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Woman-centred care is a collaborative approach to care management, where the woman and her health provider recognise one another's expertise and interact based on mutual respect to provide adequate information and individualised care. However, woman-centred care has not been fully achieved, particularly for women who have experienced female genital mutilation in high-income countries. A lack of clear guidelines defining how to implement woman-centred care may negatively impact care provision. This study sought to explore the quality of point-of-care experiences and needs of pregnant women with female genital mutilation in Australia to identify elements of woman-centred care important to women and how woman-centred care can be strengthened during consultations with health professionals. This multi-method qualitative study comprised two phases. In phase one, we conducted interviews with women with female genital mutilation to explore their positive experiences during their last pregnancy, and in phase two, a workshop was held where the findings were presented and discussed to develop recommendations for guidelines to support woman-centred care. The findings of the first phase were presented under three distinct categories of principles, enablers, and activities following a framework from the literature. In phase two, narrative storytelling allowed women to share their stories of care, their preferences, and how they believe health providers could better support them. Their stories were recorded visually. This study highlights the importance of a comprehensive approach to woman-centred care involving experts, clinicians, community members, and women in designing education, tools, and guidelines.
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1 Introduction

Woman-centred care is an integral part of high-quality maternity care. Woman-centred care is a collaborative approach to care management, where the woman and her health provider recognise one another's expertise and interact based on mutual respect. The focus is on providing adequate information and continuity of care that considers a woman's individual needs, beliefs, values, and right to make her own choices (1, 2). Putting people at the centre of care improves healthcare collaboration, satisfaction, communication and safety and empowers consumers (3, 4). Woman-centred care is acknowledged by the International Confederation of Midwives (ICM), the World Health Organization (WHO) (5) and other United Nations (UN) agencies in reproductive health and maternity care guidelines and recommendations (6). In Australia, consumer-centred care emphasises the importance of leadership and person-centred approaches throughout the clinical care journey and focuses on involving consumers in planning, implementing, and evaluating their care (7).

Female genital mutilation (FGM) is a cultural practice involving the total or partial removal of external female genitalia for non-medical purposes. The practice has no health benefits and can negatively affect a woman's physical and psychological health, resulting in obstructed labour and perineal trauma (8). Migration from countries where FGM is traditionally practised has meant that health professionals in high-income countries (HICs) increasingly care for affected women and girls.

Despite progress, woman-centred care has not been fully achieved for migrant populations in many HICs due to language barriers, low health literacy, and a lack of health provider knowledge and cultural awareness (8, 9). Research has found that women affected by FGM do not always receive satisfactory maternity care that is tailored to their needs, values, and cultural preferences (10–12). Women affected by FGM report the importance of appropriate communication with providers for a positive care experience. Women have described communication difficulties resulting in isolation, a lack of involvement in care decision-making, mistrust, and reluctance to disclose their FGM and related issues (12, 13). Studies also show that health providers lack cultural competence and the technical knowledge required to deliver quality care to these women (10, 12, 14, 15).

A scoping review by Dawson et al. (16) reviewed 124 FGM-related tools and guidelines from six high-income countries and found that only 10% of those guidelines addressed the principles of woman-centred care. A lack of clear guidelines defining how woman-centred care can be achieved may negatively affect health care provision. The review found that clinical guidelines on FGM that indicated the need to involve a woman in her care were limited mainly to obtaining consent (8, 17, 18). Guidelines lacked adequate acknowledgement of the importance of promoting other aspects of shared decision-making, such as supporting women in special circumstances (e.g., refugees and those experiencing domestic violence) and women's individual needs and preferences (19). Other guidelines focused on the behaviour and interactions of providers rather than developing a collaborative relationship between women and health providers (20–22).

Women are the primary users of maternity care services, and their unique experiences and perspectives can provide valuable insights into the design and implementation of care guidelines (23, 24). Involving women in the development of guidelines can ensure that they are tailored to meet their individual needs and preferences, leading to better outcomes and higher care satisfaction rates (24). While there are general efforts to increase women's participation in guideline development through initiatives such as patient and public involvement (PPI) (25), there is little evidence of the direct involvement of women who have experienced FGM in developing or co-designing guidelines or tools (16). This study sought to address this gap by exploring the quality point of care experiences (refers to the direct interactions between women and healthcare providers at various stages of their care) and needs of pregnant women with FGM in the Australian health system to identify what elements of woman-centred care were important to women and how woman-centred care can be strengthened during consultations with health professionals. We aimed to provide recommendations to develop woman-centred care communication guidelines (statements, based on available information and best practice that support health professionals to manage specific issues, situations or circumstances) and tools (set of instructions to help health professionals enact such guidelines) to assist health professionals in delivering quality care to women with FGM.



2 Methods

This multi-method qualitative study comprised two phases. The first phase involved interviews with women with FGM to understand their positive point-of-care experiences with clinicians during their last pregnancy. The second phase consisted of a workshop where the findings of the preliminary analysis were presented and discussed. This allowed women to confirm, add to, or modify the findings and identify key recommendations for developing a tool to support woman-centred care.


2.1 Phase one

In phase one, a qualitative explorative study was undertaken, and data was collected via semi-structured individual interviews with women. A content analysis of interview data was performed to identify women's maternity woman-centred care interaction experiences and needs. The study participants were all from Sydney, Australia. We recruited purposively with the support of a trained bilingual community worker who was part of the research team and was known to and trusted by migrant community members. The participant inclusion criteria were women with FGM who had migrated to Australia and had a birth in the last two years in Sydney or were pregnant. Due to COVID-19 pandemic social distancing restrictions, we could not conduct face-to-face interviews with women. All interviews were undertaken online using the Zoom platform. The interviews were conducted in English, lasted approximately 45 min, and were audio recorded and transcribed verbatim. All study participants received an information sheet, and their questions were answered before the interview. We reimbursed women for their time with a supermarket gift certificate. Written and verbal consent was obtained from all participants at the beginning of the interviews. Ethical approval was obtained from NSW Health AU RED HREC/19/WMEAD/29.

The data were analysed deductively, as per Kyngas et al. (26). We employed the model of patient-centred care identified by Scholl et al. (27) to code the data according to the three domains of this patient-centred care: principles, enablers, and activities and 15 dimensions across these domains (see Table 1 for more details).


TABLE 1 The domains and dimensions of patient-centred care Scholl et al. (27).
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First, all the transcripts were uploaded into NVivo software. After initial coding, the authors checked the transcripts against the codes, and all discrepancies were discussed and resolved. Consequently, themes are captured based on the dimensions of each domain of women-centredness.



2.2 Phase two

The second phase involved a two-hour workshop designed to build upon the findings from phase one and incorporate insights gained from women's narrative storytelling. The workshop's primary objective was to collaborate with women to elicit their views and inputs on the results of the first phase and how they could be translated into practice to improve the quality of care at the point of care. We employed a graphic artist to visually capture women's preferences and values expressed in these stories during the workshop that can be used to develop a tool to enhance woman-centred care for FGM-affected women in Australia. In addition, notes were taken of the stories women told, and any notes or drawings they produced were collated.

A bilingual community worker assisted us in purposively recruiting participants through community centres. We distributed flyers and displayed these to inform women about the study and study participation conditions in the community centres. The eligibility criteria included women aged 15–45 who have undergone FGM and received maternity services in Australia within the last 3–5 years and could communicate in English. The workshop was held in a training room at a community centre, which was conveniently located near most women and accessible by public transport. Women were given a supermarket gift card to reimburse them for their time and travel. Before the workshop began, the participants were asked to read the study information sheet and provide written consent to be involved in the study.

The workshop included various interactive activities such as presentations, drawing, roleplay, and group discussions that were carefully selected to engage women and empower them to take an active role in the session. The facilitators (ST & AD) presented the findings from the first phase of the study and highlighted key themes and issues that emerged. The women were then invited to share their thoughts, insights, and personal experiences related to the themes presented. Roleplaying activities allowed the women in pairs to explore different scenarios and provide solutions to improve woman-centred care. Women were encouraged to draw or note ideas using pens and poster paper. Women gave feedback on what had happened in their role plays, and the group discussed issues raised and ways forward to improve interactions with health providers. After the workshop, the women were invited to review the initial version of the visual recording and provide feedback to ensure that it had captured their key views and preferences on the elements of woman-centred care that were most important to them. Feedback was incorporated into the graphic, along with notes or materials produced during the workshop.




3 Findings


3.1 Phase one

We interviewed 13 women affected by FGM in New South Wales, Australia. The study participants came from five countries where FGM is commonly practised: Somalia (two women), Sudan (five women), Sierra Leone (three women), Egypt (two women), and Ethiopia (one woman). Their ages ranged from 26 to 44 years old, and all of the women had given birth within the past three years. Three of the women were pregnant at the time of the interviews. The majority of the women had undergone either type I or II FGM, except for those from Sierra Leone and Somalia who had experienced type III FGM. All of the women, except one primiparous woman, had given birth multiple times.

Our content analysis of the interview data [based upon the a priori domains outlined by Scholl et al. (27)] resulted in the identification of ten themes that are grouped under the three domains’ principles, enablers and activities’. Themes under these domains based on the dimensions were modified to reflect the data. These included characteristics and responsiveness of health providers, women-providers relationship, individualised care, women-provider communication, support of physiological process, access to care, coordination of care, physical and emotional support, women involvement and empowerment, and women’s information. In the following sections, each theme is elaborated upon in detail (see Figure 1).
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FIGURE 1
Foundations of women-centred care based on women's views.



3.1.1 Principles

Under this domain, four themes were identified, including ‘characteristics of the health providers towards women, individualised care, physical and emotional support, woman-providers relationship, and support of physiological process’. Elements concerned with the whole person in his or her biological, psychological, and social context permeate these themes.


3.1.1.1 Characteristics and responsiveness of the health providers

This theme pertains to the qualities that women expect their healthcare providers to possess. Participants highlighted the importance of kindness, compassion, respectfulness, responsibility, commitment, and cultural competence. The majority of the women in our study had interactions with midwives during their pregnancy and childbirth. For some women, their initial point of contact was their General Practitioner (GP), who then referred them to a midwife.

The most cited characteristics concerned how the women were greeted and how the midwife responded to the women’s concerns, highlighting the importance of respectful and culturally-sensitive care in midwifery. Women emphasised midwives understanding of cultural practices and backgrounds and their knowledge about different health concerns as it can make them feel comfortable and supported. The following quote showcases these findings:


..always midwives smiled, they greet me well and they welcome me … greets me as well. She examines my baby and examines me, takes the high blood pressure test and then she wrote—if I need to go to the ultrasound or she wants to get the blood test or she wants to do any test, the midwife just writes it for me. During the meeting with her midwife, she asks a lot of questions about pregnancy and she asks her about her health and her baby then everything. (W2)



Women identified midwives whose experience and training had enabled positive attitudes and responsive care.


….all through the three pregnancies, when I went to antenatal clinics at both X hospitals, where I was living at that time and X Hospital, the midwives did ask those questions of whether you've done it because I think obviously they have the understanding that people—it’s very common within people, Middle Eastern and African backgrounds. (W5)



Another woman emphasised her belief that midwives had undertaken” their own research and educated themselves to cater to those people's needs. So—but yeah, that helps a lot."(W1)

While some women stated that their midwives were not so aware of the risks and implications of FGM, and referred them to their GP, one woman noted that some providers might not be as open-minded and understanding about cultural practices, such as FGM. This lack of knowledge may result in judgement or criticism.


Because I think she’s [midwife] very understanding of different cultures and different people from different backgrounds and stuff and she’s very respectful, whereas I think some people are more closed minded about a few things. So, like if you tell them oh, I've been circumcised, some people are like oh that’s so horrible, what a horrible culture, oh what a horrible country to live in and blah, you know? People don't choose you know, certain situations, so you've got to be more understanding when it comes to personal things that happen to people. (W3)





3.1.1.2 Woman-providers relationship

The findings indicate that relationships with midwives are an integral part of care. Women described midwives who were understanding, friendly, and attentive to their needs as new mothers. Women reported that midwives who built strong, supportive and collaborative relationships with them helped reduce stress and anxiety and ensured a positive outlook during pregnancy and childbirth. One woman described this relationship and the integration of clinical and non-medical care.


I have beautiful relationship with my midwife, I feel like I'm so comfortable and I'm so open with her, like I can tell her anything, because she already knows everything that I went through. She was there with—when I first got my reverse I went to her and she—yeah, I feel really comfortable with her and I really love her support. She’s an amazing midwife, so yeah. (W3)



The women emphasised the importance of clear communication with their midwives and receiving reassurance and advice. One woman noted, “I felt safe talking about it to midwife” indicating how her midwife has created a comfortable and safe space to share information about her FGM. Showing respect and actively listening by paying attention to women's concerns and questions were indicators of a good relationship, according to the participants. For example:


Yeah, she’s [midwife] very friendly and she always talk with me clear words that can help me for understand. Yeah, she’s really unique midwife and yeah, she’s really good. She always advise me, yeah. She always told me to not worry about anything. You will be okay, yeah. She always listened for any question I ask of her. She always respects my view. Talk to me with laughing or smiling and say hi, Maha, how are you? (W4)



Several women discussed the importance of a relationship with a female provider and having midwives with similar cultural backgrounds that may enhance trust between healthcare providers and patients.



3.1.1.3 Individualised care

Women appreciated their midwife's expertise in managing specific types of FGM and her willingness to provide individualised care. One woman's outlined how her midwife had adapted her practice even in challenging circumstances.


(My) midwife said that it is hard for, my type of FGM to get a normal birth. It’s hard, but because my [midwife] is specialised. My midwife was specialist for that type of FGM and could help me. She [midwife] managed a lot of my type of FGM [type3] and she told me that she’s going to open it. She’s going to open a little bit of the area for the head of the baby to come out and then. Yeah, my midwife was very good after the day of her birth, midwife called me for follow-up. (W12)



Another participant spoke about the efforts of the medical team to ensure that she received supportive care tailored to her needs.


All very comforting, they offered me counselling and when I was pregnant with my daughter and they saw and when they did the assessment and stuff, the first time, they offered me counselling and you know they gave me so much support, it was absolutely overwhelming. It was beautiful support and then I remember the first time after I had my daughter and then the doctor said to me, oh we can reverse it for you. I cried in the assessment room, because I was like you can reverse it so I can be normal again? I was just so really, really emotional– and then the doctors were so comforting and oh my God, they were such beautiful people and then I had that procedure, like reversed the whole thing and then yeah, it was—oh my God, it was beautiful. [Laughs] (W3)






3.1.2 Enablers

Under this domain, the themes are focused on women-provider communication, support of physiological process, access to care and coordination and continuity of care. Together, these enablers can help create an environment in which women feel comfortable discussing their health concerns with their healthcare providers and feel that their needs are being heard and addressed. Below is an elaboration of each of the above mentioned enablers.


3.1.2.1 Woman-provider communication

Women found the communication with midwives more relevant than GPs because the discussion with midwives was more focused around pregnancy-related issues, risks, and procedures.


Going to GP it’s, like you know like it’s a general, like general questions. Yeah. They[GPs] just then send you to the ultrasound and the x-ray and the stuff like this, but it’s not like, the midwife because the midwife they talk with you more and more about the pregnancy related issues and what you're going to do and what are the risks—about the operation and the stuff like this.(W6)



One woman found that her midwife’s fun way of talking about confronting topics, such as FGM, helped to alleviate stress and increase her confidence in communicating her issues.


Just like, my midwife—like, she was good to make fun anyway. Like, saying something that’s funny … you know, something that only just take your mind away from thinking about something bad you know. I like her for that. It’s good because we're already stressed with our pregnancy. we don't sleep very good. that’s all we want you to do. Just to talk to us nicely and give us confidence that why you are going to do this or that. (W2)



Some women found that prompting questions before difficult conversations were beneficial in preparing them for the question and making them feel more comfortable.


think it’s the fact that I remember at [name of health service] they prompted me well before of to let me know that difficult questions are coming and some of those will make me feel uncomfortable. So I think that that is important, especially when you're having difficult conversations, letting the person know beforehand, before even you start those conversation is important. (W5)



However, despite a largely positive experience, one woman indicated the need for her providers to explain more clearly what was involved in procedures.


They actually, most of the midwife they are talking nicely, they are doing the same, they're talking nice to me, but my main issue, is not about how they are talking and behave, because they all behave nicely and they're lovely…But my main issue with the midwife and the hospitals, is that do not tell us about what they are going to do, what they going to have? They (midwives) need to be clear and talk to you about anything they're going to do and they're asking me more and what do you need and what do you want, because I feel most of the midwives they have like the, they have a task or duty they have to doing with you and that’s it.. (W6)



Some women felt that midwives did not give them clear answers or enough information to make informed decisions about their options for normal childbirth.


they (midwives) just every time I would go into the hospital for my antenatal appointment, they would always just have a look and then they would be just like nodding their head. They're like I don't even know how this is going to be possible, so then what they were thinking about, one of my options were that they open it up before I have my child, so that I can try to have a natural birth, because they were like otherwise, if you go into labour the child’s going to be blocked because it’s fully closed. (W3)





3.1.2.2 Supporting physiological processes

Women valued the support of midwives in facilitating normal childbirth but also recognised the importance of safety and interventions when necessary. It highlights the need for midwives to communicate clearly, provide sufficient information to women, and consider individual circumstances and preferences in providing care during childbirth.


the baby was not in the right position and they told me we're still going to give you a chance, and they [midwives] were waiting for me to get a normal birth, until I felt that I was not comfortable I she couldn't handle it anymore. So they sent me to the operation- I asked them to go for the caesarean. So, they sent me for the caesarean section. (W1)



Several women talked about deinfibulation, and one woman noted the importance of supporting this during the antenatal period rather than during birth.


Then they said to me, what we'll have to do is we'll probably have to cut it and then I was just scared of getting circumcised again, so I was like no. I was just like no, that’s just too much trauma, I'll just do the c-section. Because it’s easier if you don't want to go through the pain and stuff again. Because imagine being pregnant, heavily pregnant, having to think about contracting and giving birth to a child and then also having a procedure before you give birth and having to heal your body. It’s just it was too much trauma…(W3)





3.1.2.3 Access to care

The findings under this theme shed light on the availability of the various care options for women affected by FGM, such as reconstructive surgery, mental health support, use of technology and counselling services. These interventions were found to be valuable in improving women's physical and emotional wellbeing and in addressing some of the complications associated with FGM. One participant shared a positive experience of using telehealth technology to check on her baby after delivery during the pandemic. The participant described this experience as “really good” and appreciated the midwife's ability to advise her even when they were not physically together.


During the Pandemic everything was on phone. After delivery when I came back home [from hospital] and then the baby was shaking in her hands, and I didn't know what’s happening. So, I called midwife and asked her, the baby’s shaking. Then she said okay, because I can't see her now, whenever she starts doing this, just film her, do a video and then we can check it. It was really good to because she [midwife] could see the baby and advise me what to do.(W10)



Women appreciate the access to different services that address their general and individualised needs during pregnancy and childbirth. Access to culturally sensitive care, thorough regular checks, and early diagnosis and monitoring of health issues were assuring factors to women for positive maternal and infant health outcomes.


The good thing is they [midwives] came straightaway because I always heard from other women, my friends that they didn't come in the first week. Some people, they visit them in the second week. Me, I was lucky, they came two days after I came from the hospital. Yeah, they just check the wounds and what is it, the wound, wounds? For me, yeah, they check if it’s all good and check the bandage. They sent me a letter to come after three months to do the test for the diabetes and what to do if I don't want to get pregnant again, what to do and all these things.(W10)



Women considered access to reconstructive surgery as an essential option to improve their quality of life. For instance, one woman mentioned that access to such services was important to try to resolve the adverse effects of FGM.


Then obviously, when it comes to giving birth naturally, that wasn't an option for me because of the way that things healed [FGM] and how—I've had to have several surgeries to try to get it reversed in Australia. Yeah, I done it, yeah, before I had my daughter, I had a procedure to try to get it reversed. Then after I had my daughter, then I had to have another procedure, so I've had a few procedures to try to undo it completely. But I don't know, it will never be the same obviously. (W3)





3.1.2.4 Coordination and continuity of care

Having a consistent and supportive midwife can make a significant difference in how women feel about their care. In addition, being with a known midwife or having midwives who understand and respect cultural differences can help women feel more comfortable and empowered them.


During my antenatal clinic, [the midwife], I had her for both my pregnancies, and she was my midwife. I think from the midwife and from the maternity care—and I think they [midwives ] do everything—I think the GP like, are there for the referral part as the only thing—maybe if the midwife knows a particular doctor that’s more experienced with FGM, they could recommend that to women. But—because not all GPs know about it[FGM] and not all of them are familiar with it actually. So, I think just having the right team around the woman, the woman, would be able to get the best care. (W13)



Regular post-natal visits and information were noted as important facets of care.


midwife come like two times at home and she say if anything happen you can come to the hospital—if anything happen to me or the baby, and she told me, and she gave me a list of the, like the childhood centre, they're caring for the baby for the weight and immunisation, first immunisation, stuff like. Yeah, she say she can continue with me on the phone, but if I need any help I can go to the nearest child health centre.(W6)






3.1.3 Activities

The findings under this domain highlight the importance of engaging in activities that promote physical and emotional support for women, involving women in decision-making processes, and sharing information with them. Some specific activities that can be taken include:


3.1.3.1 Information

Women talked about sharing knowledge and critical information and how it should be tailored based on women's needs, and delivered in a supportive and non-judgmental environment. Some women confess that they did not fully understand the side effects of FGM till a midwife provides them with comprehensive information about potential risks. One woman said:


But I know I went through it [FGM] and I had pictures of—because it was something that was celebrated back home, so I saw pictures of it. But as a child I didn't have much experience to know whether, I had been undergone or not. [Laughs] So it was interesting that the midwife was talking about all these effects when you get that done, all the side effects, the pros and cons, especially when you're pregnant. She provided that information and that was a surprise for me, because I didn't even know when you got this done, these were the side effects. (W5)



One woman appreciated the way her midwife provided relevant information on FGM without overwhelming her:


what I like in pregnancy is information. I'm very—I'm an organisation freak. So I like as much information as I can get from the midwife in terms of—like, especially with my first child, when I had no idea what to expect, she gave me—the things I [felt] overwhelming on the internet and stuff, they tell you that you need this and you need that. So, she gave me a little breakdown of what I needed to pack for my hospital bag, what to expect. Just information. I like information. (W13)



While some women believed that more information about FGM needs to be developed, others stated that there is plenty of information about FGM for women affected by FGM, but information for the wider community is needed.


I think there’s not a lot of education around it [FGM]. Like, if you're in the community that’s affected by it, obviously you're surrounded by it. But in the greater community that no one really knows what it (FGM) is—it’s like it’s almost as if it’s a disease. Like, when people find out, it’s like, oh, I'm so sorry. But I just think information for the wider community to know what it is and how it can affect people and like because it can affect people’s self-esteem. So, I don't think we needed that—we need the added pressure of people almost looking weirdly at it. You know what I mean? (W13)





3.1.3.2 Women’s involvement and empowerment

The findings under this theme suggest that when women are actively involved in the decision-making process about their care, they feel empowered and can take responsibility for their care. However, the study participants had different experiences about the extent to which they were involved in decision-making and stressed the importance of receiving guidance from their healthcare providers to make informed choices.


They have given me choices and for each sometimes they asked me if I am happy to go for that. They also told me what is going to happen, what are the good things and bad things on this one…then I have to choose whatever suits me. But they don't do that always, sometimes they get a decision and they tell me like just you must do this. Even I didn't know if it was good for me or not. (W1)



Women commented on feeling empowered to express their needs relating to their family’s involvement and communicated instructions to her midwife.


With the ones that I went to, yes, because they were like a refugee clinic at The [name of Hospital]. So they already knew, because even when I went into labour, I had a Lebanese midwife that was working with my midwife—I said to her, my in-laws are going to come, but there’s a lot of them and I don't want them to see everything, but it’s rude in my culture for me to tell them to get out. So, I said, can you please just tell them there’s only two people? because I don't want them to see anything and they listen to me? (W13)



Some women felt overwhelmed or uncertain about making decisions regarding their healthcare and may defer to the expertise of healthcare providers. One woman said she trusted health providers’ judgment over their own when it comes to making decisions about their health and medical procedures.


if it can happen, the decision like I said to you, sometimes you can't decide what is good for you because you're not the doctor. They're the doctor. They should decide. You have to have this because if you have this, this can happen. If you don't have this, this is going to happen. They leave it to women and then they say, yeah, you decide what you want. Well, I came to you so you decide for me because you are the doctor, not me.(W10)



Women emphasised the role of health providers to provide timely information and help them make informed decisions; however, sometimes this was not possible.


I wasn't involved in decision-making because I tried to have my baby normal delivery but in the end, there is no choice, they have to take me to the Caesarean section so she just, yeah they just told me that have to do it and I did it, I don't have any choices because the baby was overdue already. (W8)



Women mentioned that the midwives referred women to a doctor who could provide more information and make the final decision.


They [midwives] said they need to open (FGM), they need to cut more to get my baby out and I got bleeding and stuff like this, you know. So I was worried about the second time [being cut] and I was asking for cesarean. I told them, because like I feel complicated from the normal delivery. They talked to me, they bring my file and they try to explain what happened and then they said I need to see the doctor, the doctor who will decide what I need….They [midwives] answer what they know, but most of things like that, if I am asking about the big issue, like when I'm asking what about if I need to get like a caesarean, not normal birth, they [midwives] say no you have to—they don't take the responsibility. They say when you meet the doctor, the doctor will tell you more and will explain to you. (W6)



One woman also acknowledged how her midwife respected her choice and empowered her to make her own decision.


You know how they [midwives] give me the plan, whatever, how I want your labour day to go? So, I didn't want an epidural or anything like that. So, the midwife,… she’s like, you said you want that [option], but now wait till you're in pain and then I'll ask you again. So, on the day when I was going through labour, she had asked me and I said the same thing, although I was in a lot of pain. Then my partner said no to her, but she [midwife] told him—she’s like, I'm not talking to you. This is about her. (W13)





3.1.3.3 Physical and emotional support

Women shared positive stories of health provider support that highlighted compassionate care and the positive impact on their physical and mental health and recovery.


the way people talk to you they make you pleased, even if you are upset or you stressed but the way some people talk to you they make you feel good. You know what I mean? So they talk to me like, ‘don't worry you'll be fine’, ‘I know this is not easy’. So the [way they] see me but for me is a midwife. For me I have no idea so they watch me and say you don't look good. You don't look good. (W2)



Women also emphasised on non-verbal interaction, such as holding or offering a chair or water, as an indication of kindness and emotional support in a potentially stressful time.


my midwife will come stand closer to me[ask me] ‘You want to hold my hands? You want me to bring chair so like, we'll try and go inside the room when they check the baby, the baby is doing well heart beating. They will say to me sit down there. Have a rest. Do you want me to bring this? You want to drink a water? Which was very, very good, they are talking to people nicely. (W2)



Women often appreciate emotional support and reassurance words by providers. Words such as ‘relax, calm down, don't worry, no problem’ give them a sense of safety and comfort to express their concerns and fears.


Because you feel like you're going through it alone, until somebody says oh, we know what you've been through, we know what your options are, we can help you out in that area. That’s the biggest relief that you could get from your doctor or midwife. You feel so supported when someone says that to you. (W3)



Offering practical assistance, such as guidance on breastfeeding, caring for the baby, and managing postpartum recovery, was also considered as helpful.


She (the midwife was) helping me with my baby for breastfeeding, she stay with me like two hours, tell me how to change him, she was talking with me, even she know I got another girl, but she was helping like it’s my first time to give birth, because I was caesarean and I have a wound. She takes the baby for me. She holds it and she told me how to hold it and how to get care of my back, because I have a wound and how to clean it, how to clean it.(W6)



Connecting women to additional resources like counselling or support groups can help them to feel empowered and supported throughout their pregnancy and beyond.


So, she (the midwife) put me in touch with a counsellor at the hospital. They were talking to me because I was very depressed at that point… She called me every week because my appointments would be at the beginning, once every month and then the further I got, the less time I needed to be away from her. She gave me a welcome pack that had nappies and baby food and little samples and stuff in it. It was honestly—it was better than anything I could have expected. I was deciding whether to go private or not. But I'm so glad that I went with them, because my experience was amazing. (W13)







3.2 Phase two

Eleven women with FGM from Sudan, Somalia, Egypt and Ethiopia participated in the workshop. Women confirmed the findings from the interviews that were presented to them using deidentified quotes. Many women shared stories about their experiences, adding to the richness of the themes.

Of their own accord, women shared their experiences of undergoing FGM, highlighting its negative impact on their lives (28). The discussion session allowed some women to talk about their traumatic experiences and the various coping mechanisms they employed to deal with the aftermath of FGM. Some women disclosed that they had not discussed their pain with others or sought counselling services to cope with the trauma. Others described how they had become aware of their triggers and made conscious efforts to avoid them.

The needs of women and their recommendations for improving the quality of care and building an environment for support and prevention were captured visually (see Figure 2). Women outlined qualities and behaviours they had experienced and expected of their health providers, elements necessary in their communities and ideas going forward to create safe spaces for women and their families.


[image: Figure 2]
FIGURE 2
The visualization of women's need and their recommendations for improving the quality of care and establishing an enabling environment for FGM prevention.


Women expressed the importance of continuity of care as a foundation for building a trusting relationship with their health providers before, during, and after their pregnancy. They highlighted that physical gestures of kindness and respect, as well as non-verbal emotional support, were just as important as verbal communication. Women valued health providers who were welcoming, smiled, held their hands, provided a safe space for questions, and proactively planned for the different pathways of care based on their individual needs and situations. These values were crucial in ensuring that women felt comfortable, supported, and respected during their interactions with health providers.

Women spoke about having open and honest conversations with their midwives about their experiences, concerns, and questions without judgement. They also appreciate when midwives take the time to explain procedures and treatments, involve them in decision-making, and provide information about available support services. Women also value midwives who understand their cultural and religious background and appreciate when midwives holistically approach their care and take into account their physical, emotional, and spiritual wellbeing. Additionally, women want midwives to be knowledgeable about the legal and ethical issues surrounding FGM and to be able to provide referrals to other healthcare providers as needed. The group was asked to roleplay in pairs, reflect on each other's scenarios, and consider whether they would change anything during their maternity care to improve it.

Participants described a supportive community environment in which educated healthcare providers delivered trauma-informed care linked to bicultural workers and local initiatives such as women's circles, buddying of new mothers with experienced mothers and community education that embraced them as unique individuals. Women provide several ideas to strengthen care at the systems level and across sectors. Suggestions included better coordination between maternity and child healthcare and other reproductive health needs before and after pregnancy.

Women described FGM-related physical and psycho-sexual healthcare needs that were poorly addressed and the need for proper referral and linked in health professionals. Comments were also raised concerning the legal system and that safeguarding efforts should also link women and girls into the health system early to receive counselling. Women highlighted the important role of health professionals in engaging men in conversations about FGM at the point of care and the need for advocacy to promote dialogue in the community to prevent FGM and support women. They suggest that health providers could engage in community campaigns and health education to raise awareness about FGM, its harmful effects, and available support services. By doing so, health providers could help break the silence around FGM and create a safe and supportive environment for FGM-affected women to access quality care and support. Safe spaces for women were highlighted and achievable through education, resource sharing, and access to health care, including physical and emotional support.




4 Discussion

The primary objective of this qualitative study was to examine the maternity care interactions Australian migrant women with FGM have had with healthcare providers and what women regard as quality interactions in line with woman-centred care. The research was conducted in two phases. The findings of the first phase were presented under three distinct categories of principles, enablers, and activities following Scholl et al. (27) framework. In phase two, narrative storytelling allowed women to share their stories that were represented in a visual format. This approach enabled rich data to be gathered to provide on women's experiences of care, their preferences, and how they believe health providers could better support them.

The findings from both phases demonstrate the usefulness of the dimensions across each domain of the Scholl et al. (27) model to articulate the crucial elements of women-centred maternity care for those affected by FGM. Women in our study clearly outlined important characteristics of providers that ensured a respectful, responsive, supportive, and collaborative relationship with a woman to ensure individualised care. While we did not identify a specific theme linked to the biopsychosocial aspect of Scholl et al. (27) model, this was integrated across these dimensions as evidenced by references to counselling access and culturally competent trauma-informed care. In terms of the dimensions across the enabler domain, quality communication between women and providers, support for physiological processes, access to care, coordination, and continuity of care reflected the main areas in the current model. The effectiveness of teams and team building did not emerge as a distinct theme; however, women did refer to positive experiences where their providers operated as a team. Women in the workshop identified the need to address the siloed nature of the healthcare system and report their desire to be served by effective teams with shared values across the reproductive health continuum. Dimensions across the activities domain were well represented in the analysis, with the involvement of family and friends integrated across both the interview and workshop data.

There may be unique factors of high-quality woman-centred care that are common to maternity care. A study involving a concept analysis of perinatal reviews identified seven shared features of quality obstetric and patient-centred care. These included respect and dignity, informed decision-making, therapeutic alliance, effective communication, consideration of social relationships and patient autonomy (29). In addition, the authors present five themes that they posit as unique to obstetrical care: continuity of care, privacy and confidentiality, provider education and status, the physical environment and equitable maternal care. Women in our study described positive experiences and quality care consistent with most of these themes except for privacy, confidentiality, and the physical environment. While these factors were not necessarily unimportant to women, they may have been well addressed in their care experiences or not considered a priority.

This study's findings, therefore, align with existing evidence indicating that women desire collaborative and interactive partnerships with competent healthcare providers. Respecting women's autonomy and involving them in the care process can empower women to actively engage in their care and make informed decisions (30). Empowerment can be achieved through the involvement of women in the co-production of their care to address their unique social, cultural, and economic needs, values and preferences. During the clinical encounter, for example, a woman's preferred level of involvement must be identified and choices explored, potentially with the use of decision aids or tools. In a shared decision-making approach, the clinician and woman act as partners, mutually exchanging information and deliberating on options to reach a consensus on the therapeutic course of action. The co-design of health professional education, tools, and guidance is critical to improving the quality and safety of maternity care, ensuring care satisfaction (31) and cost-effectiveness (32, 33). However, literature shows that patient involvement is not systematically integrated in clinical practice (34), nor have governments addressed woman-centred care in policies, as noted in research from Canada (35).

A scoping review of providing tools and guidelines for the care of women affected by FGM (16) found one guideline that integrated all the dimensions of patient-centred care from the Scholl model (36). However, this guidance is not focused on maternity care. No guidelines in this review specifically used a model of woman-centred care in their development and few identified the involvement of women in their creation. There is a need to co-design woman-centred care models to underpin guideline development to ensure high quality maternity care for women with FGM. Such research would also provide important empirical referents for the quality of maternity care.

The Scholl model could be adapted to develop woman-centred care guidelines to address specific needs, experiences and preferences of women with FGM. For instance, the dimensions of communication could be expanded to include specific reproductive health issues neglected during healthcare (37), such as FGM. The Scholl model does not explicitly address reproductive justice and may not take into account the social, economic, and political context in which reproductive decisions are made. These socio-cultural factors shape the norms, values and experiences of women and could be incorporated in the development of woman-centred care guidelines (38). Moreover, the model does not explicitly address trauma-informed care, an approach that recognises the impact of trauma on the health and wellbeing of patients, particularly relevant in the context of FGM (39).

The education of health providers, in addition to guidelines and tools, is a crucial element in quality care interactions. However, research has found that efforts are needed to improve how medical schools address patient-centred care in the curriculum. One study examining curricula from 16 medical schools in Canada found few documents noted or described patient-centred care or related concepts (40). While co-designed health professional guidelines that a woman-centred model of care underpins can provide women with a quality point-of-care interaction that enables shared decision-making (41), the wider context of a woman needs to be considered, as evidenced by the workshop findings. Care interactions need to be delivered within an ecosystem with community support to ensure women are health-literate and empowered to engage in their care (42). Community outreach workers, health promotion activities, and access to language support services are critical (43, 44).

This study is one of its first kind to examine woman-centred care maternity care for women with FGM that utilised both individual interviews and an active workshop that allowed a comprehensive understanding of the point-of-care experiences and needs of women across the domains of the Scholl et al. (27) model of patient-centred care. The results may not be representative of the experiences of all women with FGM who have received maternity services in Australia, as this study was only conducted with participants who were all from certain areas of Sydney. The findings of this study may not be generalisable to other contexts or countries with different healthcare systems and cultural norms. Additionally, the use of purposive sampling may have led to self-selection bias, where only those women who were interested in the topic or had positive experiences may participate in the study. The interviews and workshop were conducted in English, which may have limited the participation of women who did not speak English fluently.



5 Conclusion

This study suggests that a model of patient-centredness is useful for identifying quality point-of-care maternity interactions for women with FGM. The provision of woman-centred care requires a comprehensive multidisciplinary approach that considers the diverse needs and experiences of women, particularly those who are marginalised or face discrimination. Therefore, besides the inputs from experts and clinicians, we need to engage community members and women in the design of education, tools and guidelines to ensure they are genuinely woman-centred.
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4. Patient empowerment
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6. Emotional support
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