‐demographics

Age at questioning (years), median (q1, q3) 40 (31, 52)

Female, n (%) 615 (47.8)

Partnership, n (%) 874 (68.0)

Educational level, n (%)

Primary school/compulsory education 102/1081 (9.4)

Secondary‐school graduates 535/1081 (49.5)

Secondary academic schools/university degree 444/1081 (41.1)

Household income, n (%)

>€50,000/year 85/1191 (7.1)

€20,000–€50,000 year 526/1191 (44.1)

<€20,000/year 581/1191 (48.7)

Residential area, n (%)

Westa 120/1198 (10.0)

Middleb 287/1198 (24.0)

Eastc 573/1198 (47.8)

Southd 218/1198 (18.2)

CAM use within the last 12 months, n (%) 741 (57.6)

Disease‐related characteristics

Diagnosis, n (%)

Crohn's disease 830 (64.5)

Ulcerative colitis 435 (33.8)

IBDU 21 (1.6)

Disease duration (years), median (q1, q3) 10 (4, 18)

IBD‐related surgery, n (%) 467 (36.3)

Perianal fistula (ever), n (%) 342 (26.6)

Medication (ever), n (%)

Steroids 833 (64.8)

Immunosuppressantse 828 (64.4)

TNF‐alpha inhibitors 627 (48.8)

SIBDQ, median (q1, q3) 54 (43, 60)

SIBDQ > 50, n (%) 694 (53.9)

Note: Residential area, household income and education numbers and percentages are based on available numbers.

Abbreviations: IBD, inflammatory bowel disease; IBDU, inflammatory bowel disease unclassified; CAM, complementary and alternative medicine;

SIBDQ, Short Inflammatory Bowel Disease Questionnaire.
aVorarlberg, Tyrol.
bSalzburg, Upper Austria.
cLower Austria, Vienna, Burgenland.
dStyria, Carinthia.
eThiopurins and methotrexate.
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The need for integrated psychosomatic support and
psychotherapy in IBD patients

Complete responses to all questions in the ADAPT questionnaire were

available for 1099 patients (85%). Of the 1099 patients, 326 (29.7%)

expressed a need for additional psychological care as indicated by a

score ≥70 in at least one of the two dimensions of the ADAPT ques-

tionnaire. Overall, 215 patients (19.6%) had an ADAPT‐IPS score ≥70,

222 patients (20.2%) had an ADAPT‐PT score ≥70 including 111 pa-

tients who had a score ≥70 in both dimensions (10.1%).

Table 2 shows the numerical median scores of the ADAPT‐IPS and

ADAPT‐PT depending on socio‐demographic and clinical variables.

The univariate analysis revealed several differences concerning

the ADAPT‐IPS and ADAPT‐PT scores when the study population

was categorized by socio‐demographic and clinical variables (see

Table 2). The largest differences in ADAPT‐IPS scores were noticed

between geographic Austrian residential areas, house‐hold income,

CAM use in the preceding year, QoL as measured by the SIBDQ and

age at diagnosis. The ADAPT‐IPS score was also considerably higher

among patients with unclassified IBD (IBDU) in comparison with

Crohn's disease and ulcerative colitis; however, the number of pa-

tients with IBDU was very low.

The largest differences concerning ADAPT‐PT scores were

noticed with respect to educational level, age at questioning, gender,

CAM use in the preceding year, QoL as measured by the SIBDQ, age

at diagnosis and disease duration. Further differences were noticed

with respect to steroid use and anti‐TNF therapy.

Logistic regression models

The regression model for ADAPT‐IPS revealed that the use of CAM

within the last 12 months and reduced SIBDQ were strong and in-

dependent indicators for the need for integrated psychosomatic

support (Table 3). The OR for CAM use was 1.64 (95% CI 1.13–2.39;

p = 0.010) and for reduced SIBDQ 0.95 (95% CI 0.94–0.96;

p < 0.001). Furthermore, age at inclusion was positively associated

with the need for integrated psychosomatic support with an OR of

1.02 (95% CI 1.00–1.03; p = 0.046) for a 10‐year increase in age.

The regression model for ADAPT‐PT revealed that again both

CAM use within the last 12 months (OR 1.74, 95% CI 1.20–2.53;

p = 0.004) as well as reduced SIBDQ (OR 0.96, 95% CI 0.94–0.97;

p < 0.001) were strong and independent indicators of the need for

psychotherapy (Table 3). In addition, university education (OR 1.78,

95% CI 1.13–2.81; p = 0.029) as well as disease duration (based on

increase by 1 year; OR 1.03, 95% CI 1.00–1.99; p = 0.030) were also

indicators of such a need.

DISCUSSION

The present study revealed that almost a third of patients with IBD

expressed a subjective need for additional psychological care. About

20% each of all patients expressed this need for IPS and PT,

respectively.

This is in agreement with our previous study in 2008.6,7 How-

ever, because patients in that study were recruited at one specialist

IBD outpatient clinic of a tertiary university hospital we cast doubt

on the generalizability of these data. The present study was designed

as an anonymous multicentre study also including patients from IBD

outpatient clinics outside university hospitals. Nevertheless, this

study almost exactly equalled our previous results, where 31% of

patients expressed a need for psychological care. Most recently, Klag

et al. described a need for psychotherapy in 47% of patients, which is

even higher than in our study.24 However, in the latter study, which

also used the ADAPT questionnaire, the cut‐off to indicate a need

was set at a lower threshold.

This is an interesting finding, because therapy has achieved sig-

nificant improvement over the last decade with increasing use of

effective biological and immunosuppressive therapies.25 Early initia-

tion of biological therapy has been shown to improve outcomes,26

although there are conflicting data in this respect, too.27,28 For

example, the introduction of anti‐TNF therapy has not always yielded

the expected declines in intestinal resection rates.29 This may in part

have contributed to a delayed start of effective treatment and a

negative selection of the worst patients. Because modern therapies

have significantly improved patient management in general, one

would therefore expect the psychological burden of IBD would also

have decreased. Nevertheless, this does not seem to be the case and

the need for psychological care seems to be constantly high. The

question is why?

Psychological comorbidities such as anxiety and depression are

common in IBD and have remained stable over recent decades

despite progress in medical care.30,31 This may serve as one possible

explanation why the need for psychological care has not changed. In

the present study the logistic regression models revealed that the

need for psychological care was mainly associated with use of CAM

and low QoL, but not with the course of IBD, as indicated by

immunosuppressive therapy. At least in young IBD patients, the

relationship between low QoL and the prevalence of anxiety and

depression has been clearly shown.32 This was associated with

negative illness perception especially for emotional representation. It

therefore seems conceivable that a status such as a low QoL asso-

ciated with negative illness perception, anxiety and depression would

promote a subjective need to address this burden through a psy-

chological approach.

Concerning the association between the use of CAMand the need

for psychological care, the motives for the use of CAM may provide

some explanation. These motives can mainly be divided into ‘pull fac-

tors’ such as holistic beliefs, natural medicine and positive experiences

on the one hand and ‘push factors’ such as failed patient‐doctor rela-

tionship, distrust and disappointment in conventional medicine on the

other.33 In particular, low satisfaction with patient–doctor interaction,

length of visits and the specialists' attitudes was shown to be associ-

atedwith theuseofCAM.34Thus, the association between the need for

psychological care and the use of CAM may be seen as the desire for a
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TAB L E 2 Scores of the ADAPT‐IPS and ADAPT‐PT in relation to socio‐demographic and clinical variables (univariate analysis)

Variable

ADAPT‐IPS ADAPT‐PT

N N

Age at survey

18–<40 580 27.5 (5.0; 57.5) 562 26.7 (8.3; 66.7)

50–<60 478 28.6 (5.0; 62.5) 446 26.7 (6.8; 63.3)

60+ 113 25.0 (0.0; 50.0) 106 8.3 (0.0; 25.0)

Gender

Male 576 25.0 (5.0; 57.5) 556 20.0 (3.3: 52.1)

Female 592 30.0 (5.0; 60.0) 555 30.0 (8.3; 68.3)

Partnership

Yes 839 27.5 (5.0; 58.8) 803 23.3 (5.0; 63.3)

No 311 30.0 (5.0; 60.0) 289 28.3 (8.33; 63.3)

Educational level

Primary school/compulsory school 562 27.5 (5.0; 62.5) 537 21.7 (3.3; 61.7)

Secondary school graduates 257 27.0 (6.3; 55.0) 241 25.0 (10.0; 61.7)

Secondary academic schools, university degree 175 30.0 (7.5; 62.5) 169 35.0 (8.3; 70.8)

Household income e/year

<20,000 448 30.6 (5.0; 62.5) 424 25.0 (8.3; 66.7)

20,000–50,000 493 27.5 (5.0; 57.5) 475 25.0 (5.0; 60.0)

>50,000 81 40.0 (7.5; 65.0) 78 28.3 (3.3; 66.7)

Residential area

Westa 117 12.5 (0.0; 50.0) 112 16.8 (0.0; 48.3)

Middleb 278 25.0 (2.5; 52.5) 269 23.3 (5.0; 56.7)

Eastc 552 31.3 (8.3; 62.5) 524 28.2 (8.3; 66.7)

Southd 209 30.0 (5.0; 60.0) 192 25.0 (5.0; 58.3)

CAM use

Yes 681 32.5 (6.3; 65.0) 642 33.3 (8.3; 68.3)

No 490 22.5 (2.5; 50.0) 472 16.7 (2.9; 49.2)

Diagnosis

Crohn's disease 752 27.5 (5.0; 60.0) 715 25.0 (5.0; 65.0)

Ulcerative colitis 382 25.0 (5.0; 57.5) 364 23.3 (6.7; 58.3)

IBDU 21 46.3 (30.0; 67.5) 19 31.7 (3.3; 68.3)

Disease duration (years)

0–2 173 25.0 (2.5; 62.5) 163 18.3 (3.3; 53.3)

>2 998 27.5 (5.0; 57.5) 951 25.0 (5.0; 65.0)

IBD‐related surgery

0 743 27.5 (5.0; 57.5) 706 23.3 (6.7; 58.3)

≥1 428 25.0 (5.0; 60.0) 408 26.7 (5.0; 66.7)

Perianal fistula

Yes 313 32.5 (7.5; 60.0) 297 33.3 (7.5; 67.5)

No 810 27.5 (5.0; 58.8) 774 21.67 (5.0; 60.0)

(Continues)
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more dedicated and empathetic interaction between patient and

doctor on an equal footing. Because doctors' time is often limited,

specialist nurses could help to close this gap and cover some of the

need for an empathetic care to strengthen a reliable and robust rela-

tionship between the patient and the healthcare system in general.

There are some further aspects that are of interest with respect

to the need for psychological care in IBD. One further explanation for

this phenomenon may be related to coping. Depending on the coping

style, coping with IBD may be associated with greater depression and

functional disability, independent of symptom severity, which may

promote the subjective need for additional psychological care.35

Another possible explanation for the high need for psychological care

in IBD may be provided by subjective attribution. Up to 59% of IBD

patients assume a psychological background of IBD, which may

possibly promote the IBD patient's need to discuss this potential

background.2

The present study has several strengths and some weaknesses.

One strength is the large number of patients and the multicentre

design. This represents an important aspect, because patients were

recruited from different levels of healthcare facilities from all Aus-

trian regions, providing a high degree of generalizability. The second

strength is the anonymity of the questionnaire, which gives a high

likelihood of honest answers and unprettified results and may be a

unique characteristic of this study as the usage of CAM is more likely

to be hidden when talking to a physician. However, this might also be

seen as a weakness, because the anonymity made it impossible to link

self‐reported data from the questionnaires with clinical data from

chart review. In addition, queries to complete unanswered questions

could not be made. This in turn did not allow us to include any clinical

activity scores and therefore we had to rely on the SIBDQ score

instead. Another weakness might be that patients were only

recruited by specialized IBD physicians. We decided to recruit only

these patients, due to the fact that specialized IBD physicians are the

ones who are interested in conducting such a study. Nevertheless,

our patients come from all over Austria and are not only treated in

large tertiary centres, but also in secondary healthcare facilities and

even in a doctor's office itself.

For future studies, it could be extremely interesting to include a

control group. In our first study back in 2008, we compared IBD with

rheumatoid arthritis (RA). The study revealed that the subjective

need for integrated psychosomatic support or psychotherapy was

twice as high in IBD patients compared with RA patients. This dif-

ference was attributed to a different psychological status of IBD

patients and not the diagnosis itself, as IBD patients seem to have a

higher anxiety.7

In conclusion, we found that patients with IBD have a high need

for either integrated psychosomatic support, psychotherapy, or both.

This need seems to be constant over recent decades despite the

efforts of improving therapies. Our finding of a high need can be

generalized due to a multicentre population and is mainly associated

T A B L E 2 (Continued)

Variable

ADAPT‐IPS ADAPT‐PT

N N

Steroids

Yes 776 30.0 (5.0; 62.5) 739 28.3 (8.3; 66.7)

No 395 25.0 (2.5; 52.5) 375 16.7 (1.7; 50.8)

Immunosuppressants

Yes 778 30.0 (5.0; 60.0) 745 26.7 (5.0; 65.0)

No 393 25.0 (5.0; 57.5) 369 18.3 (5.0; 56.7)

TNF‐alpha‐inhibitors

Yes 584 27.5 (5.0; 60.0) 558 32.5 (8.3; 66.7)

No 587 26.3 (2.5; 57.5) 556 18.3 (3.3; 53.3)

SIBDQ

≤50 441 48.8 (15.0; 75.0) 426 46.7 (16.7; 76.7)

>50 647 16.6 (0.0; 43.8) 610 16.7 (1.7; 45.0)

Note: The results are given as median (Q1; Q3).

Abbreviations: ADAPT, Assessment of the Demand for Additional Psychological Treatment Questionnaire; CAM, complementary and alternative

medicine; IBD, inflammatory bowel disease; IBDU, unclassified inflammatory bowel disease; IPS, integrated psychosomatic support; PT, psycho‐therapy;
SIBDQ: Short Inflammatory Bowel Disease Questionnaire.
aWest: Vorarlberg, Tyrol.
bMiddle: Salzburg, Upper Austria.
cEast: Lower Austria, Vienna.
dSouth: Styria, Carinthia.
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with a low QoL and use of CAM. For future resource allocation, this

finding should be considered to meet the patients' needs with the aim

of reducing the burden of IBD and improving targeted healthcare use.
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