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Background: Chronic inflammatory bowel disease (IBD) causes significant distress for patients 

and their families. Data assessing the need of these patients for support and sharing with their 

partners are scarce. The aim of this study was to assess patients’ views regarding sharing of 

information with their partners.

Methods: Ambulatory IBD patients treated at the Chaim Sheba Medical Center between January 

2011 and January 2013 were asked to complete an anonymous questionnaire. Patients who had 

a stable partner and completed more than 95% of the questionnaire were included.

Results: Of 134 patients who agreed to complete the questionnaire, 101 met the inclusion 

criteria, 53 were men (mean age 45±15 years), and 50% had academic education. Only 42% 

of patients reported that their partner accompanied them to the doctor. However, 93% shared 

health problems with their partner, 64% would have liked their partner to receive more medical 

information, and 70% would like their partner to be more involved. The majority (88%) believed 

that more partner involvement could help them deal better with the disease, and 70% thought 

that support groups for partners should be established. No association was found between 

patients’ demographic data and their answers. Patients who felt that partner involvement could 

help them to deal with the disease tended to share medical information with their partners and 

wanted them to be more involved in health care decision-making (P,0.001).

Conclusion: Most IBD patients in our study wanted their partner to be more involved with 

their health problems, and believed that greater partner involvement could help them deal better 

with their disease. Therefore, more attention should be focused on gaining better cooperation 

from patients’ families.

Keywords: inflammatory bowel disease, Crohn’s disease, ulcerative colitis, partner, psycho-

logical support, coping

Introduction
Crohn’s disease (CD) is a chronic inflammatory disorder that may affect the gastro-

intestinal tract from the mouth to the anus. Inflammation is transmural, and might 

therefore be complicated by fistula and abscess formation, perforations, and fibrotic 

strictures. Ulcerative colitis is another form of inflammatory bowel disease (IBD) that 

mainly affects the colon, causing abdominal pain, bloody diarrhea, and weight loss. 

Both diseases may cause significant morbidity and diminished quality of life.1–6 The 

natural history of IBD is characterized by periods of flare-up with active symptomatic 

disease and periods of disease remission.7

Psychosocial function has been found to be closely related to quality of life in 

patients with IBD.8 The disease was shown to have an impact on patients’ psychological 
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functioning even during periods of remission when patients 

are not suffering from active IBD symptoms.9

Social support was shown to improve patients’ ability 

to cope with active disease and stress. Family support was 

reported by patients as being helpful for managing IBD.10–13 

Nicholas et al14 found that providing social support to adoles-

cents with IBD had a positive effect on their ability to cope 

with the disease. Honesty and open communication with 

families regarding diagnosis, bowel symptoms, and treatment 

led to more effective coping strategies and adaptation.14

Chronic disease in a family member is known to affect 

quality of life for the whole family. In a recently published 

paper, Golics et al15 reported a significant emotional impact 

in 92% of close family members of patients with chronic 

disease, a significant effect on daily activities in 91% of fam-

ily members, and an effect on family relationships in 69% of 

cases. The study included close family members of patients 

suffering from a variety of chronic diseases, including 

Crohn’s disease and colitis. Family members included in the 

study reported providing active support to patients, includ-

ing reminding them to take their medication, involvement in 

hospital appointments, and a sense of not being given enough 

information on the patient’s condition. A few family members 

mentioned support groups as a potential way of coping with 

the disease. Of note, involvement of family members has 

been shown to be crucial for successful patient care,16 so the 

family can be provided with appropriate support.

However, actual data assessing patients’ attitudes toward 

spouse or partner involvement in their disease are scarce. 

Therefore, the aim of this study was to assess patients’ views 

on information-sharing with their partners.

Patients and methods
Ambulatory IBD patients treated at the Chaim Sheba Medical 

Center from January 2011 to January 2013 were asked by 

a research coordinator to complete an anonymous question-

naire assessing their attitudes toward information-sharing 

with their partners and its influence on their ability to cope 

with their disease. Patients were informed that participation 

in the questionnaire was voluntary. The completed question-

naires were collected by the study coordinator. All patients 

were aged 18 years and older.

The questionnaire included demographic data (age, 

sex, educational level, marital status, number of children). 

Patients who were not married were asked if they had a stable 

partner. Only patients who had a stable partner (ie, in a com-

mitted relationship lasting at least 6 months) were included. 

Since all our patients were white Caucasians, ethnicity was 

not assessed. The diagnosis (ie, Crohn’s disease or ulcerative 

colitis) and disease duration were reviewed. Subjects who 

had a stable partner were asked about sharing their health 

problems with their partner, partner involvement in disease 

management (including doctor’s visits), and their views on 

partner involvement and how it should be achieved. Only 

patients who completed more than 95% of the items in the 

questionnaire were included. The study was approved by 

the local ethics committee and all patients gave their written 

informed consent before completing the questionnaire.

statistical analysis
Mean age according to sex was compared using the Student’s 

t-test. The chi-squared test and Fisher’s exact test were used 

for categorical variables, eg, for assessing the relationship 

between: sex, education, and number of children; sex, 

 education, number of children, and type of answer; and 

belief that involvement of the partner could help in deal-

ing better with the disease and answers to the other ques-

tions. The statistical analysis was performed using IBM® 

SPSS® Statistics for Windows version 21.0 software (IBM 

 Corporation, Armonk, NY, USA). P,0.05 was considered 

to be statistically significant.

Results
Of 140 patients approached, 134 agreed to complete the 

questionnaire. Thirty-three patients were excluded because 

they did not complete the questionnaire (Figure 1), leaving 

101 participants in the study. Patient demographic charac-

teristics are shown in Table 1.

Only 41 of 96 patients (42%) who answered the relevant 

question reported that their partner accompanied them to 

 doctor’s appointments. However, 92 of 98 patients (94%) who 

answered the relevant question stated that they shared and 

 discussed their health problems with their partner. Sixty-one of 

96 patients (64%) who answered the relevant question wanted 

Participants
134

Included
101 (75.4%) 

Married
87 (86.1) 

Partner
14 (13.9%) 

Excluded
33 (24.6%) 

No partner
31 (93.9%) 

No data
2 (6.1%) 

Figure 1 study design.
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their  partner to receive more medical information, and 67 of 

96 (70%) who answered the relevant question would like their 

partner to be more involved. Eighty-four of 96 patients (88%) 

who answered the relevant question believed that increased 

partner involvement could help them to cope better with the 

disease, and 70 of 99 (70%) who answered the relevant question 

thought that a support group for partners should be established. 

No association was found between patient demographic data 

and any of these variables.

Further stratification was performed according to patients’ 

views regarding the effect of partner involvement on their abil-

ity to cope with the disease (Table 2). Ninety-nine percent of 

patients who considered partner involvement to be beneficial 

shared their health problems with their partner,  compared with 

58% of patients who did not consider partner involvement 

to be beneficial (P,0.001). Three  quarters of these patients 

wanted their partner to receive more medical information from 

the physician about their physical condition, compared with 

only 8% of the patients who did not perceive partner involve-

ment as beneficial (P,0.001). Similarly, 79% of these patients 

wanted their partner to be more involved in their health care 

decisions, compared with 8% of patients who did not consider 

partners’ involvement as beneficial (P,0.001).

Interestingly, most patients who preferred partner involve-

ment were actually not accompanied by the partner to the 

clinic/doctors’ visits. Only 46% of these patients reported 

that their partner accompanied them to doctor’s appointments 

versus 17% of the partners of patients who did not consider 

partner involvement to be beneficial (P=0.065).

Fifty-eight percent of patients who considered partner 

involvement to be beneficial for coping with the disease 

answered “yes” to questions regarding their wish for partner 

involvement, partners receiving more information from the 

physician, and whether they shared health problems with the 

partner (Table 3).

Discussion
Inflammatory bowel disease can cause considerable suf-

fering and diminished quality of life for both patients and 

their  families. Moreover, disease symptoms, such as chronic 

diarrhea, chronic abdominal pain, fecal incontinence, soiling, 

perianal fistula, and fatigue, may cause impairment of body 

image, fear of sexual intimacy, and social isolation.17–20

Table 1 Patient characteristics

Total 
n=101

Men 
n=53

Women 
n=48

P-value

age, years  
(mean ± sD)

45.36±15.46 47.69±15.62 43.10±15.22 ns

Education
 academic 49 (50%) 25 (48.1%) 24 (52.2%) ns
 nonacademic# 49 (50%) 27 (51.9%) 22 (47.8%) ns
Children (n)
 0 12 (15.6%) 2 (4.9%) 10 (27.8%) 0.017
 1–2 34 (44.2%) 19 (46.3%) 15 (41.7%)
 $3 31 (40.3%) 20 (48.8%) 11 (30.6%)
Type of disease
 Crohn’s disease 62 36 26
 Ulcerative colitis 39 17 22
  Disease duration, 

years (mean ± sD) 
9.6±5.4 8.7±4.9 10.6±5.7 ns

Note: #Denotes missing data for several participants for this item. 
Abbreviations: NS, not statistically significant; SD, standard deviation.

Table 2 Distribution of patients’ answers

Do you think that the involvement of your partner could help 
in dealing better with your disease?

Yes No

n % n %

Does your partner accompany you to your doctor’s visits?
  Yes 

no
39 
45

46.4 
53.6

2 
10

16.7 
83.3

Do you share your health problems with your partner?
  Yes 

no
85 
1

98.8 
1.2

7 
5

58.3 
41.7

Would you like your partner to receive more information  
about your disease from your doctor?
  Yes 

no
60 
24

71.4 
28.6

1 
11

8.3 
91.7

Would you like your partner to be more involved in your  
health decisions?
  Yes 

no
66 
18

78.6 
21.4

1 
11

8.3 
91.7
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Coping with these symptoms requires appropriate 

 strategies. However, the data suggest that patients with 

IBD often use passive coping strategies, for instance, 

escape-avoidance behavior,20–23 which in turn may lead to 

psychological distress and poor adaptation to the disease.24 

Social support was shown to be very important for coping 

with IBD. Sewitch et al25 found that perceived stress in 

IBD patients may change according to their level of social 

support. Patients who were satisfied with their social sup-

port had lower levels of psychological distress and better 

disease adjustment. Spouses were also the most frequently 

reported source of support for patients with other chronic 

diseases, such as diabetes mellitus,26 interstitial cystitis,27 

and breast cancer.28

In our current study, we examined patients’ views and 

beliefs regarding the sharing of medical information and 

disease symptoms with their life partner. Our first notable 

finding is that most patients rate their partners support as 

important, perceiving it to be instrumental in better coping 

with the disease. Most of the patients (88%) believed that 

partner involvement could help them deal better with their 

disease and 94% reported sharing their health problems with 

the partner. These high percentages indicate that most IBD 

patients need to unload the psychological burden of their 

disease, and feel that their partner is a stable source of sup-

port and comfort.

These data are in agreement with those of other 

studies,10–14,25 that similarly highlight the importance of social 

support when coping with IBD. Along this line, the majority 

of patients expressed a desire for their partner to be more 

involved in their health care decisions, and to receive more 

information from their physician concerning their disease.

When stratifying the patients according to their answer 

to the pivotal question concerning their view on whether 

partner involvement was beneficial in coping with the disease, 

virtually all of those who believed in partner involvement 

reported sharing their health problems with the partner, and 

the majority (80%) wanted the partner to be more involved in 

their health care decisions and to receive more medical infor-

mation from the physician. Interestingly, most of the patients 

who felt that partner’s involvement was beneficial were 

not accompanied by the partner at medical appointments. 

Although patients were not asked about this issue specifically, 

we believe that this did not reflect true patient preferences. 

More likely, it reflected the daily reality of life for these 

relatively young patients (mean age 45.36±15.46 years) who 

arrive on an ambulatory basis and whose partners are often 

absent because of other commitments.

In contrast with the above, it should be mentioned that 

a minority of patients did not perceive partner involvement 

as beneficial, and this subgroup also tended to decline pro-

viding more information to their partner. Only 17% of this 

subgroup (versus 46% in the group with a positive view on 

partner involvement) were accompanied by their partner to 

hospital appointments (P=0.065, not statistically significant). 

Interestingly, even in this group, 58% of patients shared their 

health problems with their partner, possibly reflecting the 

fact that they still needed to share and unload their burden 

with their life partner.

Overall, these observations underscore that IBD experts 

should be cognizant of the possible positive role of life part-

ners in quality of life for IBD patients. Accordingly, once 

patient consent has been secured, physicians caring for IBD 

patients should try to involve their patients’ partners in medi-

cal decision-making, share relevant information with them, 

and encourage them to accompany the patient to the clinic.

Our study has a few limitations. Only patients who agreed 

to complete a questionnaire were included, which may have 

introduced selection bias. However, this limitation is inherent 

in any study using voluntary questionnaires. Second, the 

results of the questionnaire represent only the opinions of 

our patient population, which comprised IBD patients in a 

Table 3 Stratification of patients’ answers

Do you think your partners’ 
involvement can help you 
deal better with IBD?

Yes No

Would you like  
your partner to  
be more involved  
in your health  
decisions?

Yes Would you like your  
partner to receive more  
information about your  
disease from the doctor?

Yes Do you share your health  
problems with your partner?

Yes 56 0
no 0 0

no Do you share your health  
problems with your partner?

Yes 12 0
no 0 1

no Would you like your  
partner to receive more  
information about your  
disease from the doctor?

Yes Do you share your health  
problems with your partner?

Yes 7 1
no 0 0

no Do you share your health  
problems with your partner?

Yes 11 6
no 0 4

Abbreviation: IBD, inflammatory bowel disease.
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tertiary center. However, given that we care for a variety of 

patients with the full spectrum of disease severity, we estimate 

that their answers can provide a good estimate of patient 

preferences. Lastly, patients’ partners were not included in 

the study, and they should probably be included in future 

studies to elucidate their perceptions on how desirable their 

involvement is in supporting their partner with IBD.

In conclusion, the present study emphasizes the impor-

tance ascribed by IBD patients to social support from their 

life partner. We believe that physicians should be aware of this 

and try to involve patients’ families in general, and patients’ 

partners in particular, in management of the disease. This might 

include encouragement of partners to attend clinic visits, shar-

ing medical information with them, and accepting them as a 

major source of support for the patient. Working together with 

patients’ partners can have a major impact on patients’ ability 

to cope with the disease, leading to improved quality of life.

Disclosure
The authors report no conflicts of interest in this work.

References
1. Love JR, Irvine EJ, Fedorak RN. Quality of life in IBD. J Clin 

 Gastroenterol. 1992;14:15–19.
2. Casellas F, Arenas JI, Baudet JS, et al. Impairment of health-related 

quality of life in patients with inflammatory bowel disease: a Spanish 
multicenter study. Inflamm Bowel Dis. 2005;11:488–496.

3. Rubin GP, Hungin AP, Chinn DJ, et al. Quality of life in patients with 
established inflammatory bowel disease: a UK general practice survey. 
Aliment Pharmacol Ther. 2004;19:529–535.

4. Casellas F, López-Vivancos J, Badia X, et al. Influence of  inflammatory 
bowel disease on different dimensions of quality of life. Eur J 
 Gastroenterol Hepatol. 2001;13:567–572.

5. Canavan C, Abrams KR, Hawthorne B, et al. Long-term prognosis in 
Crohn’s disease: factors that affect quality of life. Aliment Pharmacol 
Ther. 2006;23:377–385.

6. Hjortswang H, Järnerot G, Curman B, et al. The influence of demo-
graphic and disease-related factors on health-related quality of life in 
patients with ulcerative colitis. Eur J Gastroenterol Hepatol. 2003;15: 
1011–1020.

7. Latella G, Papi C. Crucial steps in the natural history of inflammatory 
bowel disease. World J Gastroenterol. 2012;7:3790–3799.

8. Turnbull GK, Vallis TM. Quality of life in inflammatory bowel disease: 
the interaction of disease activity with psychosocial function. Am J 
Gastroenterol. 1995;90:1450–1454.

9. Lix LM, Graff LA, Walker JR, et al. Longitudinal study of quality of 
life and psychological functioning for active, fluctuating, and inactive 
disease patterns in inflammatory bowel disease. Inflamm Bowel Dis. 
2008;14:1575–1584.

 10. Karwowski CA, Keljo D, Szigethy E. Strategies to improve quality of 
life in adolescents with inflammatory bowel disease. Inflamm Bowel 
Dis. 2009;15:1755–1764.

 11. Graff LA, Walker JR, Lix L, et al. The relationship of inflammatory 
bowel disease type and activity to psychological functioning and quality 
of life. Clin Gastroenterol Hepatol. 2006;4:1491–1501.

 12. Drossman DA, Patrick DL, Mitchell CM, et al. Health-related quality 
of life in inflammatory bowel disease. Functional status and patient 
worries and concerns. Dig Dis Sci. 1989;34:1379–1386.

 13. Casellas F, Fontanet G, Borruel N, et al. The opinion of patients with 
inflammatory bowel disease on healthcare received. Rev Esp Enferm 
Dig. 2004;96:174–184.

 14. Nicholas DB, Otley A, Smith C, et al. Challenges and strategies of 
children and adolescents with inflammatory bowel disease: a qualitative 
examination. Health Qual Life Outcomes. 2007;5:28.

 15. Golics CJ, Basra MK, Salek MS, Finlay AY. The impact of 
patients’ chronic disease on family quality of life: an experience from 
26 specialties. Int J Gen Med. 2013;18:787–798.

 16. Youngblood NM, Hines J. The influence of the family’s perception of dis-
ability on rehabilitation outcomes. Rehabil Nurs. 1992;17:323–326.

 17. Drossman DA, Ringel Y. Psychological factors in ulcerative colitis and 
Crohn’s disease. In: Sartor R, Sandborn W, editors. Kirsner’s Inflammatory 
Bowel Disease. 6th ed. Philadelphia, PA, USA: WB Saunders; 2004.

 18. Kiebles JL, Doerfler B, Keefer L. Preliminary evidence supporting a 
framework of psychological adjustment to inflammatory bowel disease. 
Inflamm Bowel Dis. 2010;16:1685–1695.

 19. Cooper JM, Collier J, James V, Hawkey CJ. Beliefs about personal 
control and self-management in 30–40 year olds living with inflam-
matory bowel disease: a qualitative study. Int J Nurs Stud. 2010;47: 
1500–1509.

 20. Casati J, Toner BB. Psychosocial aspects of inflammatory bowel disease. 
Biomed Pharmacother. 2000;54:388–393.

 21. Sainsbury A, Heatley RV. Review article: psychosocial factors in the 
quality of life of patients with inflammatory bowel disease. Aliment 
Pharmacol Ther. 2005;21:499–508.

 22. Jones MP, Wessinger S, Crowell MD. Coping strategies and interpersonal 
support in patients with irritable bowel syndrome and inflammatory 
bowel disease. Clin Gastroenterol Hepatol. 2006;4:474–481.

 23. Graff LA, Walker JR, Clara I, et al. Stress coping, distress, and health 
perceptions in inflammatory bowel disease and community controls. 
Am J Gastroenterol. 2009;104:2959–2969.

 24. Crane C, Martin M. Social learning, affective state and passive coping 
in irritable bowel syndrome and inflammatory bowel disease. Gen Hosp 
Psychiatry. 2004;26:50–58.

 25. Sewitch MJ, Abrahamowicz M, Bitton A, et al. Psychological distress, 
social support, and disease activity in patients with inflammatory bowel 
disease. Am J Gastroenterol. 2001;96:1470–1479.

 26. August KJ, Sorkin DH. Support and influence in the context of 
diabetes management: do racial/ethnic differences exist? J Health 
Psychol. 2011;16:711–721.

 27. Ginting JV, Tripp DA, Nickel JC, Fitzgerald MP, Mayer R. Spousal 
support decreases the negative impact of pain on mental quality of 
life in women with interstitial cystitis/painful bladder syndrome. BJU 
Int. 2011;108:713–717.

 28. Naaman S, Radwan K, Johnson S. Coping with early breast  cancer: 
couple adjustment processes and couple-based intervention. 
Psychiatry. 2009;72:321–345.

Powered by TCPDF (www.tcpdf.org)

http://www.dovepress.com/clinical-and-experimental-gastroenterology-journal
http://www.dovepress.com/testimonials.php
www.dovepress.com
www.dovepress.com
www.dovepress.com
www.dovepress.com

	Publication Info 2: 
	Nimber of times reviewed: 


