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Abstract
Objective: To explore the views of female genital mutilation (FGM) survivors, men, and healthcare professionals (HCPs) on the timing of deinfibulation surgery and NHS service provision.
Design: Qualitative study informed by the sound of silence framework.
Setting: Survivors and men were recruited from three FGM prevalent areas of England. HCPs and stakeholders were from across the UK. 
Sample: 44 survivors, 13 men and 44 HCPs. 10 participants at two community workshops and 30 stakeholders at a national workshop.
Methods: Hybrid framework analysis of 101 interviews and three workshops.
Results: There was no consensus across groups on the optimal timing of deinfibulation for survivors who wished to be deinfibulated. Within group, survivors expressed a preference for deinfibulation pre-pregnancy and HCPs antenatal deinfibulation. There was no consensus for men. Participants reported that deinfibulation should take place in a hospital setting and be undertaken by a suitable HCP. Decision making around deinfibulation was complex but for those who underwent surgery it helped to mitigate FGM impacts. Whilst there were examples of good practice, in general, FGM service provision was sub-optimal. 
Conclusion: Deinfibulation services need to be widely advertised. Information should highlight that the procedure can be carried out at different time points, according to preference, and in a hospital by suitable HCPs. Future services should ideally be developed with survivors, to ensure that they are clinically and culturally appropriate. Guidelines would benefit from being updated to reflect the needs of survivors and to ensure consistency in provision.
Study registration number ISRCTN 14710507
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Tweetable Abstract  
Deinfibulation (opening) surgery for FGM survivors should be offered in hospital settings by a suitable healthcare professional at a range of time points, in particular prior to pregnancy, to ensure choice.

Introduction
Globally, at least 200 million women and girls have experienced female genital mutilation or cutting (hereafter ‘FGM’).1  FGM is a global health concern and an important healthcare challenge in countries with large FGM-affected diaspora, such as the UK.1, 2 Caring for women and girls with FGM costs the UK NHS ~£100 million each year.3 The NHS will be required to provide culturally acceptable and safe evidence-based care to growing numbers of FGM survivors. However, there is evidence to suggest that current care is sporadic, sub-optimal, and may not be culturally sensitive or appropriate.4-6 

FGM involves the partial or total removal of, or injury to, the external female genitalia without medical reason.7 The World Health Organization (WHO) has categorised FGM into four types (types 1 to 4).8  Type 3 (infibulation) is the most extensive and may require surgical intervention (deinfibulation).7 There are no health benefits of FGM.9 

Deinfibulation is associated with improved health and wellbeing.10 Currently, there is no consensus for the optimal time when women and girls could be deinfibulated should they wish to be.10-12 The Royal College of Obstetricians and Gynaecologists (RCOG) guidelines suggest that deinfibulation can take place at a number of different time points in a woman’s life: prior to pregnancy (preferably before first sexual intercourse), during the antenatal period, in the first stage of labour, at the point of delivery, or as part of a caesarean section procedure.13 The WHO FGM clinical handbook states that women and girls with type 3 should be counselled, as early as possible, around deinfibulation, including before and/or during pregnancy to support informed decision making about whether and when to have the procedure.9 In addition to the lack of clarity about optimal timing, there is a lack of evidence that focusses on  preferences for timing and experiences of deinfibulation from the perspectives of a diverse range of stakeholders, including survivors, men, and healthcare professionals (HCPs).4, 11, 14 

The aim of the FGM Sister Study was to explore and understand the views of survivors, their male partners (hereafter ‘men’), and HCPs on the timing of deinfibulation and how NHS services can best be delivered to meet the needs of FGM survivors and their families. 

Methods
This study is registered as International Standard Registered Clinical/soCial sTudy Number (ISRCTN)  1471050715 and further methods information can be found in the protocol.16

Study design
This qualitative study was structured around the Sound of Silence framework (hereafter ‘SSF’) (Appendix S1).17 The SSF is underpinned by social constructionist worldviews and is useful for researching sensitive issues and the healthcare needs of marginalised populations.18 The study was delivered via two work packages (WPs). 

Study setting
The study was undertaken across multiple regions, settings, and services in the UK to capture variation in experiences. We sought to purposively recruit survivors and men from the West Midlands, London, and Manchester where there is diaspora who practice type 3 FGM. HCPs and wider stakeholders were sought from across the UK.

Eligibility
Survivors were eligible if they had experienced FGM, were ≥18 years, UK residents, spoke English, Somali, Arabic, or French, and gave informed consent. We excluded those where it was judged that FGM-related distress might compromise the consent process. HCPs and stakeholders were ≥18 years, spoke English, gave informed consent, and were involved in FGM service provision.

Sampling and recruitment
In WP1, we used maximum variation techniques19 to increase diversity from a range of type 3 FGM-affected communities, locations, ages, and education levels. FGM survivors were purposively sampled within four groups including those who had: (1) not had a deinfibulation procedure; (2) a deinfibulation procedure for health and/or personal reasons; (3) a deinfibulation procedure antenatally; and (4) a deinfibulation procedure during labour or at the point of birth. Survivors and men were recruited via trusted advocates in seven NHS Trusts, voluntary and community organisations, advertising, and culturally-sensitive snowballing.20 HCPs and stakeholders were recruited via social media, research team networks, and snowballing.20 
 
Data collection
WP1 data were collected via semi-structured interview conducted either face-to-face or phone by one of six researchers and were supported by trained interpreters. WP2 workshops were run in partnership with the National FGM Centre at Barnardo’s.21 Workshops were held face-to-face and included facilitated discussions. Background questionnaires allowed us to describe the participating samples. Discussion guides (Appendix S2-S4) were developed iteratively based on interviewer field notes and reflections, early analysis, and regular discussion. Given the sensitive nature of the discussions and the potential for disclosures that might indicate risk of harm, we had distress and safeguarding pathways in place. The adequacy of the sample size was monitored to ensure that the overall sample and associated data had sufficient information power to develop new knowledge in relation to the research questions.22 

Data analysis
Interviews and workshops were audio recorded and transcribed. A random sample of interpreted transcripts were checked to ensure interpretation was capturing the nuances and depth of responses. Data were analysed using a novel hybrid framework method which was an alignment of both the SSF17 and the Framework Method (Appendix S5).23, 24 This involved five cyclical stages of analysis: compiling, disassembling, reassembling, interpreting, and concluding. Themes, sub-themes, cross-cutting themes, and silences were interpreted across the data. WP2 data were used to ratify, refute and/or challenge initial WP1 interpretations. We had multiple analysts to support investigator triangulation.25

Patient and public involvement
In addition to a survivor representative on the study steering group, a group of four type 3 FGM survivors were pivotal across all aspects of the study. 

Results
101 interviews with 44 survivors, 13 men, and 44 HCPs were conducted, supplemented by two workshops with affected communities (participants, n = 10) and one workshop with stakeholders (participants, n = 30). Appendices S6-10 provide sample characteristic summaries. In this paper, we present three themes: (1) Preferences for deinfibulation (Figure 1); (2) Choice and decision making around deinfibulation (Figures 2, 3); and (3) FGM support and provision (Figure 4). 

Preferences for deinfibulation
When
There was no clear consensus about when deinfibulation should be undertaken for women and girls who may wish to be deinfibulated. However, there were nuanced preferences within cohorts. Survivors expressed a preference for deinfibulation pre-pregnancy; HCPs preferred antenatal deinfibulation, but with the caveat that it should be the survivor’s choice, taking wider risks into account; and there was no consensus among men.
Before pregnancy, before I have intercourse, before even I get married, I had it [deinfibulation], so even when I get married it was easy process for me. I didn’t struggle because when you get married you will struggle. (Survivor 16)

In the second trimester it’s ideal timing unless [the] women decides that it’s better to have it done at delivery or even in the first stage of labour […] depending on the situation and [the survivor’s] preferences really. (HCP 37)

There was a narrative around ‘emergency’ and ‘planned’ deinfibulation procedures, influencing the preference for antenatal deinfibulation for some survivors and most HCPs. Planned antenatal deinfibulation was understood to mean that the “right person” would be available to perform the procedure, in contrast to intrapartum deinfibulation, when a suitable HCP might not be available. This was also seen as minimising potential complications arising from deinfibulation.
We would prefer her to have it done antenatally just so that we know that we’ve got a consultant there [with] experience [of] doing deinfibulation rather than doing it in labour […] we would try and say to have it done antenatally, you’re going to have better outcomes. (HCP 5)

Who
Participants expressed a preference for HCPs to undertake deinfibulation. They reported that any suitably trained, knowledgeable, experienced, or qualified HCP (hereafter ‘any suitable HCP’) could undertake deinfibulation: Someone with the appropriate skills, expertise and setting. I think it could be a GP in a community clinic, I think it could be a midwife, I think it could be an obstetrician or gynaecologist, but I think the important thing is not who they are but that they have the support around them and the appropriate setting and the appropriate skills. (HCP 27)

The experience, expertise, knowledge, and skillset of a HCP was more important than their title, position, or typical clinical remit: From my personal experience it was great having my midwife do it, but I am sure under different circumstances where you are not in labour a doctor could have just done the job…or even a nurse. I just think it depends on experience and the qualification that person has. (Survivor 54)

Where
A strong preference across all cohorts was expressed for deinfibulation to be performed in hospital. Survivors and men believed that hospitals were ‘clean’ and ‘safe’ environments. There was a requirement to be able to prevent and deal with any potential medical problems arising from deinfibulation: In hospital because it’s the best place to do [deinfibulations]…l, because [in case] something is happening with you […] [or] your baby, like maybe you will getting bleeding sometime, and when you are in hospital you are in exactly the place [to get help so] that you [do] not [need to] worry about it. (Survivor 88)

Survivors stated that attending hospital for FGM consultations and deinfibulation provided a level of anonymity otherwise unavailable in other settings. They worried about their community ‘discovering’ that they had been deinfibulated for fear of judgement. This was important for women who were seeking deinfibulation outside of marriage, because they may be perceived as deviating from a perceived cultural norm: In my opinion a girl that is not married yet there is that shame that if she goes and gets the opening [deinfibulation] ends up saying oh you’ve been with somebody else before […] because the man expects you to be… to not be opened basically. (Survivor 15)

Choice and decision-making around deinfibulation
Participants identified many routes to, and influences on, decision-making related to deinfibulation (Figure 2). There were complexities around decision-making, including: who was or should be involved; the role of HCPs, and the type and quality of information and advice they provide to survivors; and, ultimately, who makes the relevant decision (Figure 3). Types of decision-making included: intra-marital or with their partner; survivor-only; survivor-HCP (at different stages and with various HCPs); involving family, friends, or peers in their community; and a range of other processes. 

Men were sometimes excluded from decision-making by the survivor or HCP, but equally men self-excluded: He wasn’t involved in any discussion, and at one point she [HCP] told him to leave the room, which I am sure that’s the protocol… (Survivor 4)

When it came to identifying who ultimately made decisions, most survivors agreed that the decision to be deinfibulated was ultimately their choice, with most feeling as though they had made an informed decision.: “I didn’t mind the midwife to be honest, she was very professional, she was very compassionate, she was very… wasn’t making decisions for me, she was listening to what I wanted and when I wanted it. (Survivor 54)

However, there appeared to be some circularity in decision-making and uncertainty around who makes the decision to be deinfibulated. Although HCPs reported that it was ultimately the survivor’s choice, some survivors reported feeling pressured or heavily influenced by HCPs: [The HCP] was very unhappy with me when I decided to have it on the day [of birth] instead of before. [...] If I wasn’t let’s say a hard-headed person myself, I think she could have easily persuaded me […] she was very adamant that I have it done before. (Survivor 4). While some survivors spoke of feeling pressured or influenced by HCPs, others spoke positively of their interactions with HCPs and of shared decision-making with HCPs: “[The HCP] was so welcoming, and she would assure you [..] So she makes you welcome, accepted in the state that you are in, and reassure you that everything would be fine […] it was like oh yeah you can rely on her.  (Survivor 47)

[bookmark: _Toc51280365][bookmark: _Toc54716314]FGM support and provision
The type, level, accessibility, and appropriateness of FGM support and provision featured heavily in most discussions (Figure 4). Services were sometimes inaccessible to survivors and their families due to geographical restrictions, for example only being available to residents of a certain region or due to being unable to travel to access support outside of their local community. Even when similar services were available in two different locales, the pathways to accessing these services were often different. 

Survivors reflected that they felt that some services operated in a way that was insensitive to the cultural needs of survivors and function in a way that potentially reinforces stigma in their community, thereby placing themselves and others in a difficult position and/or making them anxious about accessing these services. For example, survivors often did not know that there was FGM service provision, including deinfibulation, outside of pregnancy. They highlighted the importance of transparent service provision and the need to improve access to this support. This was most noticeable in the ways in which FGM services were predominantly, and in some cases exclusively, oriented around provision via maternity services. Survivors who sought FGM services, including deinfibulation outside of pregnancy and/or marriage, were often ‘forced’ to access care via these maternity services. This was perceived by some survivors as culturally insensitive because many of their cultural traditions and norms include the view that sex outside of marriage is wrong: If I get my FGM reversal done before I get married my husband will automatically say that I have been out doing things with other men, because that’s what we are told when we are younger. (Survivor 62)

Participants reported that current services predominantly focused on physical health and that there was a gap in provision related to mental health for both survivors and their families. For example, mental health services to address trauma for survivors was specifically identified as a missing but key area of provision: When I went to my surgery [deinfibulation] yes, we will fix the scars, but it wasn’t a discussion of how does it affect your life for the last ten years, how it affected your life. It was just like why do you want it open? …If someone is going through trauma and hardship and pain and infections and they will have a lot more to deal with, and I think they need someone to be able to tell all these things, someone to explain how it affected them. (Survivor 76)

Another area of missing provision, particularly identified by men, related to social and relationship support, including counselling. Some participants thought that more and better support for couples could positively impact on the wellbeing of survivors and men and on their relationship: [W]hen I’ve looked after women in labour or have participated in any care of women antenatally with FGM they are very often nervous, or scared, or frightened of any physical examination or physical touch, and I think that would have a massive on their psychosexual relationships with their partner. (HCP 28)

Discussion
Main findings
There was no clear consensus between groups on the optimal timing of deinfibulation. However, within groups, survivors expressed a preference for deinfibulation prior to pregnancy; HCPs preferred antenatal deinfibulation, with the caveat that it should be the survivor’s choice; and there was no consensus among men. There was agreement that deinfibulation should take place in a hospital setting and be undertaken by a suitable HCP. Decision-making around deinfibulation was complex. Deficiencies in professionals’ knowledge impacted on the provision of appropriate care. Although there were examples of good practice and positive care interactions, in general, service provision was opaque and remains suboptimal, with deficiencies most notable in mental health support. The way in which services are planned and provided can silence the perspectives and preferences of survivors and their families.

Strengths and limitations
As far as we are aware, this is the largest cross-culture and multi-language qualitative exploration of survivors’, men’s, and HCPs’ views around deinfibulation and NHS FGM service provision in the UK. We undertook a rigorous and methodologically robust qualitative study with 141 diverse stakeholders, including 54 women and 13 men affected by FGM. We successfully recruited marginalised populations and discussed the challenging topic of FGM in depth. 

We have reflected on the potential limitations of the study. Of the six interviewers, only one could be perceived as a cultural insider,26 the rest of the interviewers and wider research team were cultural outsiders. There are potential benefits to being outsiders, as our PPI group highlighted that given the stigma that surrounds FGM talking to outsiders was perceived as safer compared to talking to insiders who may have connections within their FGM community and thus potentially share information about participation. 

We attempted to recruit survivors, men, and HCPs through various pathways to reach a diverse range of participants. However, most survivors (75%) and HCPs (50%) were recruited via NHS Trust maternity units, which might have shaped views and preferences around antenatal deinfibulation as it is likely to reflect the direct experience of the participants. The other potential limitation of the survivor sample was linked to their difficulty in knowing what type of FGM they had. This was not unexpected, and some are not aware that they have FGM at all. However, this meant that some of the survivors who were not type 3 and/or had not been deinfibulated found it more challenging to explore their preferences for deinfibulation as the questions were hypothetical rather than experiential. We may have also benefitted from greater diversity in the HCP sample, including more male HCPs and wider professional groups involved in FGM care provision such as social workers and school nurses. Recruiting men was particularly challenging and we had limited success with snowballing from survivors. 

Interpretations
Deinfibulation can be undertaken at any point during a survivor’s life, however the evidence-base around optimal timing is limited and ambiguous.11 There are two main suggested deinfibulation time points: (1) outside of pregnancy, and (2) during pregnancy.9, 27 However, there is considerable variation between and within clinical guidance.4, 11, 27 HCPs’ preferences for mitigating the potential risks of intrapartum deinfibulation, but undertaking an elective planned procedure, aligns with the wider literature which suggests that there are compelling reasons, particularly around minimising risk, to undertake deinfibulation antenatally.10, 13, 28, 29 

The finding that survivors had a preference for deinfibulation pre-pregnancy and specifically prior to marriage was contradictory to previous research which has shown that this was ‘an unusual choice’ and that the majority of women have a preference for being deinfibulated in labour.4, 6 A qualitative evidence synthesis reported that survivors’ preferences around deinfibulation were influenced by cultural norms, making it difficult for some women to seek deinfibulation outside of marriage.6 The FGM community clinics established in 2019 do specifically offer care for non-pregnant survivors,30 but these are based in the community which go against the preferences of the participants that deinfibulation should be undertaken in hospital settings. Our findings suggest that there is a need for the provision of services and care pathways for non-pregnant survivors to facilitate choice, which aligns with recently published NHS England commissioning guidance.30 

Decision-making around deinfibulation was complex, with multiple routes to and influences on the process, including at what point the survivor presented to the NHS and what services were available to her. There was evidence of circularity in decision-making, with the HCP suggesting that it was ultimately the survivor’s choice but the survivor also seeking guidance and advice from HCPs. The guidance and advice given in some cases appeared to be sub-optimal, with survivors reporting feeling pressured or influenced by HCPs. This is supported by wider evidence which suggests that survivors can be persuaded by HCPs to change their preferences around when they would prefer to be deinfibulated,31, 32 and that they often report a lack of choice, control, and ability to voluntarily consent to intervention, particularly in maternity settings, leaving them feeling vulnerable and disempowered.4 Overall, this may be indicative of unequal power dynamics between HCPs and survivors and thus current FGM services and care pathways may not be culturally safe.33 There is a need to redress this power imbalance to facilitate shared decision-making. Furthermore, there is a need to improve the clinical FGM knowledge and cultural competency of HCPs working with survivors and there are likely unmet HCP training needs as highlighted in other studies.4, 34-38

FGM remains a global health concern and is an important healthcare challenge in the UK.1 FGM survivors and their families may face complex challenges as part of their adaption and assimilation to UK culture, specifically within healthcare.39, 40 These cross-cultural challenges can influence and impact all those involved in the receipt, delivery, and/or configuration of healthcare services.41, 42 The NHS is increasingly required to provide evidence-based, culturally appropriate, competent, and safe care to FGM survivors and their families; however, recent evidence suggests that current FGM care may be neither culturally sensitive nor appropriate.4 

Conclusions
In general, service provision remains sub-optimal and, in some cases, does not consider the perspectives and preferences of survivors. Deinfibulation services need to be widely advertised. Services should ideally offer deinfibulation in a hospital by suitable HCPs, and at a range of time points to facilitate choice for survivors who wish to be deinfibulated. Future services should ideally be developed with survivors to ensure that they are clinically and culturally appropriate. Guidelines would benefit from being updated to reflect the needs of survivors and to ensure consistency in service provision.
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Figure Captions

Figure 1. Illustrated summary of the Preferences for Deinfibulation theme
Figure 2. Illustration of the Choices and Decision-Making theme
Figure 3. Influences on decision-making for deinfibulation
Figure 4. Illustration of the FGM Support and Provision theme
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