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ABSTRACT 

Aim: This study aimed to determine how endometriosis affects the quality of life of 

partners of women who suffer from this disease and how it impacts their relationships, 

finances, mental states and daily living.   

Materials and Methods: This was a questionnaire-based cohort study.  This study took 

place at a large tertiary hospital gynaecology unit, which covered two sites.  Fifty-one 

partners of women who had surgically-diagnosed endometriosis agreed to participate in 

the study and returned completed surveys. 

Results: Ninety-two percent (46) of partners reported negative feelings about the 

diagnosis of endometriosis.  Seventy percent (n=35) reported that endometriosis 

affected their day-to-day life either moderately or severely (Table 2).  Over half (52%) 

also felt that their finances were affected.  Only 34% (17) of partners felt that health 

professionals engaged them in decision-making processes and were supportive of them.  

Eighty percent (40) of partners reported that they received no information about the 

impact of endometriosis on couples.  Partners reported a significant affect on their sex 

life (74%) and their relationship as a whole (56%).  Participants whose relationships 

were affected by endometriosis more likely had their day-to-day life (p=0.027), sex life 

(p=0.001), and finances (p=0.002) also affected. 

Conclusion: Overall our findings suggest that endometriosis can have a significant 

impact on partners with respect to day-to-day living, finances, sex-lives and 

relationships.  Improvements can be made to engage partners in the treatment process, 

to provide better education, supports and holistic management to women and families 

who suffer with endometriosis.    
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Introduction: 

Endometriosis is a common gynaecological condition that affects around 10% of 

reproductive-aged women.1,2 Common symptoms include dyspareunia, dysmenorrhea, 

dyschezia and infertility. There is no consensus on the treatment of endometriosis and 

women who suffer from this chronic, estrogen-dependent condition may experience a 

wide variety of symptoms, ranging from mild pain requiring simple analgesics to 

extremely debilitating disease. 

The assessment, treatment and management of endometriosis is costly.  

Research shows that the average cost of endometriosis per woman per year due to direct 

and indirect healthcare costs is as high as €9,579 (approximately $12000AU).3 

Furthermore, there is a delay in the diagnosis of endometriosis, reported around 7 years, 

which may lead to unnecessary suffering and decreased quality of life.4,5 

Previous research has concentrated on the many different aspects of a woman’s 

life that can be affected by endometriosis, including physical, financial, emotional, 

social and relationship aspects.6,7,8 Whilst there has been much research depicting the 

impact of endometriosis on women, there is little information on how this disease 

impacts partners.8,9,10,11 Recent work by the UK Economic and Social Research Council 

concludes that the impact of endometriosis on couples was profound, and recommend 

health initiatives in this area to improve services to women and partners suffering from 

endometriosis in Europe and the UK.8.9 

We hypothesize that this gendered disease affects the quality of life of partners 

and impacts their relationships, finances, mental states and daily living.  With this 

knowledge and evidence, it is hoped that we can implement strategies to address the 
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emotional, sexual and social aspects involved with living with endometriosis in an 

attempt to provide more comprehensive care to these women.  Through interventions 

aimed at enhancing couple support and education it may be possible to positively 

impact on the quality of life of both patients and their partners and improve the overall 

successful treatment of this disease. 

 

Methods: 

This study was approved by the local Human Research and Ethics Committee, 

Gold Coast Hospital, and a research grant was obtained from the Gold Coast Hospital 

Research Foundation.  Male partners of women who had a surgical diagnosis of 

endometriosis were recruited between January 2013- October 2014 at the Gold Coast 

University Hospital, a tertiary public hospital in Queensland, Australia.  Eligible women 

were identified through the hospital database and approached to contact partners during 

their clinic visits or over the phone.  Once consented, partners were contacted via the 

preferred method of contact, which included email or mail. Participants were sent the 

survey with an attached cover letter and consent form highlighting the voluntary nature 

of participation, anonymity of data and the fact that participation would not effect 

treatment or management of their female partners.  

One hundred and nineteen women who had surgically diagnosed endometriosis 

were identified as eligible. Eligibility criteria included age greater than 18 years, 

English-speaking, and have no other significant co-morbidities.  Seventy-one of these 

women had male partners and consented to researchers contacting their partners. Fifty-

one partners who were consented (n= 51) filled in either an on-line (48) or paper survey 

(3).   
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As there are no validation questionnaires for this population, surveys were based 

on the UK Endopart study which we obtained through authors request.9  Instead of 

semi-structured interviews of partners, we used questionnaires – which we proposed 

would better maintain confidentiality and enabled us to include a greater number of 

participants in the study (see Table 1).  Surveys were designed to explore male partners’ 

experiences of the diagnosis of endometriosis, the impact of endometriosis on day-to-

day living (including housework, childcare, finances) and on their relationship 

(including intimate relationships, support, fertility and ability to communicate with each 

other).  Most questions required a forced-choice response, however room was also 

provided for written opinions and comments.  

 

For example,  

Has your partner’s endometriosis affected YOUR working life? 

a. A little   

b. Moderately  

c. Severely  

d. No effect  

 

How easy do you find it to talk to your partner about endometriosis?  

a. Easy 

b. Difficult  

c. I do not talk to her about her endometriosis  

d. Other…Please write a comment 
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Data were analysed using IBM SPSS version 22 (IBM, Chicago, IL). 

Participant’s responses to each question were reported in terms of frequency and 

percentage. Measures of association between categorical participants’ characteristics 

and the impact on partner’s relationship were performed using Pearson chi-squared test 

or the Fisher exact test. Multiple logistic regression analysis was performed to identify 

risk factors that are associated with the partner’s relationship, via a backward stepwise 

procedure. Adjusted odds ratios (ORs) with 95% confidence intervals (CIs) were 

reported. A significance level of 5% was adopted.  

 

Results: 

Participants Responses: 

The median age group of participants was 35-44.  As depicted in Table 2, 92% 

(46) of partners reported negative feelings about the diagnosis of endometriosis.  Most 

partners felt a combination of worry, anger and frustration with the diagnosis. 

Seventy percent (n=35) of partners reported that endometriosis affected their 

day-to-day life either moderately or severely (Table 2).  Over half (52%) also felt that 

their finances were affected.  This was mainly due to the affect on the woman’s working 

life (72% either moderately or severely affected) but also contributed to by the affect on 

the partners working life (40% moderately or severely affected).  

In addition, 70% (34) of partners reported being involved in decision making in 

their partner’s treatment but only 34% (17) of partners felt that health professionals 

engaged them in this decision-making process and were supportive of them.  Eighty 

percent (40) of partners reported that they received no information about the impact of 

endometriosis on couples, and the majority of these respondents preferred face-to-face 
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information (40%), or internet (30%) information in preference to other forms of 

information (DVD, pamphlets). 

 

 

 

Partner’s Relationship 

Partners reported a significant affect on their sex life (74%) and their 

relationship as a whole (56%).  Some of the reported comments include: 

“Hurts my partner which makes me not want to have intercourse” 

“My wife doesn't feel like sex she is always in pain” 

“We can't have sex – it’s too painful” 

“She has a lack of interest due to it relating to pain in the past. Also no feeling of 

pleasure for her instead discomfort or even pain. Both physically and mentally its 

affected our sex life.” 

The characteristics of participants stratified by the partner’s relationship are 

shown in Table 3. Participants whose relationships were affected by endometriosis more 

likely had their day-to-day life (p=0.027), sex life (p=0.001), and finances (p=0.002) 

also affected. The impact of these factors on the partner’s relationship was further 

studied using stepwise logistic regression analysis (Table 4). As depicted in Table 4, a 

significant risk factor was identified. Partners who felt that their relationship was 

affected by endometriosis, were more likely to feel that their sex life was affected (OR 

= 13.0, 95% CI of 2.5 to 68.6, p = 0.003).  

Surgical treatment was conducted for 42 (84.3%) participants’ partners (Table 

3). The proportion of surgical treatment in “Relationship affected” (82.1%) was slightly 
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lower than the proportion with “Relationship not affected” (86.4%). Furthermore the 

proportion of surgical treatment in “Sex life affected” (81.1%) was lower than the 

proportion with “Sex life not affected” (92.3%), indicating a potential effect of surgical 

treatment upon participants’ responses on their sex life. However, the effects of 

treatment by surgery were not significant on both responses (p=0.686 for relationship 

and p=0.342 for sex life, respectively).   

 

Demographics, Understanding of Endometriosis 

There was no correlation between partners’ age and understanding of 

endometriosis. 

 

Discussion: 

This study supports the hypothesis that partners of women living with 

endometriosis are significantly affected in a variety of life domains.  Our findings 

correlate with limited amount of similar research, however is unique in its study format, 

which enabled significant insights into the lives of couples suffering from varying 

degrees of the disease.  The simple online survey design appealed to partners, enabled 

efficient communication and distribution of surveys, and also maintained anonymity 

and confidentiality, which may have improved the response rate, and level of honest, 

transparent feedback.    

In this study, 92% of partners reported a combination of negative emotions and 

feelings about how their partner’s endometriosis affected their life, similar to the 

‘grieving emotions’ as described by Fernandez et al.10 The majority of these 

respondents revealed frustration and worry about the diagnosis and interestingly many 
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commented about feeling helpless, and not knowing how they could help their partners.  

Many also conveyed the frustration felt at the delay in diagnosis and disengagement 

with their medical practitioners.     

Some partners did however specifically mention that they feel their role is 

supportive and their main concern was to ensure their partners received the best 

treatment available.  In addition, the majority of partners were involved in decision 

making with regards to dealing with endometriosis.  These findings reiterate that the 

challenges involved with living with a chronic illness can strengthen a relationship and 

assist in re-evaluating what is important to the family as a whole.10  

Results from this survey may alert health professionals to improve in engaging 

partners in decision-making, communicating and understanding what endometriosis is 

and how it may impact not only on the woman but the partner and family.  Interestingly 

the majority of partners, when asked how we could engage them more affectively with 

regards to information and education, replied that they would prefer face-to-face contact 

with health professionals.   

The importance of finances and impact on women’s lives that live with 

endometriosis has been previously demonstrated in the literature, however the extent to 

this affect may have been underestimated.12Error! Bookmark not defined.  Treatment costs, loss 

of productivity and inability to care for children can add to the existing burden of 

disease and needs to be considered when providing avenues of support to these families.    

One of the cardinal symptoms of endometriosis is dyspareunia and difficulty 

with intercourse. It has been well documented that these symptoms can have significant 

impacts on the intimate relationships and thus overall relationships of women who 

suffer with endometriosis.8 A qualitative study done by Moradi et al revealed about half 
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of the women in their study reported that their partners were not supportive and/or 

lacked understanding of living with the disease.13  In previous research of 2753 women 

with endometriosis, up to 50% of women reported that the single largest impact on their 

quality of life was that of their compromised sex lives.14  Similarly, in our study, the 

majority of partners also revealed a clear negative impact of their sex lives on their 

relationships.  There was a strong correlation between sex-life and relationship.  A lack 

of understanding may perpetuate these difficulties.  Although these findings were not 

surprising, review of some of the comments written by partners gave an insight into the 

severity of these difficulties in their daily lives.  

There are limitations in this semi-qualitative study, which include the close-

question format of the survey and heterogeneity of the disease and subjects.  We do not 

know the severity of endometriosis, the duration of the relationships or the extent to 

which women were debilitated from the disease.  Although there are varying surgical 

staging systems for endometriosis, we did not stage severity of disease due the poor 

clinical correlation with symptoms.  A degree of measurement error and bias could be 

expected arising from the self-administered nature of the survey data collection.  In 

addition, there may be residual confounding present, resulting in distortions in the 

estimated effect size of exposures as well as lack-of statistical significance in some 

categories. 

The results of this study can be effectively used to improve care of women who 

suffer from endometriosis. Involvement of partners from the beginning, normalisation 

of symptoms and education may assist in dealing with the burden of the disease.  It is 

essential that women and their partners who suffer with endometriosis receive care from 

centres with appropriate multidisciplinary teams including counsellors, psychologists, 
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physiotherapists and surgeons who have adequate surgical expertise in laparoscopic 

excision of endometriosis.  This may involve advanced gynaecological laparoscopists 

and colorectal surgeons.  It makes sense that such an approach, addressing the medical 

and surgical management, as well as social support, educating couples, relationship 

support and financial support would improve the care of these women and data from 

such centres to support such a holistic approach would be useful to ensure best practice 

care in the future. 

 

 

ACKNOWLEDGMENTS: 

The authors wish to thank Maree McGregor who assisted in data collection and support 

for this research.  

DISCLOSURE 

The authors declare no conflict of interest.   A research grant was received for this 

research by the Gold Coast Hospital Research Foundation. 

 

 

 

 

 

 

 

 

 



 
  

 
 
 

12 

 

 

 

 

 

 

 

 

 

References: 

1 Rogers P, D’Hooghe T, Fazleabas A et al. Priorities for endometriosis research: 

recommendations from an international consensus workshop. Reprod Sci 2009; 16: 335-

346. 

2 Adamson G, Kennedy S, Hummelshoj L. Creating solutions in endometriosis: global 

collaboration through the World Endometriosis Research Foundation. J of 

Endometriosis  2010; 2: 3-6. 

3 Simoens S, Dunselman G, Dirksen C et al. The burden of endometriosis: costs and 

quality of life of women with endometriosis and treated in referral centres. Hum Reprod  

2012; 27: 1292-1299. 

4 Harvey J, Warwick I. Endometriosis.  BMJ  2010; 340: c2661. 

5 Nnoaham K, Hummelshoj L, Webster P et al.  Impact of endometriosis on quality of 

life and work productivity: a multicenter study across ten countries.  Fertil Steril  2011; 

96: 366-373. 

                                                 

http://www.ncbi.nlm.nih.gov/pubmed/19196878
http://www.ncbi.nlm.nih.gov/pubmed/19196878
http://www.j-endometriosis.com/public/JE/Article/Articleabstract.aspx?UidArticle=12ED8A69-858B-494A-9FDE-BF22E90A6496&t=JE
http://www.j-endometriosis.com/public/JE/Article/Articleabstract.aspx?UidArticle=12ED8A69-858B-494A-9FDE-BF22E90A6496&t=JE
http://www.ncbi.nlm.nih.gov/pubmed/21718982
http://www.ncbi.nlm.nih.gov/pubmed/21718982


 
  

 
 
 

13 

                                                                                                                                               
6 De Graaff A, D’Hooghe T, Dunselman G et al. The significant effect of endometriosis 

on physical, mental and social wellbeing: results from an international cross-sectional 

survey.  Hum Reprod 2013; 28: 2677-2685. 

7 Ballard, K. Lowtan, K. Wright, J. What’s the delay? A qualitative study of women’s 

experiences of reaching a diagnosis of endometriosis.  Fertility and Sterility 2006; Nov 

86 (5): 1296-1301.   

8 Culley, L. Law, C. Hudson, N. Denny, E. et al.  The social and psychological impact of 

endometriosis on women’s lives: a critical narrative review.  Human Reproduction 

Update 2013; 1-15. 

9 Culley L, Hudson N, Mitchell H et al.  Endometriosis – Improving the well-being of 

couples.  Summary and Recommendations.  Economic and Social Research Council  

http://www.esrc.ac.uk/my-esrc/grants/ES.J003662.1/read 

10 Fernandez I, Reid C, Dziurawiee S.  Living with endometriosis: the perspective of male 

partners.  Journal of Psychosomatic research 2006 (61): 433-438. 

11 Hummelshoj L, et al. Lets talk about sex and endometriosis. J Fam Plann Reprod Health 

Care 2014;40:8–10. 

12 Moradi M, Parker M, Sneddon A, et al.  Impact of endometriosis on women’s lives: a 

qualitative study.  BMC Women's Health 2014; 14:123-125.  

13 Moradi M, Parker M, Sneddon A, et al.  Impact of endometriosis on women’s lives: a 

qualitative study.  BMC Women's Health 2014; 14:123-125.   

14 Bernuit D, Ebert A, Halis G et al. Female perspectives on endometriosis: findings from 

the uterine bleeding and pain womens research study.  J Endometriosis 2011; 3: 73-85. 

 

 

http://www.sciencedirect.com/science/article/pii/S0015028206035229
http://www.sciencedirect.com/science/article/pii/S0015028206035229
http://www.esrc.ac.uk/my-esrc/grants/ES.J003662.1/read


 
  

 
 
 

14 

                                                                                                                                               
 

 


