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Abstract

Improving care for women and girls who have undergone
female genital mutilation/cutting: qualitative systematic
reviews

Catrin Evans,'* Ritah Tweheyo, Julie McGarry,! Jeanette Eldridge,’
Juliet Albert,? Valentine Nkoyo3 and Gina Higginbottom

School of Health Sciences, University of Nottingham, Nottingham, UK
2Imperial College Healthcare NHS Trust, London, UK
3Mojatu Foundation, Nottingham, UK

*Corresponding author Catrin.Evans@nottingham.ac.uk

Background: In a context of high migration, there are growing numbers of women living in the UK who
have experienced female genital mutilation/cutting. Evidence is needed to understand how best to meet
their health-care needs and to shape culturally appropriate service delivery.

Objectives: To undertake two systematic reviews of qualitative evidence to illuminate the experiences,
needs, barriers and facilitators around seeking and providing female genital mutilation-/cutting-related
health care from the perspectives of (1) women and girls who have experienced female genital mutilation/
cutting (review 1) and (2) health professionals (review 2).

Review methods: The reviews were undertaken separately using a thematic synthesis approach and then
combined into an overarching synthesis. Sixteen electronic databases (including grey literature sources)
were searched from inception to 31 December 2017 and supplemented by reference list searching. Papers
from any Organisation for Economic Co-operation and Development country with any date and in any
language were included (Organisation for Economic Co-operation and Development membership was
considered a proxy for comparable high-income migrant destination countries). Standardised tools were
used for quality appraisal and data extraction. Findings were coded and thematically analysed using NVivo 11
(QSR International, Warrington, UK) software. Confidence in the review findings was evaluated using the
Grading of Recommendations Assessment, Development, and Evaluation — Confidence in the Evidence

from Reviews of Qualitative Research (GRADE-CERQual) approach. All review steps involved two or more
reviewers and a team that included community-based and clinical experts.

Results: Seventy-eight papers (74 distinct studies) met the inclusion criteria for both reviews: 57 papers in
review 1 (n =18 from the UK), 30 papers in review 2 (n =5 from the UK) and nine papers common to both.
Review 1 comprised 17 descriptive themes synthesised into five analytical themes. Women's health-care
experiences related to female genital mutilation/cutting were shaped by silence and stigma, which hindered
care-seeking and access to care, especially for non-pregnant women. Across all countries, women reported
emotionally distressing and disempowering care experiences. There was limited awareness of specialist service
provision. Good care depended on having a trusting relationship with a culturally sensitive and knowledgeable
provider. Review 2 comprised 20 descriptive themes synthesised into six analytical themes. Providers from many
settings reported feeling uncomfortable talking about female genital mutilation/cutting, lacking sufficient
knowledge and struggling with language barriers. This led to missed opportunities for, and suboptimal
management of, female genital mutilation-/cutting-related care. More positive experiences/practices were
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reported in contexts where there was input from specialists and where there were clear processes to
address language barriers and to support timely identification, referral and follow-up.

Limitations: Most studies had an implicit focus on type Ill female genital mutilation/cutting and on
maternity settings, but many studies combined groups or female genital mutilation/cutting types, making
it hard to draw conclusions specific to different communities, conditions or contexts. There were no
evaluations of service models, there was no research specifically on girls and there was limited evidence
on psychological needs.

Conclusions: The evidence suggests that care and communication around female genital mutilation/
cutting can pose significant challenges for women and health-care providers. Appropriate models of
service delivery include language support, continuity models, clear care pathways (including for mental
health and non-pregnant women), specialist provision and community engagement. Routinisation of
female genital mutilation/cutting discussions within different health-care settings may be an important
strategy to ensure timely entry into, and appropriate receipt of, female genital mutilation-/cutting-related
care. Staff training is an ongoing need.

Future work: Future research should evaluate the most-effective models of training and of service
delivery.

Study registration: This study is registered as PROSPERO CRD420150300012015 (review 1) and
PROSPERO CRD420150300042015 (review 2).

Funding: The National Institute for Health Research Health Services and Delivery Research programme.
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Plain English summary

wing to migration, there are increasing numbers of women and girls living in the UK who have

experienced female genital mutilation/cutting. It is important to meet their health-care needs.
Culturally appropriate service development for female genital mutilation/cutting needs to be informed by
the best available research evidence.

This project aimed to find and analyse all the relevant research in the UK and similar countries around the
world in order to understand the experiences, needs, barriers and facilitators around seeking and providing
female genital mutilation-/cutting-related health care from the perspectives of (1) women and girls and

(2) health professionals.

We found 78 research papers (23 from the UK). We found that female genital mutilation/cutting is a sensitive
topic that was hard to talk about. This meant that women, especially younger or non-pregnant women,
may not know where to go for help or how to ask for help. Likewise, professionals were sometimes unsure
about what to say or how to provide the right support. Some professionals lacked knowledge and skills for
important clinical procedures. They wanted more training, clear guidelines and help to address language
barriers. Women reported many experiences of disrespectful care, poorly managed clinical procedures

and emotional distress. Both women and professionals emphasised that good care is based on being able
to form a trusting relationship with a skilled provider and includes attention to psychological needs.

The research suggested that good care was more likely in situations where there was continuity of care,
specialist services, supportive organisational processes and involvement of communities.

Much of the existing research focused on maternity settings. It is important that female genital mutilation/
cutting is routinely discussed in other settings as well, and that services are supported by staff training,
clear care pathways, good communication and ongoing community involvement. Future research should
evaluate different models of care.
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Scientific summary

Background

The UK is in a period of ‘super-diversity’, which is characterised by high rates of migration from countries
all over the world (rather than mainly from former colonies as in previous decades). As a result, there are
growing numbers of women living in the UK who have experienced female genital mutilation/cutting.
Hence, the need to address female genital mutilation/cutting within the NHS is already significant and is
expected to increase.

The UK has initiated a range of policy and legal interventions over the last 5 years focused on female
genital mutilation/cutting prevention and safeguarding, supported by increased staff training and systems
to enable accurate reporting and recording. However, health-care provision for those affected by female
genital mutilation/cutting is reported to be fragmented and variable, focused predominantly within
maternity services, lacking clear referral or care pathways and difficult for women/girls to access. There is
an ongoing need for culturally appropriate service development, informed by the best available evidence.

Existing evidence syntheses around female genital mutilation/cutting have focused primarily on maternity
care, prevention, sociocultural transitions, clinical interventions or female genital mutilation/cutting in a
global rather than specifically a UK (or high-income country) context. This project sought to add to this
evidence base by synthesising research that could illuminate women's and health professionals’ experiences
and preferences in relation to care-seeking and care provision that would include, and could be transferable
to, a UK context and that would go beyond maternity care to include all health-care settings and contexts.

Objectives

To undertake two systematic reviews of qualitative evidence to illuminate the experiences, needs, barriers
and facilitators around seeking and providing female genital mutilation-/cutting-related health care from
the perspectives of (1) women and girls who have experienced female genital mutilation/cutting (review 1)
and (2) health professionals (review 2).

Methods

Comprehensive literature searches were undertaken in 16 electronic databases (including grey literature
sources) from inception to December 2017. These were supplemented by reference list searches and
suggestions from an expert reference group.

The reviews focused only on qualitative research in order to provide an in-depth understanding of care
experiences. The reviews included evidence from only Organisation for Economic Co-operation and
Development countries as, like the UK, these are common ‘destination’ countries for female genital
mutilation-/cutting-affected migrant populations and face a common challenge of needing to adapt health
services to increasingly diverse population groups. The reviews included research from any clinical setting
or context, in any language and from any date.

Included papers were quality appraised using the Joanna Briggs Institute Qualitative Assessment and
Review Instrument, and were also assessed for richness and relevance. Data on study characteristics were
extracted using a Joanna Briggs Institute template. The reviews followed a well-established thematic
synthesis methodology. PDF (Portable Document Format) files of the included papers were imported into
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NVivo 11 (QSR International, Warrington, UK) in which study findings were coded and analysed using
inductive thematic analysis to generate descriptive themes, which were then synthesised into higher-order
analytical themes. Both review findings were then juxtaposed and analytically integrated into a combined
overarching synthesis.

The level of confidence in the review findings was evaluated using the Grading of Recommendations
Assessment, Development, and Evaluation — Confidence in the Evidence from Reviews of Qualitative
Research (GRADE-CERQual) approach. All steps of the review process involved two or more reviewers
working with a team that included community-based experts and clinicians. A national stakeholder
engagement event was undertaken to consult on the final review recommendations and conclusions.

Results

Out of 59,459 records screened, 78 papers (representing 74 distinct studies) met the inclusion criteria for
both reviews: 57 papers in review 1 (55 distinct studies) and 30 papers in review 2 (28 distinct studies).
Nine papers were common to both reviews and 10 papers were in languages other than English.

Review 1 (women'’s experiences)

The 57 papers in review 1 represented 14 different countries (n = 18 from the UK), with over half (n =29)
published since 2011. One-third of the papers focused on maternity care contexts, whereas others
pertained to cervical screening, psychological issues, primary care and ‘other’. There were no papers on the
experiences of girls. Seventeen descriptive themes were synthesised into five analytical themes:

communication is key

access to care — influenced by an interaction of multilevel community and health service processes
cultural and bodily dissonance — striving for cultural and bodily integrity

disempowering care encounters

positive care encounters.

A wWwnN =

The findings revealed limited awareness among affected communities of where or when to seek help
related to female genital mutilation/cutting. Women's female genital mutilation-/cutting-related health-care
experiences were shaped by silence, stigma and stereotyping, which hindered care-seeking and access to
services. Language barriers exacerbated existing cultural taboos and impeded women'’s ability and confidence
to talk about female genital mutilation/cutting. Many studies reported negative and disempowering care
experiences, attributed to clinical interventions being experienced as another trauma and to receiving care
from providers who appeared to lack the requisite skills/confidence. Such situations left women feeling
distressed, anxious and vulnerable. There were many examples of disrespectful care. Descriptions of ‘good’
care had two elements: (1) achieving a trusting relationship with a culturally sensitive, knowledgeable
provider, and (2) engaging communities in care delivery.

Confidence in the Evidence from Reviews of Qualitative Research assessments of confidence in the
descriptive themes evaluated 10 findings as high confidence and seven as moderate confidence.

Review 2 (health professionals’ experiences)

The 30 papers in review 2 represented nine different countries (n =5 from the UK), with two-thirds

(n = 20) published since 2011. The majority of papers focused on midwives and doctors (or both), with an
emphasis on the maternity setting; however, the papers also included health visitors, school nurses, district/
community nurses and counsellors. Twenty descriptive themes were synthesised into six analytical themes:

1. knowledge and training
2. communication is key
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3. encountering the ‘other’ in clinical practice — negotiating cultural dissonance and achieving cultural
understanding within health-care relationships

4. identifying female genital mutilation/cutting

5. clinical management practices — inconsistent and variable

6. optimal service development.

The findings highlighted that providers often lacked knowledge and/or felt uncomfortable talking about
female genital mutilation/cutting, leading to missed opportunities to identify female genital mutilation/
cutting and/or suboptimal clinical management. Language barriers and challenges with interpretation
posed significant obstacles to care. Papers reported variable levels of confidence and skill in the clinical
management of female genital mutilation/cutting (particularly around deinfibulation), with some settings
reporting no relevant guidelines or patchy adherence to guidelines and protocols. Providers across settings
reported a desire for additional training. More positive experiences/practices were reported from contexts
in which there was specialist service provision (or in which providers could access input from specialists)
and in which there were clear organisational processes to address language barriers and to support timely
identification, referral and follow-up.

Confidence in the Evidence from Reviews of Qualitative Research assessments of confidence in the
descriptive themes evaluated eight findings as high confidence, 11 as moderate confidence and one as low
confidence.

Overarching synthesis

The two reviews had several common themes (e.g. communication challenges) but also had themes that
were distinct. By juxtaposing the two sets of findings together, four interlinked syntheses were formulated
that were able to take both women’s and professionals’ perspectives into account, thereby producing
integrated and novel insights:

factors influencing health-care-seeking around female genital mutilation/cutting
identifying and talking about female genital mutilation/cutting

clinical management and care experiences

service configuration and resourcing.

AN =

The synthesised findings indicated that health-care-seeking relating to female genital mutilation/cutting
was influenced by a complex set of cultural norms and taboos, by the woman's wider family and by the
women's level of knowledge about services and female genital mutilation/cutting itself. Previous negative
health-care experiences or more-pressing social problems hindered women from seeking advice or care.
For all of these reasons, in many cases, care was mainly accessed during pregnancy and decisions such as
timing of deinfibulation surgery were strongly influenced by the provider’s confidence in talking about
female genital mutilation/cutting and whether or not a woman was able to establish a trusting relationship
with the health-care provider. Therefore, communication was key, yet effective communication around
female genital mutilation/cutting was significantly challenged by language barriers and difficulties in
accessing appropriate interpretation services.

A key finding was that women and providers both recognised that the onus of ‘breaking the silence’ lay
with the provider, lending considerable support to the notion of routinising questions about female genital
mutilation/cutting in key clinical contexts. Furthermore, utilising cultural brokers/community-liaison workers
as interpreters seemed to be a promising strategy (in contrast to impersonal professional services or family
members) as these could provide social and emotional support as well as language support. Another
important finding was that even once identified, appropriate care related to female genital mutilation/
cutting was not always provided owing to a lack of (or lack of knowledge of) relevant protocols, referral
pathways or guidelines.
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A central finding was that women’s care experiences were shaped by feelings of stigma, stereotyping and
shame. This was partly associated with an internal process of cultural dissonance whereby female genital
mutilation/cutting began to be experienced as something ‘abnormal’ and ‘different’ once women started
living in Western countries, but it was also associated with external processes, particularly reactions from
health providers, which, in some cases, left women feeling humiliated, objectified and misunderstood.

An important finding was that women’s care experiences were strongly shaped by their perceived sense
of the provider's competence and confidence in managing female genital mutilation/cutting. Professionals
generally reported a strong desire to provide person-centred and compassionate care, but also identified
suboptimal care provision and anxiety caused by lacking the requisite knowledge and skills. When women
lacked confidence in their providers or experienced disrespectful or poorly managed care, they felt fear,
anxiety and vulnerability and lost faith in the system. Such negative experiences could lead to avoidance
of future care and recommendations to others in their communities to avoid care.

Conversely, a key finding was that positive experiences, positive clinical outcomes and an ability to address
sensitive issues, such as safeguarding of children, were reported from situations in which women and
providers had been able to form trusting relationships and engage in shared decision-making. These
processes appeared more likely to happen in situations in which providers were culturally sensitive, in
which there was continuity of care and in which there was specialist service provision (or access to
specialist advice). Both women and professionals called for greater engagement of communities in service
development and delivery.

The review findings resonate strongly with the wider evidence base on health-care experiences of migrant
populations in a context of super-diversity (e.g. language barriers, lack of familiarity with services and
challenges in achieving cross-cultural understanding between providers and patients). However, the
reviews show that female genital mutilation/cutting adds an additional layer of complexity for both women
and providers, manifested through silence and uncertainty.

Almost one-third of the included papers were from the UK (n = 23). The majority of these were in review 1,
with only five in review 2. In terms of transferability to the UK NHS context, the Project Advisory Group and
participants from the national stakeholder event suggest that the findings are highly relevant and do echo
experiences around the country, especially in clinical settings (or low-prevalence areas) where there are no
specialist female genital mutilation/cutting services. The review findings regarding providers are further
backed up by several UK-based surveys that have been conducted among health professionals, which have
also highlighted significant knowledge gaps and a perceived need for additional training.

The reviews show that there are gaps in the evidence base. In particular, there are:

few studies exploring mental health impacts and no studies exploring experiences with mental

health services

no studies exploring women'’s views and experiences of surgical reconstruction following female genital
mutilation/cutting

no studies evaluating different models of service provision

no studies that reflect the recent changes in UK policy regarding mandatory reporting and recording of
female genital mutilation/cutting.
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A limitation of the reviews is that they were unable to draw conclusions that were highly specific (e.g. to
type of female genital mutilation/cutting, clinical intervention, symptoms, life course or community or
professional group). This is because of the nature of the evidence base, which generally brought distinct
groups or contexts together and made it difficult to undertake a more nuanced analysis.

Implications for service development and training

The reviews suggest that there is a need to promote the development of (1) appropriate care pathways,
(2) communication and (3) community engagement, all of which may require additional staff training.

Care pathways

The focus of the reviews on all potential settings, not just maternity, has highlighted a range of challenges
in care-seeking for women outside pregnancy or before marriage. These findings support recent NHS
England commissioning guidance on the need to establish care pathways for non-pregnant women. For
example, some midwifery services across England do now have systems in place to routinely ask women
about female genital mutilation/cutting; however, routine discussions about female genital mutilation/
cutting are not yet common in many other clinical settings (especially primary care). The reviews, therefore,
suggest that routine provider-initiated discussions about female genital mutilation/cutting should be
promoted and backed up by additional training for providers (including general practitioners, obstetricians,
gynaecologists, health visitors and school nurses). Furthermore, both reviews highlighted a need for care
pathways to include psychosocial support for some women.

Communication

With respect to maternity care, the findings highlight a need for a person-centred approach based on
greater communication, information giving and shared decision-making. Such an approach is particularly
important for clinical interventions such as deinfibulation to ensure that women have the time and support
to make informed decisions about where and when the procedure should take place. The reviews show
that such shared decision-making is possible and appreciated, but requires continuity of care and trained
and knowledgeable providers. Hence, the reviews suggest a need for women to have access to
appropriate information resources and for providers to receive additional training.

Community engagement

The reviews highlighted that community engagement is critical for culturally safe and culturally sensitive
service development. The findings show that community engagement serves three important purposes:

(1) to raise awareness of service availability, (2) to support service use and overcome cultural and language
barriers (e.g. through the use of community-liaison workers) and (3) to establish trusting relationships
between women and providers that can support open conversations around safeguarding and prevention
of female genital mutilation/cutting.

Recommendations for research

In the UK context, the reviews suggest that there is a need for research to:

map and evaluate different models of service provision around female genital mutilation/cutting
evaluate the most-effective models of training to enable providers to gain clinical as well as cultural
competence in relation to female genital mutilation/cutting

® evaluate the most-effective approaches for identifying and supporting women who require additional
psychosocial support

® explore women's information needs in relation to female genital mutilation/cutting at different points in
the life course to support appropriate care-seeking and shared decision-making

® explore the impact of mandatory reporting and recording on care-seeking, patient—provider
relationships and the ability to have open safeguarding discussions.
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SCIENTIFIC SUMMARY

Conclusions

This was an exceptionally comprehensive set of reviews. The reviews identify key challenges but also
opportunities for the development of culturally appropriate and accessible services related to female genital
mutilation/cutting.

Study registration

This study is registered as PROSPERO CRD420150300012015 (review 1) and PROSPERO
CRD420150300042015 (review 2).

Funding

Funding for this study was provided by the Health Services and Delivery Research programme of the
National Institute for Health Research.
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Chapter 1 Background

Female genital mutilation/cutting

Female genital mutilation (or female genital cutting) — henceforth abbreviated to FGM/C (female genital
mutilation/cutting) — refers to all procedures that involve the partial or total removal of the external female
genitalia or other injury to the female genital organs for non-medical reasons.” FGM/C is categorised by
the World Health Organization (WHO)' into four types, with differing degrees of severity, as described

in Box 1.

Female genital mutilation/cutting is practised in 30 countries across north and sub-Saharan Africa and in
parts of the Middle East and Asia.2 The UK is in a period of ‘super-diversity’, which is characterised by high
rates of migration from countries all over the world (rather than mainly from former colonies as in previous
decades).>¢ As a consequence, the UK’s population is increasingly diverse and includes many groups from
countries where FGM/C is practised.>” Hence, the need to address FGM/C within the NHS is already
significant and is expected to increase.6&10

Evidence suggests that women and girls who have undergone FGM/C experience many barriers to
accessing appropriate care in the UK."" Research also suggests that health professionals lack knowledge,
experience and confidence in addressing FGM/C-related issues.'2 FGM/C-related services in England and
Wales are reported to be fragmented and highly variable, lacking clear referral or care pathways, and
difficult for women/girls to access.’>-'>* FGM/C therefore presents a growing health issue for the NHS
and there is a need to develop more and better services in this area.'?

BOX 1 Types of FGM/C

Type 1

Often referred to as clitoridectomy, this is the partial or total removal of the clitoris (a small, sensitive and
erectile part of the female genitals), and in very rare cases, only the prepuce (the fold of skin surrounding
the clitoris).

Type 2

Often referred to as excision, this is the partial or total removal of the clitoris and the labia minora (the inner
folds of the vulva), with or without excision of the labia majora (the outer folds of skin of the vulva).

Type 3

Often referred to as infibulation, this is the narrowing of the vaginal opening through the creation of a
covering seal. The seal is formed by cutting and repositioning the labia minora, or labia majora, sometimes
through stitching, with or without removal of the clitoris (clitoridectomy).

Type 4

This includes all other harmful procedures in the female genitalia for non-medical purposes (e.g. pricking,
piercing, incising, scraping and cauterising the genital area).
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This project seeks to inform the development of services for FGM/C-related health care through two
syntheses of qualitative evidence regarding the views and experiences of service access, service provision
and quality of care from the perspectives of (1) women/girls who have undergone FGM/C and (2) health
professionals.

Size of the problem

Globally, it is estimated that over 200 million women and girls have experienced FGM/C.2 In Europe, where
many nations are ‘destination’ countries for migrants from FGM/C-practising areas, it is thought that over
half a million women and girls are FGM/C survivors.'¢ In England and Wales, a comprehensive report
published in 2015 estimated FGM/C to be a significant problem, with over 137,000 women/girls directly
affected, as follows:®

® 10,000 girls aged < 15 years
® 103,000 women and girls aged 15-49 years
® 24,000 women aged > 50 years.

The same report estimates that women with FGM/C have made up approximately 1.5% (nearly 11,000) of
all UK maternity episodes since 2008.°2 In the recording cycle April 2016 to March 2017, there were 9179
attendances reported in NHS trusts and general practices in England where FGM/C was identified or where
a procedure for FGM/C was undertaken. Eighty-seven per cent of these attendances were in midwifery or
obstetric services.'” The 2017-18 figures for England show a slight reduction in numbers, to 6195 newly
recorded attendances.’® The figures show that all major urban areas in the UK have significant populations
affected by FGM/C, with most areas of the country affected to some extent.%'?

The current figures from England suggest that FGM/C attendances are primarily by women of childbearing
age. For example, out of 6195 recorded attendances in 2017-18, only 2.9% were for women aged
> 45 years.'®

With respect to FGM/C-related needs among girls, It has been estimated that approximately 60,000 girls in
the UK aged 0-14 years have been born to mothers who have undergone FGM/C and may themselves be
at risk of the procedure.? However, current figures from England suggest that it is primarily adult women
rather than girls/teenagers who are accessing NHS services. For example, in 2017-18, only 1.13% of all
recorded attendances were for girls under the age of 18 years.18

Health consequences of female genital mutilation/cutting

Female genital mutilation/cutting is associated with significant negative physical, psychological and sexual
health sequelae.’®2' In the short term, these include infection, urinary retention or injury to other tissues
(e.g. vaginal fistulae). In the longer term, they include psychological problems, post-traumatic stress
disorder, painful intercourse and other sexual problems, relationship problems, chronic pain, chronic
infections, infertility and complications in childbirth.22-25 Hence, it is essential that women and girls affected
by FGM/C have access to services that can identify and meet these multiple complex health needs and that
services include mental health-care as well as physical health-care provision.'3.2021.26

Health problems may be particularly severe for women with type Il FGM/C, also referred to as infibulation.
This type of FGM/C is practised predominantly (but not exclusively) in countries in the Horn of Africa, such
as Somalia, Sudan, Ethiopia, Eritrea and parts of Kenya. Women with type Il FGM/C require a degree of
deinfibulation in order to have sexual intercourse and to give birth.
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Currently, deinfibulation is recommended for women and girls reporting medical or psychosexual symptoms
related to type Ill FGM/C, or on request (i.e. personal choice)." In addition, national and global guidelines
specifically recommend that deinfibulation is undertaken to prevent obstetric complications.'427-2 However,
the optimal timing for deinfibulation is unclear.3°3" The evidence base regarding outcomes of antepartum
deinfibulation compared with intrapartum deinfibulation is weak.2832-34 Nonetheless, there are compelling
clinical reasons for preferring antepartum deinfibulation.3s These include the fact that it can be carried

out under local anaesthetic in an outpatient setting, thus reducing costs and risks associated with any
emergency procedures that may emerge during labour. In addition, given the lack of familiarity with type IlI
FGM/C of many health professionals in destination countries (such as the UK), planned antepartum
deinfibulation ensures that it is undertaken by trained and experienced professionals.32

Costs of female genital mutilation/cutting

There is a lack of data on the economic burden of FGM/C in high-income countries such as the UK.3¢
However, recent policy documentation cites a report commissioned by the Department of Health and
Social Care estimating the annual cost of FGM/C to the NHS to be £100M if all needs were met/treated in
a single year. This estimate comprises £34M associated with physical health needs and £66M associated
with mental health needs.’

Legal and policy context of female genital mutilation/cutting in the UK

Female genital mutilation/cutting has been illegal in the four countries of the UK since 1985 and is considered
a form of abuse (FGM/C undertaken outside the UK on UK nationals or residents was criminalised through
additional Acts in 2003 for England3” and 2005 for Scotland38). In 2014, the UK Government published a
declaration to end FGM/C, and initiated a National FGM/C Prevention Programme.3° A series of policy
changes have been introduced as part of this programme in order to obtain more accurate information

on the size and scale of the problem and to enhance safeguarding processes; these are (1) mandatory
recording, (2) mandatory reporting and (3) use of a FGM/C Risk Indication System (RIS).

Acute NHS trusts in England have had to record all cases of FGM/C within a FGM/C prevalence database
since April 2014. This database has now been re-named the FGM/C Enhanced Dataset (an Information
Standard — SCCI2026). The Information Standard requires clinicians across all NHS health-care settings to
record in clinical notes when patients with FGM/C are identified and what type of FGM/C has been
identified (patient consent is not required).'> In addition to mandatory recording, from October 2015 a
new statutory duty has been introduced through the Serious Crime Act* requiring all regulated health
professionals to report cases of FGM/C in girls under the age of 18 years to the police (known as
‘mandatory reporting’). In addition, a new national health system, the FGM/C RIS, was introduced in 2015,
aiming to support safeguarding of girls up to the age of 18 years. The system allows health professionals
to add an indicator on a girl’s electronic summary care record to highlight that she may be at risk.

This information can then be confidentially shared among health professionals. To set the indicator,
professionals are required to seek parental consent.

These measures signal a new policy drive across the NHS to address FGM/C prevention (as well as care)
and to significantly improve the identification of women and girls have who undergone FGM/C.10.13.26
However, all of the above measures place an additional burden of work on health professionals and
require additional training and support to understand the legal complexities, the logistics of how to use
the systems and the sensitivities of discussing FGM/C with patients/fcommunities and greater awareness of
local safeguarding pathways.'s4' The ways in which these changes will have an impact on the experience
of health-care delivery from a patient’s or professional’s perspective are, as yet, unclear. However,
systematically examining the existing evidence base on FGM/C may help to identify some of the potential
implications of these new policies for practice and future research.

© Queen'’s Printer and Controller of HMSO 2019. This work was produced by Evans et al. under the terms of a commissioning contract issued by the Secretary of State for Health
and Social Care. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional
journals provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should
be addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.



BACKGROUND

In some communities (particularly in Sudan) in which FGM/C type Ill is common, reinfibulation is practised
after childbirth. However, in the UK and most high-income countries, it is illegal for professionals to
undertake reinfibulation.4243

Female genital mutilation-/cutting-related service provision and
development in the UK

Currently, there is limited evidence regarding the availability and accessibility of FGM/C-related care across
the UK. However, there are strong indications that it is it poorly co-ordinated and sub-optimal.'* To date,
FGM/C-related care within the NHS has primarily been provided in the context of maternity services.
Specialist clinics run by specialist midwives have been established in a number of maternity services, which
provide medical interventions as well as access to counselling and other psychological services. However, the
majority of maternity services do not offer this specialist provision, although most now have a designated
lead for FGM/C. In these non-specialist settings, care tends to be focused primarily on medical management
(e.g. deinfibulation), with limited attention to other health needs or to considering the FGM/C-prevention
agenda [Project Advisory Group (PAG) opinion].’344 Accurate information on the accessibility and quality of
FGM/C-related care within maternity services is difficult to estimate as there are no up-to-date statistics
available.

There is a lack of evidence on FGM/C management in non-maternity settings. However, the view of the
expert PAG for this project is that communication about, or management of, FGM/C in non-maternity
settings is currently poor, with a lack of clear referral or care pathways, and with health professionals
lacking confidence and experience around FGM/C. Access to any non-maternity-focused specialist FGM/C
services is, therefore, limited and highly variable across the UK.

As of 2017, there were 16 specialist FGM/C clinics across England (these numbers may now have changed
as services are re-commissioned, but are not thought to be greatly increased).4> Many of these specialist
services are actually based within maternity services and referral pathways from other services are not

well established. Moreover, the majority of these specialist clinics (n = 11) are located in London, with the
remaining five based in other urban areas.’>45 Therefore, many FGM/C-affected communities currently

do not have access to specialist services, and this is an issue particularly for those living in rural areas and
other low-prevalence areas. This situation potentially creates inequalities in access to care, as highlighted
in recent reports.846.47

In the current policy and legislative climate, health professionals across all sectors, especially primary and
maternity care, are required to be knowledgeable about FGM/C and to have the requisite skills to deal
with affected women/girls and communities in a sensitive and appropriate manner.'%3 This is particularly
important not only to ensure that health-care encounters are focused on supporting women/girls who are
living with the consequences of FGM/C but also to address the sensitive issue of prevention.'® To achieve
this agenda, NHS England has recently published health professional training standards.4' In addition,
several professional and multi-agency guidelines have been published that call for greater levels of
specialist and holistic service provision, clearly delineated FGM/C-related care pathways and clear referral
pathways, backed up by enhanced training of health professionals.10.13-15.26.27.29

Why this research is needed and why it is needed now

Currently, there are limited resources to inform FGM/C-related training and service development.

Much of the existing body of research relates to understanding the practice of FGM/C,%8 the prevention
of FGM/C#->" and the psychosocial and clinical consequences of FGM/C.19.21.245253 A recent expert
commentary on FGM/C identified key gaps in the evidence on clinical management and on models of
service delivery.30 Furthermore, a recent series of systematic reviews undertaken by WHO to inform global
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guideline development found that evidence on the clinical effectiveness or cost-effectiveness of different
models of care for FGM/C is lacking.>45

Given the complexity of service development and the sensitivity of FGM/C, it is imperative to take into
account the views and experiences of all stakeholders. This project therefore proposed to undertake two
systematic reviews focusing specifically on qualitative evidence: one related to women’s/girls’ experiences
of health care in relation to their FGM/C and one related to health-care professionals’ views and
experiences of service provision. Given the current focus in the UK on the development of care pathways
for non-pregnant women as well as pregnant women, s the reviews sought to understand relevant issues
across all health-care settings and across the life course. In addition, in order to ensure that the equity
agenda was addressed, the reviews sought to explore issues around access to care as well as experience
of care.

A brief look at the existing evidence indicates further why these reviews are important and what kind of
issues they will illuminate to be useful for service development.

Perspectives of women/girls who have undergone female genital mutilation/cutting

In the UK context, evidence suggests that several barriers to FGM/C-related care-seeking exist from the
perspective of women/girls. Some of these relate to accessibility in terms of not knowing where to go or
who to speak to and not being aware of any specialist provision.'" Other barriers highlighted in existing
research relate more directly to quality of care, such as feeling judged or misunderstood or feeling unable
to communicate about FGM/C-related problems.1.56-59

At the time of project development, rigorous searches were undertaken to identify any existing published
reviews, protocols, registered reviews and registered review titles [including on PROSPERO, The Cochrane
Library and the Joanna Briggs Institute (JBI) Database of Systematic Reviews and Implementation Reports
databases]. At that time, there was no registered ongoing work in relation to women's/girls’ views and
experiences of FGM/C-related health care. This was a key gap. Since this project commenced, the above-
mentioned WHO systematic review series was published** and included three qualitative reviews. However,
these were focused on evidence related only to specific clinical interventions rather than health-care
experiences more generally. Hence, they identified a very limited number of studies. Nonetheless, they
highlighted that women's experiences were often negative and characterised by unmet needs for
information and support.6°-62 Two additional reviews, by Hamid et al.6* and Turkmani et al.,%* have very
recently been published, focusing specifically on the pregnancy and birth experiences of migrant women
affected by FGM/C. Their findings are consistent and conclude that pain and anxiety around birth could
be exacerbated by traumatic memories of FGM/C and by a perceived lack of provider competence in
managing FGM/C. They also found that attitudes to FGM/C changed as women adjusted to life in a new
country, but that this process could be difficult as women encountered negative reactions to FGM/C from
health-care professionals from the West.63.64

Health professional perspectives and service delivery issues

There are three existing systematic reviews on health professional perspectives around FGM/C.126566

These have identified a significant lack of knowledge, confidence and competence around FGM/C and have
concluded that more and better training is required. These reviews provide useful evidence but still leave
gaps in our understanding. In particular, the reviews have focused primarily on quantitative evidence, which,
while highlighting trends, have been unable to provide a more nuanced picture of barriers to and facilitators
of service provision. The need to consider wider factors in understanding health professionals’ practice is
illustrated by a 2013 study of FGM/C management in a large London maternity unit.s” This found that, in
spite of the existence of protocols, guidelines and training, clinical care for women/girls with FGM/C was
suboptimal. The maternity unit had access to a FGM/C specialist service, but 41% of women with FGM/C
were not identified until they arrived in the labour ward. Hence, even though a specialist service existed, it
was not being optimally used to benefit women with FGM/C, and a significant percentage of opportunities
were missed to provide women with specialist care. Similar findings were reported from a study in a
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maternity unit in Switzerland where, in spite of staff training and the existence of clear guidelines, FGM/C
was correctly identified and managed in only 34 (26.4%) of 129 cases reviewed.® Likewise, an audit in
Lothian in Scotland (between 2010 and 2013) showed that of 487 women from FGM/C-practising
countries, only 18% had any documentation relating to FGM/C, suggesting that opportunities for detection
may have been missed.®® The reasons for this lack of adherence to protocols are unclear; hence, we suggest
that reviewing the related qualitative evidence may shed greater light on organisational and personal factors
that may influence health professionals’ views and behaviour in this area.?0-8

Gaps in existing knowledge: what this project will add

With the exception of the reviews by Hamid et a/.3 and Turkmani et al.,%* existing reviews on women'’s
and health professionals’ experiences have all taken a multicontext (or ‘lumping’) approach to the
evidence®'# and have included research from high- and low-income settings across the world. Many key
themes from these reviews are therefore drawn from evidence from very different cultural and health
system contexts and are not easily transferable to a UK or high-income setting. In order to address this
shortcoming, the reviews in this project included evidence from high-income Organisation for Economic
Co-operation and Development (OECD) contexts only.

The recent reviews by Hamid et al.%3 and Turkmani et al.%4 are similar to the review that we have
undertaken with respect to women'’s/girls’ experiences. However, those reviews focused only on English-
language papers and looked only at the birth experience, whereas the reviews in this project have looked
at all aspects of FGM/C-related health care, including factors influencing care-seeking and service access.
In addition, in contrast to Hamid et al.3 and Turkmani et al,®* the reviews in this project have looked at all
clinical settings and at all stages of the life course, not just maternity. This wider perspective is particularly
important in terms of illuminating decision-making on topics such as timing of deinfibulation and care for
non-pregnant women who may be experiencing symptoms. In addition, in accordance with The Cochrane
Librarys3 and JBI&4 methods, our reviews have included grey literature and research published in languages
other than English. Hence, our reviews provide a significantly more detailed, holistic and comprehensive
picture. This is exemplified by the fact that the review on women'’s experiences (review 1, see Chapter 3)
identified 57 relevant papers, whereas the reviews by Hamid et al.63 and Turkmani et al.,54 identified only
14 and 16 papers, respectively.

Situating female genital mutilation/cutting within a wider
migration-related health policy and service context

Although this project is concerned specifically with health care related to FGM/C, it is important to situate
this within the wider UK health-care context of service provision for migrant populations in a context of
super-diversity.57:8586 The vast majority of women with FGM/C in the UK are first-generation migrants
and evidence shows that this group experiences a wide range of challenges around seeking and receiving
health care.87-8 Likewise, health providers report a range of challenges in delivering care to migrant
populations.®2" These challenges are particularly acute within maternity settings, where many women
with FGM/C are first identified, where migrant women are consistently shown to have poorer outcomes
and where improvement of patient safety is a national policy imperative.92-98 Likewise, the NHS is under
pressure to develop service models that can address the needs of a super-diverse population.37.9 In a time
of stretched resources, more innovation and better evidence is needed to help guide this endeavour.
Therefore, we hope that, although the reviews are specific to FGM/C, the reviews may also serve to
illuminate key issues that may help this wider effort.

Research aims and purpose
The aim of this study was to undertake two separate systematic reviews of qualitative evidence to

understand the experiences, needs, barriers and facilitators around seeking and providing FGM/C-related
care from the perspectives of (1) women and girls who have undergone FGM/C and (2) health professionals.
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The two separate sets of review results will be integrated into a final synthesis and used to (1) formulate
recommendations for NHS training, service development and improvement, (2) pinpoint key dimensions
of quality of care that can be operationalised for use in future service improvement evaluations or patient-
reported outcome measures and (3) identify areas where further research is required.

Aim and objectives of review 1

Aim
To explore the experiences of FGM/C-related health care across the life course for women and girls who
have undergone FGM/C.

Objectives
From the perspective of women and girls who have undergone FGM/C:

® illuminate factors that influence FGM/C-related health-care-seeking and access to health services across
the life course

® explore how quality of care is perceived and experienced in different health-care settings and with
different groups of health-care professionals

® characterise and explain elements of service provision considered important for the provision of acceptable
and appropriate health care

® describe factors perceived to influence open discussion and communication around FGM/C
(including prevention) with health professionals.

Aim and objectives of review 2

Aim
To explore the views and experiences of health professionals of all cadres of providing care for women/girls
who have undergone FGM/C.

Objectives
From the perspective of health professionals:

® explore how quality of care for women/girls who have undergone FGM/C is perceived in different
health-care settings and among different professional groups

® characterise and explain elements of service provision considered important for the provision of
high-quality care to women/girls who have undergone FGM/C

e illuminate factors perceived to facilitate or hinder appropriate provision of care for women and girls
who have undergone FGM/C

® identify processes and practices perceived to influence open discussion and communication around
FGM/C (including prevention) with women/girls from affected communities.

Research team and patient/public involvement

This project was conducted by a core research team that was advised by a PAG. The core team comprised
(1) academics with expertise in ethnicity and health, gender-based violence, qualitative methodologies and
systematic reviewing (CE, RT, GH and JM), (2) an information specialist (JE), (3) a FGM/C specialist midwife
who has served as part of NHS England’s National FGM Prevention Programme (JA) and (4) a FGM/C and
women's rights activist who runs a community organisation promoting African women'’s rights, runs

many anti-FGM/C campaigns nationally and internationally and runs a local FGM/C support group (VN).
The PAG also comprised individuals with expertise in a range of areas, including obstetrics, general
practice, midwifery, the voluntary sector (focusing on FGM/C issues) and specialist commissioning. In terms
of patient and public involvement, we took the approach of ensuring that our community expert was a
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co-applicant on the project from its inception. Indeed, the project itself was co-constructed out of
conversations between Valentine Nkoyo and Catrin Evans. Hence, patient and public involvement has
been built into every stage of this project and has been key to its execution.

Structure of the report

Chapter 2 of this report presents the methodology underpinning the two reviews and the methods used.

It includes a detailed description of the literature search that was undertaken. The results of the search are
also presented in Chapter 2. This is because a single literature search was undertaken for both reviews,
hence it needs to be presented in depth only once. Chapters 3 and 4 provide detailed descriptions of the
results of reviews 1 and 2, respectively. Chapter 5 presents an integrated synthesis of reviews 1 and 2 that
illuminates the health-care challenges around FGM/C in a holistic manner to account for, and explain, both
patient and professional viewpoints and experiences. Chapter 6 discusses the review findings in the context
of the wider literature and sets out the implications and recommendations of the synthesis. Chapter 7
presents the project conclusions.
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Chapter 2 Methodology and methods

Introduction

In this chapter, we describe the methodology and methods used in both reviews. The literature search was
conducted for both reviews at the same time (i.e. as one step). However, the other stages were conducted
sequentially (i.e. we undertook all of the stages of review 1 first, followed by those of review 2). Given
that the methods followed were exactly the same, the methods used in each stage are described in this
chapter only once.

The research aims and objectives were constructed to identify insights about lay/health professional
experiences of FGM/C-related health care and perceived appropriateness and acceptability of services.
These are questions best answered by qualitative research;0.19" indeed, it is increasingly recognised that
qualitative evidence syntheses have an essential role to play in understanding barriers to and facilitators

of service initiatives.'92.193 The overall design and synthesis methodology for each review was the same.
Both have been reported as per Enhancing Transparency in Reporting the Synthesis of Qualitative Research
(ENTREQ) guidelines.104

Methodology

There are many possible approaches to qualitative evidence synthesis, with most discussions in this area
characterising the different types along a continuum between aggregation and interpretation.'%s If the
purpose of a synthesis is to generate new theoretical insights, a highly interpretive approach such as
meta-ethnography may be most suitable, informed by an idealist epistemological stance. However, if the
purpose is to inform policy or practice, a more aggregative or thematic approach informed by a realist
epistemology is often advocated.' The latter is also suggested in cases in which the existing evidence is
likely to be descriptive (as in much health services research) rather than highly theoretical or conceptual.’®?
An initial scoping of the literature suggested that this was the case for the proposed syntheses. A thematic
synthesis approach involves using thematic analysis techniques to identify key themes from primary
research studies. %8199 Synthesis involves an iterative and inductive process of grouping themes into
overarching categories and exploring the similarities, differences and relationships between them. Thematic
synthesis explicitly aims to move beyond generating a list of descriptive themes (as would be the case in
meta-aggregation'°) in order to identify new, higher-order, analytical insights that can contribute to new
understandings of a phenomenon. Review recommendations, however, are clearly formulated to inform
policy and practice. As such, thematic synthesis was considered the most suitable approach for the two
systematic reviews.'"! Both reviews were conducted following the guidance set out by the Cochrane
Qualitative and Implementation Methods Group.83.103.110-114

Protocol and PROSPERO registration

Both review proposals were registered separately with the PROSPERO database.!s1¢ A combined protocol
for both reviews has been published in BMJ Open."?

Search strategy and study selection

An exhaustive and sensitive search strategy was developed by an experienced information scientist (JE).
The search strategy was designed to identify papers for both reviews; thus, it is reported here as one search.
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Search inclusion and exclusion criteria
The review inclusion and exclusion criteria are set out in Table 7.

List of Organisation for Economic Co-operation and Development countries

Australia.
Austria.
Belgium.
Canada.
Chile.

Czech Republic.
Denmark.
Estonia.
Finland.
France.
Germany.
Greece.
Hungary.
Iceland.
Ireland.
Israel.

Italy.

Japan.

Korea.

Latvia.
Luxembourg.
Mexico.

The Netherlands.
New Zealand.
Norway.
Poland.
Portugal.
Slovak Republic.
Slovenia.
Spain.
Sweden.
Switzerland.
Turkey.

UK.

USA.

Search strategy
The searching process was conducted in three phases.

The first phase consisted of searching 10 electronic literature resources [both individual databases and hosted
multifile collections (see Table 2 for full details)] that covered the relevant disciplinary areas, so that empirical
research published in peer-reviewed journals or book chapters could be identified. The searching used a
combination of index terms and text-based queries. Several of the resources (e.g. MEDLINE® In-Process &
Other Non-Indexed Citations) provide access to literature not yet assigned to a medical subject heading
(MeSH) term or other indexing, so it was important to include text-based queries for comprehensive and
current retrieval.
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TABLE 1 Inclusion and exclusion criteria

Inclusion criteria

Population

Phenomenon of interest

Country/context/setting

Study design

Language

Date

Exclusion criteria
Context

Participants

Study design

Review 1: women and girls who have undergone any form of FGM/C, as defined by the WHO'

Review 2: any cadre of health-care professionals or health-care students who are involved in
the care of women/girls who have undergone FGM/C

Review 1: experiences of FGM/C-related health care across the life course

Review 2: views on, and experiences of, providing care for women/girls who have
undergone FGM/C

The reviews were limited to studies that were undertaken in high-income OECD country
settings. The OECD grouping''® includes the majority of countries with similar social and
political value systems and levels of economic development, and, therefore, whose
research findings could be transferable to the UK (see List of Organisation for Economic
Co-operation and Development countries). In addition, in terms of migration, high-income
OECD countries tend to be migrant ‘destination’ countries and share a need and a
challenge to adapt their health services to the needs of communities that practise FGM/C.
‘High income’ was defined in accordance with the World Bank criteria.'"® Both reviews
included studies from any health-care setting, health sector or health context within a
high-income OECD country

Any type of qualitative study and any type of mixed-methods study that reported
qualitative findings

Any language

No date limit

Studies relating to middle- and low-income countries or non-OECD high-income countries

Review 1: studies not related to women's or girls’ experiences of health care or health
professionals

Review 2: studies that did not include the views/experiences of health-care professionals
or students

Quantitative study designs and papers that did not report empirical research
(e.g. commentaries or opinion pieces)

Key index terms included:

e exp Circumcision, Female/ (MeSH and MEDLINE)
® exp female genital mutilation/ (Emtree and EMBASE)
® exp circumcision/ (Ovid PsycINFO).

The different terminologies reflect different indexing principles and practices in the individual literature
databases, and were incorporated into the overall strategies for completeness. Following the initial
searches, the same strategies were set up as monthly alerts for four main literature databases (see Table 3
for details) until 31 December 2017 (i.e. the searching was not completed as a one-off process). Example
full strategies for Ovid MEDLINE and CINAHL (Cumulative Index to Nursing and Allied Health Literature) on
EBSCOhost are provided in Appendices 1 and 2.

The second phase comprised an extensive search for relevant grey literature, particularly to identify research
reports or theses not formally published but still available in the public domain through institutional websites
or thesis repositories.20-122 This part of the searching process included five resources to help identify this type of
grey literature (see Table 2). Google (Google Inc., Mountain View, CA, USA) and Google Scholar were also

interrogated and key experts in the field were contacted to elicit additional suggestions of relevant documents.'23
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The third phase of the search involved hand-searching the reference lists of related systematic reviews and

of all the included studies.

Table 2 provides a list of the databases searched and the search dates. Box 2 provides a list of the grey

literature sources.

Balancing sensitivity versus specificity within the search strategy

In developing the original search strategies for the reviews, search terms around FGM/C seemed to
generate suspiciously small answer sets in the main literature databases (MEDLINE and EMBASE) despite
the use of a large range of synonyms for FGM/C. To address this, the librarian devised additional search
statements that brought in terms relating to the possible physical or psychological complications that are
identified as health impacts of FGM/C, making use of the descriptors in a UK Department of Health and

TABLE 2 Databases searched

Ovid multifile search (MEDLINE, EMBASE, PsycINFO) [inception to
10 March 2017]

POPline (via www.popline.org/) [1970 to present]
ProQuest multifile search® [inception to 10 April 2017]
ASSIA on ProQuest [1987 to present]

Ovid MEDLINE [1948 to present] and MEDLINE In-Process & Other
Non-Indexed Citations [1948 to 26 July 2017]

Ovid EMBASE [1980 to 2017 week 11]
CINAHL Plus with Full Text/EBSCOhost [inception to 2017]

Ovid PsycINFO [1972 to March week 3 2017]

MIDIRS on Ovid [1971 to April 2017]
HMIC on Ovid [1979 to present]
Clarivate Analytics Web of Science® [1900-2017]

10 March 2017

10 March 2017
10 April 2017
26 May 2017

26 July 2017 with monthly alert thereafter
(cut-off date for included results: 31 December 2017)

3 August 2017 with monthly alert thereafter
(cut-off date for included results: 31 December 2017)

11 August 2017 with monthly alert thereafter
(cut-off date for included results: 31 December 2017)

14 August 2017 with monthly alert thereafter
(cut-off date for included results: 31 December 2017)

18 August 2017
18 August 2017
18 August 2017

ASSIA, Applied Social Sciences Index Abstracts; CINAHL, Cumulative Index to Nursing and Allied Health Literature;

HMIC, Health Management Information Consortium.

a ProQuest multifile search — databases selected for inclusion:
o ASSIA

Biological Sciences

Educational Resources Information Center

Humanities Index

Index Islamicus

International Bibliography of the Social Sciences

Modern Language Association International Bibliography
National Criminal Justice Reference Service Abstracts
Public Affairs Information Service Index

Published International Literature On Traumatic Stress
Social Services Abstracts

Sociological Abstracts.

Science Citation Index Expanded (1900-2017)
Social Sciences Citation Index (1956-2017)

Book Citation Index — Science (2008-17)

® © 6 06 06 06 0 0 0 0 0 0 0 0 0 0 0 0 0

Emerging Sources Citation Index (2015-17).
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ProQuest Dissertations & Theses A&l (abstracting & indexing)

Conference Proceedings Citation Index — Science (1990-2017)
Conference Proceedings Citation Index — Social Science and Humanities (1990-2017)

Book Citation Index — Social Science and Humanities (2008-17)

larivate Analytics Web of Science (1900-2017) includes the following:


https://www.popline.org/
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BOX 2 Grey literature sources

® The British Library EThOS (ethos.bl.uk).

e Networked Digital Library of Theses and Dissertations (Www.ndltd.org).
e National Institute for Health and Care Excellence (www.nice.org.uk).

e Trove — National Library of Australia (trove.nla.gov.au).

e Open Grey (www.opengrey.eu/).

e Google (www.google.com).

e Google Scholar (https:/scholar.google.co.uk).

e Experts in the field.

Social Care FGM/C guidance document.'?# This aimed to retrieve relevant documents, based on symptoms
or impacts described, without necessarily mentioning FGM/C or other synonyms. These search statements
can then be seen as a proxy for FGM/C in the strategy. In addition, we identified from hand-searching that
some relevant studies were not indexed in the databases using FGM/C-related terminology. This appeared
to be attributable to the study’s main focus being on a different issue, for example pregnancy experiences
or care for a particular migrant group (e.g. Somali). Therefore, the search strategy was broadened by using
additional ‘proxies’ for FGM/C (originating countries, e.g. “Somali*"”) plus pregnancy terms OR physical/
mental complications/disorders associated with FGM/C to draw in such papers, which did not overtly
capture FGM/C in the title, abstract or MeSH/Emtree indexing. Because these proxy search statements are
necessarily less specific, the high sensitivity was tempered by focusing the strategies to limit retrieval to
studies relating to OECD countries and specifically excluding RCTs.

Management of identified records

All retrieved data sets were downloaded into group sets within an EndNote library (Clarivate Analytics,
Philadelphia, PA, USA). Using the EndNote grouping functionality, individual group folders were created
for each of the database search results sets. Each record was annotated to identify from which database
search it had originated. The ‘Find Duplicates’ feature was used to identify duplicate articles from across
the different database searches. The duplicates were then moved to a separate ‘Duplicates’ group, leaving
one unigue representative of each article in the ‘Search Results’ group, usually selecting the MEDLINE
representative to be retained, if available.

Screening and selection

Two members of the project team independently screened all potential studies based on a review of titles and
abstracts, grouping them into yes, no or unsure using the screening tool in Table 3. Areas of disagreement
were resolved through discussion and by consultation with other team members at team meetings.

Full texts of all studies with an initial assessment of yes or unsure were then obtained. These were retrieved
via online searches and using the interlibrary loan scheme. If papers and reports could not be retrieved
through these channels, authors were contacted by e-mail or via ResearchGate (www.researchgate.net)
with full-text requests. All full-text papers were then independently assessed by two team members,
alongside discussion with the wider team in cases of uncertainty. Reasons for exclusion were documented
(see Appendix 3 for a table of all excluded studies with reasons).

Management of foreign-language papers

Non-English-language papers found to be relevant on the basis of their English-language abstract were
sent for complete academic translation. This included a summary of the study purpose or aims and the
complete methods and findings sections of the studies. A total of 13 papers were translated by outsourced
translators who had experience and training in research. After translation, these texts were then assessed
for inclusion and quality appraised and data were extracted if selected for inclusion.
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TABLE 3 Study screening tool

Does the study report findings related to..................
e Experiences of seeking and receiving health care related to FGM/C?
Experiences of providing health care to women/girls who have undergone FGM/C?

Is the study conducted in an OECD country?

Is it a qualitative study?
Or

Does it report qualitative findings from a mixed-methods study?

Are the participants..................

® Women or girls who have undergone FGM/C?
® Health professionals?

N, no; U, unsure; Y, yes.

Search results
The search results are presented in a flow diagram in Figure 1 as per the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses (PRISMA) guidelines.2>

Quality assessment

The role of critical appraisal in qualitative evidence synthesis is contested and there is a lack of agreement
on (1) the appropriateness of excluding studies, (2) the potential impact (or not) of excluding eligible papers
on review outcomes and (3) the criteria on which quality should be established.'26-12% For these reasons, the
team adopted an inclusive approach to critical appraisal, using the appraisal process to enable an in-depth
understanding of each paper and to facilitate a critical, questioning approach to the study findings.130
Studies were not excluded on the basis of quality; rather, the quality assessment was used (1) to judge the
relative contribution of each study to the overall synthesis and (2) to assess the methodological rigour of
each study as part of a process of assessing confidence in the review findings.'31-135

Following the guidance of the Cochrane Qualitative Methods and Implementation Group'3¢ and the JBI,8
reports and theses from the grey literature were appraised in the same way as papers that were published
in peer-reviewed journal articles.20.122.123

Study quality was assessed by two reviewers (RT and CE) using the Joanna Briggs Institute Qualitative
Assessment and Review Instrument (JBI-QARI).’37.138 The domains examined in this tool have been found to
be more coherent and more sensitive to assessment of validity than other commonly used tools (see
Appendix 4).12¢ Team meetings were used to achieve a shared and consistent approach in operationalising
the domains in the tool. A third reviewer (GH or JM) was asked to comment on any papers for which there
was uncertainty or disagreement and discussions were held until a final consensus on assessment for all
the papers was achieved.

The JBI-QARI has 10 questions. These were applied to each individual paper and an aggregate score was
calculated (Table 4). In addition, reviewers’ comments were recorded, providing an explanatory rationale for
why questions had been answered in a particular way. There is some debate over the use of critical appraisal
tools to ‘score’ papers, especially if arbitrary scores are used to exclude papers from a review., 10.135.140
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FIGURE 1 The PRISMA flow diagram.
TABLE 4 Quality evaluation bands
High >7 A study with a rigorous and robust scientific approach that

meets most JBI benchmarks (perhaps 7 or more ‘Yes’)

Medium 5-7 A study with some flaws but not seriously undermining the
quality and scientific value of the research conducted
(perhaps 5-7 'Yes’)

Low <5 A study with flaws and poor scientific value (perhaps below 5
of the benchmarks met)

Reproduced from Evans et al.'* This is an Open Access article distributed in accordance with the terms of the Creative
Commons Attribution (CC BY 4.0) license, which permits others to distribute, remix, adapt and build upon this work,
for commercial use, provided the original work is properly cited. See: http://creativecommons.org/licenses/by/4.0/.
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However, as explained above, we did not use the score to exclude papers. Rather, we adopted this approach
primarily to enable us to determine an overall, if somewhat crude, picture of the quality of the whole body
of evidence within each review, and to assist with the assessment of methodological limitations as a key part
of the process of establishing the level of confidence in each of the review findings (see Assessment of
confidence in the review findings: CERQual)."'2 A criticism of ‘scoring’ qualitative critical appraisals is that it
can be hard to distinguish between the poor conduct of a study and poor reporting, especially where journal
word limits constrain the level of detail that can be reported.° In addition, there is no consensus regarding
the relative importance of any one domain within an assessment tool over another, and, hence, whether or
not they should all be given an equal weight. In view of these concerns, we chose to adopt a ‘weighting
system’ used in previous studies by Higginbottom et al.,’#142 in which papers were grouped into one of
three ‘bands’ (high, medium or low) to enable a broad-brush evaluation to be made of their relative quality,
as shown in Table 4.

As an additional strategy for overcoming the potential limitations of solely relying on a checklist to assess
quality, we also chose to assess the ‘richness’ of the studies. This is an approach outlined by Popay et al.,'*
and subsequently operationalised further in Noyes and Popay'4 and Higginbottom et al.’4!142 This approach
defines study ‘richness’ as ‘the extent to which the study findings provide explanatory insights that are
transferable to other settings’.™ ‘Thick’ papers create or draw on theory to provide in-depth explanatory
insights that can potentially be transferable to other contexts. By contrast, ‘thin’ papers provide limited or
superficial description and offer little opportunity for generalising. Each paper was assessed by Ritah Tweheyo
and Catrin Evans against the criteria, as set out by Higginbottom et al.'4' (Table 5), and categorised as either
"thick’ or ‘thin’.

Extraction of study characteristics

Details of each of the included papers were extracted into a Microsoft Excel® (Microsoft Corporation,
Redmond, WA, USA) file using the domains from the JBI data extraction template (see Appendix 5).137.146
Data extraction of study characteristics was primarily undertaken by one reviewer (RT); however, a second
and third reviewer (CE and JM) double-checked the extractions of a subsample of papers for accuracy.

In addition, the team had regular meetings to discuss any uncertainties, to ensure consistency of approach
and to agree definitions.

TABLE 5 Assessment of study richness

Thick papers e Offer greater explanatory insights into the outcome of interest
® Provide a clear account of the process by which the findings were — including the sample,
its selection and its size, with any limitations or bias noted — along with clear methods of analysis
® Present a developed and plausible interpretation of the analysis based on the data presented

Thin papers e Offer only limited insights
® lack a clear account of the process by which the findings were produced
e Present an underdeveloped and weak interpretation of the analysis based on the data presented
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Categorisation of study relevance

After data extraction, papers were categorised by Ritah Tweheyo and Catrin Evans in terms of their relevance
to the respective review question. This assessment was made in order to gain a better understanding of the
nature of the body of evidence, and also to facilitate the coding process, as described further in Thematic
analysis and synthesis. Study relevance was defined as high, medium or low, as set out in Table 6.

Extraction of study findings

PDF (Portable Document Format) files of all of the included papers were imported into NVivo 11

(QSR International, Warrington, UK) software and the ‘findings/results’ sections were coded and analysed.
If “findings’ were located in other parts of the papers (e.g. the discussion sections), these were also
coded.?

Thematic analysis and synthesis

Analysis and synthesis of the study findings followed the principles of inductive thematic analysis, %819 and
comprised four stages, as suggested by Thomas and Harden.'7 This was followed by a final, fifth step in
which the findings from both reviews were combined into an integrated synthesis from which implications
for policy, practice, education and research were derived.

The first stage involved intensive and repeated reading of all of the included papers to gain an overall
in-depth understanding of their context and key findings. This stage was returned to many times during
the analysis and synthesis to ensure that emerging interpretations remained deeply contextualised.

The second stage involved line-by-line coding of the findings of the primary studies. We coded only
findings that were directly relevant to the review question. Where there were multiple papers from the
same study, we ensured that distinct findings were coded from each (i.e. we did not code duplicate
findings). Owing to the large number of papers in each review, we decided to start the development

of the coding framework by focusing on studies that were likely to yield the richest and most relevant
findings. Hence, we started with the studies that had been categorised as both ‘thick’ and highly relevant.

TABLE 6 Assessment of study relevance

High (specific) FGM/C-specific health care, for example the study is focused on a specific aspect of care
related directly to FGM/C (e.g. deinfibulation, childbirth for women who have had FGM/C,
psychological care)

Medium (direct) Other health-care context (e.g. where the study focus is on the maternity care experience
of a particular group more generally and where some of the findings relate to the experience
of FGM/C)

Low (indirect) Where the study focus is on general attitudes towards FGM/C and/or experiences and

consequences of FGM/C, and where some FGM/C-related health-care issues are reported,
but are not the main focus of the paper
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METHODOLOGY AND METHODS

These generated a large number of free codes, assigned line by line to the text according to its meaning
and content. Subsequent studies were coded using the initial framework of codes and adding to them as
new codes were identified. Ritah Tweheyo and Catrin Evans both independently coded the initial set of
studies, conferring until the initial coding framework was agreed. Subsequently, Ritah Tweheyo completed
the rest of the coding, with Catrin Evans and Gina Higginbottom regularly reviewing and discussing the
evolving framework.

The third stage involved analysing the codes to explore areas of similarity or difference, grouping them
together based on shared meanings to create new codes, and then organising these into a set of
descriptive themes that captured the meaning of their constituent codes. In NVivo, this was represented as
a hierarchical tree structure with several layers. Each theme was formulated to describe a key phenomenon
in such a way as to capture its core meanings but also to explain and account for possible differences or
variations in the phenomenon. To ensure rigour of the analytical process, the team actively sought to
identify and understand possible ‘disconfirming’ cases that might challenge emerging interpretations, 4
and to explore possible subgroup or contextual differences. These processes were aided by the creation

of a theme matrix (see Appendices 8 and 12), in which each theme was mapped to its constituent studies.
This helped the team to clearly see how common the theme was among the studies and what kind of
study contexts or samples the theme related to, and to explore why it may have been present in some
studies but not in others. During the analysis, the team referred to a list of questions to help them to
develop the descriptive themes, as set out in Box 3.

Descriptive themes are derived from an interpretative process of constructing codes based on underlying
meanings and considering how and in what ways these codes are related to each other. Thus, they
represent a highly rigorous process that combines the findings of each study into a whole via a listing of
themes. Nonetheless, Thomas and Harden'%” argue that descriptive themes represent only the first step
of synthesis, as, at this point, they generally do not yet ‘go beyond’ the findings of the primary studies to
identify new concepts, understandings or hypotheses. This is achieved in the fourth stage, comprising the
development of higher-order or ‘analytical’ themes, which constitute the key findings of the reviews.

For the fourth stage of synthesis, analytical themes were evolved through an in-depth process of comparing
and contrasting the meanings of the descriptive themes, analysing these in relation to how they were,

or were not, able to illuminate the review questions, and inferring broader phenomena, categories of
meaning or social processes that they related to. This was a cyclical process that involved re-reading the
papers, re-reading the codes and in-depth discussion among team members. Using this analytical process,
the descriptive themes were organised into five analytical themes for review 1 and six analytical themes
for review 2.

As far as possible, the descriptive and analytical themes were formulated as ‘directive’ findings indicating
clear messages and/or suggesting clear lines of action for policy and practice.'”

BOX 3 Questions to assist analysis and synthesis

e Define, explain and contextualise the core concept.

e Explore key groups it may (or may not) apply to.

e Explore key settings/circumstances it may manifest in or be affected by.

e Explore causes, manifestations, variations and consequences in terms of perceived quality of care and
potential clinical outcomes or clinical trajectories.

e |dentify ‘gaps’ within the theme.

e Explore any key variations between the studies and the study contexts.

e Explore implications of the date ranges of the included studies.

e Explore and understand examples where the theme does not seem to apply.
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The fifth and last stage of the synthesis involved bringing the findings from both reviews together to
generate an overarching novel synthesis. This was done by creating short statements of findings for all

of the themes (descriptive and analytical) in each review, listing them out, juxtaposing review 1 themes
against review 2 themes and comparing and contrasting these. This process enabled the team to identify
key phenomena that could explain and illuminate aspects of FGM/C-related health care through
understanding both women’s and professionals’ views and experiences together. An overarching synthesis
comprising four ‘synthesised findings’ was then drafted and extensively consulted and revised by the whole
team until a final version was agreed.

Assessment of confidence in the review findings: CERQual

Assessment of confidence in the findings of each review was undertaken using the Confidence in the
Evidence from Reviews of Qualitative Research (CERQual) approach.110.112,131.136,149-153 Ritagh Tweheyo and
Catrin Evans led this process, working together and discussing the final assessments with the research
team. CERQuial is a relatively new, transparent method for assessing confidence in the findings in
qualitative evidence syntheses; it is akin to the Grading of Recommendations Assessment, Development,
and Evaluation (GRADE) approach for establishing confidence in evidence of effectiveness for each
outcome in a quantitative review.'s* The assessment of confidence in the evidence is made for each
individual review finding and considers four elements: (1) methodological limitations (the extent to which
there are problems in the design or conduct of primary studies that contributed to evidence of a review
finding),'3¢ (2) relevance (the extent to which the body of evidence from the primary studies supporting a
review finding is applicable to the context specified in the review question),'* (3) coherence (whether or
not the finding is well grounded in data from the primary studies and can provide a convincing explanation
for patterns found in the data)'*? and (4) adequacy of data (an overall determination of the degree of
richness and number of data supporting a review finding).’>" Based on assessments made of any concerns
across these four individual domains, each review finding is assigned one of four levels of confidence:
high, moderate, low and very low.

In this project, the CERQual assessment was made for each of the descriptive review findings. Each
descriptive review theme was summarised into a succinct ‘summary of a review finding’. These were then
presented in a ‘summary of qualitative findings table’ containing several columns, including the summary
of the review finding, the studies that contributed to the review finding, the assessments for each of the
CERQual domains, the overall CERQual assessment of confidence in the evidence and an explanation of
this assessment (see Appendices 9 and 13).

The CERQual assessment was made for each of the descriptive review findings (themes), rather than for the
analytical themes or the themes in the overarching integrated synthesis, as the latter comprise an aggregation
of descriptive themes as well as descriptions of patterns or explanations that are inferred as part of the
interpretative process. There is, as yet, relatively little guidance for, or experience with, applying CERQual to
higher-level analytical themes or theories.'s The process of applying CERQual to our higher-order themes
would, therefore, have required an extended period of methodological development and testing, which
was beyond the scope of this project, and which is recognised as being part of the ongoing research
agenda for CERQual development.'s°

As of yet, unlike GRADE assessments, ‘dissemination bias’ within qualitative evidence synthesis is rarely
discussed and needs further methodological consideration.’s3 However, in this review, we sought to
minimise possible dissemination bias by undertaking an exhaustive literature search that (1) was highly
sensitive rather than specific, (2) included a range of grey literature (research reports, evaluations and
theses) as well as published papers, (3) did not limit the date, (4) did not limit the language and,

(5) included the original thesis or report in addition to the published paper when the former contained
findings that were not reported in the latter. In addition, as noted above, we maintained an inclusive
approach and did not exclude any studies on the basis of quality.
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As with primary qualitative research, there are a number of strategies that can be adopted to enhance the
rigour and trustworthiness of qualitative evidence synthesis.™&155 We utilised a range of different
approaches, as outlined in this section.

First, we were aware that our own theoretical, cultural and political positions might influence the ways in
which we engaged with the texts and developed the interpretations.’¢'57 The initial analysis and synthesis
process was undertaken primarily by two reviewers (RT and CE), aided by the wider project team. Ritah
Tweheyo is a black African public health researcher, originally from Uganda, and Catrin Evans is a white
nurse and health services researcher from the UK. Neither has direct experience of FGM/C, and neither has
worked clinically with women/girls who have experienced FGM/C. Both have had experiences of ‘being
migrants’ and having to adjust to foreign health systems, but in different contexts. Both have experienced
childbirth. Both consider themselves to be feminists and anti-racist (but again, these standpoints have
emerged from different subjectivities). Both are anti-FGM/C but recognise the inherent political and
epistemological tensions that exist when individuals located ‘outside’ cultures and communities try to
explain a phenomenon that is deeply culturally and socially shaped. During the analysis, we continually
challenged ourselves by asking if and how our emerging interpretations were being influenced by our own
perspectives and repeatedly returned to the original papers to re-embed coded text within its wider study
context and to check our interpretations. As an example, there were many accounts in the papers in
review 1 in which women described extremely humiliating, distressing and stigmatising experiences in their
health-care encounters, often linked to their race or ethnicity. Although we knew from prior reading that
such experiences had previously been reported, reading so many accounts at first hand proved to be a
shocking and distressing experience for us as reviewers. We had not expected this to be such a pervasive
theme and we felt strongly that we wanted this aspect of women's experience to be heard in the review.
However, we occasionally wondered if we were perhaps giving too much prominence to women’s
negative experiences and failing to give sufficient attention to instances where women had reported
positive care experiences. This led us back to reading and, in some instances, re-coding the original papers,
and this prompted us to develop a more nuanced approach to understanding women'’s care experiences.

Second, the analysis process also explicitly drew on the expertise within, and challenge from, the project
team. Team members were sent exemplar papers to read before meetings, so that our discussions

were grounded in the papers and hence enabled challenge and conceptual development of the initial
interpretations of Ritah Tweheyo and Catrin Evans. The same approach was used during consultations
with the PAG. However, this consultative process was not always straightforward, as all involved

had vast experience and strong views. At times, we had to step back and remind ourselves to base our
interpretations on the data from the included papers and not on our own wider experiences.

Third, once the descriptive and analytical themes had been finalised by the project team, we organised

a national research stakeholder engagement event in which the draft review findings were presented.

Over 65 people attended this event, representing FGM/C survivors, FGM/C activists, community organisations
with FGM/C as a remit, academics, researchers, midwives and general practitioners (GPs). Their inputs
contributed to the report in four important ways: (1) to explore the credibility of the key findings, (2) to put
these into the contemporary UK context, (3) to identify gaps in evidence/understanding and (4) to put
forward key implications/recommendations for service development and future research.

The nature of stakeholder validation in the context of a review is controversial and poorly described.s8
Generally, non-author stakeholders have not necessarily read the included papers and thus are not directly
familiar with the underlying research findings; they may or may not have direct experience of the issues

to which they pertain, hence there is some debate over their ability to ‘validate’ the emergent themes.
Therefore, as suggested by Booth et al.,™8 we used our stakeholder event to challenge our interpretations
as well as to explore the credibility of our findings. After each of the review presentations, stakeholders
were asked to comment on the questions in Box 4.
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BOX 4 Questions for national stakeholders

e Based on your own experience and perspectives, do the themes seem to capture the main issues?

e Were any review themes surprising for you? Why?

e \Were there any review themes that you do not agree with? Why?

e Do you think that there are any issues missing from the review findings that you would have expected
to see?

The feedback from the event was reassuring in that there was a very strong sense of validation of the
findings. When participants indicated that they had found a theme surprising, we returned to that theme
and re-examined it. For example, two of the descriptive themes in review 2 (around professionals’
experiences of deinfibulation and reinfibulation) were rewritten in a more nuanced manner as a result of
this process. Participants had felt that further detail and country-specific exploration was required in these
themes, as they felt that in the UK context, professionals would know the relevant laws and would not
experience the ambivalence described. Likewise, participants noted a number of perceived omissions (e.g.
nothing on the impact of mandatory reporting and little on mental health issues), which, again, prompted
us to go back and check that these were actual omissions in the evidence and did not reflect errors in the
review process. Some comments helped us to analyse the findings in more detail (e.g. one participant
asked how the policy and legal context around FGM/C in different countries might have influenced the
findings). The event was also used to elicit suggestions for the implications of the review (see Appendix 14
for a full description of the stakeholder event).

Finally, in order to capture feedback from medical practitioners (a group that had been largely absent
from the national event), the review findings were then also presented to a group of 30 obstetric and
gynaecology registrars during one of their training days. This group included doctors working in cities with
a relatively high prevalence of FGM/C as well as some working in settings with a very low prevalence. The
subsequent discussions of their own experiences showed a very high level of congruence with the findings
of review 2 (at least within the English context), and further helped to shape the implications from a
medical perspective (see Appendix 17 for detailed feedback from this group).

Summary of the review process

Figure 2 provides a clear depiction of all of the steps in the review process.
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Chapter 3 Review 1 results

Characteristics of studies in review 1

As described in Chapter 2, 57 papers met the inclusion criteria for review 1. Two studies were reported
in multiple publications,s%-62 hence review 1 includes 55 distinct studies reported in 57 publications.
Regarding these duplicate studies, in both cases these were a doctor of philosophy (PhD) thesis and an
associated peer-reviewed journal article. The PhD theses were included in addition to the journal article,
as they contained relevant findings that were not reported in the published paper.

Of the 55 distinct studies, 46 were unique to review 1 and nine were also included in review 2 (as their
samples included health professionals as well as patients).56.78.161.163-169 Fifty-three papers were in the English
language; two were in German'7%7! and two were in Spanish.172173

See Appendix 6 for a detailed summary of study characteristics.

Type of publications

Over half of the included papers were peer-reviewed journal articles. In total, the review included

13 master’s and PhD theses,?8159.161.165.170,171.173-179 10 ynpublished research reports,47.57.58.164.168,169,180-183
one book chapter'® and 33 peer-reviewed journal articles.56:59.160.162,163,166,167,172,185-209

Date range of studies

The studies represented a mixture of older and more-recent research, with publication dates ranging from
1985 to 2017. However, 29 papers had been published since 2011, hence half of the papers reflected a
more contemporary context.

Geographical setting of studies

The studies represented a wide range of OECD countries, covering 14 different countries in Europe,

North America and Australasia. Specifically, review 1 included studies from Australia,68169.197.203 Aystriag, 7’
Canada, 59.160.175,177.178.191 Finland,'92 France,'9® Germany, %4170 the Netherlands,206208 New Zealand, 165197
Norway,167'199 Spainlwz,wa Sweden, 186.189.194200209 Syyitzerland,6".162 Scotland (UK), 174181182 England (UK)47.56-59,
163,179,180,183-185,196,202,204,205 and the USA.78,166,176,187,188,190,195,198,201,207 Research undertaken in the UK (induding
Scotland and England) provided the most input to the review, contributing over one-third of the papers
(n=18), followed by research undertaken in the USA (n=10).

Sample/population/type of female genital mutilation/cutting

The studies were primarily of adult women. Only one study included girls under the age of 18 years but
did not report health-related experiences of this group.'® There were no studies that focused specifically
on health-care issues related to FGM/C in older (post-childbearing) women. Hence, although the aim of
the review was to explore FGM/C across the life course, the studies all focused on generic issues relating to
adult women and no further age-specific differentiation could be made.

The vast majority of studies were of women from FGM/C-practising countries in sub-Saharan Africa, and
the majority of these included women specifically from countries in the Horn of Africa (Somalia, Sudan
and Eritrea), where type Il FGM/C is most commonly practised. Hence, the findings included in the review
predominantly reflect issues affecting these population groups and issues that may be specific to having
experienced type Il FGM/C. Only three studies explicitly reported including women from Egypt/the Middle
East but did not differentiate these women'’s experience from the rest of the sample.'€6.176.184 The sample
compositions of the included studies were as follows: Somali women,>6.59.78,159,160,163,167,175,177,178,184-188,190-192,
194,195,198.201,202.206,207.209 Somali and Eritrean women,161.162.168.205 Eritrean women, 7029 Somali and Sudanese

© Queen'’s Printer and Controller of HMSO 2019. This work was produced by Evans et al. under the terms of a commissioning contract issued by the Secretary of State for Health
and Social Care. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional
journals provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should
be addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.



24

REVIEW 1 RESULTS

women,57.179.199 Senegalese and Nigerian women,72 and mixed samples including women from several
different Countries_47,58,164—166,169,171,173,174,176,180—183,189,193,196,197,203,204,208 AlmOSt ha|f Of the StUdieS (n = 27)
focused exclusively on women from Somalia.

Where there were mixed samples, none of the studies provided an in-depth differentiation of women’s
experiences on the basis of the type of FGM/C they had experienced.

Focus, context and relevance of studies

The studies had varied research aims and foci; for example, some studies focused very directly on FGM/
C-related health experiences (e.g. Moxey and Jones292), whereas others explored FGM/C as a general issue,
not focusing only on health (e.g. O'Brien et al.'8"). Other studies explored health issues in a general way
(e.g. Abdullahi et al.'8), or focused on sexuality/identity (e.g. Abdi'®3) or on different aspects of life as a
migrant (e.g. Guerin et al.'?), but all included some findings that concerned FGM/C-related health care.

The largest number of studies (n = 18) focused specifically on women'’s birth/maternity care
experiences.>6.59.78,165,167,174,187-189,191,193,194,198,200,202, 203,209 Qther study contexts were as follows: general views
on health care 57,160,166,168-171,173,184,204,207 genera| attltudes towards FGM/C 47,58,159,163,164,178,181-183,186,201
experiences of sexual/reproductive health services,67.162172.176,192.197 ceryical screening,185.190.195.206
psychological issues, 79196208 deinfibulation, 199205 GP services, '8 identity'”s and pain/embodiment.’”?

Notably, only three studies included psychological health-care needs/experiences as a specific issue.179.196.208
There were no studies that examined women's experiences of surgical reconstruction following FGM/C.

As described in Chapter 2, in order to assist development of the initial coding framework, we categorised
each of the papers according to their overall relevance to the research aims. Sixteen papers were rated as
being of high relevance,9.78.161.167-169,174,175,179,183,189,193,196,200,202.207 19 papers were rated as being of medium

relevance56,162,165,172,178,180,185,W87,188,190492,195,199,203,206,208,209 and 22 papers were ra‘ted as belng Of IOW
re|evance.47,57,58,159,160,163,164,170,171,173,176,177,181,182,184,186,194,197,198,201,204,205

Methodological quality of included studies

The papers were each appraised by two reviewers using the JBI-QARI'38 (see Appendix 7 for full details of
the quality appraisal of each paper).

As described in Chapter 2, a broad scoring range was used to provide a ‘rough’ sense of the overall quality
of the body of evidence. In accordance with this categorisation, 30 papers were assessed as being of high
quallty 59,78,159,161,163,167-169,173,174,177-179,181-183,186,190,192,193,195,196,199-203,205,206,208 21 papers were assessed as be|ng
Of medlum qua|i‘ty47,56—58,162,164,165,170,172,175,176,185,187—189,191,194,198,204,207,209 and S|X papers were assessed as belng
Of |OW qua|ity.160,166,171,180,184,197

A methodological weakness in many studies was a lack of apparent philosophical standpoint (question 1
of the JBI-QARI), making it difficult to assess the congruency of the chosen methodology. Likewise, many
studies did not identify any clear methodology (simply stating that they adopted a generic ‘qualitative
approach’), making it difficult to judge the congruence of the methodology with the research question and
the methods (questions 2 and 3 on the JBI-QARI). Finally, a weakness across many studies was a lack of
discussion of reflexivity (questions 6 and 7 on the JBI-QARI). Given the sensitive nature of FGM/C (and
sexuality or migrant health care) as a topic, the failure to explore the researcher’s own theoretical position
or their role, professional background, ethnicity, experience of FGM/C or relationship to the participants
makes it hard to judge the dependability of the findings.ss A related issue that could affect the
transferability of the findings concerns the study samples and the methods of recruitment that were
used.' The JBI-QARI does not assess in detail how recruitment was conducted; however, many studies
had derived their samples from community organisations or used snowball sampling. The majority of
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studies did not discuss the potential implications of these recruitment strategies for influencing the results
towards a particular standpoint (e.g. for or against FGM/C) or towards a particular view of health care or
willingness to openly discuss FGM/C.

In addition to the JBI-QARI quality assessment, the papers were also categorised according to their
‘richness’ in terms of being ‘thick’ or ‘thin’ (i.e. their relative ability to provide explanatory insights and
plausible interpretations based on a clear account of the research process).'4'-143 Thirty-three papers were
dassiﬂed as ’thin’47,56—58,159,160,162—164,166,170—173,176—178,180—182,184—188,191,192,194,197,201,205,208,209 and 24 papers were
ClaSSiﬁed as ’thick’.59,78,161,165,167—169,174,175,179,183,189,190,193,195,196,198—200,202—204,206,207 The ’thicker’ papers tended tO
be studies that were informed by an anthropological theoretical approach, that had followed a clear
methodological stance or that had moved beyond mere description in their analysis towards a more
interpretive and analytical account of the phenomenon of interest.

As noted previously, 23 papers were unpublished research reports or master’'s and PhD theses (i.e. grey
literature).47.57,58.78,159,161,164,165,168-171,173-183 The |ack of peer review in these included papers could be considered
a potential threat to the quality of the review findings; however, our detailed quality appraisal did not
indicate any clear correlation between being published and the quality rating. For example, four theses

and three unpublished research reports were rated both ‘thick’ and of ‘high quality’ (30% of the grey
literature).78161,168,169,174,179,183 However, out of 33 peer-reviewed journal articles, only 11 were rated as being
both high quality and "thick’ (33% of the published journal articles — a very similar percentage).59.167.190.193,195,
196,199,200,202,203.206 |ndeed, of the six papers rated as being low quality (all of which were also rated ‘thin’),

half (n = 3) were peer-reviewed journal articles's166.197 and one was a peer-reviewed book chapter.'84

Most of the papers were rated as being somewhere between high quality and low quality.

Review 1 themes

The findings from the 57 studies in review 1 have been synthesised into five analytical themes, which, in
turn, represent a synthesis and interpretive analysis of 17 descriptive themes (Table 7). To start the coding
process, studies that were both ‘thick’ and ‘highly relevant’ were identified and used to build an initial
coding framework. Findings from other studies were then added into this initial coding framework and
the framework itself was then further developed as necessary as new codes were identified. In review 1,

16 papers were categorised as ‘thick’ and ‘highly relevant’ and were used for the first stage of
Coding'59,78,161,167—169,174,175,179,183,189,193,196,200,202,207

The analytical themes were shaped to directly illuminate the objectives of the review in terms of exploring
factors that influence communication, health-care-seeking and access, describing women's experiences of
care in various settings and identifying key elements of service provision that are considered important for
good-quality service provision.

In the following sections, we present each analytical theme as a whole, followed by a discussion of each

of their constituent descriptive themes. Owing to the large number of studies that contributed findings to
each descriptive theme, rather than ‘crowd’ the text with multiple repetitive references to these individual
studies, we have created a matrix (see Appendix 8) that shows which studies have contributed findings to
each theme. Hence, we reference only individual studies in order to provide particular examples of issues

that are identified within the themes or to illustrate a particular nuance within a theme.

Analytical theme 1: communication is key

The review found that communication was a key interpersonal process that underpinned women'’s ability to
seek care, to obtain care and to have a positive care experience. Conversely, difficulties in communication
negatively affected all of these dimensions. Communication about FGM/C was characterised by issues that
might be expected within migrant women'’s encounters with new destination country health-care systems,
such as language barriers in consultations. However, communication about FGM/C presented an additional
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Analytical and descriptive themes: review 1

1. Communication is key 1.1. Language barriers and interpretation challenge
1.2. 'Can't talk, not asked’: double silence and cultural taboo

1.3. Cultural (in)sensitivity

2. Access to care: influenced by an interaction of 2.1. Influence of cultural norms
multilevel community and health service processes
2.2. Influence of the family

2.3. Knowledge and information about FGM/C services

2.4. 'Hit and miss’ care

3. Cultural and bodily dissonance: striving for cultural and 3.1. Moving from normal to different

bodily integrity
3.2. Threat to the self: reliving FGM/C pain during clinical
interventions

3.3. Being opened: complexities around deinfibulation

3.4. Being changed: complexities around reinfibulation

4. Disempowering care encounters 4.1. Being exposed and humiliated
4.2. Being judged and stereotyped
4.3. Lacking choice, power and control

4.4. Feeling unsafe and vulnerable

5. Positive care encounters 5.1. Trusting and appreciating providers and the system

5.2. Voicing health-care needs and preferences

layer of complexity related to the fact that FGM/C was seen by both women and health-care providers

as a deeply personal, private and sensitive issue touching on a range of taboos associated with gender,
culture and sexuality — all issues that in many societies are shrouded in secrecy and silence. When women
encountered providers who were able to overcome taboos and cultural differences, it forged bonds of trust
and facilitated an environment in which women were able to talk about their FGM/C and to explore options
for care. However, the majority of studies reported challenges and problems with communication that led
to women being unable to talk about their problems or to explore appropriate treatment options, led them
to avoid health care in general and generated a sense of mistrust in the system.

Theme 1.1: language barriers and interpretation challenges

The majority of studies (n = 31) reported that communication about FGM/C was severely hindered by
language barriers. This was particularly a problem for older migrant women and women who had recently
arrived in a destination country. Language barriers meant that women were unable to form a trusting
relationship with their provider, adequately express their needs or understand information or advice.

This led to frustration and increased anxiety, especially in a context where consultation times were often
limited.56.165 In some cases, women felt that they had had poor clinical experiences as a direct result of
their inability to communicate about FGM/C.165181.18 |n other examples, women avoided mentioning their
FGM/C at all because they knew that they would not be able to explain it.>7.162.165

Language barriers were usually addressed through the use of formal or informal interpreters, and studies

identified a range of associated challenges. These were partly related to accessibility and partly related to
the sensitivities of talking about an issue that was usually regarded as personal, private and taboo and
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for which specialist terminology may be required. For example, in some cases, there was no formal
interpretation available (or it necessitated long waits) and women had to rely on family members, their
husbands or other community members.58 Although this was sometimes a useful strategy, as a sensitive
and private issue FGM/C was considered an unsuitable topic to discuss in front of children or informal lay
interpreters (such as neighbours).5¢ Husbands were sometimes reported not to translate correctly.20” Where
formal interpretation services were used, women reported that interpreters sometimes did not know the
correct terminology, did not understand FGM/C or were embarrassed and did not translate fully or
correctly.5619 Likewise, women reported particularly severe embarrassment if an interpreter was male and
hence would be reluctant to discuss FGM/C at all:1%5

‘It is a really scary experience not to have someone who can explain’ . .. While many participants
described as helpful the use of husbands or relatives as interpreters, others were embarrassed to
explain aspects of childbirth in front of a relative.

This theme mainly related to maternity care interactions, but also to communication about cervical cancer
screening.'68.169.206

Theme 1.2: ‘can’t talk, not asked’ — double silence and cultural taboo

The studies suggest that in many cultures, as an issue related to sex and sexuality, FGM/C is shrouded in a
culture of silence and is rarely discussed. This theme was reported by 37 studies. Women reported a lack
of open discussion about FGM/C and related health matters within their own communities.57.160.174.179,180.183,204

At the same time, owing to prevailing cultural taboos and uncertainty about how professionals would
react, women reported feeling highly embarrassed and hesitant about mentioning FGM/C to their health
providers and often would not mention it at all, even when they had questions or anxieties.47.57.165.179,200
This finding was reported across all country contexts and with all cadres of health-care professionals,
including midwives'7418 and medical doctors.'7>'87 Some studies reported that, if available, women would
seek out providers from their own cultural backgrounds as communication was then easier.'7s Other
studies reported that women were particularly hesitant about raising the subject of FGM/C if they thought
that the provider was unfamiliar with the issue, for example GPs and providers in lower-prevalence areas
where there were no specialist services.4

Two recent studies from the UK reported that women might be hesitant to mention FGM/C for fear of
being reported to the authorities.*7:182

The silence around FGM/C was also attributed to providers failing to raise the topic. Hence, a commonly
reported finding was that, even when women appropriately accessed relevant services, for example GPs
or antenatal services,*7:%8202 and might appreciate the general care offered,73192 health-care providers
often did not ask about FGM/C, even when the consultations were for pregnancy-related check-ups.
The consequence was that FGM/C was sometimes not identified or discussed until women presented in
the labour room, so opportunities for care planning or birth planning were missed.'74

Interestingly, many studies suggested that women strongly preferred health providers to initiate FGM/C-related
conversations and found it acceptable to be asked, as long as it was done in a sensitive manner. In addition,
as hinted at by the quotation above, some studies reported that women found communication to be easier
when supported by a knowledgeable community advocate or confident peer.174175.180.183.19 Qther studies
emphasised that open communication was predicated on being able to develop a trusting relationship with
the health professional, which, in turn, required time and continuity of care.56.168,169,202

The majority of studies reported this finding in relation to the uptake of maternity care, but several
also mentioned women being reluctant to seek out smear tests because they felt unable to discuss their
FGM/C.180,18W,206
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Theme 1.3: cultural (in)sensitivity

This theme was reported by 34 studies. In many studies, women described experiencing comments and
guestions from health providers that were perceived as clumsy, insensitive or intrusive. As a result, women
reported feeling ashamed, scared or stigmatised. Such encounters inhibited women from talking about
their FGM/C and, in some cases, led to them avoiding examinations or health-care services:'70.176

The doctor was not comfortable with me. He asked if | enjoy violent sex with my husband. | don’t feel
comfortable to talk about sex even with females — yet here is @ male doctor examining my genitals
and making mean comments.

USAT!

By contrast, culturally sensitive communication was greatly appreciated and enabled women to openly
discuss their FGM/C and related questions.182.193.202

Analytical theme 2: access to care - influenced by an interaction of multilevel
community and health service processes

The review found that access to care related to FGM/C was influenced by an interaction of factors
operating at individual and community levels as well as at health system and service levels. For example,

at individual and community levels, studies showed that care-seeking was influenced by cultural norms
around health and sexuality, collective approaches to decision-making and the knowledge and information
that individuals and communities had about FGM/C and health service availability. These factors influenced
whether or not a woman would seek care, at what stage of her life and where. However, the studies also
showed that care-seeking choices were shaped by the types of services available and that outcomes were
influenced by the extent to which the health system, health services and health practitioners were ready
and able to provide the range of support that women may need at different points in their lives. Hence,
the review showed that there were challenges within communities in terms of seeking care and finding the
right services. However, even when services were appropriately accessed, care was sometimes haphazard
and suboptimal owing to variable levels of staff expertise and inconsistent and unclear referral pathways,
policies and procedures. This analytical theme was derived from four descriptive themes, which are
outlined in turn in the following sections.

Theme 2.1: influence of cultural norms

The studies showed that cultural norms around health and sexuality strongly influenced women's views
towards, and access of, health services. Thirty-five studies contributed to this theme. Particular dimensions
of this are directly relevant in relation to FGM/C. For example, many migrant groups represented in the
papers came from low-income countries with fragile health systems, where care has to be paid for by
individuals. Women noted that, consequently, common ‘Western’ forms of care-seeking, such as
preventative care-seeking (e.g. cervical cancer screening) or going for check-ups and tests, were unfamiliar
and were sometimes viewed as unnecessary. For such communities, health care was more likely to be
sought only when acutely symptomatic or at key life stages such as pregnancy. Likewise, extensive
planning, discussions and tests during antenatal care (e.g. for birth planning or to consider options around
deinfibulation) were not always expected and were not seen as the norm:

What would my friends in Somalia say if | went a long way to hospital for a check-up, knowing that
everything was OK with the pregnancy? — Somalian women do not always want to go to the doctor
... if something goes wrong we will feel it.

Sweden'#*

Furthermore, cultural norms around sexuality had a strong influence on the timing of care-seeking.

In many studies, women reported that strong cultural imperatives valuing premarital chastity and virginity
meant that they would avoid procedures requiring gynaecological examinations [e.g. Pap (Papanicolaou)
smear testing?8.162.195.206] - and, especially for those with type Il FGM/C, the general norm was to avoid
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seeking deinfibulation prior to marriage and pregnancy owing to the cultural pressure to maintain chastity,
prove their virginity and to remain ‘closed’ for their husbands.61.165.166,195,199,202

This norm was so strong that some studies reported younger women wishing that they could undergo
deinfibulation, experiencing unpleasant symptoms and being aware of services but feeling unable to resist
community pressure.179.199.205 Some exceptions to this norm were reported, but mainly in the context of
needing help for particularly difficult or painful symptoms.202

Cultural and religious norms also led to a very strong reported preference for female health providers.
Many studies reported that women would feel comfortable talking to, or being examined by,

only a female health provider and might avoid care altogether if the provider was known to be
male.57.58.161,162,168,175,177,180,185,188,190,195,198,202,206-208

Care-seeking in relation to mental health issues associated with FGM/C was infrequently reported and a
few studies suggested that this may also be linked to cultural norms in which mental health is still often
viewed as a stigmatised issue and, like FGM/C itself, is seen as hard to talk about.58165.178179.198

Theme 2.2: influence of the family

Nineteen studies reported that access to care in terms of health-care decision-making, especially among
Somali women, was strongly influenced by the views and advice of the wider family and peer group.

In the maternity context, this had an impact on the decision-making around uptake of antenatal care
and caesarean sections.”8175.179,195.198,202209 The family also influenced decision-making around FGM/C
specifically; for example, as mentioned in Theme 2.1: influence of cultural norms, women considering
premarital deinfibulation reported that they might avoid informing their direct family members as they
were aware that they would otherwise come under strong pressure to change their mind owing to fears
over their future marital prospects.'83.205

For married women with type Ill FGM/C, studies indicated that the views of husbands were of paramount
importance and that women generally felt that they needed their husband’s permission to undergo
deinfibulation (outside the context of childbirth):

... my friend she wants to do that [deinfibulation] but her husband doesn’t let her . . . | told her,
this is good for you — go and do. She said OK but her husband said no . .. Maybe if she did this
[deinfibulation], it would have been a big problem in the family.

Theme 2.3: knowledge and information about female genital mutilation/cutting services
Accessing care was also linked to women's knowledge and information about FGM/C. Thirty-four studies
contributed to this theme. Many studies reported that women felt that they lacked knowledge and
information about FGM/C itself and about the availability of specialist service provision. In some studies,
women expressed a desire to be informed in more depth about what care options might be available and
noted that the main emphasis within services appeared to be on pregnancy issues in general rather than
management of FGM/C specifically:162165.19

They need to have someone that talks to you before and while you have a baby. | would have wanted
someone to help me and tell me what was going to happen but | never got that . .. You know
someone who is specially trained . . . who understands FGM [female genital mutilation].

In some studies, women expressed a desire for more information. Some suggested that leaflets should be
available providing this detail,*® but others noted that some groups of women would prefer information
to be provided face to face or via community-based education approaches rather than through leaflets,
which could be hard to understand, especially if there were language barriers.>9.167.169
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Regarding knowledge of services, some women reported being aware of mainstream services such as GPs
and maternity services, but were much less aware of specialist services related to FGM/C.58

In one study from the UK, this seemed to be particularly likely if women lived in low-prevalence areas.#’
Women were also less likely to know about the existence of non-maternity-related FGM/C specialist
services (e.g. counselling or group support).58179.181

Theme 2.4: 'hit and miss’ care

This theme, reported in 38 studies, relates to a common finding across countries and time periods that
women had problems with receiving appropriate care in relation to management of their FGM/C. As in
Theme 2.3: knowledge and information about FGM/C services, in some cases this could be attributed to lack
of availability of specialist services but also to providers or the ‘system’ being unprepared. Hence, obtaining
the right care appeared to be ‘hit and miss’, dependent (somewhat by chance) on finding a particular service
or a particular care provider rather than care provision being offered or available consistently across care
contexts. 68

Many studies cited situations in which opportunities to identify FGM/C during a consultation were missed,
which was attributed to providers lacking awareness of FGM/C (and associated specialist services) and
hence failing to ask the right questions, undertake an examination or make timely referrals.58

Maternity services were more likely to have knowledgeable providers and responsive systems, but even

here women reported situations in which they felt that their FGM/C had been mismanaged owing to

a lack of awareness and a lack of appropriate referrals.58173.180.183 The most common issue was failure to
have been asked about FGM/C, meaning that it was not included in birth planning discussions and was
identified only once labour had started:

She said that her friend was FGM and she had heard that she can get it open before delivery, but

unfortunately her midwife didn‘t know about the clinic . .. My friend stopped searching and . . . the

labour was so difficult . . . they didn’t have time to open her first so she [tore] under the delivery.
England’

Two studies®8203 noted how continuity of care was a good way of ensuring that adequate relationships
and, hence, care plans could be developed:

Participants experienced frustration over a lack of continuity of care . .. This meant explaining
themselves to each new person they encountered, which was described as . .. ‘very hard and
challenging.” Conversely, when participants accessed a service with good continuity of care, they
would recommend it to their friends.

Australia?

Women were also more likely to express satisfaction when they had received care from specialist
services. 81202

Analytical theme 3: cultural and bodily dissonance - striving for cultural and bodily
integrity

The review found that FGM/C and its clinical management involves experiences of cultural and bodily
dissonance and striving for cultural and bodily integrity. This analytical theme refers to changes in and
challenges to women’s sense of cultural and bodily identity and integrity as a result of their experiences
associated with FGM/C in the destination country, and particularly through their encounters with the
health-care system (manifested during experiences of clinical examinations, childbirth, deinfibulation and
reinfibulation). The theme also describes women'’s responses to experiences of dissonance, in which their
decision-making and actions can be understood as a desire to maintain a sense of cultural and bodily
integrity. This theme highlights differences in and changes to cultural meanings and values related to FGM/C
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and how these differences and changes influence the way that women and health professionals define
health issues, make decisions around FGM/C care and experience that care. When mutual interpersonal
cultural understanding is not achieved, women may experience suboptimal care and may distrust the health
system and their health providers. If women feel understood, they feel safe and reassured, resulting in a
sense of bodily and emotional integrity. This theme comprises four descriptive themes.

Theme 3.1: moving from normal to different

This theme was reported in many studies (n = 40). Some women described becoming aware of FGM/C as
something that is ‘different’ only once they moved to another culture. At this point, some started to become
aware of the suffering and symptoms that their FGM/C may have caused them. They started to question
and resist aspects of their culture that they had previously taken for granted and to feel uncomfortable with
their own bodies and sexual identity.68

However women also reported feeling shame and anger at being labelled as ‘different’ and ‘'mutilated’
by the dominant discourse in the destination country and by health professionals. They felt that their
culture was misunderstood.63.170.183.185,193

This experience of dissonance made some women feel reluctant to mention FGM/C to health providers
or caused them to feel extremely uncomfortable during health-care consultations, thereby limiting the
opportunity to discuss the issues more openly and to achieve greater mutual understanding.78168.18

Theme 3.2: threat to the self — reliving female genital mutilation/cutting pain during
clinical interventions

Potential challenges to cultural or bodily integrity were manifested at key points in women's health-care
experiences and were explored in 28 studies. For some women, childbirth, episiotomies, caesarean sections
and procedures involving vaginal examinations (such as smear tests) could evoke traumatic flash backs of
the original FGM/(C:59.208

You always remember it. They decide to cut me, and when she went to do it she didn’t explain to me
and I panic. | nearly kick her. Two of the nurses held me down. That was it ... | was a little girl again
being held down.

In addition, some women reported being extremely fearful of undergoing medical procedures (tending to
avoid these where possible) and reported these as causing severe pain, bodily reactions (such as shaking)
and emotional trauma.!77.184.189,193.1% These reactions were not always consciously linked to FGM/C and in
some studies it was clear that neither the women nor the provider understood why the women might be
reacting with such fear and apprehension, making it easy for women to be labelled as ‘difficult’, when
they actually needed care and support:'9.210

| was so scared of childbirth | kept fainting and the doctor got cross with me . .. and said | was doing
it on purpose, but that wasn't true . .. | had to pretend it wasn‘t me there as the pain was too bad as
they had to cut me up again.

Furthermore, many women came from societies in which childbirth is a dangerous life event, and this social
context added to other fears. Linked to this, a key area of dissonance and distress was around caesarean
section, with many studies (primarily with Somali women) reporting women expressing particular fears

of having to undergo a caesarean section, linked variously to a strong cultural preference for ‘natural’
childbirth as a mark of successful womanhood, a fear of being cut again and a fear of death.78.194.202,203.211
When put together with communication barriers, childbirth decisions regarding caesarean sections were
often mistrusted by women, described as a punishment, or as a Western way of birth control, to get the
women to conform to having fewer children.56.78.187 Many studies reported women feeling that health-care
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professionals preferred carrying out caesarean sections if their patient had undergone FGM/C because of a
lack of medical knowledge of vaginal delivery in circumcised women.58162.178 Mistrust ensued when women
felt that they were not listened to in their preference for, or given an opportunity to try to have, a vaginal
birth and there was a view that health professionals did not treat women fairly in overprescribing of
caesarean births when there was often no medical indication for it. In one study, women reported avoiding
attending the hospital until the last minute as a way of avoiding medical interventions.2'!

Theme 3.3: being opened — complexities of deinfibulation for women with type IlI
female genital mutilation/cutting

The experience of dissonance and quest for integrity was also seen in views and experiences around
deinfibulation and was reported on by 28 studies. As noted in Theme 2.1: influence of cultural norms, for
cultural reasons, ‘being opened’ medically was seen as necessary primarily after marriage and primarily in
the context of pregnancy and childbirth rather than at an earlier stage of a woman's life.159.160 There were
no studies that explicitly or exclusively focused on the views or experiences of unmarried women, but some
studies reported examples of unmarried women for whom the need to maintain cultural and bodily integrity
outweighed the experience of physical pain or discomfort, even when women knew about the option to
seek surgical deinfibulation. 65179199 There were few reported exceptions to this rule, although one study
suggested that, for some women, finding out about the option for surgical deinfibulation was empowering
and deinfibulation was subsequently seen as a way of asserting control over their bodies and lives.'83

Most studies reported that women preferred to be ‘opened’ during labour to avoid the pain and trauma
of being cut twice.78161.177.199.202.205 However, some studies suggested that this view could change towards
the medically preferred advice of antepartum deinfibulation if there were opportunities for women to
have appropriate discussions conducted in a sensitive way in the context of a trusting relationship with a
health-care provider.'8.18

However, given that FGM/C is often not discussed during health-care consultations, women'’s current
reported preferences around deinfibulation timing may also reflect the fact that they may not be receiving
the right information at the right time, and thus may not be in a good position to make informed
decisions on this matter.165.170.181,183

Theme 3.4: being changed — complexities around reinfibulation

A consistent finding across the studies within this theme (n = 19) was that ‘being opened’ could involve
significant emotional, physical, social and relational adjustments as women'’s bodies were changed. For
some women, deinfibulation was firmly welcomed, although still required a period of ‘getting used to’ a
different way of looking and feeling.168.295 For other women (especially women from Sudan where it is a
cultural norm in some regions to be closed again after childbirth), there was ambivalence about these
changes and some women requested to be ‘closed again’ to varying degrees. 6> 168.175,183,188,199,200,205

In most OECD countries, reinfibulation is illegal, and some studies reported women feeling very upset
when their requests were denied by health professionals, experiencing this as a denial of their agency and
integrity:170.197

I became a victim in Sudan already when | was 4 years old, | had no choice. Now I have to become a
victim again after delivery, when the midwives refuse to resuture me. | just ask for a few stitches, not
to have an open wound.

Consequently, some women reported seeking medical deinfibulation during holidays in their home
countries.'8! One study in Australia'®® reported that women were sometimes unclear about the meaning of
reinfibulation vis a vis suturing following episiotomy, with some women unsure about whether or not
surgical repair constituted reinfibulation.
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Analytical theme 4: disempowering care encounters

In many situations, the care received by women in relation to their FGM/C was experienced as fundamentally
disempowering. Women described experiencing negative attitudes or behaviours from health professionals
and poorly managed clinical interventions in which they felt that they were not respected or listened to.
Many studies reported examples of care encounters that left women feeling retraumatised, voiceless,
without power to question interventions and vulnerable in the hands of an unprepared system. Such
experiences caused women to feel unsafe and disempowered. There were many examples where women
felt that care had gone wrong or where experiences had been poor, and women felt that these situations
could have been avoided with better communication, cross-cultural understanding and sensitivity. Some
women actively resisted being stereotyped or controlled and tried to assert their autonomy within a care
encounter, strategies that were sometimes perceived by professionals as ‘being difficult’ and that then
compounded an already-challenging situation. Some women responded by avoiding health services where
possible, and/or lost trust in their providers or sought out "known’ providers recommended through peer
networks. This analytical theme comprises four descriptive themes that cut across all countries, time periods,
population groups and care contexts.

Theme 4.1: feeling exposed and humiliated

Across many studies (n = 40), women reported that the reactions of health-care professionals to their
FGM/C had left them feeling ashamed, objectified, humiliated and exposed. This was primarily the case
with health-care professionals who were unfamiliar with FGM/C and who were encountering it for the first
time. In these situations, women reported that health-care professionals often reacted with extreme shock
when they saw that a woman had been cut. Some tried to hide their shock and avoided mentioning
anything at all, making the encounter feel uncomfortable. Others openly expressed horror or disgust or
reacted insensitively by asking intrusive or inappropriate questions. In many cases, colleagues were called
in to be consulted or to ‘have a look’ (sometimes without consent'8.19"), causing women to feel that their
privacy had been violated and that they had been put on display. Such experiences left women feeling
angry or very distressed.” Indeed, in one study in France, a participant likened her experience to being
re-violated:

| was installed with my legs spread apart — they all came to see . .. | didn’t see any reason why they
came . .. except for the fact that | was excised. All those people . . . entered into my intimacy without
my authorization . . . didn’t ask . .. | felt that it was an aggression.

France’®3

In some cases, these experiences left women wanting to avoid further contact with services and/or feeling
unable to discuss their care any further as it was clear that the provider had limited knowledge about
FGM/C."76 Several studies made the point that negative experiences of a particular service or provider
would then be discussed within peer and community networks, and hence could have an impact beyond

the individual woman, potentially affecting the way others in the community might engage with
Care'78,160,170,174,192,196,208

Theme 4.2: feeling judged and stereotyped

Many studies (n = 36) reported that women often felt judged and discriminated against by care providers.
Women reported feeling that health professionals made negative assumptions about them and provided
suboptimal care based on racial, religious or other stereotypes and misconceptions about their culture in
general as well as about FGM/C specifically. Such experiences caused distress, anger and avoidance of that
particular health professional or service.

The studies reported experiences of stereotyping on assumed characteristics related to race, ethnicity,
religion or socioeconomic status (i.e. these were experiences that may be common to migrant women in
general, not just related to FGM/C).52.180.183 For example, women reported health professionals making
assumptions or disparaging remarks about them having too many babies, lacking language ability, being
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poor or being uneducated.'€-170.173.174 These encounters left women feeling judged and treated as if they
lacked personal agency, sometimes causing them avoid health services:

The women described how the attitudes of the caregivers made them reluctant to return to the regular
antenatal controls at the health centers. Women stated that they preferred to stay at home, even if they
knew that they had health problems during pregnancy, to avoid alleged insults from the midwives.

With regard to FGM/C, women felt that health professionals often appeared to look down on their culture
as 'barbaric’ 57.58.78.159.197.204 At the same time, they expressed annoyance at being treated over-simplistically
as 'victims' and, hence, objectified.64.196.204.208

Theme 4.3: lack of choice, power and control

In this theme, reported by 32 studies, women reported experiences in which they felt that they had lacked
choice or control within the health-care encounter, especially in the maternity setting and around key
interventions such as caesarean sections or episiotomies. Lack of control was experienced in terms of
feeling excluded from health-care decision-making, not being informed, not being listened to, feeling at
the mercy of ‘the system’ and feeling unable to express their needs. These experiences were exacerbated
when women were treated by inexperienced providers, when there were language barriers and for women
still new to a country and unfamiliar with the health system:

Participants experienced an overwhelming sense of fear, loneliness, and ‘not knowing’ during their
birth experience, as often they had no prior contact with the Australian health system ... All
participants felt that what was happening in the hospital environment was not adequately explained.

Such experiences could be highly traumatising, and women'’s attempts to assert control were sometimes
construed by health professionals as being ‘difficult’;78.170.187,191,196,198

They decide to cut me, and when she went to do it, she didn’t explain . .. and | panic. | nearly kick her.
Two of the nurses held me down. That was it . . . | was a little girl again being held down . . . It was like
a bad dream and | couldn’t wake up.

In labour, women described that FGM/C was often not discussed at all or that they were not consulted
about interventions such as deinfibulation or caesarean section. This led to suspicion and fear and was
particularly reported in studies conducted with the Somali community:

I can’t say that the birth went well. The midwife said that | couldn’t give birth without being cut . . .
otherwise the baby won't come without a caesarean section or | can lose the baby. Nobody asked me
what | thought. | was there . .. without pain relief, nothing.

Theme 4.4: feeling unsafe and vulnerable

Many studies (n = 46) reported care encounters where women ended up feeling unsafe and vulnerable,
primarily when they were treated by providers who they perceived to be inexperienced in dealing with FGM/C,
and, as above, when they faced language barriers or were unable to express their own preferences. Such
encounters often led to the perception of poor-quality care or poor clinical outcomes. The following example
(from England) describes the experience of a woman in labour (approaching delivery) who was infibulated:

... the midwife and junior medical staff . . . appeared confused and undecided as to how to manage her

infibulation. The woman tried to communicate that she needed an anterior episiotomy, but was unable
to do so, owing to her lack of English and, she felt, their lack of effort . . . in trying to understand her.
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This woman was eventually given a mediolateral (downwards) episiotomy, which she felt was not sufficient,
and, as the baby emerged, she developed a large perineal tear.

Women expected health providers to be knowledgeable, competent and confident in managing their
FGM/C. Many women reported times when this did not seem to be the case. The consequences ranged
from providers failing to recognise, identify or discuss FGM/C'74 to situations in which they felt that their
care had been adversely affected as a direct result of poor provider skills (e.g. having unnecessary
caesarean sections or extensive perineal tearing).8165167.170,173,174,186,200,202.204,207 \Alomen endured such
situations feeling unsafe and highly vulnerable, often describing painful and traumatic experiences.¢®

Feelings of vulnerability were heightened for women who lacked social support.57:189.193.202 |n contrast,
women reported feeling safe and highly reassured when they encountered providers who appeared to be
knowledgeable or experienced:°6:58168.169,174,182,183,196,200

| was lucky when | met a midwife in Sweden who knew about circumcised women. This was a great
help to make me feel secure because it was my first time to be pregnant and to live far from my
parents and family.

Sweden?90

Analytical theme 5: positive care encounters

As seen in previous sections, the review has revealed many reports of poor care and difficult experiences in
relation to FGM/C. However, many studies reported a mixture of experiences, including both good and
poor care. High-quality care was conceptualised by women as care that is safe, respectful, culturally
sensitive and compassionate. The essential process underpinning the experience of ‘good’ care was having
a sense of trust, both in the individual provider and in the ‘system’ as a whole. Trust was essential for,

and developed from, positive care experiences. Positive experiences were associated with the development
of a good relationship with health professionals who were perceived to be knowledgeable and culturally
sensitive, facilitating open communication and a sense of being in safe hands. Trust in the ‘system’ was
linked to women'’s appreciation of the availability and accessibility of services (compared with those in
their home countries) but particularly when services were perceived to be prepared to be responsive to
community needs (e.g. provision of appropriate interpretation services) and to manage issues relating to
FGM/C (e.g. by having specialist services or specialist providers). This analytical theme has two constitutive
descriptive themes. The first describes women's actual experiences of ‘good’ care. The second sets out
women'’s views on what good care should look like, and includes their recommendations and suggestions.

Theme 5.1: trusting and appreciating providers and the system

Women’s accounts, reported in 34 studies, identified many instances of good care and of being satisfied
with their care, as well as highlighting an appreciation of services that may not have been available in their
own countries. With respect to maternity services in particular, there were many narratives of satisfaction

with a warm welcoming environment, kind caring staff (especially midwives) and responsiveness to
|anguage barriers-SS,W65,168,169,181,182,192,194,196,202,209,211

On an interpersonal level, women’s narratives highlighted two key elements that underpinned women’s
positive care experiences. The first was feeling that they were in safe hands and in the care of an

experienced provider. Trust was greatly enhanced if women felt that providers were knowledgeable about
FG M/C:56—58,168—170,172,174,177,182,196,200,202

My first meeting with a midwife was very good because | was lucky to meet a midwife who knew
about circumcision from her previous work in Africa. Thanks to God, she had experience so it
went well.

Sweden?90
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The second element was the experience of respectful and sensitive care, which was essential to enable
the development of a trusting relationship. Women greatly appreciated being treated with respect and
compassion, being given choices and experiencing open and culturally sensitive communication:

The midwives can talk about it during the pregnancy. You need to talk to the woman, ask her
opinion, explain the bad parts to her so that she won’t do it to her daughter. During the labour, they
spoke to me about my circumcision and | was happy . . .

We have a tendency to hide the situation. But if you talk about it, you need to be gentle: ‘Madam,
| see something isn’t normal, have you been circumcised?’ There. And then, you touch on the subject.
You can talk about it.

Once women had established a trusting relationship with a health provider, they were more likely to
engage in conversations about their care (e.g. birth planning) and, in some cases, were more likely to
follow current medical guidelines, for example on issues such as deinfibulation timing.5? Some studies
explicitly linked the ability to form good relationships to services that enabled continuity of care:56:202

The women receiving caseload care and those who received more continuity of care from
hospital-based midwives spoke of the effort made by midwives to overcome the language barrier.
‘They listened well and took time in trying to explain things’.

Participants in some studies (in the UK in particular) felt that service provision around FGM/C in general
seemed to have improved in recent years, and that new models of care with higher levels of provider
training and clear referral pathways were providing better care and achieving greater engagement with the
affected communities.57.58.168.169.202

Theme 5.2: voicing health-care needs and preferences

This theme presents women'’s views, reported in 45 studies, on key elements of good-quality care and
appropriate service provision. Women'’s recommendations fell into two main domains: interpersonal
provider characteristics and service organisation issues.

In terms of providers, women identified the following characteristics and behaviours that, from their
perspectlve Would Constl‘tute hlgh_qua“ty Care:57,165,166,170,174,175,1777179,1817183,187,188,1907193,1967199,203

being culturally sensitive

being respectful

taking the initiative to raise the topic of FGM/C

listening and acknowledging women’s needs and preferences

providing women with detailed information and knowledge, especially around birth choices and options
for deinfibulation timing

knowing about available services and signposting women to these

encouraging women to ask questions.

In terms of service organisation, women identified the following strategies and approaches that would
constitute a high—quality service:47.57,162,165,168,169,175,179,182-184,188-191,196,201,204

providing appropriate adequately trained interpreters and/or community-liaison workers or advocates
providing specialist services, including services that address mental health and psychosexual issues
have staff who are knowledgeable and skilled

provide staff with education and training to develop both cultural and clinical competencies around FGM/C
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ensure that female health workers are available

involve communities in awareness raising, service development and delivery

provide information and awareness raising through a variety of channels, including leaflets, face-to-face
discussions, community activities and community health workers.

Summary, reflections and conceptual model of analytical themes

The overall aim of review 1 was to explore the experiences of FGM/C-related health care across the life
course for women and girls who have undergone FGM/C. The review findings provide an important
account of these experiences through five analytical constructs.

With respect to factors that influence care-seeking, the review shows that access to care is influenced by
multiple interlinked factors operating at different levels. Once a woman accesses care, the findings show
that care experiences can be both positive and highly negative. Care experiences are affected by the way
in which women are treated by health professionals and the nature of the relationship that is achieved
with them, and by whether women feel safe or unsafe/vulnerable in relation to provider competence and
preparedness of the system to deal with FGM/C. The review shows that both care-seeking and care
experiences are strongly affected by two key phenomena, each of which is, in turn, shaped by cultural
norms, processes of cultural change and cultural understanding. The first of these is communication, both
within communities and between patients and providers. The reviews show how FGM/C is characterised
by silence and secrecy. The second is the experience of cultural and/or bodily dissonance and of seeking
cultural and bodily integrity that may arise when women encounter health-care situations in Westernised
settings. Here, experiences around FGM/C are characterised by stigma, shame and stereotyping. The
inter-relationships between women'’s experiences and these explanatory phenomena are depicted in a
conceptual model (Figure 3). The conceptual model has grouped the analytical constructs relating to
disempowering and positive care experiences together under a single heading: ‘care experiences’. Indeed,
in some ways, one analytical construct (positive) is the converse of the other (disesmpowering). However,
in the thematic synthesis (see Review 1 themes), we chose to disaggregate these two constructs and

to represent them separately. This was a deliberate decision as we felt it was extremely important for
women's disempowering experiences to be made visible and to be analysed and understood in some detail.

Cultural and bodily
dissonance: seeking

cultural and bodily Perception of safety
integrity and provider
competence
Access to care
Care
Influenced by Care-seeking experiences
individual-level, and care disempowering Quality and nature of
community-level, experiences and positive relationship with
cultural and health-care providers
service-level
factors

Communication

Provider attitudes and

Within communities .
behaviour

and between patients
and providers

FIGURE 3 Review 1 conceptual model of analytical themes. Reproduced from Evans et al.’*® This is an Open Access
article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) license, which
permits others to distribute, remix, adapt and build upon this work, for commercial use, provided the original work
is properly cited. See: http://creativecommons.org/licenses/by/4.0/.
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Only in this way can appropriate corrective action be taken. Merging negative and positive experiences
together would have limited our ability to do this.

The CERQual assessment

Appendix 9 provides a detailed summary of findings table, with a CERQual assessment of confidence for each
of the above individual descriptive review findings.' Ten review findings (descriptive themes) have been
graded as ‘high confidence’ and seven review findings (descriptive themes) have been graded as ‘moderate
confidence’. The main cause for downgrading a review finding was concerns related to methodological
limitations; however, these were often offset by the number of studies contributing to a review finding and the
consistency with which a finding was reported across varied contexts, settings and cultural groups.

Discussion of review 1

There has been much research documenting the challenges faced by migrant populations in accessing
health care in a new country, especially in a maternity care setting (including language barriers, lack of
familiarity with the health system, cultural beliefs and health-seeking strategies that may be very different
from Western biomedicine, and challenges in forming good relationships with providers).89.93-95142212 Thjs
review has highlighted all of these issues, but has shown that, when obtaining care for FGM/C-related
issues, all of these challenges are exacerbated. Silence, secrecy, stigma and lack of familiarity with FGM/C
within the system combine and act as obstacles to identifying FGM/C or to providing women with
appropriate care. However, the review has also shown that, in some circumstances, women and providers
can overcome these obstacles. Key to this are knowledge of services, community engagement, the
availability of specialist services, addressing language barriers and providing care that is person centred,
culturally sensitive and respectful.®

The findings from this review are discussed further in Chapter 6, in an integrated discussion section,
following a final synthesis in which reviews 1 and 2 are considered together.

Limitations and evidence gaps in review 1

This was an extremely comprehensive review. Nonetheless, there were some limitations. First, the review
highlighted several gaps in the evidence base around FGM/C. There were very few studies that focused
specifically on mental health needs, hence the findings related to this area lack depth, and the issue would
benefit from further research. Decision-making around deinfibulation is another area that would benefit
from more specific research [in the UK, a National Institute for Health Research (NIHR) Health Technology
Assessment (HTA)-funded study (project number 16/78/04) is currently investigating this issue, and will also
explore men’s views and influence on decision-making]. There were no studies that focused specifically on
girls and on their experiences. The literature search did not find any in-depth evaluations of interventions
or services. This means that development of models of ‘good care’ still needs to be inferred and innovated
rather than being based on sound evidence. Second, the review also reflects the methodological limitations
of its included studies. Many papers displayed a homogenising tendency in terms of the affected
communities as well as FGM/C types. For example, in papers that had mixed community samples, there
was little attempt to explore cultural differences in relation to FGM/C. Likewise, it was not always clear
which type of FGM/C was being studied. In research with Somali or Sudanese communities, the
assumption can reasonably be made that their focus was FGM/C type Ill. However, in studies with mixed
samples, there was very little differentiation on the basis of FGM/C type. As a result, there is limited
specific knowledge on the needs or experiences of women with type |, Il or IV FGM/C.
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Relevance to the UK context

The results of review 1 are derived from studies across many OECD countries. However, of the 57 papers
included in review 1, 18 (31.5%) were conducted in the UK. Of these 18, 11 were conducted in the

last decade (since 2011) and nine were published within the last 5 years (2013—18).47.174,180-182,196.202,204.205
Of these nine, one was a MSc (master of science) thesis,'”4 four were research reports#.18-182 and four
were peer-reviewed journal papers.196202204.205 A sybgroup analysis exploring their findings and examining
the theme matrix was undertaken of UK studies in general, and particularly of the nine published in the
last 5 years. This found that the UK-based studies, including the more recent ones, contributed findings
across all of the major themes reported in review 1. Hence, we feel that it is reasonable to conclude that
the review 1 findings are generally applicable to the UK context.
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Chapter 4 Review 2 results

Characteristics of studies in review 2

As described in Chapter 2, 30 papers met the inclusion criteria for review 2. Two studies were reported in
multiple publications,>6213-21> hence review 2 includes 28 distinct studies reported in 30 publications. One
of the duplicate studies comprised a research report?'* and an associated peer-reviewed journal article.5¢
The report was included in addition to the journal article, as it contained relevant findings that had not
been reported in the published paper. The other duplicate study reported different aspects of study
findings in two different journal articles.2'4.215

Of the 28 distinct studies, 19 were unique to review 2 and nine were also included in review 1 (as their
samples included patients as well as health professionals).5678161.163-165.167-169 Tyyenty-four of the 30 papers were
published in the English language, five were published in Swedish?'6-220 and one was published in Spanish.22!

See Appendix 10 for a detailed summary of study characteristics.

Type of publications
Half of the included papers were peer-reviewed journal articles (n = 15).56.76.79.80,163,167.210214215.221-226 |n gddition,
the review included 11 master’s and PhD theses?8161.165216-220227-229 gnd four research reports, 164168169213

Date range of studies

The studies represented a mixture of older and more-recent research, with publication dates ranging from
1997 to 2017. However, two-thirds of the papers (n = 20) had been published since 2011, hence the
majority of the papers reflected a more contemporary context.

Geographical setting of studies

The studies represented a wide range of OECD countries, covering nine countries in Europe, North
America and Australasia. Specifically, review 2 included studies from Australia,’6.168.169.214.215 Germany, 164
NeW ZealandIWBS Norway’167,210,224 Spain'221 Sweden’79,80,216—220,223,226 SWitzerland’161 the UK56,163,213,222,228 and
the USA. 78225227229 Syveden contributed the most papers to the review (n =9), followed by the UK (n =5)
and Australia (n = 5). The other countries contributed between one and three papers each.

Sample

As per the inclusion criteria for review 2, the studies all included health professionals in their samples. Some
studies focused on a single cadre of health worker whereas others included multiple cadres. The samples
were as follows: midwives (n = 9),7680.214-216.219,221,223,226.228 heg|th visitors (n = 1),222 district nurses (n = 1),218

a mixed group of nurses (n = 1),2'7 school nurses (n = 1),22° doctors (n = 1)7° and mixed groups of health
professionals (n = 14, including doctors from a variety of specialisms, nurses and midwives).161.163-165,168,169,224,
227,22956,78,167,210.213.225 \\jthin the 14 'mixed’ sample papers, in addition to midwives, nurses and doctors,

two studies included counsellors'3224 and four studies included community health and social workers.5.168.
169,213,224 There were no studies that included students.

It is notable that only two studies included any kind of mental health professional perspective; however,
the findings were not sufficiently differentiated to explore their views as a distinct group. 63224

Focus, context and relevance of studies

The studies had varied research aims and foci. Some focused directly on professionals’ experiences of
supporting/managing women who have undergone FGM/C (e.g. Johansen2'0), whereas others were more
indirect (e.g. Lazar et al.2%5). Some studies focused on care of refugee women in general, but included
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aspects relating to FGM/C (e.g. Burchill and Pevalin?22 and Jatau2?’). Eleven papers specifically focused on
professionals’ experiences with women from countries where infibulation is commonly practised (i.e. women
who have experienced type Ill FGM/C).56.78-80.163.167.210213.223-225 However, the findings of most of the papers
reflected a sense that professionals were often conflating FGM/C in general with type Il specifically. Hence,
it is our contention that the findings in review 2 are skewed towards health-care professionals’ experiences
of, and views on, FGM/C type IIl.

There were no studies that examined health professionals’ views/experiences of cervical screening for women
who have experienced FGM/C. There were also no qualitative studies that explored views on surgical
reconstruction following FGM/C. Only one study (of school nurses) focused explicitly on professionals’ views
of supporting younger women or girls who had undergone FGM/C 220

As described in Chapter 2, in order to assist development of the initial coding framework, we categorised
each of the individual papers according to how relevant their specific focus was to the review aims.
Nineteen papers were rated as being of high relevance,?6.78-80.161.165,167-169,210.214-218,225,226.228 229 seven papers
were rated as being of medium relevance®6213.220221.223224.227 and four papers were rated as being of low
re|evance.163,164,219,222

Methodological quality of included studies

The papers were each appraised by two reviewers using the JBI-QARI'38 (see Appendix 11 for full details of
the quality appraisal of each paper).

As described in Chapter 2, a broad scoring range was used to provide a ‘rough’ sense of the overall
quality of the body of evidence. In accordance with this categorisation, 15 papers were assessed as
being of high quality,78-80.161.163,167-169,215,218,222.226227.229 12 papers were assessed as being of medium
qualitys6.76.164.165.210214,216,219-221.223.225 and three papers were assessed as being of low quality.?13:217.228

A methodological weakness in many studies was a lack of apparent philosophical standpoint (question 1
of the JBI-QARI), making it difficult to assess the congruency of the chosen methodology. Likewise, many
studies did not identify any clear methodology (simply stating that they adopted a generic ‘qualitative
approach’), making it difficult to judge the congruence of the methodology with the research question
and the methods (questions 2 and 3 on the JBI-QARI). Finally, a weakness across many studies was the
lack of discussion of reflexivity (questions 6 and 7 on the JBI-QARI). Given the sensitive nature of FGM/C
(or sexuality or migrant health care) as a topic, the failure to explore the researcher’s own theoretical
standpoint makes it hard to judge the dependability of the findings.'s> Likewise, the researcher’s own
professional background may have influenced their viewpoint (e.g. as insiders or outsiders to a profession),
their ability to build rapport with their participants or their interpretation of the findings, but this was rarely
discussed.

In addition to the JBI-QARI quality assessment, the papers were also categorised according to their
‘richness’ in terms of being ‘thick’ or ‘thin’ (i.e. their relative ability to provide explanatory insights and
plausible interpretations based on a clear account of the research process).’4-43 Twelve papers were
classified as ‘thin’s6.163.164.213-220228 and 18 papers were classified as "thick’.76.78-80,161,165,167-169,210,221-227,229 The
thicker papers tended to be studies that were informed by an anthropological theoretical approach, that
had followed a clear methodology or that had moved beyond mere description in their analysis towards a
more interpretive and analytical account of the phenomenon of interest.

As noted in Type of publications, half of the papers were unpublished research reports or master’s and
PhD theses (n = 15).78.161.164,165,168,169,213,216-220.227-229 | ack of peer review in these included papers could be
considered a potential threat to quality; however, our detailed quality appraisal made it hard to draw
any clear conclusions along these lines. For example, 12 out of the 30 papers were ranked as both “thick’
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and high quality.78-80.161.167-169.222.224,226 227,229 Qut of these 12 papers, six (50%) were PhD theses or research
reports.78.161,168,169,.227.229 Haowever, three of the 30 papers were ranked as low quality and ‘thin’ (two master’s
dissertations2'7.228 and one research report213),

Review 2 themes

The findings from the 30 papers in review 2 have been synthesised into six analytical themes, which,

in turn, represent a synthesis and interpretive analysis of 20 descriptive themes (Table 8). The analytical
themes were shaped to directly illuminate the objectives of the review, which were to explore health
professionals’ perspectives on the factors that influence appropriate service provision, communication and
quality of care for FGM/C-affected women/girls in different health-care settings.

In the following sections, we present each analytical theme as a whole, followed by a discussion of each
of their constituent descriptive themes. Owing to the large number of studies that contributed findings to
each descriptive theme, rather than ‘crowd’ the text with multiple repetitive references to these individual
studies, we have created a matrix (see Appendix 12) that shows which studies have contributed findings
to each theme. Hence, we will reference only individual studies in order to provide particular examples

of issues that are identified within the themes or to illustrate a particular nuance within a theme.

TABLE 8 Analytical and descriptive themes: review 2

1. Knowledge and training 1.1. Knowledge and awareness

1.2. Education and training

2. Communication is key 2.1. Language barriers and interpretation challenges
2.2. Talking about a sensitive issue

2.3. Women also find FGM/C hard to talk about

3. Encountering the ‘other’ in clinical practice: 3.1. Attitudes towards FGM/C — mixed emotions
negotiating cultural dissonance and achieving
cultural understanding within health-care 3.2. Cultural dissonance — control and resistance in clinical encounters

relationships
3.3. Acknowledging the role of the family

3.4. Gender of the provider

3.5. Crossing the cultural divide — strategies and elements of culturally
sensitive care

4. Identifying FGM/C 4.1. Presentation and help seeking

4.2. Practices and processes around identifying FGM/C
5. Clinical management practices: inconsistent 5.1. Deinfibulation timing
and variable
5.2. Deinfibulation practice
5.3. Reinfibulation ambivalence

5.4. Need for guidelines around deinfibulation/reinfibulation

5.5. Psychological issues

6. Optimal service development 6.1. Provider’s role in prevention
6.2. Community engagement and education

6.3. Specialist services
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For health providers, feeling confident and able to deliver appropriate FGM/C-related care is strongly
linked to having adequate knowledge and skills. The review found that providers want and need the

right knowledge and skills to provide appropriate FGM/C-related care and felt that there was a lack of
knowledge (or variable knowledge) around FGM/C. This includes knowledge of sociocultural and legal
aspects of the practice as well as clinical knowledge. A lack of knowledge could lead to missed
opportunities for discussing FGM/C, poor interpersonal care and poor clinical management, as described in
later themes. It also contributed to provider anxiety and stress when having to deal with situations in
which they did not feel confident or competent. Many studies reported a desire for more education and
training, citing a perception that there is a lack of (or insufficiently in-depth) basic pre-registration training
and continuing professional development (CPD).

Theme 1.1: knowledge and awareness

Professionals had variable knowledge around FGM/C, depending on the practitioner’s work setting, role,
exposure to FGM/C and exposure to training. This theme was reported in 25 studies. Many studies described
a lack of provider awareness around FGM/C or provider reports of having insufficient, inaccurate or partial
knowledge and skills (especially around deinfibulation), leading to misconceptions, lack of awareness, fear
and uncertainty about how to talk about FGM/C and how best to support women with FGM/C:

... midwives also described having ‘mini panic attacks’ when they saw the sticker on the women’s
notes indicating that they had FGM/C, as they felt that their practice was inadequate. Midwives also
stated that they did not have enough experience to identify FGM/C, saying it was not always ‘clear-cut’
to classify.

This finding was reported among medical as well as nursing and midwifery staff. Several studies noted
that providers may lack knowledge around differentiating the different types of FGM/C (particularly types |
and I).76.164.217 |n addition, providers had many questions (especially around cultural aspects, sex and sexuality)
that they were hesitant to ask because of concerns about appearing culturally insensitive.2'?

Providers linked being knowledgeable to being aware that FGM/C was a potential issue for a woman,
being more confident in discussing FGM/C with women, being able to understand women's cultures or
experiences better, being more confident in providing appropriate care and having greater job satisfaction.
Providers also recognised a need for specific knowledge related to clinical management, cultural meanings
and the legal context.

Theme 1.2: education and training

Professionals in 21 studies identified a perceived need for greater education and training in all aspects
associated with the management of women and girls with FGM/C, and that training would greatly enhance
provider confidence.222 Health providers identified a lack of basic (pre-service) education (or an input that
was too brief and superficial)76.78.80.165,167.168,214,216,219.221.225.227.228 gnd a need for regular CPD around FGM/C
that included in-depth information, practical skill development and access to mentorship and clinical
supervision where relevant. In the absence of training, health provider perceptions and practices were based
on personal experiences, consulting colleagues, self-study or information from the media. Some studies
emphasised a view that training must cover all aspects of FGM/C (e.g. communication, sexual and cultural
issues), as well as medical aspects so that cultural competence as well as clinical competence was improved;
this need was expressed by providers from ‘high-prevalence’ and as well as ‘low-prevalence’ settings. 69

Providers reported multiple challenges in talking about FGM/C with women but recognised that good
communication was key to providing good-quality care. Language barriers were reported as a significant
hindrance to effective communication. Use of interpreters was a common intervention but posed a number
of challenges. In addition to the language barrier, the nature of FGM/C as a taboo, sensitive and specialised
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topic, was seen to add another layer of complexity. Communication problems led both providers and women
to avoid the topic of FGM/C, thereby hindering the identification of FGM/C. Communication challenges
also led to difficulties in forming quality, trusting relationships with women and providing women with
appropriate information and choice about their care. This analytical theme has three constitutive descriptive
themes.

Theme 2.1: language barriers and interpretation challenges

This theme, reported in 20 studies, relates to language barriers that affect communication and relationship
building between professionals and patients and the challenges that providers experience when addressing
this by working through interpreters. The studies showed that language barriers were an issue that could
significantly compromise care:

They don’t know that much about their bodies at all. It takes a very long time to explain . .. in an easy
way ... And you have the same amount of time as for any well-informed Swedish patient . .. You
have to lower the bar. [Obstetricians]

Sweden’?

Language was particularly an issue with women who were still relatively recent migrants. The language
barrier affected providers' ability to elicit in-depth information from women or to provide in-depth
explanations and engage in shared decision-making. Moreover, the language barrier deterred providers
from asking questions about FGM/C at all, as it was seen to be too difficult to try and address such a
sensitive topic requiring specialist vocabulary in a short consultation:

And you see it and, what do you do? Ask them about it? When it's already too late to do anything

about it? "You don’t understand, communication is terrible enough without having to talk about FGM/C

as well’; ‘It is very difficult to address this matter given the communication issues’ [Midwives].
Switzerland??!

Use of interpreters was variable and inconsistent.56.76.79.80,161,168,169,213,218,220,225,228 229 Some providers preferred
to rely on informal interpreters who women would bring with them. However, others expressed concern
about maintaining women'’s confidentiality given that communities could be tightly knit, and about
women's abilities to open up honestly in front of known family/community members (especially if their
husband was acting as an interpreter).56.168.169.213.220.225,229 Proyiders also had concerns about the accuracy
and quality of interpretation (both with formal and informal interpreters) given the specialist nature of
FGM/C, the niche vocabulary and the sensitivity of the topic:56.168.169.213,220.229

I've actually had interpreters who don’t exactly say what we say and sort of side with the family . . .
because they think we're trying to do something that’s a problem — you have no idea what they're
saying . .. [Female OB/GYN resident]

USA?s

Providers experienced various challenges in using formal interpretation services. First, it could be difficult
to predict when women were attending, hence interpreters were not booked in advance, leading to
long waits. For these reasons, providers would often fall back on the use of informal interpreters.
Pre-booking interpreters was time-consuming or difficult to predict, hence was often not done.
Telephone interpretation was seen as particularly challenging owing to the impersonal nature of it when
trying to discuss sensitive issues.>6.76.169213 Providers noted particular difficulties when interpreters were
male, as this would make both the interpreter and the woman uncomfortable:

A midwife described feeling uncomfortable and that women were embarrassed when male
interpreters were assigned, as female interpreters were often unavailable.
Australia’®
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Time constraints were also cited as obstacles to using an interpreter, as interpretation inevitably
lengthened the consultation time, yet providers were often not given additional time. Finally, using formal
interpretation services affected the provider’s ability to establish continuity of care, as a different interpreter
might be available each time. Some studies noted that staff had not received adequate training or support
in using interpreters;56.76,168.169.213

You don’t have time with all the interpreter situations . .. So the care they receive is definitely not as
good, that's for certain . .. and you can miss an incredible amount because of that, and maybe miss
that it’s not a normal pregnancy. [Obstetricians]

Theme 2.2: talking about a sensitive issue

This theme, reported by 24 studies, refers to the sensitive and taboo nature of FGM/C owing to its
association with sex, sexuality and ‘private parts’. The nature of the topic compounded potential language
barriers and made FGM/C hard to talk about, even when a language barrier was not present.

Some health providers viewed FGM/C as a highly sensitive topic and did not want to offend or
stigmatise women or girls. They felt awkward or fearful to broach the issue and felt that women/girls
may experience questions as intrusive and that discussing such matters might jeopardise their
relationships.76:80,169.210217.218,220.221,225 Hence, in order to be culturally sensitive or non-judgemental, some
health providers would not ask about FGM/C at all, assuming that women would raise the issue if there
was a problem. This hindered communication and could lead to the topic not being discussed at all,
hence opportunities for timely interventions could be missed:

There are circumstances where a patient will ask questions and somehow open the door for me and
then | feel more comfortable, but | don’t really know how to communicate about that effectively . . .
(Nurse-Midwife)

I guess my biggest fear is coming across really judgmental. | don't want to hurt a woman'’s feelings
during an exam . .. So | feel like that’s a real deficit. (Nurse-Midwife)

Some health providers noted that every woman was different and communication strategies had to be
tailored accordingly.”6216228 Others emphasised the importance of using and being attentive to non-verbal
communication to guide them as to when and how to discuss sensitive issues.2'622¢ Some health providers
noted that communication was a process (e.g. the topic may need to be addressed several times over different
consultations) and relied on being able to develop a trusting relationships with clients — which, in turn, was
facilitated by practises such as continuity of care or by having sufficient time in consultations.36.213.218.220227
Some health providers felt that it was best to ask openly and directly about FGM/C.2'° Direct communication
was considered easier if it was seen to be part of a routine process in a consultation (e.g. a standard
guestion on an assessment form).169.220222.223.228 Experience and training were noted to improve health
provider’s confidence in addressing FGM/C;219.220.222,223

The female genital mutilation is a very difficult one . .. | have had clients with that and it’s asking the
question . . . | found that the few people that | did ask quite often had had it — when asked they were
very open about it. [Health Visitor]

Theme 2.3: women also find female genital mutilation/cutting hard to talk about

Thirteen studies reported provider’s views that women rarely proactively mentioned FGM/C in the context
of a consultation.76.78.161.165,167-169,215,217.220,223.225,229 Proyiders attributed this to cultural taboos within women’s
own societies, feeling ashamed and embarrassed or being fearful of being judged.'®’
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Analytical theme 3: encountering the ‘other’ in clinical practice — negotiating cultural
dissonance and achieving cultural understanding

The health-care encounter between professionals and FGM/C-affected women was a site where different
cultures and values met and needed to be negotiated. Cross-cultural encounters evoked emotional
reactions that affected professional behaviour and interpersonal processes, as well as requiring adjustments
to practical aspects of service provision (e.g. responding to women'’s preferences for a female provider or
interpreter). Achieving cultural understanding and mutual respect led to culturally appropriate care
provision. When this was not achieved, quality of care was compromised.

Studies showed that cultural differences were directly related to the practice of FGM/C but also indirectly to
more generic issues found when working with patients from different backgrounds and countries. It was
evident that many professionals (especially midwives) valued and endeavoured to provide culturally sensitive
care, and attempted to deliver this by adopting a non-judgemental and person-centred approach. These
professional behaviours were linked to the potential for better-quality care and a greater likelihood of
optimal clinical outcomes. However, in other cases, cultural dissonance could cause frustration on both sides
and resulted in situations in which professionals and communities struggled to exert control within the
health-care encounter and failed to communicate. The consequences could be provider stress, suboptimal
clinical outcomes and traumatic experiences for women. Achieving a good relationship between health
providers, women and communities affected by FGM/C required cross-cultural understanding, sensitivity to
cultural difference and trust. In addition, cultural preferences related to the gender of the provider were
important in enabling or hindering the development of a trusting relationship.

Theme 3.1: attitudes towards female genital mutilation/cutting — mixed emotions

This theme was reported by 17 studies, and describes provider views and attitudes around FGM/C. Many
providers expressed strong emotions around FGM/C, including shock, disgust and horror. It exemplified a
huge cultural difference, with providers describing women’s bodies after FGM/C as different, not ‘normal’
and mutilated. At the same time, providers (especially midwives and nurses) expressed great empathy and
sympathy for the women, and tried to be supportive.’6216217 \Women were often talked about as victims

of cultures that were violent, barbaric and patriarchal. Some providers mentioned a struggle to maintain
their professionalism around this topic, having to hide their feelings of horror when they first encountered
FGM/C. They also expressed anger towards the ‘other’ society and particularly towards the men in that society:

As a woman yourself, you kind of feel . .. a sorrow . .. It is difficult, because you're so angry. You get
so ... get enraged at the whole situation, at the whole culture . . . how the hell can they subject
women to that ... | become furious at men ... | try not to show it. [Midwives]

Sweden?3?

However, some studies reported views of providers who were widely travelled and who, through experience,
had developed a more nuanced and culturally relative position, in which FGM/C was seen as a practice that
is different, but that needed to be understood in its own context.78229

Theme 3.2: cultural dissonance — control and resistance in clinical encounters

This theme, reported in 20 studies, refers to cultural differences between health providers and patients,
and to cultural assumptions and stereotypes that may exist and that may affect care by undermining trust
and communication. In many of the papers, providers seemed to be referring to their experiences with
Somali patients in particular.

In some studies, providers reflected that they, as health professionals, sometimes held stereotyped views,
particularly of Somali FGM/C-affected women, which may affect their care (e.g. assumptions that Somali
women were ‘tough’ and did not require or want pain relief during labour), hence failing to see women
as individuals, especially when there was a language barrier.56.78-80.219.220,225-227,229
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Conversely, there was a widespread sense that Somali patients in particular did not trust the Western
health-care system and held fears and assumptions about what may happen to them:

| think they come in with some preconceived notions as well — that we're forcing health care on them
(Female nurse practitioner) . . .

The bigger problem is the belief in the community that we're somehow not acting in their best
interest . .. it’s mistrust. | think they think we're trying to hurt them. | don’t know why. | wish it
wasn’t there. (Male OB/GYN)

The studies indicated that key areas of cultural difference manifested in differences in views around pain
behaviour, caesarean sections, episiotomies/deinfibulation, vaginal examinations (e.g. pap smears)??’ and
other clinical interventions. The caesarean section was a particular matter of contestation and resistance,
with providers across multiple studies reporting women'’s and families’ resistance to this procedure even
when medically indicated.56.78.79.210219.225-227.229 Proyiders felt that this was due to religious reasons,
‘ignorance’ or cultural preferences for natural childbirth, but also owing to fears that providers would opt
for a caesarean section as a way of managing the FGM/C. Many studies reported examples in which
providers became perplexed and frustrated that patients did not follow their advice. Such encounters could
become highly charged, with different stakeholders (providers, women and families) all seeking to exert
control over the clinical situation.”®

The studies provided several examples of situations that were not well managed, leading to resistance,
misunderstandings, miscommunication and poor clinical outcomes (such as women being denied pain
relief, enduring traumatic births, refusing to have a caesarean section where it was indicated, or where
providers imposed a caesarean section without proper informed consent and explanation).78.167.210225,229
One in-depth anthropological study in particular (of Somali women and providers in a maternity setting in
Norway) provides many examples of the miscommunication and misunderstandings that can happen as

a result of a provider’s lack of cultural understanding and assumptions about the Somali community.2°
However, this and other studies also provide examples showing that, when care was taken to build trust
and mutual understanding, clinical situations could become easier to manage.'67.227

Theme 3.3: acknowledging the role of the family

This theme, reported by 15 studies, refers to the significant role of the family in influencing women'’s
decision-making and actions, in contrast to ‘Western’ patients for whom care decisions are more often
made on an individual basis. Providers recognised that women'’s health-care decisions and behaviours were
strongly influenced by their husbands and wider family.76.78-80.161.215218226 Thjs was, at times, experienced

as frustrating, but involvement of the family was seen as important for effective communication and
effective care:

... It'’s the influence the men have over the women [that] is very difficult for us to understand,
because again if a Somali woman is there . .. | want her opinion, | don’t want his opinion . . .

a lot of times they'll just look to the side and you have to talk to somebody else. (Female OB/GYN
resident)

However, one study from Sweden reported that providers often held assumptions about gender relations
and the role of men in influencing women’s health-care decisions, often assuming men to have a negative
influence, and reporting surprise when they encountered husband-wife relationships that appeared
supportive and caring, or where the men clearly opposed FGM/C.226
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With respect to FGM/C specifically, family involvement was seen to be particularly crucial in decision-making
in relation to deinfibulation timing7622¢ and reinfibulation:76.80.161.210

One midwife described the influence of an older woman on the decision to have a de-infibulation
prior to birth, citing that ‘their mother or aunty said no’.
Australia’

Theme 3.4: gender of the provider

This theme, reported in eight studies, relates to how the provider’'s gender influences the care of women
with FGM/C. The studies reported a strong perception that women from FGM/C-affected communities
preferred to be seen by a female health professional and that a provider’s ability to form an open and
trusting relationship with their patients was more likely if they were female.7880.161.169.215218.221.227 The gender
of the provider was said to affect women’s willingness to seek help, to talk openly to the practitioner and,
finally, to be examined (so that even if the problem had been disclosed, a patient may refuse further
examination if the practitioner was male).2'> Knowing patients’ discomfort with male providers could also
make male professionals reluctant to raise the issue of FGM/C at all.’¢' Midwives and nurses in particular
felt that being female helped them to build rapport with their patients:22!

In this matter, female midwives are best because the women completely refuse to be seen by men.
There is a complete gender-based affinity between women [Female midwife].
Spain???

Theme 3.5: crossing the cultural divide - strategies and elements of culturally

sensitive care

This theme, reported in 23 studies, refers to strategies and outlooks that were adopted by providers in
their endeavours to ‘cross cultural divides’. It was evident that many providers tried hard to be culturally
sensitive and saw this as an essential aspect of their professional identity and practice. Hence, many papers
described strategies and approaches that providers felt were important to build good relationships with
FGM/C-affected women and, thus, to provide appropriate care. A good relationship was seen to be
founded on trust, and this, in turn, rested on open communication.228

In addition, study participants noted the importance of understanding FGM/C in the context of women’s
wider non-health-care needs and culture (i.e. being person centred as well as ‘culturally’ sensitive), and
hav|ng tlme to bu||d rapportj&,164,168,169,217,219,220,225,229

Additional prerequisites to the development of good patient—provider relationships were having good
knowledge about FGM/C,2'¢ sufficient time, continuity of care, 6923227 managing language barriers, the
importance of having a non-judgemental and open attitude, and the involvement of family:7621°

So I'm not treating them as ‘like this is bad’ [focus group discussion (FGD) 4] . .. Once you've built up
a rapport, the information that you get from these women is amazing and you talk about sex with
them and they answer the questions easily (FGD 3).

Australia’®

In one hospital ‘very enthusiastic and very client-focused’” medical liaison officers were described as an
important part of developing rapport with women (FGD 3).
Australia’®

Finally, midwives in several studies noted that providing culturally sensitive care included avoiding making
assumptions and stereotyping, and treating each woman as an individual.’6:192.215.219228 Cylturally sensitive
care was particularly discussed by midwives and nurses.
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REVIEW 2 RESULTS

Analytical theme 4: identifying female genital mutilation/cutting

A key review finding was that appropriate identification of FGM/C is a ‘hit and miss’ process dependent
on individual provider behaviour as well as the existence (or not) of relevant organisational systems and
processes. The timely and appropriate identification of FGM/C was dependent on individual providers
recognising FGM/C as a potentially relevant health issue regardless of how and when women presented to
care, feeling confident to ask women about FGM/C and subsequently having processes and procedures

in place to enable women to access appropriate care. The studies suggested that these aspects varied
according to a provider’s role and clinical setting. Identification of FGM/C was also related to whether or
not there were organisational systems and processes in place to prompt practitioners to ask about FGM/C
and to record and act on that information in a systematic way, with considerable variability being reported
across settings.

Theme 4.1: presentation and help seeking

In this theme, providers in 15 studies reported a range of experiences in how women presented to services
and how they might identify FGM/C. Some, especially in lower-prevalence areas, felt that they had
encountered it only rarely,79.80.164,165.168,169,216,218,220.221 \whereas others who worked in locations with large
migrant populations were more familiar.169.215217.219 There was a feeling that women primarily sought
medical help only once symptomatic or for pregnancy. Even then, women may not make a connection
between their symptoms (e.g. frequent urinary tract infections) and their FGM/C:161.163,164.218,229

| see many women coming to me with infections, obviously | know why it has happened, because they
are not allowed to heal before they have sex. However, none of the women will ever believe that that
is the reason for it. It's very frustrating.

England’e3

As a result, given that many medical procedures and consultations do not require physical examination,
providers felt that FGM/C may not be identified at all unless they specifically asked.61.163.164,169,218.219,229
However, one study with midwives in Spain22' noted that FGM/C could be missed even in an examination
unless providers had been specifically trained to look out for it:

‘I have never seen a case:’
‘Me neither:’
‘We don’t see that here:’
‘When you examine a women it doesn’t occur to you to look at the clitoris. | have never seen a case,
although | have seen women from countries where it is practiced’ [Midwives].
Spain??

Likewise, some studies noted that it could be particularly hard to identify type | or type Il FGM/C during
examination and that this might account for apparently ‘low’ rates of identification.?6.79.80.161.169

Another study,'s® in which a doctor who worked in a refugee health centre in Australia was interviewed,
noted that the cervical cancer screening presented a good opportunity to identify FGM/C; however, this
practitioner did not appear to routinely address the issue in this context.'e®

A few studies mentioned a view that younger women may be becoming more ‘bold’ in seeking out care
to alleviate their symptoms.161216.220 For example, a Swiss study'®' described doctors from family planning
centres noticing that young women were increasingly coming to them to request help for problems related
to FGM/C "¢

In general, the studies consistently noted that it was the provider who needed to take the initiative

to ask about FGM/C and that women may be reluctant to raise the subject of FGM/C themselves.79.80.163
However, there were exceptions, namely when there were specialist services or experienced providers
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available, who women might seek out themselves via personal recommendations or on the advice of
friends/family:76.164.169.218

| can tell when women turn up at my clinic and I've never met them before but they know me, and
they know where I'm from and they know it’s because they've been recommended by somebody,
or we've been recommended by somebody. Word of mouth is a really powerful recommendation.

The main focus of the papers reporting on this theme was on the maternity context. It is unclear to what
extent providers in other settings saw it as their responsibility to consider FGM/C. However, a study of
school nurses in Sweden reported that school nursing education sessions proved to be a useful way of
encouraging girls to come forward to discuss their FGM/C.220 Likewise, a study with health visitors in
England also showed that they were able to identify and support women with FGM/C through their
routine interactions outside the maternity context.222 In contrast, GPs in an Australian study did not see
identification of FGM/C as part of their role or as necessary unless there was a medical problem.e®

Theme 4.2: practices and processes around identifying female genital mutilation/cutting
Twenty studies across many contexts indicated that the presence of organisational and system-related
mechanisms to identify FGM/C was variable, and that practices could be inconsistent and unco-ordinated.
They argued that a lack of knowledge of the procedures and protocols for the management for obstetric
care for women with FGM/C was a substantial challenge to the provision of culturally appropriate care.
They described that use of guidelines was ‘ad hoc’.22

There was a general agreement among providers that, especially for pregnant women, FGM/C should be
identified antenatally where possible but this did not always happen.7980.169.228 As indicated in Theme 4.1:
presentation and help seeking, a key barrier to early and appropriate identification of FGM/C was that
providers did not ask about FGM/C. However, several studies identified that organisational systems

and processes were often not adequately set up to prompt them to ask or to ensure that follow-up would
then take place. Organisational and system-related barriers to FGM/C identification were related to

(1) the existence (or not) of clear guidelines, procedures, referral pathways56.76.79.80.167.169.215,216.218,221 gn(
record-keeping processes,56.76.79.167.218.221.228 (2) clarity of roles and responsibilities and (3) the need for
communication/co-ordination between organisational units and professional groups.’879.161.167.218 For example,
some studies reported a confusion between community clinics and hospital inpatient centres over whose
responsibility it was to record FGM/C and to provide counselling and care planning.7®'67 As a result,
examinations of women and care planning might not happen. One study from Sweden? described how
there was no consensus among doctors regarding how and when women with FGM/C should be informed
of deinfibulation options, what information they needed or how best to convey information between
antenatal clinics and the hospital:

It was assumed that the ANC-midwives [antenatal care midwives] write necessary information in the
notes carried by the patient, although there seemed to be no standard for what information should
be included.

Other studies reported a lack of record-keeping,56.76.79.167.218.221.228 g that FGM/C failed to be recorded on
the relevant medical notes and then failed to be discussed further during subsequent consultations.22>
For pregnant women, this could lead to situations in which women arrived at the labour ward with no
prior counselling regarding their FGM/C:76225

It is hugely dreadful when you have to do an anterior episiotomy with somebody who's transitional . . .,
who's just walked in, in that state; there’s no counselling around that. So you are actually doing a
procedure that is very uncomfortable because you cannot rationalise with the woman in that state.
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A unique care plan was seen by several midwives to be a useful way forward (FGD 4). Without this
information, they admitted they felt very unprepared.
Australia’®

However, even when procedures were in place, one study with midwives in Australia identified several
reasons why they might not always be followed.” These related to lack of time, a feeling that additional
reporting created overly burdensome bureaucracy that was hard to fit into existing work routines and a
lack of understanding of how the systems worked:

Time pressures and lack of experience were seen as barriers to data collection . .. In one hospital,

labels were placed on women'’s files to indicate FGM. This was entered onto the computer under an

alert function. However, one midwife admitted that these were not properly assessed by staff.
Australia’®

Some midwives were aware of where they could record FGM on the database under ‘other surgeries’

but felt that it was often missed and that FGM needed its own indicator, or a ‘direct question’

for clarity. Participants were not supportive of additional forms, as there were too many already.
Australia’®

Analytical theme 5: clinical management practices — inconsistent and variable

The review found that clinical management of FGM/C can be variable and inconsistent dependent on
individual provider knowledge and skills, as well as the existence (or not) of relevant clinical guidelines.
Although some providers expressed confidence in managing clinical interventions around FGM/C, many
of the studies identified uncertainty in terms of good practice and highlighted inconsistencies in clinical
practice, including with regard to psychological care. The inconsistency was linked to a perceived lack
of clinical guidelines, meaning that the care provided to women could be variable, depending on the
experience, confidence and preferences of individual practitioners. Many findings contributing to this
theme came from studies looking specifically at obstetric care for women with type Il FGM/C and to
clinical management practices around deinfibulation and reinfibulation.

Theme 5.1: deinfibulation timing

This theme, reported in eight studies, concerns professionals’ views on the timing of deinfibulation for
women with type Ill FGM/C. The majority of providers felt that women preferred deinfibulation to be carried
out in the second stage of labour (rather than antenatally) to avoid having to be cut twice. In contrast, most
providers would have preferred to undertake deinfibulation antenatally (although some felt that this might
be an unnecessary additional trauma for the woman), but the usual practice seemed to be deinfibulation in
the second stage of labour, as the baby’s head is crowning.76.79.80,161,167.169,215,228

In studies specifically of midwives, it was emphasised that, ideally, decision-making around deinfibulation
should be a ‘shared’ process taking place as a result of discussions and counselling between providers and
women during the antenatal period;’62'5228 however, this did not always happen.79:80.167.169.228 A |JK study?28
noted that discussions with women about defibulation should include asking them when they would like it
to be carried out. Participants in the study noted that midwives should discuss the feasibility of women’s
requests and should note the woman'’s wishes for intervention and pain relief.228 In some studies, providers
noted that women'’s decisions around deinfibulation timing were influenced by family members, especially
older women.76.:228

Theme 5.2: deinfibulation practice

With regard to deinfibulation, findings reported from 21 studies revealed that providers’ confidence,
competence and experience around the procedure varied considerably depending on the professional
group, training and setting. Hence, the care that women received could be variable depending on whose
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care they happened to fall under. Several studies noted that midwives in particular could be anxious and
uncertain about deinfibulation:6.76.78:80.168,169,215,217.219

Having done the anterior episiotomy, my biggest fear is having to do a lateral episiotomy as well.
We've had one occasion where we did have to do that. It felt like we’'d mutilated that woman even
further (FDG 2).

Australia’®

Other participants were worried about undertaking clinical procedures that they were not confident
with ... 'l had to actually do an anterior episiotomy on her. | found that very unnerving to actually
have to cut upwards . .. The fear is how far is it going to extend and what it’s going to do’.

Australia’®

Two studies, both involving midwives, highlighted uncertainty about how best, and to what extent, to
suture and manage the perineum following deinfibulation.2221° In another study, a midwife described how,
with experience, deinfibulation became a normal routine procedure.”®

Midwives in an Australian study’¢ described how support from a FGM/C specialist midwife was perceived
as extremely helpful in alleviating their anxiety:

In one hospital, midwives said they received referrals from a midwife with specialist training with the
women’s history and suggestions for care (FDG 4).
Australia’®

Studies that included medical practitioners generally indicated a higher level of professional confidence,
even when formal training had not been received:7879.165.167.225

| think they can muddle through it (circumcision management) . .. | think we do OK with that . ..
we do a pretty good job with our education in general . .. and in making those kind of decisions
(Male OB/GYN).

USA?25

Several studies nonetheless identified inconsistencies in medical practice regarding deinfibulation:76.79.80.161.167

Different suggestions were given for [management of] infibulated women. Most . . . doctors advocated
defibulation with care taken to protect underlying anatomical structures, sometimes accompanied with
a medio-lateral episiotomy. Others suggested a medio-lateral episiotomy only, thus recommending the
same procedure as with non-infibulated women.

Sweden”®

Furthermore, three studies reported that doctors were sometimes quick to decide to recommend a
caesarean section, owing to uncertainty or lack of experience, and especially when this was compounded
by difficulties in being able to undertake routine monitoring in labour:7879.167

It’s like going back [in time] a bit ... You're nervous since you’re not in control and you can’t

check . .. that labour progresses as it should . . . there is always the question if you should cut it up

[the infibulation] or if you should do a caesarean section straight away without knowing anything . . .
Sweden”?

One study highlighted how decision-making around deinfibulation could also be influenced by practitioners’
assumptions about women’s preferences based on cultural stereotypes rather than discussing the issue with
them.2'% In a study conducted among midwives in Norway,2'® midwives knew that infibulation was of cultural
importance to the Somali community. They therefore assumed that Somali women wanted to remain
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infibulated. Hence, in an attempt to be culturally sensitive, some midwives reported undertaking extensive
episiotomies rather than deinfibulation:

‘Therefore, | just made episiotomies, to avoid tears in front.” ... When asked whether she had
considered that Amina might have wanted defibulation, Katrine replied in surprise: ‘No! Of course she
wants to remain the way she is.’

Finally, five studies of midwives noted that it was important to provide women with counselling and
in-depth information after deinfibulation so that they could adjust to an altered body image and altered
physical sensations.”6.167.215.217.228

Theme 5.3: reinfibulation ambivalence
With respect to reinfibulation, findings from 11 studies demonstrated that professionals’ attitudes towards
reinfibulation could be ambivalent, and that their practice relating to reinfibulation was variable.

In general, health practitioners were clear that reinfibulation was illegal and should not be carried out.
However, in three studies, practitioners reported having undertaken some degree of reinfibulation?st.167.210
(but it should be noted that these were all old studies and may no longer reflect current practice).

Although knowing that reinfibulation was illegal, some midwives felt unsure about the detail of FGM/C
and the law; therefore, they were unsure about how to best explain the issue in a culturally sensitive way
when requested.2'4215 However, where there was clarity on the law, it was perceived to be a helpful way
of supporting practitioners in explaining why they were refusing reinfibulation.20228

Although reinfibulation was known to be illegal, several studies reported that practitioners sometimes felt
ambivalence and a moral dilemma about refusing to reinfibulate a client if she was clearly requesting it,
and felt that it should be done. Refusing a patient’s request was seen to contradict the principles of
person-centred care. These practitioners worried that refusing reinfibulation may cause harm in terms

of causing marital problems for women and their husbands or may cause women distress in terms of
adjusting to an altered body image.7679.80.161,167,168,210,214,215,219,224

Several studies highlighted the important role of husbands in decision-making around reinfibulation (this
varied in terms of requesting it or not wanting it for their wives) and, where appropriate, of the benefit of
involving them in women'’s care.’6.80.210.226

Theme 5.4: need for guidelines
Fifteen studies reported a lack of (or lack of awareness of) clinical guidelines that would help to establish
clarity and consistency of practice around deinfibulation timing, procedure and reinfibulation:

Rather than referring to scientific reasoning and professional guidance, the doctors instead seemed to

rely largely on personal knowledge, values and experiences when reasoning about their practice.

None of the clinical sites where study participants worked had formal protocols on the management
of circumcised women. One participant mentioned that they had considered adopting a protocol to
address requests for reinfibulation . . . however, the protocol was never created.

Where guidance existed, it was perceived to be highly useful.169.228
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Theme 5.5: psychological issues

Twelve studies reported providers’ experiences that FGM/C could evoke painful and difficult psychological
responses in women at any life stage, and some practitioners emphasised the importance of offering
counselling and psychological support.76215217 |nterestingly, these aspects were mainly mentioned by
nurses/midwives, and the studies throughout the review in general gave most prominence to physical
rather than psychological aspects of women’s care. Although recognised as a need, in most of the studies
reporting this theme the actual availability of counselling or psychological support as a routine part of care
was not clear.'68217

Clinical interventions in particular were recognised as potentially traumatic for women in terms of inducing
flashbacks from the original procedure, heightening pain and, in the context of birth, sometimes leading to
difficult deliveries. In a maternity context, several studies noted a need to be extra attentive to information
giving and counselling in the antenatal period and to pain management during labour and perineal
suturing to try and mitigate emotional distress.56.76.164,167.210215217 However, dealing with these situations
could also be emotionally challenging for the providers:76.167.210.215

This lady had a small tear . .. and | was actually stitching her up . .. And she was crying and crying,
and afterwards | said, ‘Are you OK,’ but she told me it brought back all those memories, you know,
being sewn up before. So that was distressing, how she felt. (Midwife 6)

Australia?’

Analytical theme 6: optimal service development for female genital

mutilation/cutting care

This theme relates to service development and perceived service gaps related to FGM/C prevention and care.
The studies identified a perceived need for service development in three interlinked areas: (1) community
engagement, (2) prevention and (3) specialist service provision. The studies identified variable engagement
of providers in addressing FGM/C prevention on an individual level, but there was strong support for the
development of specialist holistically focused services that would cover FGM/C care as well as prevention.
Providers saw community engagement as essential for prevention as well as for raising awareness of, and
trust in, services.

Theme 6.1: provider’s role in prevention

Apart from school nurses, whose role explicitly encompasses safeguarding and sexual health for children/
teenagers,217.220.224 re|atively few studies reported practitioners addressing FGM/C prevention (either directly
with young people or indirectly via discussions with mothers/families) as part of their practice, although
several studies reported that this should be part of any practitioners’ role, including GPs.76.161.164,167.217,219,220
As a result, prevention discussions appeared to take place in an ad hoc way (dependent on individual providers)
rather than as a routinised aspect of care. This theme was reported in 13 studies.”6:80.161,164,167,168,217-220,224,226,228
Ten of these related to prevention discussions with women/families,?6:80.161.164,167,168.218,219,226.228 and three (specific
to school nurses) included findings regarding FGIM/C discussions directly with young people 217.220224

Some key barriers to initiating prevention discussions in a clinical setting were identified in six studies
(but several of these are now rather old).7680.161.167.219.226 These included lack of time, inappropriate timing
(referring to the difficulty of having a prevention discussion when a woman was in labour or had just
given birth), feeling that the prevention discussion is someone else’s responsibility, not having enough
knowledge or confidence, feeling unsure if women'’s responses could be trusted, lack of privacy

(e.g. if family members were present) and language barriers.

School nurses did report having discussions with young people about prevention, although it was described
as a sensitive and difficult topic to address.217.220224 Nurses in one study?2° reported that discussions were
easier if it was possible to speak to the young people alone. One study highlighted that school health
practitioners were perhaps overly focused on discussing the clinical or legal aspects of FGM/C and a different
approach might be to address sexual/relational concerns and impacts with young people and that this
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approach might engage them more.224 For example, in a study from Norway,?24 a school nurse described
how she ran discussion groups for youth on FGM/C:

When asked whether sexual concerns and the motivation for FGM/C were topics for reflection and
discussion in her groups, she was surprised by her own omission. She simply had not considered these
topics. Her focus had been on the law and the health risks associated with FGM/C.

Norway??4

Theme 6.2: community education and engagement

This theme, reported by 11 studies, refers to provider views on community engagement and education.
Practitioners identified a need for greater education and awareness raising among affected communities,
both on FGM/C itself and associated services but also on prevention.”6.161.164,165,168,169,217,219,220,224,228

They suggested that this should include men/boys as well as women/girls. Providers also identified a
need for better information resources for communities.?6161217.20 Practitioners suggested that community
engagement needed to be built on relationships of trust and concern for wider community needs

(not just FGM/C) and some suggested that community outreach/liaison roles might be beneficial.76.168.169

Theme 6.3: specialist services

This theme refers to a perceived need for specialist services. Nine studies identified that providers valued
and recommended having specialist centres for FGM/C management where women could be referred and
where expertise, advice and training could be accessed.'6s

Such specialist centres were seen as a particularly important potential link to communities, in terms of
building trust and working together with community outreach workers and trained interpreters:76223

At some units, particularly at family health centers, midwives worked in networks with social workers,
health-care professionals, and bi-lingual health advisors of Somali origin. They felt this created a more
holistic approach.

Sweden??3

In addition, the need for additional counselling services was highlighted by some studies.”®16127 Having
access to specialist centres was seen as particularly important for practitioners in low-prevalence or rural
areas.'6>168.169.228 Finally, four studies stressed the importance of ensuring equity of service provision,
especially across lower-prevalence or rural areas.65168.169.228

Summary and conceptual model of analytical themes

Review 2 shows that providers’ ability to appropriately identify FGM/C, to provide appropriate clinical and
psychological care and to engage in prevention discussions depends on individual provider characteristics,
such as knowledge, clinical skills, cultural understanding and communication skills. However, it also
requires clear organisational systems, processes and guidelines that support providers to ask the right
guestions and offer correct care and follow-up, including having systems in place to address language
barriers and sufficient time (or continuity of care models) to build relationships with women and their
significant others. Particular consideration may be needed for service configuration in low-prevalence
settings, where providers appreciate specialist support. These inter-relationships are depicted in Figure 4.

The CERQual assessment
Appendix 13 presents a summary of findings table with a CERQual assessment of confidence for each

individual descriptive review finding.'3' Eight review findings (descriptive themes) have been graded
as 'high confidence’, 11 have been graded as ‘moderate confidence’ and one as ‘low confidence’.
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FIGURE 4 Review 2 conceptual model of analytical themes.

The main causes of downgrading a review finding were concerns related to methodological limitations and
coherence (in some cases, not all studies reported all aspects of a review finding). In addition, several
findings had moderate concerns related to ‘adequacy’ in terms of having relatively ‘thin’ data contributing
to a finding. However, most findings were relevant across professional group, contexts and countries.

Discussion of review 2

There has been much research documenting the challenges faced by health providers in destination
countries in delivering health care to migrant populations in a context of super-diversity (e.g. language
barriers, cultural differences and lack of time to manage complex patient needs).858689-91.230 Ag with review 1,
this review has highlighted all of these issues, and has shown that, when delivering care related to FGM/C,
these challenges can all become exacerbated. This is primarily a result of the cultural sensitivities associated
with FGM/C, lack of provider knowledge/experience and haphazard organisational processes. Together,
these can result in provider stress and suboptimal care. However, the review has also shown that these
obstacles can be overcome. Key to this are well-trained, knowledgeable and skilled providers, good
communication (especially strategies to address language barriers and to involve families where appropriate)
and effective organisational systems and processes.

The findings from this review will be discussed further in Chapter 6, in an integrated discussion section in
which reviews 1 and 2 are considered together.

Limitations and evidence gaps in review 2

This was an extremely comprehensive review; however, the key limitations are that there was very limited
evidence on providers’ practices around prevention and safeguarding and, as highlighted previously, little
explicit research on factors that facilitate or hinder adherence to guidelines around FGM/C identification
and record-keeping. In addition, the majority of papers have focused on maternity care settings and
maternity care professionals. There is very little evidence to date on the views, experiences and practices of
professionals in primary care or other non-obstetric settings (e.g. sexual health, health visiting and school
nursing). This is an area for future research.
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Relevance to the UK context

The results of review 2 are derived from 30 papers, representing 28 studies across many OECD countries.
Five papers, representing four studies, were undertaken in the UK: 14% of all studies in review 2.56.163.213.222.228
Of these four studies, three were undertaken in the last decade, all of which were conducted between
2012 and 2014.163.222228 There are no UK studies from within the last 5 years. A more in-depth analysis

of the findings reported by the UK studies showed that two studies (both low quality) contributed findings
to analytical themes 1-5.56.213.228 Only one study contributed findings to theme 6 (optimal service
configuration).228 All studies reported on analytical theme 3 (encountering the ‘other’ in clinical practice)
and three of the four studies reported on analytical themes 1-3. In conclusion, although the UK studies do
contribute across the themes (particularly themes 1-3), given the relatively small number of UK studies in
review 2, their relatively poor quality and the dates when they were conducted, it is hard to judge to what
extent review 2 findings are applicable specifically to the current UK context.
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Chapter 5 Integrated synthesis

I n this chapter, we present an integrated synthesis derived from 78 publications in total for both reviews,
representing 74 distinct studies. Fifty-seven papers representing 55 studies were included in review 1.
Thirty papers representing 28 studies were included in review 2. Nine studies were common to both reviews.

Integration and synthesis were undertaken by juxtaposing the findings (analytical and descriptive themes)
from reviews 1 and 2 and considering whether or not, by taking both women'’s and professionals’
perspectives into account, they could be combined to produce integrated and novel insights. Four final
syntheses (as illustrated in Figure 5) were formulated, which are able to (1) capture the meaning and
complexity of a key FGM/C health-care-related issue or concept, (2) illuminate this and (3) propose its
potential antecedents and consequences.

The findings within each of the four synthesis domains are depicted in Table 9.

e A
e Communication is key
i * Access to care
Review 1 . Cu!tL_JraI and bodily dissonan_ce:_ ) Integrated
themes striving for cultural and bodily integrity X
¢ Disempowering care encounters Synthe5|5
* Positive care encounters
Factors influencing
N\ J health-care seeking
Vs N around FGM/C
2. Identifying and talking
. about FGM/C
* Knowledge and training 3. Clinical management
. * Communication |s’key — and care experiences
Review 2 * Encountering the ‘other’ in clinical 4. Sservice configuration
themes practice and resourcing
e Identifying FGM/C
e Clinical management of FGM/C
e Optimal service development
\ J

FIGURE 5 Formulation of integrated synthesis.

TABLE 9 Integrated synthesis findings

1. Factors influencing health-care-seeking around FGM/C Perceptions about FGM/C
Knowledge of services
Experiencing symptoms

Family and peer influence
Cultural norms

Previous health-care experiences

Social circumstances

2. Identifying and talking about FGM/C

Communication challenges
Organisational and system challenges

3. Clinical management and care experiences Seeking respectful care across cultural divides
Anxiety, apprehension and professional dominance
Cultural understanding for shared decision-making

Being in safe hands

4. Service configuration and resourcing Role of specialist centres and specialists
Addressing key barriers

e Filling knowledge and service gaps
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Synthesis 1: health-care-seeking around female genital
mutilation/cutting

There are multiple interlinked factors that influence whether or not a woman seeks out health care in
relation to having experienced FGM/C. These factors, described in the following sections, can operate as
barriers or facilitators depending on a women's life stage and family/community context.

Perceptions about female genital mutilation/cutting

For many women, FGM/C is perceived as ‘normal’ within their cultural context, hence they may not seek
out care because they are comfortable in their own body and life situation and see no reason or perceive
no need to seek help. This perception may change once they are exposed to anti-FGM/C discourses.

Some women may then wish to seek out care (e.g. deinfibulation) because they wish to challenge or resist
their own cultural norms and take control over their lives.

Knowledge about services

Women may not be aware of specialist support or services that can address issues related to their FGM/C
(even when aware of mainstream services such as maternity services or GPs). This lack of awareness may
be related to a lack of information about FGM/C and a lack of service availability but it may also be related
to the fact that FGM/C and associated gynaecological, sexual or emotional problems are private, sensitive
and taboo issues in many African cultures, and are rarely openly discussed within communities.

Experiencing symptoms

Women will usually seek out care only if they are experiencing acute symptoms or if they are pregnant.
However, they may not initially make an explicit connection between their symptoms or medical issues and
their FGM/C.

Family and peer influence

Choice of service may be influenced by women's families, husbands and peer networks. Generally, women
will seek help on the advice/recommendation of others and, if it relates to FGM/C, they would aim to seek
help from a provider who they (or the community) trust and perceive as competent around FGM/C.

Cultural norms

Care-seeking choices (including around deinfibulation or reinfibulation) are strongly influenced by family
members, by husbands and by cultural norms around the body, sexuality and appropriate female
behaviour. Women may avoid seeking care owing to embarrassment or shame at having to discuss a
private personal issue. They may particularly avoid male health-care providers. Within communities that
practise FGM/C type lll, there are strong cultural pressures to maintain premarital virginity and chastity,
hence most women will avoid undergoing deinfibulation before marriage, even if symptomatic, unless their
perceptions around FGM/C change. After marriage, decisions around deinfibulation (and requests for
reinfibulation) are particularly influenced by husbands.

Previous health-care experience

Women may avoid seeking care related to FGM/C as a result of having had previous poor health-care
experiences causing them to lose trust in the system. Conversely, previous positive experiences would
enhance the likelihood of feeling that they can trust the provider/service and this would also enhance the
likelihood of women recommending a particular provider or service to their friends/family.

Social circumstances

Some women are facing difficult life circumstances (e.g. in relation to immigration issues or personal
histories associated with migration) and may not have the time or capacity to address issues around their
FGM/C until/unless their more immediate needs are met.
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Synthesis 2: identifying and talking about female genital
mutilation/cutting

Once a woman has sought care, the initial identification of, and discussion about, FGM/C is ‘hit and miss’
and is affected by communication challenges and prevailing organisational processes. The challenges and
their consequences are described in the following sections.

Communication challenges

Discussion about FGM/C is greatly hindered by language barriers and challenges with accessing appropriate
interpretation support. This is further complicated by time pressures within consultations, which may inhibit
the ability to talk about complex issues. In addition, as a sensitive and taboo topic, discussion about FGM/C is
hindered by embarrassment and uncertainty. Women may feel embarrassed and/or fear being judged, and
providers may avoid the subject because of uncertainty over how to talk about it, an assumption that women
would mention it themselves if relevant or out of a desire not to offend or intrude. Hence, opportunities to
identify and discuss FGM/C may be missed. Providers and women both mentioned that discussion is more
likely if the provider takes the initiative to ask/talk about FGM/C rather than waiting for the woman to
mention it. Open discussions about FGM/C (including deinfibulation timing) are more likely if the provider is
knowledgeable and confident and exhibits cultural sensitivity and respect, and when a good patient—provider
relationship has been established (e.g. through continuity-of-care models).

Organisational/system issues

Discussion about FGM/C is hindered if it is not part of routine organisational processes (e.g. providers
being prompted to ask about FGM/C for record-keeping requirements or as part of routine questions
during assessments). Even in an obstetric context, FGM/C may not be identified during antenatal care
unless there are routine processes in place to ask about and record FGM/C status. In addition, it may not
always be clear whose role or responsibility it is to undertake identification and management/counselling in
relation to FGM/C, and hence it may be missed. Organisational barriers to adhering to existing processes
include time and resistance due to the additional administrative burden.

Synthesis 3: clinical management and care experiences

Clinical management of FGM/C can be stressful and difficult for both women and providers owing to
challenges in achieving a sense of cultural understanding and safety. The nature and quality of experiences
are strongly linked to the level of cultural and clinical competence and professional behaviour of the
provider, as indicated in this section.

Seeking respectful care across cultural divides

Women reported experiencing a wide range of negative, discriminatory and insensitive comments and
reactions from providers in relation to their FGM/C. These negative experiences caused great distress,

with women reporting feeling objectified and humiliated and losing trust in the system/provider. Some
women reported subsequently avoiding care (or avoiding mentioning FGM/C) as a result of their negative
experiences. Providers, likewise, reported experiencing strong negative reactions to FGM/C. Many providers
admitted that they found the issue difficult to deal with emotionally and felt unsure of how to respond to
women and their families. Nonetheless, many providers did endeavour to treat women with compassion
and empathy, and women were highly appreciative of situations in which they felt that they had been
treated with respect, dignity and kindness.

Anxiety, apprehension and professional dominance

Some women were highly anxious and apprehensive about childbirth or vaginal examinations, and the
experience of childbirth or vaginal examinations could trigger flashbacks of their original FGM/C and cause
extreme emotional or physical reactions. In addition, some women were fearful of clinical interventions,
such as caesarean sections, and of how deinfibulation would be managed. Women’s experiences of care
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in these situations was strongly influenced by the provider's response. In some cases, providers appeared
to feel that women were resisting their advice or ‘being difficult’ and challenging (especially if the family
became involved) and confrontational situations could ensue, which were distressing for both providers
and women and in which both parties struggled to exert some control. Indeed, women reported many
care experiences in which they felt that they had lacked control and that had increased their anxiety. In
contrast, in situations in which providers were able to build relationships with women and understand their
fears and concerns, they were in a better position to provide appropriate information, support, appropriate
family involvement and clinical management. Women expressed great appreciation of such care. Counselling
support was recommended by providers for women experiencing psychological difficulties. However, there
was a lack of evidence on the ways in which distress was identified by providers and on women’s subsequent
experiences of psychological care.

Cultural understanding for shared decision-making

Many providers lacked knowledge of the cultural meanings associated with FGM/C and related bodily
procedures (e.g. deinfibulation or reinfibulation), and this, coupled with language barriers, could make

it difficult to achieve shared understandings or decision-making in relation to clinical interventions or
management of birth. Providers sometimes made assumptions about women’s preferences for deinfibulation
(or not) and sometimes found managing requests for reinfibulation challenging. There was a need for women
to have more information and support in planning interventions such as deinfibulation and in adjusting to
bodily changes following deinfibulation. These issues did not appear to be routinely discussed except in
specialist centres or by highly experienced staff.

Being in safe hands

Both women and providers recognised that some providers lacked knowledge and skills around FGM/C,
particularly in the management of birth and deinfibulation for women with type Il FGM/C. In situations
in which providers lacked knowledge, women felt anxious, unsafe and highly vulnerable and providers
reported heightened anxiety and stress. Such situations were clearly linked to poorer care experiences,
and some women reported avoiding care in the future as a result. In some contexts, there appeared to
be a lack of clinical practice guidelines or clear care pathways, and providers reported that these were
needed. Both providers and women identified that there was a need for in-depth provider training and
skills development around FGM/C. Midwives in particular appeared to be uncertain about their skills in
undertaking deinfibulation. Women reported seeking out providers who were known to be experienced in
dealing with women with FGM/C, and expressed great relief and satisfaction when they were looked after by
providers who appeared knowledgeable and competent.

Synthesis 4: configuration and resourcing of services
Approaches to service provision for FGM/C were not well described but appeared to be highly variable.

Role of specialists and specialist centres

The most positive experiences or recommendations were reported from approaches to care where there
were specialist centres or where specialist expertise was available, with clear guidelines and referral
pathways between services.

Addressing key barriers

Positive experiences were reported from approaches to care that sought to overcome language barriers,
lack of knowledge or lack of trust in communities, including community outreach and engagement
strategies, having trained interpreters, community-liaison workers and approaches that encouraged
continuity of care.
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Filling knowledge and service gaps

There were a number of issues related to service provision that were particularly poorly reported. Current
service provision appeared to be strongly focused on clinical (physical) care. There was much less emphasis
and evidence on mental health, although some providers clearly recognised it as a need. Likewise, there
was relatively little focus on providers’ roles (apart from school nurses) in addressing FGM/C prevention
either with young people directly or with mothers or families, although providers recognised that this was
an important issue. Women and providers both reported the need for greater community engagement in
prevention, information giving, awareness raising and care, but there was relatively little detail available on
how this was being operationalised.
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Chapter 6 Discussion, implications
and recommendations

Introduction

The two reviews show that FGM/C - literally and symbolically — embodies complex processes of cultural
change and cultural interaction that are occurring as a result of globalisation, migration and super-diversity.
These processes manifest themselves very concretely in health care in terms of influencing how individuals
seek care, how care is delivered and experienced by all involved and how services are configured.369
Responding and adapting to super-diversity is perhaps one of the major contemporary challenges facing
the NHS. This discussion considers these challenges in relation to the review findings on FGM/C-related
care and will illuminate these with reference to concepts of ‘cultural competence’ and ‘cultural safety’.

Developing culturally safe care for female genital mutilation/cutting
in a context of super-diversity

There is a major body of literature that explores concepts such as cultural awareness and cultural
competence. These are often depicted on a continuum whereby practitioners (and also organisations and
systems) move from developing an awareness of the needs of clients from other cultures, to being aware
of one’s own cultural values and how these shape service provision, to being able to effectively engage
across cultures to build relationships and provide culturally responsive and appropriate services.23' In
Canada, Australia and New Zealand, the concept of cultural competence has been extended even further
into a commonly used discourse of ‘cultural safety’. Cultural safety derives from critical social theory and
argues that traditional approaches to cultural competence fail to adequately take into account power
relations within health-care delivery that are historically unequal between migrant or indigenous groups
and health-care providers and services.232 Within a cultural competence discourse, it is argued that the
power to define norms of health behaviour and/or to prescribe appropriate courses of action usually lies
with health professionals.233 As such, migrant groups remain represented as the ‘other’ and may be viewed
within a deficit model — as a problem that needs to be fixed — rather than as equal partners whose
knowledge and values can and should contribute equally to a relationship or to service development
initiatives. Culturally safe practice, by contrast, is predicated on relationships of mutual trust and respect.
It is a transformative and rights-based approach, seeking to uphold the principles of respect, dignity,
empowerment, safety and autonomy.234 Cultural safety envisages the health-care encounter as a
negotiated and equal partnership in which trust plays a central role. The health-care practitioner’s role is to
enable patients to say how a service can be adapted and to negotiate an agreed approach — a key aspect
of shared decision-making.2> The converse of cultural safety is ‘cultural risk’23¢ in that culturally unsafe
practices are defined as ‘any actions that diminish, demean or disempower the cultural identity and well
being of an individual or group’.23” However, cultural safety is not just a feature of individual practice.

It is argued that culturally safe practice must be institutionalised through organisational policies and
structures so that it becomes part of mainstream health-care provision rather than being dependent on
individual practitioners who may or may not adopt its values and approach. As with cultural awareness
and competence, advocates of cultural safety call for organisations and systems to enshrine its principles
through, for example, policy, training, flexible service development or resource allocation.238-240

Care associated with FGM/C is an exemplar of the challenges of achieving cultural safety in a context of
super-diversity. The two reviews have highlighted areas of good practice and positive experiences, but have
also highlighted many challenges in care-seeking and care delivery, including poor care experiences.
Furthermore, the reviews suggest that the positive experiences are more often associated with individual
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practitioners’ abilities and values, rather than being part of a systematic mainstreamed approach within

a service. As such, the reviews highlight three key areas in which change and development are required.
First, there is a need to address and better understand cultural competence and cultural safety in health-care
interactions. Second, there is a need for service delivery models and organisational processes to adapt
towards culturally safe service provision in a context in which vulnerable migrant women increasingly form
a significant percentage of patient groups. Finally, there is a need for professional training and community
engagement to be implemented to support appropriate care-seeking and care delivery. These three issues
are discussed in the following sections in relation to the findings from both reviews.241.242

Cultural safety in health-care encounters associated with female genital
mutilation/cutting

Culturally safe or culturally competent care is predicated on achieving relationships based on trust and
respect. This, in turn, is based on an ability to communicate and to be heard. These issues are considered
further in this section.

Respectful care

The majority of the papers in the two reviews focused on the maternity setting. Globally, there is currently
enormous emphasis on promoting respectful care during childbirth.243244 However, the two reviews
(especially review 1) show that for many women affected by FGM/C, the care they receive in OECD countries,
including the UK, is perceived as profoundly disrespectful and disempowering. A recent systematic review of
disrespect and abuse in childbirth created a typology of six forms of disrespect/abuse:24>

physical and verbal abuse

stigma and discrimination

failure to meet professional standards of care
poor rapport between women and providers
health system conditions and constraints
impact on utilisation of maternity services.

ou kA wWN =

Many of the findings of review 1 map very clearly onto the subthemes within these broad categories. As such,
it reveals an unacceptable picture of care for FGM/C-affected women during childbirth and highlights an
urgent need to take action. Although the aforementioned systematic review?4 was developed with specific
reference to maternity settings, many of the same typologies of disrespect would also appear to be relevant
to the other care settings highlighted in review 1, where women nonetheless needed to discuss an issue that
is personal and sensitive and that relates to their sexuality, identity and genital area.

Again, with reference to maternity settings, work is under way to explore how ‘respectful’ care is defined
and experienced by women.24¢ A recent global review?4” identified 12 domains, as follows:

being free from harm and mistreatment

maintaining privacy and confidentiality

preserving women's dignity

prospective provision of information and seeking informed consent
ensuring continuous access to family and community support
enhancing quality of physical environment and resources

providing equitable maternity care

engaging with effective communication

respecting women's choices, strengthening their capabilities to give birth
availability of competent and motivated human resources

. provision of efficient and effective care

. continuity of care.
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All of these domains were also highlighted by women in review 1 and some professionals in review 2,

as being relevant to, and having an impact on, the care experience. In women'’s descriptions of positive
care experiences, they particularly emphasised open communication, being treated with dignity, being free
from harm/provider competence, being given information and choices, involving the family and continuity
of care as a key feature that enabled high-quality relationships to form. Together, these features enable a
woman to feel safe and to have trust in the system.87.248

The same dimensions of respectful care are being promoted as a core work stream of the UK's Maternity
Transformation Programme, linked to ‘Better Births'.%8 It would seem highly important that these packages
specifically include the needs of women affected by FGM/C.

Communication, relationships and trust

Both reviews highlighted the critical role of communication both in disclosing or identifying FGM/C and in
delivering appropriate care. Discussions about FGM/C could be hindered by language barriers and cultural
differences/misunderstandings but also by an apparent lack of trust of women in the provider or in the
system generally.

The review findings concur with a large body of literature on language barriers affecting the care of migrant
groups and on the importance of configuring services to address these,?4° an issue that is discussed in more
detail in Service configuration to promote access and equity. The review findings also strongly concur with
studies that show that trust is essential for building effective health-care relationships,7.25025 hut the findings
also show that this may be particularly challenging because of the sensitivity of FGM/C. The reviews showed
that lack of trust was a potential issue with interpreters, health professionals and the ‘system’ as a whole.

With respect to language barriers, the reviews showed that a common strategy used by practitioners

was to use interpreters, either formal (professional) or informal (e.g. family members). The reviews are
consistent with the existing evidence base in this area, and showed that both of these strategies could be
problematic.252253 There could be a lack of trust between women and either group of interpreters but also
between interpreters and providers who were unsure if the interpreter was translating correctly. Existing
evidence supports the lack of confidence in informal interpreters, for example a recent study in Holland
showed that informal interpreters translated less than half of what was actually communicated.25
Problems with informal interpretation can potentially be addressed by increased training and by increased
availability of professional interpreters.2s> However, in the context of the reviews, owing to the sensitivity
of the topic, it was shown to be imperative that women and providers were able to trust the interpreter.
The reviews cited suggestions made by women and professionals of utilising community advocates or
liaison workers with an expanded role, to act not just as an interpreter but as a cultural mediator who
could raise awareness, befriend women, signpost to services and act as an advocate for their rights.

Such approaches have been positively evaluated in other settings,2°6-260 but need further exploration with
reference to FGM/C. Nonetheless, they seem consistent with a cultural safety agenda, in that this model
seeks to empower women to interact on an equal footing with providers rather than simply to overcome
language differences.

The reviews showed that women'’s trust in providers and the ‘system’ was affected when women felt
disrespected or disempowered or when they sensed that providers lacked experience and skill. In this latter
sense, women felt physically at risk as well as perceiving a potential threat to their identity or culture.
However, the findings also suggested that trust could be successfully established, but required contexts
where providers were knowledgeable, displayed cultural understanding, sought to understand woman’s
own needs and preferences without stereotyping and engaged in dialogue with women to provide them
with a sense of control.26" Thus, the review findings pointed to positive experiences when practitioners
utilised a trusting relationship to engage in shared decision-making and to offer person-centred care.
Most health-care practitioners are trained in these approaches, but the review supports existing

evidence showing how challenging it can be to implement these when there is limited time and poor
communication.262263 The reviews suggested that continuity of care could be a key strategy for helping to
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build trusting relationships in order to provide better-quality care. In the UK, these models are particularly
being advocated in the maternity care setting, but could also be implemented in primary care.92.98264
Furthermore, the Better Births Maternity Transformation Programme has a workstream on developing
personalised care plans to help shared decision-making with women throughout pregnancy and birth.%
This would seem to be a particularly useful mechanism for helping women and maternity professionals to
communicate more effectively about approaches to care in relation to FGM/C.265

A final point relating to trust and respectful care concerns the FGM/C prevention and safeguarding agenda.
Although direct or indirect prevention were not prominent themes in either of the reviews, the findings
consistently pointed to the fact that women felt able to have open communication with providers if they
felt respected and if they trusted the provider and the service. From this, it can be inferred that discussions
around prevention and safeguarding are far more likely to happen and to be meaningful if good
relationships and respectful care can be ensured.

Culturally safe service delivery and service configuration

Addressing trauma and mental health needs

A clear finding from both reviews was that, for some women affected by FGM/C, childbirth and other clinical
interventions could be traumatising, triggering flashbacks of their original cutting, creating profound anxiety
and distress and potentially leading to poor care experiences or avoidance of services.210266 The reviews
were unable to illuminate in any further depth how such women might best be identified or treated, or
which women might be most at risk. This is an important agenda for future research.3062267-271 However,
maternity care services in the UK all have well-established processes in place for dealing with highly anxious
women or women who have experienced trauma. It would seem important for services to ensure that these
interventions are also available for women affected by FGM/C.83272 A minority of the specialist FGM/C
services in the UK do offer psychotherapy or counselling support and the latest commissioning guidelines's
specifically recommend the provision of these services.2’? The findings from these reviews strongly endorse
this recommendation. Likewise, the reviews show that, for some women, the move to a Western country
can prompt difficult feelings with respect to their culture and their bodies as they started to re-evaluate the
practice of FGM/C.25¢ Some of these women may likewise benefit from counselling or from support from
relevant community organisations. Hence, the reviews also endorse the recent commissioning guidance on
promoting community engagement and working in partnership with community organisations.'®

Management of deinfibulation and culturally safe care

The reviews showed that a key area of concern for women and for clinicians related to management of
deinfibulation.27.283132.34 Deinfibulation raises concerns for physical safety but also cultural safety as it
reflects an embodied process linked to a sense of cultural and bodily integrity and is a phenomenon that
requires negotiation and cross-cultural understanding between practitioners and patients. Hence, it is given
specific consideration here.

Globally, the evidence around optimal timing (before pregnancy, antenatally or in labour) is equivocal 334
However, in pregnancy, most medical guidelines recommend antenatal deinfibulation in order to avoid
any possible complications during labour, and also because services in Western countries are not always
optimally configured to manage a women with type Ill FGM/C in labour.27.28 The reviews found that
women's deinfibulation preferences were strongly shaped by cultural norms around maintenance of
chastity and virginity, making it difficult for unmarried women to contemplate deinfibulation, even when
they may have wanted it. In some cases, they did make this choice, but it was unusual and was associated
either with severe symptoms or with a deliberate choice to empower themselves. Once married, some
women were supported to seek deinfibulation by their husbands if intercourse was proving difficult.
However, this was not a cultural norm, and it was more usual for husbands to deinfibulate over the course
of time. Our stakeholder engagement group noted that deinfibulation outside pregnancy was now also
increasingly being requested as a way of providing documentation to support asylum claims. Hence, social
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norms may slowly be changing and community engagement (particularly the involvement of men) around
this topic may encourage some women to seek deinfibulation before or just after marriage.199.274.275
However, this choice depends on women knowing that services are available and how to access them.
Our reviews found that service availability and knowledge of these could be patchy at best. Hence,

there is a need for more service development in this area.s’ Thus, our review findings endorse the recent
commissioning guidance to ensure that care pathways for non-pregnant women are established.'s

Our review findings on this topic are supported by several recent studies and reviews.6'274 For example,

in a specialist London referral clinic for children, four out of 18 girls with confirmed FGM/C (over a 1-year
period, 2014-15) had type Il FGM/C. All four girls and their parents wanted to wait until planning marriage
before considering deinfibulation.276 Likewise, a study in Norway found that, among 82 female Somalis aged
16-25 years who had had type Il FGM/C, 81% were unmarried and only 20.3% had sought health advice.?””

With respect to pregnancy, the two reviews suggest that intrapartum deinfibulation is preferred by most
women to avoid being cut twice. However, the findings also show that many women are fearful of how
deinfibulation will take place during labour and that being cut or tearing can be a major source of anxiety
for them leading up to, and during, the birth. These fears are greatly exacerbated when women encounter
or hear about providers who lack confidence or experience in undertaking the procedure. A key finding
was that deinfibulation was often not discussed during consultations, and women missed out on
opportunities to find out more and to make informed choices. Interestingly, the reviews showed that
when women were able to establish good relationships with knowledgeable providers over a period of
time, they were able to inform themselves and were more likely to agree to antepartum deinfibulation.278

Finally, our reviews found that, for some women, deinfibulation could involve significant bodily, emotional
and relational changes that required a time of adjustment, and that some women (particularly from Sudan,
where it is a cultural norm) desired a degree of reinfibulation. This finding supports WHO recommendations
that women could benefit from greater counselling and information about what to expect after the
procedure 61:279.280

A key gap in review 1 was that there were no studies that specifically looked at deinfibulation from the
perspective of unmarried or non-pregnant women or girls. Likewise, a key gap in review 2 was a lack of
studies that looked specifically at information-giving and communication practices around deinfibulation
or at the management of more-complex cases. These are areas that would benefit from future research.

Supporting and routinising culturally safe care with female genital mutilation-/
cutting-related guidelines and protocols

Review 2, in particular, has shown that in many cases professionals reported a lack of knowledge of
guidelines or protocols, both for identifying FGM/C and for managing FGM/C. These findings are
supported by existing evidence.265281 |n relation to identifying FGM/C, both reviews showed that women
were often reluctant or embarrassed to discuss FGM/C and preferred providers to raise the issue (as long
as it was done in a sensitive manner). However, review 2 showed that providers often missed opportunities
to discuss FGM/C, partly owing to lack of knowledge and confidence, but also because it may not have
been considered to be a routine part of assessment or history-taking processes. Professionals noted that
guidelines would help them to ask the key questions at the right time, and subsequently to be confident
about care management, especially deinfibulation and dealing with requests for reinfibulation. Therefore,
our reviews have shown that it is imperative for questions about FGM/C to be routinised within certain
settings, and for clear guidelines to be developed within different services.'s Similar approaches have

been very successfully utilised to address other health topics that communities and practitioners have
traditionally felt uncomfortable with discussing, for example human immunodeficiency virus testing?s2283
and domestic violence.284285 The review's PAG suggests that such routinisation may now be happening
across the UK within midwifery services (although this needs to be confirmed), but is certainly not the case
within other services. Our review suggests that routine questioning and follow-up care pathways should
also be implemented within primary care, sexual health, obstetrics/gynaecology and health visiting.
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The reviews also aimed to illuminate the guestion of why guidelines, even when they did exist, may not
always be followed. Our reviews were unable to identify a great deal of in-depth information in relation to
this question, as we did not find any process evaluations of interventions. However, the evidence was able
to offer limited insights of issues that may potentially affect implementation. These include lack of clarity
over roles and responsibilities, workload burden of reporting, unclear systems of recording FGM/C and
unclear follow-up care pathways.

There is a wide body of evidence exploring barriers to guideline and intervention implementation2s6-289
that falls broadly within the field of implementation science.2® For example, the Supporting the Use of
Research Evidence (SURE) guidance used by WHO on the implementation of new interventions/protocols/
guidelines offers a potentially useful way of categorising barriers and facilitators.28 It includes several
broad analytical domains, within which are subdomains, and associated barriers and facilitators. Some

of these map well onto our initial review findings. For example, one of the domains is ‘providers of

care’ and includes subdomains of ‘knowledge and skills’, ‘attitudes regarding programme acceptability,
appropriateness and credibility’ and ‘motivation to change or adopt new behaviour’. Another domain is
‘health system constraints’, which includes, among others, subdomains of ‘human resources’, ‘clinical
supervision’, ‘communication’, ‘patient flow processes’, ‘incentives’ and ‘bureaucracy’. Future research

or evaluation on FGM/C-related guideline implementation would benefit from utilising an established
framework such as SURE to analyse, understand and address potential barriers further, specifically in a
UK context. This is particularly important as the recently introduced policies of mandatory reporting and
recording introduce a layer of complexity into an already-sensitive topic area and a layer of bureaucracy
into consultation processes that are already stretched for time (especially when there are language barriers
to negotiate).

Service configuration to promote access and equity

In terms of configuration of services for FGM/C, the reviews highlighted two issues. The first related to the
availability and accessibility of specialist expertise. The second related to the nature of services provided
(i.e. the model of care).

The reviews suggested that care experiences were better when care was delivered by specialists. In addition,
the reviews highlighted that the availability of this specialist expertise in areas of low prevalence or in rural
areas could be challenging. The reviews did not identify any qualitative studies evaluating models of care.
However, stakeholders at the national engagement event suggested that a hub and spoke model or mobile
clinics might be a way forward in low-prevalence areas.

The review findings also indicate that local commissioning should consider and address particular needs

to extend beyond provision of medical care to include counselling/psychotherapy and specialist sexual
health services. These findings are supported by the wider evidence.3042291-29% |n addition, stakeholders

at the national engagement event strongly supported the development of more-holistic models of care.
Importantly, as noted previously, this needs to include adequate access to trained and trusted interpretation
services. Several such models already exist in England; the majority are based within maternity services but
there are also excellent models (e.g. in Oxford and Bristol) based in primary care.#57 All include a strong
element of community partnership. Further mapping and evaluation of models of care would be beneficial
to better understand their differential impact on accessibility, outcomes, cost and patient satisfaction.

Knowledge, training and community engagement for culturally safe care
Both reviews showed that the delivery of culturally safe and effective care requires greater knowledge

and training for professionals, and greater awareness among communities regarding care-seeking and
engagement with services.
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Professionals

The reviews confirm findings from other studies that show an unmet training need for knowledge

and skill development in all aspects of FGM/C-related care and in the development of cultural
comptence.12:6566281.295-299 Thjs applies to all cadres of health professional 30030 |n a UK context, there are a
range of excellent training resources now available, mostly online; hence, it is important that different NHS
services ensure that these are adequately disseminated and utilised. Likewise, UK national standards have
recently been developed to guide curriculum development.4! In addition, WHO has just released a clinical
management handbook that provides excellent comprehensive guidance for practitioners.27 It is unclear to
what extent knowledge may have improved as a result of these recent initiatives or to what extent FGM/C
is now embedded within pre- or post-registration training curricula in the UK. This is an area in need of
future research. Although now somewhat out of date, a UK survey of 1756 midwives conducted in 2012
by the Royal College of Midwives3% suggests that some improvement may still needed. The results showed
that the majority of the sample did not know where they should refer a woman with FGM/C and only
15.3% had attended a training session.3% Likewise, a 2015 survey3°” among a mixed sample of 157
doctors and midwives at a district hospital in London with a high prevalence of FGM/C found that 71.4%
felt that they would benefit from further training on the subject, and only 21% of respondents stated that
they would feel comfortable discussing FGM/C with patients. The majority of health-care professionals
(65.3%) had not read any guidelines relating to FGM/C.397 Another 2015 survey3% conducted among

75 midwives and nurses at a district general hospital in the North East of England found low levels of
knowledge and confidence regarding clinical management but higher levels around legal and safeguarding
issues (only 16.7% felt confident caring for patients with FGM/C and just 5.6% felt sufficiently trained,
but 80.6% were aware that FGM/C was illegal in the UK and 77.8% knew about appropriate
safeguarding measures).308

The review findings suggest that additional training seems to be particularly required in relation to
communication around FGM/C, awareness of women’s psychological needs and management of clinical
interventions (particularly deinfibulation, where it was clear that competency was highly variable).

Review 2, in particular, showed that professionals can find FGM/C a difficult issue to understand and

that some of their clinical experiences can be stressful, especially when they feel that they lack clinical
competence and when cross-cultural misunderstandings arise. Similar findings have been reported in other
contexts.2%8 Hence, staff may also benefit from opportunities to discuss FGM/C-related issues face to face
in a supportive environment with experts, including FGM/C survivors. Furthermore, as with any skill, it is
important for professionals who may be called on to undertake deinfibulation to have adequate training
that extends beyond watching an e-learning video (the current minimum requirement for UK obstetric
registrars). This was a point strongly made by a group of 30 obstetric registrars who attended a
presentation on the review.

Recent systematic reviews have highlighted that the evidence on the most effective approaches to training
around FGM/C is unclear, and that this area would benefit from further research.3013% One study by Jacoby
and Smith,3% however, showed a clear increase in knowledge, confidence and cultural competence

among midwives in the USA following a training programme that included didactic teaching, case studies,
a cultural roundtable discussion and a hands-on skills session on deinfibulation and repair.

Women and communities

Review 1 showed that awareness of services and knowledge about possible interventions related to
FGM/C (e.g. deinfibulation, counselling, reinfibulation issues) were limited among women, especially in
low-prevalence areas. The reviews pointed to a need for more information resources to be available
for women on all aspects of care around FGM/C 6031031 There is, as yet, no clear evidence on the
most-effective approaches to health education.

Both reviews highlighted the important role that families and husbands had on women'’s care-seeking
and health decision-making. These findings support existing evidence*9312313 and NHS commissioning
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guidance’'s on the need for greater information- and awareness-raising approaches within communities,
and for these to include husbands and families.3'43'> Both reviews had findings in which women and
professionals called for a need for working in partnership with communities — an approach that is strongly
endorsed by programmes in the UK3'6317 and by findings from a recent research study that interviewed
policy-makers and activists across Europe .38

Implications and recommendations

The implications of the reviews are presented in the following sections. These are integrated implications
(i.e. representing implications from both reviews taken together). As with the discussion, the decision
was taken to integrate the implications in order to avoid repetition as many of the implications from the
reviews address the same underlying issues (e.g. training of health workers or strategies to address
language barriers).

UK stakeholder input and UK relevance of implications and recommendations
Although the review evidence reflects a variety of OECD country contexts, the implications/recommendations
in this report have been formulated specifically with a UK NHS context in mind.

The implications and recommendations have been shaped by an extensive process of consultation with
the whole project team and PAG (see Chapter 2). They have been further refined at a national stakeholder
consultation event with 65 participants from a wide range of organisations and professional groups

(see Appendices 14-16). In addition, the findings have been discussed at a meeting with 30 obstetric/
gynaecology registrars (see the report in Appendix 17). Participants at these events strongly endorsed

the findings from both reviews as being largely consistent with their own experiences (see Appendix 14).
However, there are certain issues that need more nuanced UK-specific exploration. For example, given

the relatively small number of UK-based studies in review 2, the applicability of its findings to UK health
professionals remains somewhat unclear. In addition, in the light of recent UK training initiatives, it is
unclear whether or not there would be key differences between professional groups.

Implications for practice, service configuration and training
Table 10 presents the implications for practice, service configuration and training.

Recommendations for research

The recommendations for research are presented in Box 5. For clarity, recommendations have been
grouped into specific topic areas. The whole list has also been numbered to reflect research priorities.
Priority areas were discussed during the national stakeholder event and finalised through further discussion
among the review team.
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TABLE 10 Implications for practice, service configuration and training

Service delivery and professional practice

Communication ® FGM/C is hard to talk about. Providers should take the initiative to ask
questions and start conversations about FGM/C. Routinising discussions about
FGM/C may be a helpful strategy
® Language barriers are a key obstacle to optimal care. Consultations may
require more time as a result. It is important for appropriate models of
interpretation to be available. Using specially trained community outreach
workers may be a useful approach

Respectful, person-centred and e QOptimal satisfaction, communication, trust and care outcomes are reported by
culturally appropriate care women who are treated as individuals, whose privacy and dignity are respected

and who are treated with compassion and respect

® The development of a trusting relationship and open communication within the
patient—provider relationship is essential. This may be enhanced through
models of service delivery that enable continuity of care

® Where possible, women would value being offered the choice of being
attended to by a female health professional and a female interpreter

e Appropriate and sensitive family involvement, in accordance with women'’s
wishes, can facilitate care-seeking and optimal care delivery (although care
should be taken to follow safeguarding policies and principles in relation to
gender-based violence)

® \Women who have experienced FGM/C may be fearful of clinical interventions
and may find these painful or retraumatising. They may benefit from particular
sensitivity to these potential needs and support. Some women may benefit
from counselling or psychological support

® In the maternity context, women may benefit from greater information and
counselling in the antenatal period to address any fears or concerns, to explain
common procedures (such as episiotomy) and, where relevant, to discuss
deinfibulation

e Discussions of deinfibulation should include information on what to expect
afterwards from an emotional, physical and relational point of view

e Discussions around prevention/safeguarding appear to be limited or ad hoc.
Professionals may benefit from more support to develop this aspect of their practice

Service development and configuration

Care pathways, protocols and ® Providers and women often lack information about the availability of specialist
guidelines services and referral pathways. Both groups would benefit from greater
awareness of existing services and how to access them
e There is a gap in understanding, or evaluation, of optimal models of care and
service delivery. Care delivery and outcomes may be optimised where there are
specialist centres or where clear referral pathways to specialists exist. This is
particularly important for rural/low-prevalence areas
e Clear organisational systems, care pathways and policies are important to
ensure that FGM/C is consistently discussed, recorded and followed up
® Providers feel that it is important to have clear guidelines and protocols around
management of FGM/C

Service gaps e There is a gap in understanding of mental health needs and associated models

of service delivery

® There is a need to develop care pathways and services outside maternity care
settings (i.e. for non-pregnant women). This includes achieving clarity on the
role of professionals in different contexts. Although the studies in the reviews
did not include all possible clinical settings or all groups of health professionals,
the findings do suggest that the following professionals should feel confident
and competent to address FGM/C prevention and/or care: school nurses, health
visitors, midwives, obstetricians, gynaecologists and GPs (family doctors)

® In terms of pathways for non-pregnant women, in England these are locally
commissioned and may, therefore, vary from area to area. The review findings
suggest that it is important for care pathways to specify clear roles for professionals
to ask questions about FGM/C, and clear referral and commissioning processes for
non-pregnant women to be able to access services for examination, deinfibulation
(where appropriate), counselling and safeguarding

continued
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TABLE 10 Implications for practice, service configuration and training (continued)

Training health professionals

Health professionals require ongoing support and training to develop greater
cultural sensitivity and proficiency (in general) in working with clients from
diverse cultures

There is a need to understand better what kind of training different cadres

of health professionals and students are currently receiving around FGM/C

(e.g. by undertaking an audit of current CPD provision and of FGM/C within

pre-registration curricula)

Registered health professionals would benefit from more in-depth education

and training around FGM/C. This training should move beyond presentation of

basic facts to enable discussion, clinical skills development and learning on a

wide range of issues associated FGM/C. The review suggests that training

should cover the following topics:

O cultural meanings of FGM/C for different groups and communities, and how
these may change over time and with migration

O laws, policies, strategies and ethics for prevention and safeguarding
(including the role for health professionals, and including topics such
as reinfibulation)

O the key roles and processes of community engagement for FGM/C
prevention, service development and service delivery

O awareness of local care pathways/protocols and specialist services

O communication skills and strategies regarding all aspects of FGM/C
(including working with interpreters and overcoming language barriers)

O relevant aspects of clinical management (this will vary depending on a
health professional’s role but could include understanding the different
types of FGM/C and how to identify different types, deinfibulation, shared
decision-making around deinfibulation timing, identification of mental
health needs/trauma, management of complications and counselling)

Interpreters require training and support to appropriately interpret in consultations
around FGM/C

Awareness raising and community engagement

Strategies to enhance community engagement may be important for:

promoting and supporting communities in a non-judgemental way to talk
about FGM/C

increasing knowledge and awareness of relevant services, especially for
non-pregnant women who may not come into contact with maternity services
building trust and facilitating understanding between communities and health
providers

engaging men and other family/community members to support women to
seek appropriate health care related to FGM/C

BOX 5 Research recommendations

genital mutilation/cutting

Understanding the impact of contemporary policy developments on female

1. The review did not include studies that were conducted following the mandatory reporting and mandatory
recording policy changes in the UK. However, it is important to evaluate how this new policy context may now
be influencing care-seeking and care quality from women’s and providers’ perspectives. In particular, given the
review findings that communication around FGM/C is already challenging and yet critical for ‘good’ care, it is
particularly important to explore how the new policy context might be affecting communication around FGM/C
and provider—patient/community relations in general.
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BOX 5 Research recommendations (continued)

2. There is a need to understand how providers are (or are not) currently engaging in prevention/safeguarding
discussions with women/communities, what the barriers and facilitators are for this and which strategies are
most appropriate/effective.

Understanding and developing best practice in service delivery models

3. In areas where clear guidelines/pathways/protocols already exist, it is important to better understand why
professionals may not always be adhering to these or may not know about them, for example by undertaking
studies informed by implementation science theories.

4. There is a need to map and to determine effectiveness and patient satisfaction of different models of service
delivery for pregnant and non-pregnant women (including girls) in different settings.

Understanding women's/girls’ needs better

5. There is a need to understand women's information needs better in relation to FGM/C at different life points
and for different types of FGM/C. In particular, (1) what women’s information and support needs are in
pregnancy, in preparation for birth and during birth, and (2) what women's information and support needs are
in relation to deinfibulation specifically (at different life stages).

6. There is a need to explore what mode of information delivery is most appropriate for different groups of
women (e.g. leaflets, face to face, apps).

7. There is a need to understand what women's mental-health-related needs may be at different time points,
to evaluate women'’s experiences with mental health services and to evaluate different options for mental-
health-care provision, including models of community-based support.

8. There is a need to explore and better understand the potential needs, experiences and care-seeking of
non-pregnant or unmarried women/girls.

11. There is a need to develop and evaluate tools to accurately identify women who may need psychological
support and to evaluate the most appropriate strategies for dealing with anxiety and trauma during and after
birth/clinical procedures.

Community engagement

9. There is a need for more research to understand what models of community engagement already exist, what
the barriers and facilitators are and how communities and services can best work together around FGM/C
health care.

10. There is a need to evaluate the role and cost benefit of using community health advocates/liaison workers
to support FGM/C services.

Training

12. In the UK context, it would be useful to undertake knowledge/attitude/practice studies with different
professional groups to determine current levels of knowledge and practices around FGM/C in order to identify
and address topic-specific and cadre-specific knowledge gaps.

13. There is a need to evaluate the most appropriate models of provider training around the different
components of FGM/C-related care.
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BOX 5 Research recommendations (continued)

Research methodology

14. Future research should adopt a more nuanced anthropological approach in order to explore care issues in
terms of difference as well as similarities associated with ethnicity, migration experience, age, FGM/C type or
FGM/C experience.
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Chapter 7 Conclusions

he reviews presented in this report have focused exclusively on OECD countries, producing findings

that are relevant to the UK context. To our knowledge, they are the first to have considered all aspects
of FGM/C-related health care at all stages of the life course, in all clinical settings, and to bring together
the perspectives of women and health professionals. In addition, in contrast to other systematic reviews in
this field, they have, for the first time, included relevant grey literature and papers in languages other than
English. As a result, the reviews in this project have been able to present an exceptionally comprehensive and
detailed picture of current care experiences. Furthermore, by moving beyond the usual focus on maternity
care contexts,5364 the reviews have been able to advance current knowledge beyond an understanding of
experiences (although this is important) to provide a more analytical and holistic interpretation of factors
influencing care-seeking, decision-making for deinfibulation surgery, service access and the development
of care pathways.

In the last 5 years, the UK has made enormous strides in developing policy, training and commissioning
guidance around FGM/C. However, the reviews (which include papers and reports from 22 UK-based
studies) suggest that the seeking and providing of FGM/C-related health care is often characterised by
processes of silence, secrecy, stigma, shame and stereotyping. Hence, although positive experiences are
reported (and greatly appreciated), there still appear to be many challenges. Particularly concerning are the
reports of disrespectful care, ad hoc service provision and health professionals who lack clinical and cultural
competence.

Many of the challenges relate to FGM/C specifically (e.g. management of deinfibulation or specific mental
health needs), but many (e.g. language barriers) also relate to wider challenges in care delivery for migrant
populations in a context of super-diversity. Therefore, it is important to consider the findings from these
reviews within the wider context of service configuration and resourcing for super-diverse population
groups (e.g. provision of accessible and appropriate interpretation services, choice of female health
providers, continuity of care models, personalised care models or training of health professionals for
culturally safe practice).

Dissemination of the reviews
Activities undertaken to date include:

publication of the review protocol'"

a national stakeholder event

presentation to obstetrics and gynaecology registrars across the East Midlands region

two oral presentations at an international conference in Montreal, Canada, on 28/29 May 2018

[2nd International Expert Meeting on Female Genital Mutilation/Cutting: Sharing Data and Experiences,
Improving Collaboration; www.fourwav.es/view/644/info/ (accessed 12 July 2019)]

® two publications (one from each review) in international peer-reviewed journals.139.145

Knowledge translation and impact

® The review findings have been shared with the Nottingham and Nottinghamshire joint FGM/C steering
group. A health task force has now been established, with a first meeting in July 2018 to consider how
to implement the review findings.
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® Two members of the review team (CE and JA) have been invited onto the project oversight committee
of a recently funded NIHR HTA research project being conducted by a team at the University of
Birmingham [HTA 16/78/04; Female Genital Mutilation: a qualitative study exploring survivors’ and
health-care professionals’ views on the timing of deinfibulation surgery (FGM/C Sister Study)].

® The project has led to research capacity development within the team. Valentine Nkoyo has started a PhD
at the University of Nottingham focusing on FGM/C prevention as part of its pioneering ‘Rights Lab'.
Juliet Albert has received funding from the Health Education England/NIHR Integrated Clinical Academic
Pre-doctoral Clinical Academic Fellowship to develop a PhD application on FGM/C.
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Appendix 1 The MEDLINE search strategy

Reproduced from Evans et al.'#5 This is an Open Access article distributed in accordance with the terms
of the Creative Commons Attribution (CC BY 4.0) license, which permits others to distribute, remix,
adapt and build upon this work, for commercial use, provided the original work is properly cited.

See: http://creativecommons.org/licenses/by/4.0/. Also reproduced from Evans et al.3 This is an Open
Access article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0)
license, which permits others to distribute, remix, adapt and build upon this work, for commercial use,
provided the original work is properly cited. See: http://creativecommons.org/licenses/by/4.0/.

Ovid MEDLINE In-Process & Other Non-indexed Citations and
Ovid MEDLINE

Date range searched: 1946 to present.

Date searched: 4 August 2017.

1 exp Circumcision, Female/or (exp Genitalia, 1367
Female/and exp Medicine, Traditional/)

2 (“female genital mutilation” or “female 1509
circumcision” or “female genital cutting”
or “traditional female genital surgery” or
infibulat* or reinfibulat* or defibulat* or
clitoridect*).mp.

3 ((((ritual* or traditional* or ceremon* or 2924
sociali#ation*) adj3 (practic* or cut or cutting
or surg*)) or circumcis* or excis*) adj3
(female* or womi#n or girl* or child* or
adolescen*)).mp.

4 (FGM or FGC or TFGS or FGMC or 1133
“FGM/C").mp.

5 (thara or tahar or khitan or khifad or khafad 1650 Expanded terms to include country of origin
or megrez or absum or mekhnishab or kutairi terminology as described in Department of
or ibi or ugwu or sunna or bondo or sonde or Health and Social Care guidance'*

gudiniin or halalays or godiin or tahoor or
bagne or gadja or ganza or “fanadu di
mindjer” or niaka or kuyango or “musolula
karoola”).mp. not (thara or tahar or khitan or
khifad or khafad or megrez or absum or
mekhnishab or kutairi or ibi or ugwu or sunna
or bondo or sonde or gudiniin or halalays or
godiin or tahoor or bagne or gadja or ganza
or “fanadu di mindjer” or niaka or kuyango or
“musolula karoola”).au,in.

6 4or5 2779

7 limit 6 to female 1200 In order to exclude irrelevant records from
terminology from other disciplines, or male
circumcision-related hits
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APPENDIX 1

10

12
13

((FGM or FGC or TFGS or FGMC or “FGM/C"
or thara or tahar or khitan or khifad or khafad
or megrez or absum or mekhnishab or kutairi
or ibi or ugwu or sunna or bondo or sonde or
gudiniin or halalays or godiin or tahoor or
bagne or gadja or ganza or “fanadu di
mindjer” or niaka or kuyango or “musolula
karoola”) adj3 (female* or womn or girl* or
child* or adolescen*)).mp.

(egypt* or sudan* or ethiopi* or somali* or
djibouti* or eritrea* or burkin* or guinea* or
sierra leone or leonean* or mauritan* or mali
or malian*).ti,ab.

limit 9 to female

((egypt* or sudan* or ethiopi* or somali* or
djibouti* or eritrea* or burkin* or guinea* or
sierra leone or leonean* or mauritan* or mali
or malian*) adj3 (female* or wom#n or girl*
or child* or adolescen*)).mp.

Tor2or3or7or8or10or11

“Emigrants and Immigrants”/or Refugees/or
“Transients and Migrants”/or “Emigration and
Immigration”/

(immigrant* or immigrat* or emigrant*

or emigrat* or emigre* or expat* or (ex adj
pat*) or transients or newcomer* or (new adj
comer*) or alien* or incomer* or (in adj
comer*)).mp.

((immigrant* or immigrat* or emigrant* or
emigrat* or emigre* or expat* or (ex adj pat*)
or transients or newcomer* or (new adj
comer*) or alien* or incomer* or (in adj
comer*)) adj3 (female* or wom#n or girl* or
child* or adolescen*)).mp.

(refugee* or (asylum adj seek*) or asylee*
or (refused adj3 (asylum* or refugee*)) or
(displaced adj person*) or exile* or (new adj
arrival) or (country adj2 (birth or origin)) or
transnational®).mp.

((refugee* or (asylum adj seek*) or asylee*
or (refused adj3 (asylum* or refugee*)) or
(displaced adj person*) or exile* or (new adj
arrival) or (country adj2 (birth or origin)) or
transnational*) adj3 (female* or wom#n or
girl* or child* or adolescen*)).mp.

(foreigner* or (foreign adj (born or citizen* or
national* or origin*)) or (non adj (citizen* or
native*)) or ((@adoptive or naturali#ed) ad]
(citizen* or resident*)) or overstay* or
trafficked or “spousal migrant*”).mp

((foreigner* or (foreign adj (born or citizen* or
national* or origin*)) or (non adj (citizen* or
native*)) or ((adoptive or naturali#ed) adj
(citizen* or resident*)) or overstay* or
trafficked or “spousal migrant*”) adj3
(female* or womi#n or girl* or child* or
adolescen*)).mp.

507

151,913

46,657
5441

51,901
45,756

79,630

4382

17,539

1462

11,442

753

Adjacency to “female” terms to complement
“limit to female” hit set

Country of origin used as proxy for FGM/C
terms — as FGM/C is so common, inference is
that women from these countries will fit a
FGM/C profile even without the term being
explicitly mentioned

All women with FGM/C
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20

21

22

23

24
25

26

27

28
29

(((established or long-term or “first 18,239
generation*"” or new* or recent* or current*)

adj3 (migrant* or migrat* or immigrant*

or immigrat* or emigrant* or emigrat* or

emigre* or expat* or (ex adj pat*) or

transient* or alien*)) or newcomer* or (new

adj comer*) or incomer* or (in adj comer*)

or ((international or overseas or foreign) adj2

(student* or employee* or worker*))).mp.

((((established or long-term or “first 559
generation*” or new* or recent* or current*)
adj3 (migrant* or migrat* or immigrant*

or immigrat* or emigrant* or emigrat* or
emigre* or expat* or (ex adj pat*) or
transient* or alien*)) or newcomer* or (new
adj comer*) or incomer* or (in adj comer*) or
((international or overseas or foreign) adj2
(student* or employee* or worker*))) adj3
(female* or womi#n or girl* or child* or
adolescen*)).mp.

("non-UK-born” or “born outside the UK" or 2887
“length of residence in the UK” or ((“not

lawful*” or “not legal*" or unlawful* or

illegal* or unauthori#fed* or “not authorit#ted”

or uncertain or insecure or legal* or legitimate*

or permit* or visa* or irregular* or refused or
undocumented) adj3 (residen* or student*

or worker* or employee* or unemployed

or immigrant* or imigrat* or migrant* or

migrat*))).mp.

(("non-UK-born” or “born outside the UK" or 136
“length of residence in the UK” or ((“not
lawful*" or “not legal*"” or unlawful* or
illegal* or unauthori#fed* or “not authori#ed”
or uncertain or insecure or legal* or
legitimate® or permit* or visa* or irregular* or
refused or undocumented) adj3 (residen*

or student* or worker* or employee*

or unemployed or immigrant* or imigrat* or
migrant* or migrat*))) adj3 (female* or
wom##n or girl* or child* or adolescen*)).mp.

exp Vulnerable Populations/ 8275

((vulnerab* or disadvantag* or minorit*) 33,112
adj3 (individ* or person* or people* or
population* or communit* or group*)).ti,ab.

((vulnerab* or disadvantag* or minorit*) 1756
adj3 (individ* or person* or people* or

population* or communit* or group*) adj3

(female* or womi#n or girl* or child* or
adolescen*)).mp.

exp Ethnic Groups/ 139,042
(ethnic* or ethno* or race or racial*).mp. 248,038
("Black and Minority Ethnic” or “Black & 3756

Minority ethnic” or BME or BAME or black
african*).mp.
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30

31

32

33

34

35

36

37

38

39

40
41
42
43
44
45

46

((ethnic* or ethno* or race or racial* or
“Black and Minority Ethnic” or “Black &
Minority ethnic” or BME or BAME or black
african*) adj3 (female* or wom#n or girl* or
child* or adolescen*)).mp.

exp african continental ancestry group/or exp
asian continental ancestry group/

(africa* or “middle east*” or asia* or iran* or
irag* or israel* or oman* or “united arab
emirat*” or UAE or “saudi arabia*" or
palestin* or india* or indonesia* or malaysia*
or pakistan*).ti,ab.

(egypt* or yemen* or sudan* or ethiopi* or
somali* or djibouti* or eritrea* or kenya* or
uganda* or tanzania* or camero?n* or chad*
or niger* or benin* or togo* or ghana*

or burkin* or ivory coast* or cote d'ivoire or
liberia* or guinea* or sierra leone or leonean*
or gambia* or senegal* or mauritan* or mali
or malian* or “sara subgroup” or ngama).ti,ab.

((africa* or “middle east*” or asia* or iran* or
irag* or israel* or oman* or “united arab
emirat*” or UAE or “saudi arabia*" or
palestin* or india* or indonesia* or malaysia*
or pakistan* or egypt* or yemen* or sudan*
or ethiopi* or somali* or djibouti* or eritrea*
or kenya* or uganda* or tanzania* or
camero?n* or chad* or niger* or benin* or
togo* or ghana* or burkin* or ivory coast* or
cote d'ivoire or liberia* or guinea* or sierra
leone or leonean* or gambia* or senegal*

or mauritan* or mali or malian* or “sara
subgroup” or ngama) adj3 (female* or
womi#n or girl* or child* or adolescen*)).mp.

13 or14or 16 or 18 or 20 or 22 or 24 or 25
or 27 or 28 or 29 or 31 or 32 or 33

limit 35 to female

(13 or 24 or 27 or 31) and (female* or
womi#n or girl* or child* or adolescen*).mp.

150r17o0r19o0r21or23or26o0r30o0r34
or 36 or 37

exp Community Health Workers/or exp
Volunteers/

exp Occupational Groups/

exp Health Personnel/

exp Midwifery/

exp General Practitioners/or exp Physicians/
exp Nurses/or exp Nurses, Community Health/

exp Nurses’ Aides/or exp Nursing Staff,
Hospital/or exp Nursing Staff/

exp Social Workers/or exp Police/

9504

136,483

520,081

259,558

58,342

1,117,829

491,179

177,101

526,145

23,517

531,564
454,091
17,848
117,502
81,947
66,494

4605

Keywords for immigrant populations limited
to female (MEDLINE standard limit feature)

MeSHs for immigrant populations limited by
“female” keywords

Terms for immigrant populations, including
specific terms for countries of origin where
FGM/C is known to be practised, limited to
female

All health and allied workers (who may come
into contact with women with FGM/C)
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47 39 or40 or 41 or 42 or 43 or 44 or 45 or 46

48 exp Pregnancy/or (pregnan* or birth* or
childbirth* or matern* or gyn#e* or obstetric*
or menstru* or labo#r* or vulv* or vagina* or
uter*).ti,ab.

49 exp Pregnancy Complications/or exp
Pregnancy High Risk/

50 ((pregnan* or birth* or childbirth* or matern*
or gyn#e™* or obstetric* or menstru* or
labo#r* or vulv* or vagina* or uter*) adj3
(poor* or adverse or complicat* or difficult* or
disorder* or dysfunction* or disease* or pain*
or risk* or danger* or problem* or issue* or
concern* or infect* or inflamm¥*)).ti,ab.

51 exp Obstetric Labor Complications/

52 exp Female Urogenital Diseases/

53 exp Menstruation Disturbances/

54 exp Genital Diseases, Female/or exp Vaginal
Diseases/or exp Vulvar Diseases/

55 exp Vaginismus/or exp Vulvodynia/or exp
Dyspareunia/or exp Vaginitis/or exp
Vulvovaginitis/

56 exp Pelvic Inflammatory Disease/

57 exp Vaginal Fistula/or exp Rectovaginal Fistula/

58 exp Genital Diseases, Female/

59 exp Infertility, Female/

60 ((pelvic* or back™* or urolog* or urogenit*
or urinat* or genit* or abdomin*) adj3 (poor*
or adverse or complicat* or difficult* or
disorder* or dysfunction* or disease* or
pain* or risk* or danger* or problem*
or issue* or concern* or infect* or inflamm¥*)
adj3 (female* or womi#n or girl* or child* or
adolescen*)).mp.

61 exp Urologic Diseases/

62 exp Pelvic Pain/

63 exp Sexual Dysfunctions, Psychological/

64 exp Pelvic Infection/

65 exp Kidney Diseases/

66 exp Urinary Fistula/or exp Rectal Fistula/or exp
Urinary Bladder Fistula/

67 61 or 62 or 63 or 64 or 65 or 66

68 limit 67 to female

69 67 and (female* or wom#n or girl* or child*
or adolescen*).mp.

70 48 or 49 or 50 or 51 or 52 or 53 or 54 or 55
or 56 or 57 or 58 or 59 or 60 or 68 or 69

71 exp Mental Disorders/

562,187
1,391,519

401,801

137,220

63,618
1,161,123
27,153
432,325

14,171

10,694
4659
432,325
27,170
29,027

698,515
8163
24,271
5409
474,329
11,750

737,520
352,622
397,916

2,386,342

1,122,844

HEALTH SERVICES AND DELIVERY RESEARCH 2019 VOL. 7 NO. 31

Physical complications or disorders as
identified as health impacts of FGM/C in
Department of Health and Social Care
guidance,' already “female” by context of
terms — so proxy for FGM/C

Physical complications or disorders as
identified as health impacts of FGM/C in
Department of Health and Social Care
guidance,'?* limited to “female” (female
genital diseases, etc.) — so proxy for FGM/C
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72

73

74

75

76

77

78

79
80
81

82
83

84

85

86

87

88
89
90

exp Depressive Disorder, Major/or exp Suicide/
or exp Depression/or exp Suicidal Ideation/or
exp Depressive Disorder/or exp Bipolar
Disorder/or exp Suicide, Attempted/

exp Self-Injurious Behavior/or exp Substance-
Related Disorders/or exp Social Isolation/

exp Sexually Transmitted Diseases, Viral/or exp
Sexually Transmitted Diseases/

(anxiet* or anxious* or depress* or self-harm*
or self-injur* or suicid*).mp.

((anxiet* or anxious* or depress* or
self-harm™ or self-injur* or suicid*) adj3
(female* or womin or girl* or child* or
adolescen*)).mp.

(((sex* or viral* or virus* or bacteria*) adj3
diseas*) or HIV or STD* or AIDS).mp.

((((sex* or viral* or virus* or bacteria*) adj3
diseas*) or HIV or STD* or AIDS) adj3
(female* or wom#n or girl* or child* or
adolescen*)).mp.

710r72o0r 73 or74or75o0r77
limit 79 to female

79 and (female* or wom#n or girl* or child*
or adolescen*).mp.

76 or 78 or 80 or 81

exp United Kingdom/or (“united kingdom” or
“great britain” or britain or england

or scotland or wales or “northern ireland”

or british or english or scottish or welsh or
“northern irish” or hebrid* or “isle of
man").ti,ab,gc,ia,pl,in.

(AUSTRALIA* or AUSTRIA* or BELGIUM* or
belgian* or CANAD* or CHILE* or CZECH*
or DENMARK* or danish* or ESTONIA* or
FINLAND or finnish or FRANCE or french).mp.

(GERMAN* or GREECE or greek* or
HUNGAR* or ICELAND* or IRELAND or irish
or ISRAEL* or ITALY or italian* or JAPAN*
or KOREA* or LATVIA* or LUXEMB* or
MEXIC*).mp.

(NETHERLAND* or holland* or dutch or “low
countries” or europe* or “NEW ZEALAND*"
or NORWAY or norwegian* or POLAND or
polish or PORTUGAL or portuguese).mp.

(SLOVAK* or SLOVENIA* or SPAIN or spanish
or SWED* or SWITZERLAND or swiss or
TURK* or “UNITED KINGDOM" or “UK" or
britain or british or england or english or scot*
or wales or welsh or UNITED STATES or
“USA" or america*).mp.

83 or 84 or 85 or 86 or 87
randomized controlled trial.pt.

controlled clinical trial.pt.

259,964

329,005

319,070

650,968

30,927

516,543

29,597

2,107,493
932,164
1,098,666

1,098,666
1,167,455

641,227

791,022

597,994

3,770,430

5,147,200
470,445
94,472

Psychological or STD-related impacts of FGM

UK or other OECD countries

108

NIHR Journals Library www. journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr07310 HEALTH SERVICES AND DELIVERY RESEARCH 2019 VOL. 7 NO. 31

Search Number

statement Search terms of hits Notes on strategy

91 randomized.ab. 403,685

92 placebo.ab. 189,129

93 clinical trials as topic.sh. 187,621

94 randomly.ab. 280,498

95 trial.ti. 181,309

96 (animals not (humans and animals)).sh. 4,412,254

97 89 or 90 or 91 or 92 or 93 or 94 or 95 1,138,847

98 97 not 96 1,049,209  Standard search hedge for randomised
clinical trials in MEDLINE — adapted from
SIGN

99 38 and 47 and (70 or 82) 7952 Female immigrants AND Health Workers
AND (physical or mental disorders)

100 47 and 12 1144

101 12 or 99 or 100 59,304 Women with FGM or (Female immigrants
AND Health Workers AND (physical or
mental disorders)) or (Health workers AND
FGM)

102 101 and 88 12,154 ... AND OECD countries

103 102 not 98 11,547 EXCLUDE RCTs

104 103 not 96 9261 EXCLUDE animal studies

FGM, female genital mutilation; RCT, randomised controlled trial; SIGN, Scottish Intercollegiate Guidelines Network;
STD, sexually transmitted disease.
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Appendix 2 Cumulative Index to Nursing and
Allied Health Literature search strategy

Date range searched: 1937 to 10 August 2017.

Date searched: 10 August 2017.

S1 (MH “Circumcision, Female”) OR ((MH “Genitalia, Female+") AND 1184
(MH “Medicine, Traditional+"))

S2 TX (“female genital mutilation” or “female circumcision” or “female 1549
genital cutting” or “traditional female genital surgery” or infibulat* or
reinfibulat* or defibulat* or clitoridect*)

S3 TX (((ritual* or traditional* or ceremon* or sociali#ation*) N3 (practic* or 2449
cut or cutting or surg*)) or circumcis* or excis*)) N3 (female* or womin
or girl* or child* or adolescen*)

S4 TX (FGM or FGC or TFGS or FGMC or “FGM/C") 1167

S5 TX (thara or tahar or khitan or khifad or khafad or megrez or absum or 2518
mekhnishab or kutairi or ibi or ugwu or sunna or bondo or sonde or
gudiniin or halalays or godiin or tahoor or bagne or gadja or ganza
or “fanadu di mindjer” or niaka or kuyango or “musolula karoola”)

S6 S4 OR S5 Limiters — sex: female 1354

S7 TX ((FGM or FGC or TFGS or FGMC or “FGM/C" or thara or tahar or 736
khitan or khifad or khafad or megrez or absum or mekhnishab or kutairi
or ibi or ugwu or sunna or bondo or sonde or gudiniin or halalays or
godiin or tahoor or bagne or gadja or ganza or “fanadu di mindjer” or
niaka or kuyango or “musolula karoola”) N3 (female* or wom#n or girl*
or child* or adolescen*))

S8 Tl (egypt* or sudan* or ethiopi* or somali* or djibouti* or eritrea* or 10,311
burkin* or guinea* or sierra leone or leonean* or mauritan* or mali
or malian*) OR AB (egypt* or sudan* or ethiopi* or somali* or djibouti*
or eritrea* or burkin* or guinea* or sierra leone or leonean* or
mauritan® or mali or malian*)

S9 (MH “Immigrants+”) OR (MH “Emigration and Immigration”) OR 21,741
(MH “Transients and Migrants”) OR (MH “Refugees”)

S10 TX (immigrant* or immigrat* or emigrant* or emigrat* or emigre* or 96,836
expat* or ex-pat* or transients or newcomer* or new-comer* or alien*
or incomer* or in-comer*)

ST TX (immigrant* or immigrat* or emigrant* or emigrat* or emigre* or 7648
expat* or ex-pat* or transients or newcomer* or new-comer* or alien*
or incomer* or in-comer*) N3 (female* or wom#n or girl* or child* or
adolescen*)

S12 TX (refugee* or (asylum N1 seek*) or asylee* or (refused N3 (asylum* or 21,170
refugee*)) or (displaced N1 person*) or exile* or (new N1 arrival) or
(country N2 (birth or origin)) or transnational*)

S13 TX (refugee* or (asylum N1 seek*) or asylee* or (refused N3 (asylum* or 2862
refugee*)) or (displaced N1 person*) or exile* or (new N1 arrival) or
(country N2 (birth or origin)) or transnational*) N3 (female* or wom#n
or girl* or child* or adolescen*)

S14 TX (foreigner* or (foreign N1 (born or citizen* or national* or origin*)) or 7560
(non N1 (citizen* or native*)) or ((adoptive or naturali#ed) N1 (citizen* or
resident*)) or overstay* or trafficked or “spousal migrant*")
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S15

S16

S17

S18

S19

S20

S21

S22

S23

S24

S25

S26

S27

528
S29
S30

TX (foreigner* or (foreign N1 (born or citizen* or national* or origin*)) or
(non N1 (citizen* or native*)) or ((adoptive or naturali#ed) N1 (citizen* or
resident*)) or overstay* or trafficked or “spousal migrant*”) N3 (female*
or womin or girl* or child* or adolescen*)

TX (((established or long-term or “first generation*" or new* or recent*
or current*) N3 (migrant* or migrat* or immigrant* or immigrat* or
emigrant* or emigrat* or emigre* or expat* or ex-pat* or transient*

or alien*)) or newcomer* or new-comer* or incomer* or in-comer*

or ((international or overseas or foreign) N2 (student* or employee* or
worker*)))

TX (((established or long-term or “first generation*" or new* or recent*
or current*) N3 (migrant* or migrat* or immigrant* or immigrat* or
emigrant* or emigrat* or emigre* or expat* or ex-pat* or transient*

or alien*)) or newcomer* or new-comer* or incomer* or in-comer*

or ((international or overseas or foreign) N2 (student* or employee* or
worker*))) N3 (female* or wom#n or girl* or child* or adolescen*)

TX (“non-UK-born” or “born outside the UK” or “length of residence in
the UK” or ((“not lawful*” or “not legal*"” or unlawful* or illegal* or
unauthori#ed* or “not authori#ed” or uncertain or insecure or legal*
or legitimate* or permit* or visa* or irregular* or refused or
undocumented) N3 (residen* or student* or worker* or employee* or
unemployed or immigrant* or imigrat* or migrant* or migrat*)))

TX (“non-UK-born” or “born outside the UK” or “length of residence in
the UK" or (("not lawful*" or “not legal*" or unlawful* or illegal* or
unauthori#ted* or “not authori#ed” or uncertain or insecure or legal*
or legitimate* or permit* or visa* or irregular* or refused or
undocumented) N3 (residen* or student* or worker* or employee*

or unemployed or immigrant* or imigrat* or migrant* or migrat*))) N3
(female* or wom#n or girl* or child* or adolescen*)

TX ((vulnerab* or disadvantag* or minorit*) N3 (individ* or person* or
people* or population* or communit* or group*))

(MH “Special Populations”)

TX ((vulnerab* or disadvantag* or minorit*) N3 (individ* or person* or
people* or population* or communit* or group*)) N3 (female* or
womin or girl* or child* or adolescen*)

(MH "Ethnic Groups+")

Tl (ethnic* or ethno* or race or racial*) OR AB (ethnic* or ethno* or race
or racial*)

(Tl (ethnic* or ethno* or race or racial*) OR AB (ethnic* or ethno* or
race or racial*)) N3 (female* or wom#n or girl* or child* or adolescen*)

Tl (“Black and Minority Ethnic” or “Black & Minority ethnic” or BME or
BAME or black african*) OR AB (“Black and Minority Ethnic” or “Black &
Minority ethnic” or BME or BAME or black african*)

(TI ("Black and Minority Ethnic” or “Black & Minority ethnic” or BME or
BAME or black african*) OR AB (“Black and Minority Ethnic” or “Black &
Minority ethnic” or BME or BAME or black african*)) N3 (female* or
womin or girl* or child* or adolescen*)

(MH “Blacks")
(MH “Asians+")

Tl (africa* or “middle east*” or asia* or iran* or irag* or israel* or
oman* or “united arab emirat*” or UAE or “saudi arabia*” or palestin*
or india* or indonesia* or malaysia* or pakistan*) OR AB (africa* or
“middle east*” or asia* or iran* or irag* or israel* or oman* or “united
arab emirat*” or UAE or “saudi arabia*" or palestin* or india* or
indonesia* or malaysia* or pakistan*)

1165

24,924

1448

8980

454

64,064

4275

5658

111,173

77,242

1218

2147

125

43,581
23,913
124,141
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S31

S32

S33

S34

S35

S36
S37
S38

S39

S40
S41

S42
S43
S44

S45
S46
S47

S48

(Tl (africa* or “middle east*” or asia* or iran* or iraq* or israel* or
oman* or “united arab emirat*” or UAE or “saudi arabia*" or palestin*
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Study: authors

(year of
publication)

Berggren et al.
(2006)®

Betts (2011)'7°

Country

Sweden

Canada

Study aims, focus
and/or research
question

To explore the
experience of FGM
and the experiences
of encounters with
Swedish maternal
health care among
women from Eritrea,
Somalia, and Sudan
living in Sweden

To critically examine
popular ideas of Somali
women's identity,
gender and sexuality
in Canada and to
evaluate Somali
women's experiences
with Canadian health-
care professionals, and
how it compares with
their experiences with
medical professionals
in Somalia

Region and Methodology
setting (where

specified) perspective

Three cities in
Sweden

Exploratory
qualitative study

Conducted in the
women's homes

Greater Toronto Anthropological
area, Canada. From methods

a community centre

in a small office

and/or theoretical

Methods and
recruitment

(where stated) Data analysis

26 interviewees Latent content
recruited via snowball analysis
sampling or network

sampling

Individual and paired
interviews; one
discussion group of
14 women

categories

Placed loosely into

Eligible
participants and
country of origin

Whole study
sample

21 women from
Eritrea, Somalia or
Sudan

22 women,

six from Eritrea,
11 from Somalia,
and five from
Sudan (one
excluded as

no FGM)

Age range:
24 to 73 years

Thirteen women 13 Somali women

aged 18-65 years
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Study: authors

(year of
publication)

Bravo Pastor del
Mar (2014)'73

Bulman and
McCourt
(2002)>

Country
Spain

UK

Study aims, focus
and/or research
question

To identify the
knowledge, attitudes
and experiences
regarding FGM of a
group of women from
sub-Saharan African
countries where
FGMY/C is a traditional
practice

To develop an
understanding of the
reality faced by Somali
women in their contacts
with the maternity
services in the UK and
to explore professionals
perceptions of Somali
women and their
maternity care needs —
how they approached
providing for these
needs and their ideas
for improving services

Region and
setting (where
specified)

Region of Murcia,
Spain

The interviews were
held individually at
the homes of the
participants, at their
request, always in
the absence of the
husband and
occasionally in the
presence of children

West London

Conducted in
participants’ homes
or clinics

Methodology
and/or theoretical
perspective

A qualitative study
using the life story
method

Qualitative
(ethnographic
context narrative
approach)

Methods and
recruitment
(where stated)

Life story interviews
held until data
saturation was
reached. Informal
conversations
including telephone
calls, e-mails, informal
chats and informal
meetings with key
informants.
Sociodemographic
guestionnaire

Contact through
different associations
for African women

and snowball sampling

Six individual
interviews and two
focus groups with
Somali women,
recruited via snowball
sampling method

Two focus groups
with midwives,
(caseload and hospital
midwives)

Individual interviews
with a Somali health-
link worker, a woman
on the Health and
Race Working Group
and an obstetric
registrar

Data analysis

The analysis was
carried out using
the categories that
emerged from the
narratives collected
in the interviews

Thematic analysis

Whole study
sample

20 Senegalese
women, two
Nigerian women
and two Gambian
women

Age range:
23-42 years

12 Somali women
participating in
qualitative
interviews

Health workers
(number not
specified) were
also interviewed

Eligible
participants and
country of origin

20 Senegalese
women, two
Nigerian women
and two Gambian
women

12 Somali women
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Study: authors

(year of
publication)

Carroll et al.
(2007)'%0

Chalmers et al.
(2002)™"

Degni et al.
(2014)12

d'Entremont
et al. (2014)'

Country
USA

Canada

Finland

France

Study aims, focus
and/or research
question

To explore the range of
Bantu and other Somali
women'’s experiences
with communication
about preventative
health services in the
USA in order to
understand the role
communication plays
in disparities in this
population

To explore recent
perinatal experiences
in Canada

To explore immigrant
Somali women'’s
experiences of
reproductive and
maternity health-care
services and their
perceptions about the
service providers

Explored the
experiences of
childbirth for women
who have been excised

Region and
setting (where
specified)

Rochester, NY, USA.

At a time and place
convenient to
the participant

Greater Toronto
region, at
participants’ homes

Helsinki, Vantaa,
Espoo and Turku
in Finland

Conducted at
women'’s homes
and swimming
pool hall

At a place of the
woman'’s choosing

Methodology
and/or theoretical
perspective

Grounded theory

Unclear

Exploratory,
qualitative study

Hermeneutic
phenomenology
Gadamerian
philosophy

Methods and
recruitment
(where stated)

Individual interviews,
a Somali women'’s
focus group was
conducted to check
thematic validity and
clarify questions and
concepts. Word of
mouth, key informants
and primary care
provider referrals; and
snowballing

Sampling from
community sites and
snowball sampling

Structured
questionnaire with
four open-ended
questions,
administered face
to face involving
reflection and
discussion

Focus group
discussions via
purposeful sampling

Interviews

Purposive sampling
methods

Data analysis

Grounded theory,
a coding/editing
method that
extracts emerging
themes

Unclear

Guided by concepts
of cultural care

Constant, circular
process of thematic,
textual interpretations

Whole study
sample

34 women
Age range: 18-53

years (median age:
27 years)

432 Somali
women

Mean age:
34 years

70 women

Age range:
18-50 years

Four women

Eligible
participants and
country of origin

34 Somali refugee
women

415 Somali women
(who responded to
the open-ended
guestions)

70 Somali women

Four women from
different countries
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Study: authors

(year of

publication) Country
Essén et al. Sweden
(2000)™4

Fawcett (2014)’®  USA

Study aims, focus
and/or research
question

To explore the attitudes,
strategies and habits of
Somalian immigrant
women related to
pregnancy and
childbirth, in order to
gain an understanding
as to how cultural
factors might affect
perinatal outcome

To identify and
measure patterns of
cultural knowledge
and variations (cross-
cultural agreement and
disagreement) between
Somali resettled
refugee women and
health-care providers
on childbearing
models. To investigate
and measure
intracultural variations
in the domain of
childbearing
knowledge among
Somali resettled
refugee women. To
explore the subjective
and intersubjective
perceptions of female
circumcision

Region and
setting (where
specified)

Localities of the
different Somalian
immigrant

associations in their

own residential
areas

Arizona
Metropolitan
Phoenix area,

in a cafe or
participants’ homes

Methodology
and/or theoretical
perspective

Qualitative

Quantitative survey
and ethnographic
methodologies and
phenomenological
approaches using
open-ended
semistructured
interviews

Used theory of
Cultural Consensus
Model and concepts
of embodiment

Methods and
recruitment

(where stated) DEVERN EH

Qualitative in-depth
interviews. Recruited
from community
organisations

Systematic textual
analysis

Culture consensus Phenomenological

guestionnaire, analysis and
participatory inductive
observations, explorative
in-depth approach
semistructured

interviews

Used snowball
sampling via
community
organisations

Whole study
sample

15 women

Age range:
20-55 years

Questionnaires
(n=174)

Interviews:
Somali resettled
refugee women

(n=30)

Health-care
providers (n = 10)

Age range:
18-70 years

Eligible
participants and
country of origin

15 Somali women

30 Somali resettled
refugee women
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Study: authors

(year of
publication)

Gali (1997)'7®

Ghebre et al.
(2015)1%

Glazer (2012)'77

Country
USA

USA

Canada

Study aims, focus
and/or research
question

To explore the
relationship between
the psychological and
the medical concerns
circumcised women
face and barriers

to reproductive
health-care delivery
in the USA

Exploring suitable
language, structure
and context to describe
cervical cancer
prevention and
screening methods
among women in
Minnesota’s Somali
community

Aimed to explore
women's interpretations
of FGM and its
associated pain

Region and
setting (where
specified)

San Francisco Bay
area

Minnesota

Community
locations

Greater Toronto
Area, Canada, at a
community health
centre

Methodology
and/or theoretical
perspective

Qualitative
exploratory research

Qualitative study
with community
engagement
socioecological
framework

Mixed methods,
including a
qualitative
component
drawing on
interpretive

and embodied
phenomenology

Methods and
recruitment
(where stated)

Semistructured
interviews were
conducted in person
and by mail

Recruitment using
community
organisations

Informant interviews.
Used snowball
sampling

Qualitative interview
semistructured
interviews using a
convenience sample

DEVERN ELH

Content analysis

Themes and
subthemes
using the
socioecological
framework

Phenomenological
analysis

Whole study
sample

26 women aged

21-45 years

23 participants

Age range:
26-45 years

14 Somali-
Canadian
participants

Age range:
21-46 years

Eligible
participants and
country of origin

26 women from
Sudan, Eritrea,
Ethiopia and Egypt

23 Somali women

14 Somali-Canadian
participants

9 XIAN3ddY



N 'SNZ 910S uoidweyinos yied

2DUBS UOYAWRYINOS JO AYISIBAIUN ‘BSNOH eyd]y ‘2J3us) BUBUIPIOO? SIIPNIS PUE S[el ] ‘UOeN|eAT ‘UDJeasay Uy eaH JOj S1NMISU| [euoneN ‘Aleigi S|euInof yHIN 0y passaippe aq

Jeuoissajoud ur papnpul aq Aew (Lodal [Ny 8y} ‘PaspUI JO) SPRAXS pue Apnis pue ypieasal yeaud jo sasodind sy 1o} padnpoidal Aj9aly g Aew anss| siy] "aied) [BIDOS pue

pINoys uodNpoIdal [eRIBWWOD 1oy suopedlddy “BUISIISAPE JO WO} AU UM PIRIDOSSe J0U S| UoRINPOIdal aY) pue apew S| Juawabpamouxde ajgens 1eyl papiroid sieuinol
U3[eSH 10} 31815 JO AIR12103S U1 AQ Panss! 10RAUOD BUILOISSILUWO B 4O SWIS) 3Y} J3pun ‘e 18 suea3 Aq padnpoid Sem Iom SIYL “610Z OSIAH 4O J3][0aU0D pUe J31uld S,usand @

6€l

Study: authors
(year of
publication)

Glover et al.
(2017)'%8

Guerin et al.
(2006)"%7

Hill et al.
(2012)'%8

Country
UK

Australia
and New
Zealand

USA

Study aims, focus
and/or research
question

Investigate the
experiences of women
who had undergone
FGM and the
psychological effects they
had experienced. It also
sought to understand
the psychological impact
of physical health
complications, survivor's
resilience and their
cultural context

To enhance the
understanding of

the immigration
experience on the
reproductive health of
women from Horn of
African and Middle
Eastern countries
resident in Victoria to
provide a safe means by
which Somali women
could express their
views about FGM/C

To describe and better
understand Somali
immigrant women'’s
health-care experiences
and beliefs regarding
pregnancy and birth in
the USA

Region and
setting (where
specified)

Multiple UK settings

Melbourne,
Australia, and
New Zealand

In homes of the
participants

North-eastern USA

Setting not given

Methodology

and/or theoretical

perspective

A qualitative
methodology of
grounded theory

Principles of
feminist research
were observed

Ethnographic
cohort design

Community-based

participatory
research

Qualitative study

Methods and
recruitment
(where stated)

Data analysis

In-depth interviews Theoretical memos
from a non-probability and grounded
convenience sampling theory analysis
frame based on

snowballing sampling

In-depth, open-ended Thematic analysis
and unstructured

interviews, focus

group discussions and

participant observation

Sampling involved
using community
networks and snowball
approach

Focus group Thematic content
convenience sampling analysis

and women in turn

identified friends and

family

Eligible
participants and
country of origin

Whole study
sample

20 women from
various countries:
Somalia (n=10),

20 women
survivors of FGM

Mean age Kenya (n=2),

38 years (standard  South Africa (n=6)
deviation 6.5, and The Gambia
range 25-51 (n=2)

years)

10 women from
Somalia, Ethiopia,
Eritrea, Sudan and
Nigeria

Australia (n = 255)
and New Zealand
(n=64)

African women
in the sample
(n=141)

Middle Eastern
women (n=114)

574 women

Age range:
19-50 years

18 participants 18 Somali women

Age range:
27-42 years
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Study: authors

(year of
publication)

Country

Hussein (2010)>7 UK

Hussen (2014)% New

Johansen
(2017)1%

Zealand

Norway

Study aims, focus
and/or research
question

To gain an in-depth
understanding of some
of the experiences and
perceptions of women
coming from countries
with high prevalence
rates of FGM/C living
in Bristol

To understand the
situation of both the
Christchurch women
with FGM and their
health providers in
order to increase
knowledge of FGM
and ensure improved
health services for
women with this
condition

Explores experiences
and perceptions

of premarital
deinfibulation.

It explores whether
Somali and Sudanese
men and women
understand
deinfibulation as a
purely medical issue
or whether their use
of the services is
also affected by the
cultural meaning

of infibulation

Region and
setting (where
specified)

Setting not given

Christchurch,
New Zealand,
at community
gatherings

Oslo and other
villages and towns
in Norway. From
participants’ homes,
workplaces or public
spaces, such as a
coffee bar or a park

Methodology
and/or theoretical
perspective

PEER and tenets of
social construct

Qualitative
descriptive research
methods

Qualitative study

Methods and
recruitment

(where stated) Data analysis

Informal in-depth Not stated
interviews in

third-person, loosely

structured interviews.

Equipping members

from the community

to become ‘PEER

researchers’

Focus group approach Thematic analysis
for women from East

Africa known to the

social worker and

researcher

Individual interviews
with health
professionals

Themes and
patterns

In-depth and key
informant interviews

Participant
observation validation
seminars. Utilised
Snowball sampling

Whole study

sample

Eight adult women

20 focus group
participants —

mean age
21-65 years

Three health
providers

23 women
and 13 men

Age range:
18-65 years

Eligible
participants and
country of origin

Eight Somali and
Sudanese adult
women

20 women from
Eritrea, Ethiopia,
Somalia and Sudan

23 Somali and
Sudanese women
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Study: authors Study aims, focus
and/or research

question

Region and
setting (where
specified)

Methodology
and/or theoretical
perspective

Eligible
participants and
country of origin

(year of
publication)

Whole study

Country Data analysis sample
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Jones (2010)'° UK To understand the South England, IPA relativist Semistructured IPA Six participants Six participants
experiences and views UK, in participants’  approach interview. Recruited from Sudan and
of women who had own homes or the from FORWARD, Age range: Somalia
undergone FGM/C community centre community group 19-45 years

Khaja (2004)'>*  Canada and To describe their Toronto, Canada, Life history Face-to-face, Content analysis 17 women 17 Somali women

the USA experiences with and Salt Lake City,  methodology/ individual life history
circumcision and to Utah, USA. Setting  ethnographic interviews. Purposive Age range:
share the personal and not stated sampling recruited 20-79 years
cultural meanings of with the assistance
those experiences of targeted Somali
community members
or service providers

Khaja et al. Canada and Examined the lives Ontario, Canada, Exploratory Face-to-face Not stated 17 circumcised 17 circumcised

(2010)'%° the USA of Somali Muslim and Salt Lake City,  qualitative interviews Somali women Somali women
women who were Utah, USA
circumcised Age range:

Setting not stated 20-79 years

Lundberg and ~ Sweden To explore the At informants’ Ethnographic Semistructured Thematic analysis 15 women 15 Eritrean women

Gerezgiher experiences from homes orin a method and open-ended

(2008)%° pregnancy and separate room in-depth interview Age range:
childbirth related 31-45 years

to FGM/C among
Eritrean immigrant
women

Purposive sampling
with snowball
sampling technique
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Study: authors

(year of
publication)

Maier (2003)'7"

Maternity
Action (2014)8

McNeely and
Christie-de Jong
(2016)%1

Country

Austria

UK

USA

Study aims, focus
and/or research
question

Three questions:

1. How did the
affected woman
experience and
handle her genital
mutilation when she
was a girl?

2. How did this
influence her life
and what are
the physical
and mental
consequences?

3. In the context
of FGM, did
immigration
add new
problem areas?

To explore potential
barriers to health care,
both for women in
general and for women
who experience
comparatively poor
health outcomes, in
order to contribute to
an understanding of
how these may be
addressed

To explore perspectives
of Somali refugees on
FGM/C and potential
changes in these after
migration to the USA

Methodology Methods and
and/or theoretical recruitment
perspective (where stated)

Region and
setting (where

specified) Data analysis

Qualitative research  Guided interviews Not stated
with a relatively open

design

Not stated

Themes from the
literature

Leeds, Manchester
and London, UK.
Community groups
were hosted

and facilitated
organisations

Online survey and a  Focus groups
series of focus recruited from service
groups user networks

Thematic content
analysis

Semistructured

and open-ended
interviews; snowball
sampling with two
gatekeepers

Denver metropolitan Descriptive,
area, USA, in sociocultural study
participants’ homes

Whole study
sample

Three women

Eligible
participants and
country of origin

Three women from
different countries

23 women from
several countries

261 in the survey

23 women in
focus groups

13 Somali 13 Somali women

refugees

Age range:
20-70 years
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Study: aut
(year of
publication)

Moxey and
Jones (2016)**

Murray et al.
(201023

Norman et al.
(2016)%

Norman et al.
(2009)>8

Country
UK

Australia

UK

UK

Study aims, focus
and/or research
question

To explore how Somali
women exposed to
FGM experience and
perceive antenatal and
intrapartum care in
England

To uncover first-person
descriptions of the birth
experiences of African
refugee women in
Brisbane, Australia, and
to explore the common
themes that emerged
from their experiences

Rapid participatory
study among migrant
communities in Norfolk
and Essex, to help shed
more light on this issue
and to support their
community engagement
programme

To gain in-depth
insights from women
originally from high-
prevalence FGM
countries, and currently
living in and around
Westminster

Region and
setting (where
specified)

Birmingham, West
Midlands

In a private room at
a community centre

In room at a clinic or
in participants’ own
homes

Norfolk, and Essex,
in the community

Borough of
Westminster,
London, in the
community

Methodology
and/or theoretical
perspective

Descriptive
qualitative
methodology

Phenomenology
Husserlian
phenomenological
framework

PEER - a qualitative,
participatory
research
methodology

PEER — a qualitative,
participatory
research method

Methods and
recruitment
(where stated)

Semistructured face-
to-face interviews
purposively sampled
from community
centres and using a
snowball approach

Semistructured
interviews;
purposeful, snowball
strategy

Interviews using
snowball sampling

In-depth
conversational
interviews; snowball
sampling used

DETERT ELH

Inductive thematic
analysis

Giorgi's
phenomenological
analysis3'?

Participatory
thematic analysis

Participatory
thematic analysis

Whole study
sample

10 women

Age range:
20-49 years

10 women

Age range:
20-40 years

18 peer
researchers and
33 interviewees
(each of the peer
researchers chose
two friends/peers
to interview)

10 peer
researchers
conducted
interviews with
three friends each
(n=30). Peer
researchers were
also interviewed

Mean age:
> 25 years

Eligible
participants and
country of origin

10 Somali women

10 women from
Sudan, Liberia,
Ethiopia and
Somalia

33 women from
various countries

40 women

(10 peer researchers
who were also
interviewed and

30 other women)
from Sudan, Eritrea
and Somalia
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Study: authors

(year of
publication)

O'Brien et al.
(2017)

O'Brien et al.
(2016)82

Palfreyman
etal (2011)'8

Country
Scotland

Scotland

UK

Study aims, focus Region and
and/or research

question specified)

To facilitate community Glasgow and
engagement with Edinburgh,
FGM-affected
populations, to enable  community
their voices to

contribute to the

development of

awareness raising

around FGM and to

ensure culturally

appropriate FGM

services for Scotland

To facilitate community Glasgow and
engagement on FGM  Edinburgh,
with women, men,
young people and
religious leaders to
enable their voices

to be heard and
contribute to the
development of
awareness raising
around FGM as well

as ensuring culturally
appropriate services for
Scotland

community

To explore FGM within  Birmingham
the context of
Birmingham

setting (where

Scotland, in the

Scotland, in the

Methodology
and/or theoretical
perspective

PEER ethnographic
research principles

PEER ethnographic
research principles

PEER

Methods and
recruitment

(where stated) Data analysis

Interviews with Participatory
contacts in analysis
community-based

organisations and

friends

Interviews and Participatory
focus groups. analysis
Convenience and

snowball sampling

through contacts

In-depth Participatory

semistructured
interviews with and
by peers recruited
using community
organisations and
snowball sampling

thematic analysis

Whole study
sample

19 peer
researchers

(who were also
interviewed) who
then carried out
29 interviews

28 peer
researchers
(12 women,
16 men) who
carried out
78 interviews

15 peer
researchers
conducted a total
of 90 interviews

Age range:
17-48 years

Eligible
participants and
country of origin

48 women

(19 peer researchers
who were also
interviewed and

29 women) from
Sudan, Nigeria and
Zimbabwe

39 women

(nine female peer
researchers

who were also
interviewed and

30 women) from

17 African countries

105 women

(15 peer researchers
who were also
interviewed and

90 women) from
Somali, Eritrea,
Sudan, Sierra Leone
and The Gambia
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Shl

Study: authors

(year of
publication)

Recchia and
McGarry
(2017)%4

Safari (2013)%%>

Salad et al.
(2015)208

Country
UK

UKk

The
Netherlands

Study aims, focus
and/or research
question

The overall aim of the

study was to develop
and facilitate a
participant-led
arts-based workshop

with women who were

survivors of FGM in

order to explore their

experiences and the

impact of FGM on their
health and well-being

Explored women's
experience of
deinfibulation

and its aftermath

To explore the

perceptions of Somali

women living in the

Netherlands regarding

measures to prevent
cervical cancer

Region and
setting (where
specified)

Nottingham

At a local FGM
specialist support
organisation

London

At an NHS hospital
or the participant’s
home

In cafes, libraries,
schools and
community centres

Methodology

and/or theoretical

perspective

Creative narrative
approach, which
included the
sharing of personal
stories, the creation
of pottery models
and the sharing of
artefacts — arts-
based research
approach using

a feminist
theoretical
framework

Qualitative
approach

IPA

Qualitative
approach

Methods and
recruitment
(where stated)

The composition

of the workshop
essentially
encompassed two
main strands: the
creation of a persona

and sharing artefacts.

Recruited through a
local FGM specialist
support organisation

Semistructured
interview

Semistructured
interviews, group
discussions, recruited
through purposive
sampling using
snowball sampling

Data analysis

Narrative approach

IPA

Framework of
intersectionality
enabled a
comprehensive
thematic content
analysis

Eligible
participants and
country of origin

Whole study
sample

Six women from
Kenya, Nigeria and

Six women agreed
to take part in the

project Ethiopia

Age range:

25-51 years

Nine women Nine women
from Somalia and

Age range: Eritrea

19-44 years

Interviews with 46 Somali women
14 young women

(aged 17-21 years)

and six older

women (mothers

aged 30-46 years)

Group discussions
with 26 women
(mothers aged
23-66 years)
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Study: authors

(year of
publication)

Shaw (1985)¢¢

Shermarke
(1996)'78

Country
USA

Canada

Study aims, focus
and/or research
question

To (1) provide a
summary of basic
information about
female circumcision,
(2) summarise the
results of an
exploratory study
that identified special
needs and concerns of
circumcised women
who have used the
Western medical
system while living

in the USA and

(3) identify problems
and concerns student
health-care providers
have encountered
while caring for this
group of women

Explores female
circumcision within the
Canadian community
perspective

Region and
setting (where
specified)

Southwestern
University town

Montreal, Quebec

Methodology
and/or theoretical
perspective

Exploratory study

Case study and

Methods and
recruitment
(where stated)

Informal interviews

Individual interviews

and Ottawa, Ontario qualitative methods selected through

In homes of the
interviewees or in
selected, quiet,
public places

personal contacts

DEVERN ELH

Thematic analysis

Thematic analysis

Eligible
Whole study participants and
sample country of origin
12 circumcised 12 circumcised
women women from
Sudan, Egypt
Six planned and Somalia
parenthood

centres and

four obstetric
gynaecological
clinics responded

Four interviewees  Eight Somali
from Montreal and women
four from Ottawa

Age range:
16-58 years
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Study: authors

(year of
publication)

Straus et al.
(2009)%°

Thierfelder
(2003)e!

Country
UKk

Switzerland

Study aims, focus Region and
and/or research setting (where
question specified)

To examine cultural and London
social aspects of

childbirth, and to In the community
determine how

they intersect with the

needs and experiences

of Somali women in the

UK. To explore the

experiences and needs

of Somali women in the

UK during pregnancy

and childbirth

To analyse the specific Cantons of Geneva,
situation of genitally Vaud and Zrich
mutilated African

immigrant women and  Setting not stated
the health-care

providers who

encounter them

in the Swiss health-

care system

Methodology
and/or theoretical
perspective

Ethnographic
approach

Narrative approach

Qualitative research

Methods and Eligible
recruitment Whole study participants and
(where stated) DEVERN ELH sample country of origin
In-depth narrative Thematic analysis Eight Somali Eight Somali
interviews women women
Recruitment from two Age range:
community Somali 23-57 years
women'’s groups and
snowballing
Semistructured, Thematic content Women (n=29) 29 women from
in-depth interviews analysis and men (n=8) Somalia and Eritrea
and focus group with Swiss health-
discussions care providers

(20 physicians and
Utilised purposive 17 midwives)
sampling and
snowball sampling Age range:
drawing on contacts 17-64 years

with migrant-support
and community
organisations
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Study: authors

(year of
publication)

Thierfelder et al.
(2005)162

Upvall et al.
(2009)%7

Vangen et al.
(2004)'¢7

Country

Switzerland

USA

Norway

Study aims, focus
and/or research
question

To analyse how
immigrant women
with FGM experience
gynaecological/
obstetrical care in
the Swiss health-care
system and to
investigate if physicians
and midwives treat
and counsel
FGM-related
complications
adequately

To explore the
health-care
perspectives of Somali
Bantu refugees in
relation to their status
as women who have
been circumcised

and recently resettled
in the USA

To explore how
perinatal care practice
may influence labour
outcomes among
circumcised women

Region and
setting (where
specified)

Zurich, Lausanne
and Geneva,
Switzerland.
Setting not stated

South-western
Pennsylvania,

at a local refugee
centre

At women’s homes
or public cafes or
hospital

Methodology
and/or theoretical
perspective

Qualitative methods

Qualitative study

Qualitative method
drawing on theories
of empowerment

Methods and
recruitment

(where stated) Data analysis

Four focus group Unclear
discussions and

interviews

Purposive sampling
via migrant-support
and community
organisations

Focus groups, Thematic analysis
purposive sample

identified by a

local non-profit

organisation

In-depth interviews.
Recruited from
Somali’s association
and in health facilities
and through snowball
sampling

Thematic analysis

Whole study

Eligible
participants and

sample country of origin

29 women from
Somalia and Eritrea

29 women;
37 health-care
professionals

23 resettled Somali
women

23 resettled
Somali women,
a local female
physician

Age range:
19-43 years

23 Somali 23 Somali women
immigrants and 36
Norwegian health-

care professionals

Age range:
18-55 years

9 XIAN3ddY



Study: authors Study aims, focus
and/or research

question

Region and
setting (where
specified)

Methodology Methods and
and/or theoretical recruitment
perspective (where stated)

Eligible
participants and
country of origin

(year of
publication)

Whole study

Country Data analysis sample
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Vaughan et al.
(2014)e8

Vaughan et al.
(2014)1e°

Australia

Australia

To improve
understanding of the
impacts of FGC and to
make suggestions for
service development —
by engaging with local
women, communities
and health providers

To identify the
FGC-related service
needs prioritised

by affected
communities living in
Victorian regional
centres, and to build
evidence as to the
training, education
and professional
development required
for service providers
working in regional
Victoria to be able to
meet these needs

North Yarra Carlton,
Collingwood and
Fitzroy

Research conducted
in community centre
meeting rooms

Australia, Regional
Victoria Ballarat,
Geelong, Latrobe
Valley and
Shepparton

Research conducted
in community
meeting rooms

Community-based

Community-based

Eight focus group
discussions, four small
group discussions, 10
individual interviews
with community
members.
Recruitment from
community
consultations,
community
organisations and
networks

11 interviews with
service providers

Focus group
discussions

Recruitment from
migrant support
agencies and then
using snowball
sampling

Thematic analysis

Thematic analysis

123 individuals

112 migrant men
and women and
11 health providers

51 migrant
community
members

950 women,

one man

15 health service

providers

87 migrant women
from Eritrea,
Ethiopia, Somalia
and Sudan

50 women from
Togo, Sudan and
Kenya
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Study: authors

(year of
publication)

Vloeberghs
et al. (2012)28

Wiklund et al.
(2000)2%°

Country

The
Netherlands

Sweden

Region and
setting (where
specified)

Study aims, focus
and/or research
question

In participants’
homes

Explored psychosocial
and relational
problems of African
immigrant women in
the Netherlands who
underwent FGM/C, the
causes they attribute to
these problems and
the way they cope
with these health
complaints

To study the childbirth  Umea and nearby
experiences of Somali  municipalities; in
women and men in women'’s homes
Sweden

Methodology
and/or theoretical
perspective

Mixed-methods
study using
standardised
guestionnaires as
well as in-depth
interviews, and
qualitative
participatory
methods

Grounded theory
Grounded theory

Methods and
recruitment

(where stated) DEVERET ELH

Thematic
framework analysis

In-depth interviews
using peer
researchers. Snowball
sampling used

Grounded theory
analysis

Interviews were
semistructured.
Recruited from the
Swedish Medical Birth
Register and ‘patient’
records

Whole study
sample

66 women

Age range:
18-69 years

Nine women and
four husbands
of the women
studied, and

an additional
three men

Age range:
21-55 years

Eligible
participants and
country of origin

66 women from
Somalia, Sudan,
Eritrea, Ethiopia or
Sierra Leone

Nine Somali women

FGC, female genital cutting; FGM, female genital mutilation; FORWARD, Foundation Women'’s Health Research and Development; IPA, interpretative phenomenological analysis;
PEER, Participatory Ethnographic Evaluation and Research.
Reproduced from Evans et al.'* This is an Open Access article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to
distribute, remix, adapt and build upon this work, for commercial use, provided the original work is properly cited. See: http://creativecommons.org/licenses/by/4.0/.

9 XIAN3ddY


http://creativecommons.org/licenses/by/4.0/

DOI: 10.3310/hsdr07310 HEALTH SERVICES AND DELIVERY RESEARCH 2019 VOL. 7 NO. 31

Appendix 7 Review 1: quality assessment

© Queen'’s Printer and Controller of HMSO 2019. This work was produced by Evans et al. under the terms of a commissioning contract issued by the Secretary of State for Health

and Social Care. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional 1 51
journals provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should

be addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science

Park, Southampton SO16 7NS, UK.



oo ayiu-Aielgijsieuinol mmm  Aleigr sjeuinor YHIN

[4°1%

Study: authors
(year of publication)

Abdi (2012)6

Abdullahi et al. (2009)'85
Ahlberg et al. (2004)'8¢
Ahmed (2005)'84
Ameresekere et al. (2011)'¢7
Asefaw (2007)'7°

Baldeh (2013)"7

Ballesteros Meseguer et al. (2014)'7
Behrendt (2011)'¢4

Beine et al. (1995)'88
Berggren et al. (2006)'®

Betts (2011)'7

Bravo Pastor del Mar (2014)'73
Bulman and McCourt (2002)%®
Carroll et al. (2007)1%
Chalmers et al. (2002)'"
Degni et al. (2014)'%?
d'Entremont et al. (2014)'%3
Essén et al. (2000)'*

Fawcett (2014)78

Gali (1997)'78

Ghebre et al. (2015)'*°

Glazer (2012)'77

Question

1

X~ <X € X €c XK Cc 2 K Z2 <K Cc zZzzZ2Cc < Cc zc z c z <<

2

<~ <X ¢ X ¢ X X € X Z2 X Cc c c X XK XK Cc << zZz2z < c <

< < C < C < < C < < < C < C < < < cCc < cCc < < =<

< < Cc Cc Z < < C T < < zZ < < < zZ < zZ < C < < zZ -

< < < < < < <X <X < W < < < < C < < < < < < < < |4

T Z2 X X X ¢ v v Z W << < Z2 © zZ2 Z2 < < zZ2 zZ2 < zZ2 </ 4

zZz z zZz <X ©® © © ©W U <X Z © zZz zZ2 zZ Z © < zZz2 zZz2 <X zZ <.

< T < < T < < < < W UV < < < ©W UV < < W UV < < =z -

< < < < < < < < < < < < < < < < < < < < < < < |4

< < < <X < <X <X <X < Ccc < < < < < < < < < < < <

35
6.5

85
6.5
55
55

5.5
7.5
55

©® N 00 v

U un

Quality band

High

Medium
High
Low
Medium
Medium
High
Medium
Medium
Medium
Medium
Medium
High
Medium
High
Medium
High
High
Medium
High
Medium
High
High

Richness:
thick or thin

Thin
Thin
Thin
Thin
Thin
Thin
Thick
Thin
Thin
Thin
Thick
Thick
Thin
Thin
Thick
Thick
Thin
Thick
Thin
Thick
Thin
Thick
Thin

Type of
publication

Journal
Journal
Journal
Book chapter
Journal
PhD thesis
MSc thesis
Journal
Research report
Journal
Journal
MA thesis
PhD thesis
Journal
Journal
Journal
Journal
Journal
Journal
PhD thesis
PhD thesis
Journal

MSc thesis

Relevance: high,
medium or low

Low
Medium
Low
Low
Medium
Low
High
Medium
Low
Medium
High
High
Low
Medium
Medium
Medium
Medium
High
Low
High
Low
Medium

Low
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Study: authors
(year of publication)

Glover et al. (2017)'9¢
Guerin et al. (2006)'””

Hill et al. (2012)'%8
Hussein (2010)%7

Hussen (2014)6>
Johansen (2017)'%°

Jones (2010)'7°

Khaja (2004)'>°

Khaja et al. (2010)'°
Lundbergand Gerezgiher (2008)?®
Maier (2003)'7"

Maternity Action (2014)'8°

McNeely and Christie-de Jong
(2016)201

Moxey and Jones (2016)2%
Murray et al. (2010)2%
Norman et al. (2016)*
Norman et al. (2009)%8

O'Brien et al. (2017)'8

O'Brien et al. (2016)'®?
Palfreyman et al. (2011)'83
Recchia and McGarry (2017)%4
Safari (2013)20%

Salad et al. (2015)2%

Question

1

c ¢ Zz2 Cc z2z Cc <X Cc zZ2 < zZz c <<

cC < c zZz < < < < < C

2

< Cc Z2 <X Cc X X Cc c <x c c <

cC < < < < < < < < <

< < Z < < < < < < < cCc c =< |

< < < < < < < < < <

< Cc zZ < zZ < < < < zZ < < < -

< <X C X Zz2z c c c < <

<~ < < < C < zZ < < < < ©® < | 4

<~ < < < < < c c < <

< Z2 <X © Z ©W v < < Z2 < Z2 Z|2

< Z2 Z2 © ©W ©wW W ©W < <<

~© ©wv Z ©W Z Z ©W T©WwW ©W VW Z T©W Z | .|

v W Z T©W T©W TV TUW TUW TV T

Z < < < T < < < < < < zZ < .=

< < < < < < < < < =<

<~ C Cc < zZ < < < Cc zZ < < < =

<~ < Cc < < < zZzZ zZ < <

<~ C < < < < < < < < =< =< <

< < < < < < < < < <

6.5
6.5
7.5

7.5
25

35
7.5

8.5
9.5

N 0 U1 o O

U U

Quality band

High

Low
Medium
Medium
Medium
High
High
High
Low
High
Low
Low

High

High
High
Medium
Medium
High
High
High
Medium
High
High

Richness:
thick or thin

Thick
Thin
Thick
Thin
Thick
Thick
Thick
Thin
Thin
Thick
Thin
Thin
Thin

Thick
Thick
Thin
Thin
Thin
Thin
Thick
Thick
Thin
Thick

Type of
publication

Journal

Journal

Journal
Research report
MSc thesis
Journal

PhD thesis

PhD thesis
Journal

Journal

PhD thesis
Research report

Journal

Journal
Journal
Research report
Research report
Research report
Research report
Research report
Journal
Journal

Journal

Relevance: high,
medium or low

High
Low
Low
Low
Medium
Medium
High
Low
Low
High
Low
Medium

Low

High
Medium
Low
Low
Low
Low
High
Low
Low

Medium
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Question

Study: authors
(year of publication) 1

Shaw (1985)1%
Shermarke (1996)'78
Straus et al. (2009)>°
Thierfelder (2003)'¢!
Thierfelder et al. (2005)'62
Upvall et al. (2009)%
Vangen et al. (2004)'¢
Vaughan et al. (2014)'%®
Vaughan et al. (2014)'%®
Vloeberghs et al. (2012)>2
Wiklund et al. (2000)2%

<X <X Cc Cc XK Zz2 zZz2 zZ2 Cc < Zz

2

< < < < < zZ zZ zZ < < C

C < < < < < < < < < c

< < < < < < Cc < < < < -

< < < < < < < < < < =< |4

Z T < < ©® U U < < < Z 9

Z © W ©W Z ©W T©W W T©W < T©

< < < < T < < < < < < |-

< < < < < < < < < c c -

< < < < < < < < < < T

8.5
85

Quality band
Low
High
High
High
Medium
Medium
High
High
High
High

Medium

Richness:
thick or thin

Thin
Thin
Thick
Thick
Thin
Thick
Thick
Thick
Thick
Thin
Thin

Type of
publication

Journal

MSc thesis
Journal

PhD thesis
Journal

Journal

Journal
Research report
Research report
Journal

Journal

Relevance: high,
medium or low

Low
Medium
High
High
Medium
High
High
High
High
Medium

Medium

N, no; P, partial; U, unclear/unsure; Y, yes.
Note
The questions refer to those in the JBI-QARI."3#

Reproduced from Evans et al.'* This is an Open Access article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to
distribute, remix, adapt and build upon this work, for commercial use, provided the original work is properly cited. See: http:/creativecommons.org/licenses/by/4.0/.
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2. Access to care: influenced by
an interaction of multilevel 3. Cultural and bodily

1. Communication  community and health service dissonance: striving for 4. Disempowering 5. Positive
processes cultural and bodily integrity  care encounters care encounters

Study: author (year of publication)
Abdi (2012)63 X X X X
Abdullahi et al. (2009)'8> X X X X X X

Ahlberg et al. (2004)'¢ X X X
Ahmed (2005)#
Ameresekere et al. (2011)'®
Asefaw (2007)'7°
Baldeh (2013)"7
Ballesteros Meseguer et al. (2014)'72 X X
Behrendt (2011)'%4

x X X X
>
x X X X

Beine et al. (1995)'88

Berggren et al. (2006)'® X
Betts (2011)'7°

Bravo Pastor del Mar (2014)'7

>
x X X X X
x X X X
>
>x
>x X X X
>x
x X X X
x X X X
x X X X X
x X X X
X X X X X X X

Bulman and McCourt (2002)%¢
Carroll et al. (2007)'°
Chalmers et al. (2002)""

X X X X X X X X X X X X

XX X X X X X X

x X X X

Degni et al. (2014)'%2

d'Entremont et al. (2014)'%3
Essén et al. (2000)'** X
Fawcett (2014)7®

x X X X X
>
>x
X X X X X X X X
x X X X
X X X X X X X X X

>x

>

>

>

>

>

>

>

>

>
x X X X
x X X X

>

Gali (1997)'7¢ X X X X X X X X X X
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2. Access to care: influenced by
an interaction of multilevel

1. Communication  community and health service
processes

3. Cultural and bodily
dissonance: striving for 4. Disempowering
cultural and bodily integrity  care encounters

5. Positive
care encounters
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Study: author (year of publication)

Ghebre et al. (2015)'° X X X X

Glazer (2012)'77 X X X X X X X X X X
Glover et al. (2017)'% X X X X X X
Guerin et al. (2006)'” X X X X X X
Hill et al. (2012)1%® X X X X X X X X X
Hussein (2010)>” X X X X X X X
Hussen (2014)'6 X X X X X X X X X
Johansen (2017)'° X X X X
Jones (2010)'7° X X X X X X
Khaja (2004)'° X X X X X X X X

Khaja et al. (2010)'° X X X
Lundbergand Gerezgiher (2008)>° X X X X X X X X X
Maier (2003)'"! X X X X X X X X X
Maternity Action (2014)'8° X X X X X X X X X
McNeely and Christie-de Jong (2016)*' X X X X X X
Moxey and Jones (2016)%2 X X X X X X X X X
Murray et al. (2010)?% X X X X X X X X X

Norman et al. (2016)* X X X X X
Norman et al. (2009)°# X X X X X X X X
O'Brien et al. (2017)'®! X X X X X X X
O'Brien et al. (2016)'#? X X X X X X X X X
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2. Access to care: influenced by
an interaction of multilevel 3. Cultural and bodily

1. Communication  community and health service dissonance: striving for 4. Disempowering 5. Positive
processes cultural and bodily integrity  care encounters care encounters

Study: author (year of publication)

Palfreyman et al. (2011)'83 X X X X X X X X X X X X X
Recchia and McGarry (2017)%4 X X X X X X
Safari (2013)2% X X X X X X

Salad et al. (2015)2%¢ X X X X X X X X X

Shaw (1985)'66 X X X X X X X X
Shermarke (1996)'7® X X X X X X X

Straus et al. (2009)>° X X X X X X X X X X X X X
Thierfelder (2003)'®! X X

Thierfelder et al. (2005)'%2 X X X X X X X X X X X X X
Upvall et al. (2009)%7 X X X X X X X X X X X X
Vangen et al. (2004)'¢7 X X X X X X X X X X X X X X

Vaughan et al. (2014)'¢8 X X X X X X X X X X X X X X X X
Vaughan et al. (2014)'%® X X X X X X X X X X X X X X X
Vloeberghs et al. (2012)>% X X X X X X X X X X X X
Wiklund et al. (2000)*° X X X X X X X X X X X X X

Total number of studies per theme 31 37 34 35 19 34 38 40 28 28 19 40 36 32 46 34 45

Reproduced from Evans et al.'* This is an Open Access article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to
distribute, remix, adapt and build upon this work, for commercial use, provided the original work is properly cited. See: http://creativecommons.org/licenses/by/4.0/.

8 XIAN3ddV


http://creativecommons.org/licenses/by/4.0/

DOI: 10.3310/hsdr07310 HEALTH SERVICES AND DELIVERY RESEARCH 2019 VOL. 7 NO. 31

Appendix 9 Review 1: CERQual assessment and
summary of findings table

© Queen'’s Printer and Controller of HMSO 2019. This work was produced by Evans et al. under the terms of a commissioning contract issued by the Secretary of State for Health

and Social Care. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional 1 59
journals provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should

be addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science

Park, Southampton SO16 7NS, UK.



oo ayiu-Aielgijsieuinol mmm  Aleigr sjeuinor YHIN

09l

Summary of review

finding

Studies coded
to finding

Analytical theme 1: communication is key
1.1. Language barriers and interpretation challenges

For women who did not
speak the destination
country language well,
communication about
FGM/C was hindered by
language barriers and
problems with accessing
interpretation support
that was appropriate for
discussing highly sensitive
and personal issues

n=31 56-59,78,162,165,
167-169,175,176,180-183,
185,186,189-193,195,198,
202,203,206-209

Methodological
limitations

Moderate concerns
regarding methodological
limitations

Most studies contributing
to this finding are of high
quality (16 studies of high
quality, one study of low
quality, 14 studies of
medium quality). However,
many studies do not report
their theoretical paradigm
and present only partial or
no reflexivity (n=17). There
are serious concerns with
three studies that do not
describe ethics processes,
one study has an unclear fit

of methodology to methods
and poor analysis. There are

moderate concerns in some
studies owing to unclear
analysis (n = 3) and
participant voices not being
well presented (n=2)

Coherence

No concerns regarding
coherence

Adequacy

Minor concerns
regarding adequacy

18 of the 31 studies
presented data
classified as ‘thick’ or
‘rich’. Over half of the
papers (31/57) report
this theme

CERQual
assessment

Explanation of

Relevance CERQual score

There were moderate
concerns about
methodological
limitations, but no
(or very minor)
concerns about the
other domains

Minor concerns
regarding relevance

High
confidence

The studies for this
finding represented
12 OECD countries.
Many studies (n = 12)
represented the
maternity care
contexts, but other
contexts were also
reflected. Almost half
of the studies (n=15)
were exclusively of
Somali women, but
other nationalities
were also represented

6 XIAN3ddY
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1.2. ‘Can’t talk, not asked'’: double silence and cultural taboo

As a private, sensitive and ~ n = 3747575878159,

taboo issue, communication
around FGM/C was
hindered by a double
silence. Women reported that
it was rarely discussed within
their own communities and,
likewise, they found it hard to
discuss with health providers,
especially if these (or the
interpreters) were male.

For this reason, women
preferred the topic to be
raised by health providers

162,164,165,167-170,

192,193,200-209

1.3. Cultural (in)sensitivity

Clumsy and intrusive N = 3447:56-59.78,
questioning and comments
made women feel
stigmatised and
embarrassed and led them
to avoid further discussion
or health-care interactions.
By contrast, women valued
culturally sensitive and
respectful communication
from health providers
around FGM/C and this
facilitated open discussion

173-177,180,182-184,
188-191,196,197,203,204,
207-209

173-175,177-184,187-189,

159-161,163-165,167-170,

Moderate concerns
regarding methodological
limitations

Most studies are of high
quality (n=21); 15 are
medium quality and one is
low quality. Several studies
had unclear, partial or no
reflexivity. There were
serious concerns for five
studies with unclear ethics
processes, and seven
studies had unclear
methodology and data
analysis processes

Moderate concerns
regarding methodological
limitations

Three studies are of low
methodological quality,
17 of medium quality
and 14 of high quality.
Seventeen of the studies
gave only partial or no
detail on methodological
perspective or reflexivity,
and six studies had unclear
methods and analysis. In
three studies, there was
inadequate detail about
participants’ voices

No concerns regarding

coherence

Two studies present
slightly divergent
views but with

reasons (based on

the relationship

established with

health-care providers)

Moderate concerns
regarding coherence

Some findings were
ambiguous and
overlapping with
other themes

Minor concerns
regarding adequacy

The majority (n=23)
of studies related to
this review finding
provide thick (rich)
data. Over half of
the included review
papers report on this
theme (37/57)

Minor concerns
regarding adequacy

Twenty-one studies
provided rich data
and 13 were thin
(describing single
aspects of this theme
or lacking detail in
women's voices). Over
half of the studies in
the review reported
on this theme (34/57)

No concerns regarding High
relevance confidence

Studies come from
a wide range of
different countries,
with a range of
participant groups.
They also reflected a
range of different
health-care contexts

No concerns regarding Moderate
relevance confidence

Studies related to this
theme represented
diverse health-care
contexts (10 specific
to obstetric care,

but other contexts
represented), diverse
countries (n=9) and
diverse population
groups

There were moderate
concerns about
methodological
limitations (in particular
the predominance
of grey literature
reports), but there
were no (or very
minor) concerns
about the other
domains

Two of the four
domains have only
moderate confidence.
Many studies do
report on this theme,
but there are some
concerns regarding
their quality and
some of the findings
are ambiguous
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=
e
= Analytical theme 2: access to care — influenced by an interaction of multilevel community and health service processes
3 2.1. Influence of cultural norms
- Women's care-seeking in n = 35559159162 Moderate concerns Moderate concerns Moderate concerns Minor concerns Moderate Three of the four
relation to FGM/C was 165.167-171.175177.17, regarding methodological ~ regarding coherence  regarding adequacy regarding relevance confidence  domains have
strongly influenced by wider ~ 180.185187-192,195, limitations moderate concerns
cultural norms around 198-200,202,203,205-209 Cultural norms relate 35 papers report on The studies are related primarily to
5 sexuality and health, There are six low-quality, to, and influence, this theme. Seventeen primarily from UK methodological
P including cultural norms on 13 medium-quality and a wide range of studies provide thin (n=10) and US (h=8) limitations and
=) the importance of premarital 16 high-quality studies. different health-care  data. There are 12 contexts, but with ‘thin-ness’ of the data,
A virginity, avoiding male The main methodological phenomena studies with medium  good representation of but also to the fact
~ health providers and lack of limitations relate to unclear richness explaining other contexts. The that cultural norms
familiarity with preventative fit of methodology, limited two or more aspects  majority of the studies influence health care
care-seeking. These factors ethics descriptions and no of this theme and (n=19) are exclusively in many different
led women to avoid seeking reflexivity. Other concerns eight studies provide  focused on Somali ways, not all of which
care unless symptomatic or relate to inadequate very rich data participants, and were explored in great
pregnant representation of accounting for all almost half are focused depth
participant voices aspects of the theme  on maternity care
contexts (n = 15).
However, other health-
care contexts are also
included, and several
studies with ‘thick’
data reflect a mix of
participant groups
2.2. Influence of the family
Women's decision-making ~ n=19%781%16.  NModerate concerns Moderate concerns Minor concerns Moderate concerns Moderate Moderate confidence
in health care related to 167.168.171,175,179,189, regarding methodological ~ regarding coherence  regarding adequacy regarding relevance confidence  owing to moderate

FGM/C was often a
collective rather than
individual phenomenon,
requiring consultation with
husbands and other family
members

limitations

Moderate concerns owing
to methodology and
theoretical framework not
stated and/or lack of
reflexivity (n=13)

Some findings relate
to the importance of
social support from
the family and provide
relatively superficial
descriptions about
the family’s role
specifically related to
decision-making

Rich data from 13
studies. One-third of
studies in the review
(19/57) report on this
theme

Includes studies from
10 countries. The
theme is reported on
from studies with
various foci, although
mainly with Somali
participants (n=12),
and relating mainly
to obstetric care
situations

concerns regarding
methodological
quality, coherence
and relevance
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2.3. Knowledge and information about FGM/C services

n= 3447,56,58,59,1 59,
162,165-169,171-173,175,

Women'’s knowledge of,
and familiarity with, health
services was variable. In
some cases, women lacked
familiarity with the
destination country health
system and this impeded
their ability to access care

in general. In other cases,
women reported being
aware of maternity and
primary care services.
However, there was a
particular lack of knowledge
and information of FGM/C-
related specialist services and
where and when it may be
appropriate to seek help

176,179,181-183,185,187,
189,191,194-198,202,203,
206,207,209

2.4. "Hit and miss’ care

When accessing health
care, women reported

that the identification of
FGM/C and provision of
appropriate treatment or
referrals could be a 'hit and
miss’ process, depending
on individual provider
characteristics and practices
rather than being a result of
standardised organisational
systems and processes.
Continuity of care was rare,
but when it occurred,
women reported that

it helped to facilitate
communication and access
to appropriate care

189-192,194,196,198,
200-203,208,209

n= 3847,56759,78,162,
164-171,173-178,180-183,

Moderate concerns
regarding methodological
limitations

Two studies had low
methodological quality, 18
were designated as medium
quality and 14 were high
quality. The majority of the
studies are journal articles
(n=21). There are serious
concerns in two studies
where ethics processes are
poorly described; there is
lack of clarity in the fit of
methods to methodology in
three studies and 16 studies
lack a discussion of reflexivity

Moderate concerns
regarding methodological
limitations

There is variable quality of
studies relating to this
finding: high quality
(n=20), medium quality
(n=15) and low quality
(n=3). There are serious
concerns with six studies
that report unclear ethics
procedures, and moderate
concerns with 11 studies
that report no or unclear
methodological
perspectives. A large
number of studies (n=21)
had no or partial reflexivity

Moderate concerns
regarding coherence

There was variability

in the extent to which

studies reported
women as being
familiar with the

general health system
in the destination
country. However,

findings relating to
women's lack of

awareness of specialist
FGM/C services were
coherent across the
studies

No concerns regarding
coherence

Minor concerns
regarding adequacy

The majority of studies
in the review report
on this theme (34/57).
Over half of the
studies provide ‘rich’
(thick) data related to
this finding (n =23);

11 provide thin data

Minor concerns
regarding adequacy

38/57 studies report
on this theme. Most
studies (n=32)
contribute relatively
rich data to this
review finding

Moderate
confidence

Minor concerns
regarding relevance

The contributing
studies cover 11
countries. Just under
half focus exclusively
on Somali women

(n = 16); one-third of
studies focus on the
maternity context
(n=13). However,
overall, there is a
good mix of focus and
participant countries

No concerns regarding High
relevance confidence

Studies represent

13 countries and a
mixture of participant
backgrounds and
settings

Moderate confidence
owing to moderate
concerns regarding
methodological
quality and coherence

Three out of four
domains have no or
only minor concerns.
Lack of reflexivity as

a methodological
limitation is less of

a concern for this
finding as it is not
such a highly sensitive
topic
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Summary of review Studies coded

finding

to finding

Methodological
limitations

Coherence

Analytical theme 3: cultural and bodily dissonance - striving for cultural and bodily integrity

3.1. Moving from normal to different

Women described a shift
from feeling ‘normal’ to
‘different” about FGM/C,
their bodies and their
culture as part of their
transition to living in the
destination country. Some
women started to become
aware of the suffering and
symptoms that their FGM/C
may have caused them.
Some women started to
question and/or resist
previously taken for granted
aspects of their culture and
to feel uncomfortable with
their own bodies. However,
women also reported
feeling shame and anger at
being labelled as different
and mutilated and felt

that their culture was
misunderstood

164-171,173-183,189,191,
192,196-201,203,205-209

n = 40>-78160162 Minor concerns regarding

methodological limitations

Thirty-five of the studies are
rated as high or medium
quality. Five are low quality.
However, many studies
failed to report issues
relating to reflexivity

No concerns regarding
coherence

Adequacy

Minor concerns
regarding adequacy

The majority of studies
in the review present
rich data on this
theme. Eight studies
provide only thin

data where detailed
information is not
given

CERQual
assessment

Explanation of

Relevance CERQual score

No concerns regarding High
relevance confidence

All domains report no
or only minor
concerns

The studies

represented mixed

contexts, 13 countries

and a range of

population groups.

Eighteen out of

40 studies had an

exclusively Somali

sample

6 XIAN3ddY
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Summary of review

finding

Studies coded
to finding

Methodological
limitations

3.2. Threat to the self: reliving FGM/C pain during clinical interventions

Many studies reported

women's experiences of

gynaecological clinical

interventions and childbirth

as events that threatened
their sense of bodily and
cultural integrity. Women
reported great pain,
suffering, fear and

apprehension around clinical
interventions — and related
this to their previous health-

care experiences and,

especially, to reliving the
original trauma they had
experienced during their

n= 2857,58,78,162,163,
165-172,174,176,177,181,
185,189,191,193,195,196,
200-202,206,208

Moderate concerns
regarding methodological
limitations

Serious concerns for three
studies owing to no ethics
statements, poor descriptions
of methodology and unclear
fit of methods

There are moderate concerns
for nine studies owing to
lack of stated methodology,
inadequate participant voices
and lack of reflexivity. Sixteen
studies are rated high quality

Coherence

Moderate concerns
regarding coherence

There was variability
in the extent to which
studies reported direct
experiences of reliving
trauma as opposed

to avoidance of care
or services owing to
apprehension of pain,
trauma and anxiety

Adequacy

No concerns regarding
adequacy

The majority of studies
present rich data of
women'’s voices, with
just four studies
presenting thin data
on this particular
finding. Almost half
of the papers in the
review report on this
finding

Relevance

Minor concerns
regarding relevance

Data are spread across
several countries and
focused on different
health-care settings.
Eleven studies have an
exclusively Somali
sample. The focus

is specifically on
obstetric care in 10
studies. Nine studies
are based in the UK

CERQual
assessment

Moderate
confidence

Explanation of
CERQual score

Moderate confidence
owing to moderate
concerns regarding
methodological
quality and coherence
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FGM/C. These emotions were
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3.3. Being opened: complexities around deinfibulation

For women with type Ill
FGM/C, decision-making
around ‘being opened’
(deinfibulation) was
influenced by cultural
norms and medical
imperatives. Some younger
women specifically sought
out medical deinfibulation
before marriage as a way of
asserting control over their
bodies and lives, but the
majority of women
considered medical
deinfibulation only in the
context of pregnancy, and
the majority preferred the
procedure to be carried out
during labour (rather than
antenatally) to avoid
additional cutting and pain

n= 2858,59,159,162,
165,166,168-171,173-177,
179,181,183,188,189,192,

Moderate concerns
regarding methodological
limitations

This finding is primarily
derived from high-quality
studies (n = 15) even
though many are either
research reports or theses.
Half of the studies are
journal articles but these
include papers of low and
medium methodological
quality stemming from

poor or no reporting of
theoretical perspective and
methodology, and poor
analysis or presentation of
participant voices. There are
serious concerns with two
papers because of no ethics
description (n=1) and very
weak methodology (n=1)

Moderate concerns
regarding coherence

This was because
some studies reported
specifically on
deinfibulation related
to obstetric care,
whereas others
included this topic in
discussions on other
issues, hence the
findings were less
specific, but generally
still consistent with
the theme

Minor concerns
regarding adequacy

Twenty-eight studies
present this theme.
Three of these provide
only ‘thin’ data in
relation to this finding.
Data from the other
studies are relatively
rich, providing
explanatory insights or
in-depth descriptions
of women's views

Moderate
confidence

Moderate concerns
regarding relevance

Although several of
these studies are, as
expected, in maternity
settings (n = 8), there
is a wide diversity of
other study foci
presenting on this
theme and across
different nationalities
that practise type lll
FGM/C. However,
there is little in-depth
exploration of any
potential differences
between different
ethnic groups

Moderate confidence
owing to moderate
concerns regarding
methodological
quality, coherence
and relevance
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3.4. Being changed: complexities around reinfibulation

For women with type Ill
FGM/C, 'being opened’
(deinfibulation) was
reported as a process
involving significant
emotional, physical, social
and relational adjustments
as their bodies became
changed. Some women felt
ambivalent about these
changes and sometimes
wanted to be closed again
(reinfibulated) to varying
degrees, feeling upset if
their requests were denied
by health providers

n= ‘]9161,166,168—171,
173,175,176,181,183,188,
189,192,196,197,199,200,205

Moderate concerns
regarding methodological
limitations

Moderate concerns owing
to lack of reflexivity in 13 of
the papers

Analytical theme 4: disempowering care encounters

4.1. Being exposed and humiliated

Many studies reported
women feeling exposed,
objectified and ‘on display’
during health-care
encounters owing to the
health provider’s reactions
to their FGM/C. They
reported feeling a lack of
concern for their privacy or
dignity and felt humiliated
and stigmatised. These
experiences led them to
lose trust in the health
provider and ‘the system’
more generally

n= 4047,57759,78,160,
162-165,167-171,173-177,
180-185,188,189,191,193,
196,197,201-204,206-209

Moderate concerns
regarding methodological
limitations

The majority of studies are
high quality (n=28). There
are moderate concerns in
some studies owing to
unclear presentation of the
research paradigm (n=8)
and no discussion of
reflexivity (n = 8). There are
serious concerns regarding
the data from six papers
owing to lacking ethics
descriptions (n = 2), unclear
methodological fit with
methods (n = 3) and weak
analysis/detail of participant
voices (n=1)

Minor concerns
regarding coherence

Not all papers
reported on the issue
of requests for
reinfibulation

No concerns regarding

coherence

Minor concerns
regarding adequacy

There are 19 papers
reporting on this
theme, with the
majority contributing
rich data (n=16).
Three studies present
thin data

Minor concerns
regarding adequacy

Most papers (n=31)
provide rich data in

relation to this theme.

Nine papers provide
only thin data

Over half of the
papers in the review
report on this theme
(40/57)

Moderate
confidence

Moderate concerns
regarding relevance

The data are well
spread across the
included studies,
representing 11
countries, involving
diverse participant
groups with FGM/C
type Ill. However,
there is little in-depth
exploration of any
potential differences
between different
ethnic groups

Minor concerns
regarding relevance

High
confidence

There is good
representation of
OECD countries, but
14 of the 40 studies
are from the UK. A
range of population
groups are included,
but 17 studies focus
exclusively on Somali
women. A range of
health-care contexts
are covered (13 out of
40 papers focus
specifically on obstetric
care situations)

Moderate confidence
owing to moderate
concerns regarding
methodological
quality and relevance

A large of number of
papers and highly
coherent data are
presented in this
theme with only a
small number of poor-
quality studies. Data
cover a mixture of
contexts and not only
on maternity settings
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LE 'ON £ "10A 610C HOHV3S3IY AYIAITIA ANV SIDIAYIS HLTVIH



WA AJeigiT s|eudnofr YHIN

ynoe yiu-Aieiqisieuinol ma

891

4.2. Being judged and stereotyped

Women reported feeling
judged and discriminated
against within some of their 178-180.183,186,187,
health-care encounters. 189-193,196,197,203,204,
They reported feeling that
health providers made
negative assumptions
about them and provided
suboptimal care based

on racial, religious or

other stereotypes and
misconceptions about their
culture in general as well
as about FGM/C. Such
experiences caused distress,
anger and avoidance of the
health provider or service

207-209

4.3. Lacking choice, power and control

Women reported
experiences when they felt
that they lacked control
within the health-care
encounter, especially in

the maternity setting and
around key interventions
such as caesarean sections or
episiotomies. They reported
feeling excluded from
health-care decision-making,
not listened to, at the mercy
of the system and unable to
express their needs. Such
experiences could be highly
traumatising. Attempts to
assert themselves were
sometimes construed as
being ‘difficult’

180,181,187-189,191,193,
194,196-198,200,202,203,

208,209

n= 3647,56759,78,160,
162,164,167-171,173-176,

n= 3256,58,59,78,1 59,
162,164,167-171,174-178,

Moderate concerns

regarding methodological

quality

There are methodological

concerns across studies

owing to lack of reflexivity,

no stated paradigm and

serious concerns resulting

from no or inadequate

ethics statements (n=4),

inadequate participant
voices (h=1) and a
mismatch between

methodology and methods

(n=1)

Moderate concerns

regarding methodological

quality

Overall, most studies are
high quality. Some studies
present moderate concerns
(n=15) owing to lack of
reflexivity, and no stated
paradigm. Two studies have
serious concerns owing to
lack of ethics descriptions

Minor concerns
regarding coherence

There was minor
variability across
studies in terms of the
ways in which this
phenomenon was
experienced

No concerns regarding
coherence

Minor concerns
regarding adequacy

Thirty-six papers
report on this theme.
The majority of these
papers report
relatively rich or
in-depth findings,
with only two studies
providing thin data

Minor concerns
regarding adequacy

A large number of
studies report this
theme. Most of these
provide rich data to
this theme, with only
eight studies providing
‘thin" accounts

Minor concerns
regarding relevance

Studies span several
contexts and 13
countries, involving
mainly Somali
participants (n=15)
but with several
studies involving more
than three participant
groups (n=15) and
two other participant
groups (n=4)

Minor concerns
regarding relevance

The studies span 13
OECD countries. The
majority of studies
involve Somali
participants (n=20),
and the majority refer
to obstetric care
contexts (n=18) — as
stated in the theme

High
confidence

High
confidence

Even though there
are some studies
with serious
methodological
concerns (n=6),
there are good-quality
studies across mixed
contexts and
participant groups,
with very minor
concerns on
coherence, adequacy
and relevance

Although there

are moderate
methodological
concerns mainly
owing to studies

not stating their
methodology or
theoretical paradigm,
the conduct of
majority studies was
good and there are
only minor concerns
regarding coherence,
adequacy and
relevance
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Summary of review

finding

Studies coded
to finding

4.4. Feeling unsafe and vulnerable

Women expected health
providers to be
knowledgeable, competent
and confident in managing
their FGM/C. Some women
reported times when this did
not seem to be the case and
where they felt that their care
had been adversely affected
as a result of poor provider
skills. In such situations,
women felt unsafe and
highly vulnerable, describing
painful and traumatic clinical
experiences. Feelings of
vulnerability were heightened
for women who lacked social
support

n= 465&59,78,1 59,162,
164-183,186-191,193,194,
196-198,200-204,206,207,209

Methodological
limitations

Moderate concerns
regarding methodological
quality

Half of the papers are

high quality with only
minor concerns (n = 23).
Limitations in studies are
mainly owing to partial or
lack of reflexivity, which is
deemed to be of particular
relevance to the reporting
of this theme. Five studies
have more serious concerns
owing to lacking ethics
statements, poor
methodology and partial
participant voices

Coherence

No concerns regarding
coherence

Adequacy

No concerns regarding
adequacy

This theme has a high
number of studies
contributing to it
(n=46). The majority
of these provide rich
or in-depth data
(n=42) in relation to
this finding

Relevance

No concerns regarding
relevance

Studies involve mixed
participant groups,
and across a range of
health contexts, topics
and countries

(@3 {o]VE]

assessment

High
confidence

Explanation of
CERQual score

There are a few
studies with serious
methodological
concerns, and some
concern regarding the
lack of reflexivity.
However the data are
very rich and consistent
across contexts, hence
there are no concerns
regarding adequacy,
coherence or relevance
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Summary of review

finding

Analytical theme 5: positive care encounters

Studies coded
to finding

Methodological
limitations

5.1. Trusting and appreciating providers and the system

Women appreciated the
good medical services
available in the destination
country. Women also
expressed great appreciation
for providers who made

them feel safe and respected.

Such providers were
described as knowledgeable
and experienced, who
treated women with respect,
who understood their
individual needs and who
involved them in their care.
Women described these
characteristics as facilitating
trust and leading to open
communication about
FGM/C. This, in turn,
enhanced the likelihood of
women being involved in,
and receiving, appropriate
care

n= 3456,58,164,165,
167-173,175-179,181-183,
187-189,191-194,196,198,
200,202,203,207-209

Moderate concerns
regarding methodological
limitations

There are three studies with
serious concerns for not
having clear ethics, no
paradigm and poor
description of methods.
There are moderate
concerns in 13 papers
owing to no stated
paradigm, lack of reflexivity
or inadequate participant
voices

Coherence

No concerns regarding
coherence

Adequacy

No concerns regarding
adequacy

A large number of
papers report this
theme (n =34).

The majority of papers
(n=29) provide rich
or in-depth data in
relation to this
finding. Only five
papers report thin
data

CERQual
assessment

Relevance

No concerns regarding High
relevance

Diverse studies across
different countries.
Fourteen studies are
exclusively with Somali
women, but other
groups (or mixed
samples) are also
represented. This
theme occurs in
relation to a range of
health-care contexts

confidence

Explanation of
CERQual score

There are some
concerns owing to
methodological
limitations. However,
the data are rich and
consistent across
contexts, and there
are no concerns
regarding adequacy,
coherence or
relevance
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Studies coded
to finding

Summary of review Methodological

limitations

CERQual Explanation of

Coherence assessment CERQual score

Relevance

finding

Adequacy
5.2. Voicing health-care needs and preferences

Minor concerns
regarding adequacy

Minor concerns
regarding coherence

Women's recommendations n =4547:56-5978160.  Moderate concerns

for good-quality safe FGM/ ~ 162165.166,168-171, regarding methodological
C-related care and services  173-185187-193.196-202. |imjtations

they could trust included 204,207-209

No concerns regarding High
relevance confidence

Lack of reflexivity may
be an issue; however,
the data are highly

Studies report on consistent across

Forty-five studies Studies report these

(1) interpersonal provider

characteristics and
behaviours (such as

providers being willing and
able to talk about FGM/C,
providers being skilled and

knowledgeable around

FGM/C, providers offering

culturally sensitive and
respectful care) and
(2) service organisation
issues (such as having

specialist services for FGM/C,
being given information and

awareness about FGM/
C-related services and
involving women and
affected communities in

FGM service development)

The major limitation across
studies relates to lack of
reflexivity. It is unclear to
what extent this may have
affected this particular
review finding

several aspects of
what women would
like with regard to
health-care services
related to FGM/C.
Not all studies report
on all the different
elements of this
theme

report this theme. The recommendations

majority have rich or
in-depth data (n=31),
but 14 have relatively
thin data owing to
limited representation
of participant voices
or only small aspects
of the theme reported
on

across all care settings
for women (including
studies that did not
specify a care setting).
This finding included
studies from 13
countries. The studies
included a good mix
of participants.
Nineteen studies were
exclusively focused

on Somalis (n=19).

A relatively large
number of studies
were based in the UK
(h=16)

contexts, hence there
are no or only minor
concerns regarding
adequacy, coherence
or relevance

FGM, female genital mutilation.

Reproduced from Evans et al.'* This is an Open Access article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to

distribute, remix, adapt and build upon this work, for commercial use, provided the original work is properly cited. See: http:/creativecommons.org/licenses/by/4.0/.
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Study: authors
(year of publication)

Abdi (2012)'¢

Behrendt
(2011)e4

Bergqvist and Svensson
(2016)%1¢

Country
UK

Germany

Sweden

Purpose or aims

To establish the way in
which Somali women
living in London begin to
perceive themselves and
their identity as they carry
out their everyday lives.
How do they react to the
questioning and probing
gaze of others, for
example, within a health
setting?

To gather first-hand
information on how the
immigrant populations
feel about and deal with
the practice of FGM/C in
the context of migration.
Where and under what
circumstances do women
who have undergone
FGM/C seek medical
care? What precautions
do they take during
pregnancy? Do they
participate in preventative
care programmes?

To highlight midwives’
experiences at youth
clinics when they met
with women who came
from areas where FGM/C
was common

Region and setting

East and north-east
regions of London

Clinic setting

Hamburg

Southwestern
Sweden

At the midwives’
workplace in a
separate room. One
telephone interview

Methodology,
theory and
framework

Narrative and life
history approach

Participatory,
co-operative
approach, which
engages community
members in a joint
evaluation research
process. A triangulated
research design using
qualitative and
quantitative data
from different target
groups

Quialitative methods
and an inductive
approach

Methods and recruitment

Interviews were mainly
flowing narratives.
Recruited by snowballing
sampling method

Mixed methods

Qualitative and quantitative

data collection from

different target groups:

1. key informant (health

professional) interviews

2. semistructured individual
interviews with African
community members

. survey with community
members

w

Contacted gynaecologists
working in neighbourhoods
with a high proportion of
immigrants and health
personnel of African origin

Semistructured interviews

The head of department/
area manager was asked to
select respondents based
on the criteria and invite
them to participate in the
study

Data analysis

Analysis using
theoretical concept
of the ‘three
bodies’

Quialitative data
analysed and
classified into
themes.
Quantitative data
analysed using SPSS

Content analysis

Whole sample

16 Somali women
and two men

Two
gynaecologists,
one counsellor and
one midwife

Total number of
1767 participants
with African
migration
background were
interviewed for the
quantitative survey

91 semistructured
interviews with
African community
members

13 interviews with
health professionals

Age range:
15-83 years

Eight midwives

Age range:
32-59 years

Relevant number

Two gynaecologists,
one counsellor and
one midwife

13 health
professionals:

six female
gynaecologists,

other health personnel
(midwives, nurses,
dermatologist,
paediatrician)

Eight midwives

0L XIAN3ddVY
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Study: authors
(year of publication)

Bibi and Rahimian
(2013217

Brodin and Martensson
(2016)*1®

Bulman and McCourt
(2002)%¢

Country

Sweden

Sweden

UK

Purpose or aims

To investigate nurses’
knowledge and
experience of FGM

To describe the
knowledge and
experiences of district
nurses in caring for
women with FGM/C

To develop an
understanding of the
reality faced by Somali
women in their contacts
with the maternity
services in the UK and to
explore professionals’
perceptions of Somali
women and their
maternity care needs —
how they approached

providing for these needs

and their ideas for
improving services

Region and setting

Stockholm

In a private room at
the department or
clinic where the nurse
worked and in a cafe

A region of central
Sweden

All nine interviews
took place in a
private room at the
participant’s
workplace

West London

Conducted in
participants’ homes
or clinics

Methodology,
theory and
framework

Quialitative interview
study

A qualitative
interview study —
descriptive design
with an inductive
approach

Qualitative
(ethnographic context
narrative approach)

Methods and recruitment Data analysis

Semistructured interviews  Thematic analysis
Participants recruited from
selected centres

Unstructured interviews Content analysis

Two focus groups with
midwives, (caseload and
hospital midwives)

Thematic analysis

Individual interviews with a
Somali health-link worker,
a woman on the health and
race working group and an
obstetric registrar

Six individual interviews and
two focus groups with
Somali women, recruited
via snowball sampling
method

Whole sample

11 nurses

Nine participants

Age range:
33-64 years, with
a median age of
51 years

Health workers
interviewed (exact
number not
specified)

12 Somali women
interviewed

Relevant number

11 nurses (six nurses
employed at
gynaecological
departments, one
school nurse, one
health centre nurse
and three nurses
working in a geriatric
department)

Nine female district
nurses

Two focus groups
with midwives
(number not stated)

Individual interviews
with three others

(a Somali health-link
worker, a woman on
the health and race
working group and
an obstetric registrar)
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Study: authors
(year of publication)

Bulman and McCourt
(1997)*3

Burchill and Pevalin (2014)*

Byrskog et al. (2015)%%

Country
UK

UK

Sweden

Purpose or aims

Conducted as part of the
evaluation of one-to-one
midwifery, which was
implemented by Queen
Charlotte and Chelsea
and Hammersmith
maternity services in 1993

To develop an
understanding of the
reality faced by Somali
women in their contacts
with the maternity
services in the UK and to
explore professionals’
perceptions of Somali
women and their
maternity care needs —
how they approached
providing for these needs
and their ideas for
improving services

Explored the experiences
of health visitors working
with refugee and asylum
seeking families in central
London, and assessed the
dimensions of their
cultural competency

To explore ways in which
antenatal care midwives
in Sweden work with
Somali-born women and
the questions of exposure
to violence

Region and setting

West London

A borough of
London, at the
various health centres
in which participants
worked

Middle and north of
Sweden; setting not
stated

Methodology,

theory and
framework

Qualitative study

Qualitative study
using Quickfall’s
five-step model*®

A qualitative
approach

Methods and recruitment Data analysis

Interview approach was
open and semistructured

In-depth interviews. The
health visitors who worked
in the borough were
approached at their main
professional meeting,
where a presentation
provided details of the
study with a request for
participation

Semistructured interviews

A purposive sample of
midwives was recruited
from 11 antenatal clinics;
one to two midwives from
each clinic

Not stated Not stated

An interpretive,
thematic-based
analytical method
using the
Framework
approach

Thematic analysis 17 midwives

Whole sample

14 health visitors

Relevant number

Two focus groups
with midwives
(number not stated)

Individual interviews
with three others

(a Somali health-link
worker, a woman on
the health and race
working group and
an obstetric registrar)

14 health visitors

17 midwives
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LLL

Study: authors
(year of publication)

Dawson et al. (2015)7®

Fawcett (2014)®

Gertsson and Serpan
(2009y**®

Country

Australia

USA

Sweden

Purpose or aims

To provide an insight into
midwives’ views and
experiences of working
with women affected by
FGM

To identify and measure
patterns of cultural
knowledge and variations
(cross-cultural agreement
and disagreement)
between Somali resettled
refugee women and
health-care providers on
childbearing models. To
investigate and measure
intracultural variations in
the domain of childbearing
knowledge among Somali
resettled refugee women.
To explore the subjective
and intersubjective
perceptions of female
circumcision

To explore how
professionals meet with
women who have been
subjected to female
genital mutilation — in
order to gain a greater
understanding of how
professionals handle
cultural meetings and the
conflict of values that may
arise when encountering
vulnerable women

Region and setting

Urban New South
Wales — in meeting
rooms in the
hospitals in which
midwives worked
during time allocated
for professional
educational
development

Arizona

Six of the interviews
were conducted in
the clinical settings,
two in a cafe and
two in private homes

A medium-sized
Swedish city in an
area with a high
population of
immigrants

Conducted at the
education centre

Methodology,
theory and
framework

A descriptive-
interpretive
qualitative research
method

Quantitative survey
and ethnographic
methodologies and
phenomenological
approaches using
open-ended
semistructured
interviews

Used the theory of
‘Cultural Consensus
Model" and concepts
of embodiment

Quialitative method
using case study

Methods and recruitment Data analysis

Focus group discussions
with midwives

Clinical nurse midwifery
unit manager distributed
the invitation to registered
midwives working in the
hospital with a range of
skills and experience. Four
antenatal clinics and
birthing units in three
hospitals were purposively
selected

Methods included culture
consensus questionnaires,
semistructured interviews
and participatory
observations

A group of health-care
providers were purposively
selected for the in-depth
semistructured interviews

Semistructured qualitative

interviews with four people

using a prepared
questionnaire

Purposive sampling from
centres that come into
contact with women who
have experienced female
genital mutilation

Thematic analysis

Phenomenological
analysis and
inductive
explorative
approach

Comprehensive
analysis

Whole sample Relevant number

48 midwives 48 midwives

10 health
professionals

Questionnaires
(n=174)

(two medical doctors,
one midwife, two
nurse practitioners
and five labour and
delivery nurses)

Interviews with
Somali resettled
refugee women
(n=30) and
health-care
providers (n=10)

All health
professional
participants were
female, with an
age range of
18-70 years

Four professional ~ One midwife
participants: one

midwife, one social

worker, one

teacher and one

community support

officer
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Study: authors
(year of publication)

Holm and Kammensjo
(2012)%°

Hussen (2014)'%

Jatau (2011)%%

Johansen (2006)?"°

Sweden

New
Zealand

USA

Norway

Purpose or aims

To highlight school
nurses’ experience of
female genital mutilation
in schools

To understand the
situation of both women
with FGM and their
health providers in order
to increase knowledge
of FGM and ensure
improved health services
for women

Explored the reproductive
health experiences and
perceptions of African
refugee women, and

the nature of their
relationship with health-
care providers in order to
provide information to
enhance the clinical
encounters of refugees
and health-care providers

Explored Norwegian
health-care workers’
experience and
management of birth care
of women who have
undergone infibulation

Region and setting

Municipality in
southern Sweden

Setting was school
nurses’ workplaces

Christchurch
At health providers’
work place

Phoenix Arizona

Health-care providers
interviewed at the
Maricopa Medical
Centre

Norway — conducted
in hospitals and
clinics

Methodology,
theory and
framework

A qualitative
approach

A narrative approach
using qualitative
descriptive research
methods

Qualitative study

Postcolonial
feminism,
intersectionality,
and human rights
provided the
theoretical
frameworks

Interviews and
participant
observation

Methods and recruitment Data analysis

Semistructured interviews.
School nurses were invited
by e-mail

Qualitative content
analysis

Individual semistructured
interviews with service
providers

Thematic analysis

Focus groups with women
from east Africa

Demographic questionnaire; Thematic analysis
in-depth semistructured
interviews and observation

Purposive sampling

In-depth interviews and Not stated
case interviews on specific

deliveries that were

conducted immediately

afterwards. Participant

observation in a perinatal

clinic and in a maternity

ward

Participants were recruited
from three hospitals and
three antenatal clinics with
a high proportion of
immigrant patients

Whole sample

11 school nurses

Three health
providers

20 women in focus
groups

30 interviews

[20 African refugee
women (between
the ages of 18

and 55 years) and
10 health-care
providers]

40 health workers

Relevant number

11 school nurses

Three health providers
(GP, nurse and health
social worker)

10 female health-care
providers (one
obstetrician/
gynaecologist,

two health social
workers, two certified
nurse midwives and
five registered nurses)

40 health workers

(25 midwives, nine
gynaecologists, three
GPs and three nurses)
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Study: authors
(year of publication)

Johansen (2017)%4

Lazar et al. (2013)?%°

Ledn-Larios and Casado-
Mejia (2012)?!

Leval et al. (2004)?%¢

Moore (2012)%8

Country

Norway

USA

Spain

Sweden

UK

Purpose or aims

To explore the factors
that encourage and
hinder women and girls in
seeking medicalised
deinfibulation

To obtain information
about providers’
experiences, training,
practices and attitudes
surrounding the prenatal
care, delivery and
management of women
with FGM/C

To explore the influence
of midwives' gender on
knowledge, perception

and approach to female
genital mutilation

To investigate midwives’
perceptions and attitudes
towards circumcision and
circumcised women and
their experiences of
providing care for them

To investigate how
obstetric complications for
women with FGM are
currently managed in
the UK and to elicit the
opinions and experiences
of midwives with regard
to providing culturally
competent care for
women who have
undergone FGM

Region and setting

Norway

Columbus, Ohio

Setting was in
hospitals’ cafeteria, in
hospitals’ staff
lounge or in
physicians’ offices

Province of Seville at
participants’ work
centres

Sweden

Across the UK

Methodology,
theory and
framework

Qualitative study
using interviews

Exploratory study

Qualitative study

Quialitative — using
the anthropological
concept of
ethnocentrism

An exploratory study

Methods and recruitment Data analysis

In-depth interviews with
women and men of Somali
and Sudanese origin and
health providers, recruited
through formal channels
based on their experience
and work with FGM/C
and/or refugees

Semistructured interviews

Recruited via the hospital
and clinics’ public websites
in areas where Somalis are
known to access care or/
and through referral from
interviewed physicians

Three focus group
discussions

Purposive sampling

Focus group discussions
and interviews

Interviews conducted

via Skype™ (Microsoft
Corporation, Redmond,
WA, USA) and telephone

Recruited from websites
and contacts

Thematic analysis

Content analysis

Discourse analysis

Thematic analysis

Principles of
‘Framework
Analysis’

Whole sample

30 health service
providers

66 women and
men of Somali and
Sudanese origin

14 obstetricians/
gynaecologists and
nurse midwives

Age range: 30-70
years

24 midwives from
primary health-care
centres

Age range: 29-57
years

26 midwives

Age range: 37-53
years (all but one
were born in
Sweden)

Four midwives (all
having experience
of caring for
women with FGM)

Relevant number

30 health
professionals
(included employees
from health clinics
that conducted
deinfibulation, school
nurses, sexual
counsellors for youth
and other refugee
and asylum seeker
personnel)

14 health providers
(nine obstetricians
and one family
practice physician
who was Somali,
three nurse midwives
and one nurse
practitioner)

24 midwives

26 midwives

Four midwives
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Study: authors
(year of publication)

Ogunsiji
(2015)24

Ogunsiji
(2016)%"

Rubin (2000)**

Country

Australia

Australia

USA

Purpose or aims

Explored the knowledge
and attitude of Australian
midwives caring for
women living with FGM.
Part of a larger qualitative
study that explored
meaning of care and
care-giving experiences of
Australian midwives who
are caring for women
with FGM

To report Australian
midwives’ stories about
how they manage
obstetric care of women
living with FGM. Part of
the study that explored
the experiences of
Australian midwives
caring for women living
with FGM

Explored multiple cultural
and psychological factors
that influence how North
American medical
providers communicate
with immigrant women
who have been
circumcised

Region and setting

Sydney, New South
Wales

Setting was nearby

university classrooms
and public libraries

Sydney, New South
Wales, Australia

USA

Methodology,
theory and
framework

Interpretive
qualitative approach —
as suggested by
Heidegger®?!

Heideggerian
qualitative
interpretive approach

A qualitative-
phenomenological
research design
influenced by
psychodynamic and
feminist theories of
psychotherapy

Methods and recruitment

In-depth face-to-face
interviews

A generic e-mail containing
the title and aim of the
study was sent to expert
midwives in a school of
nursing and midwifery at an
Australian university

Face-to-face, unstructured,
in-depth, audio-taped
interview

Recruited from staff profile
of a university website in
Sydney, Australia, and by
snowball sampling

Face-to-face interviews
using a semistructured
interview

Purposeful, non-random
sampling method

DETEELENA

Constant
comparison and
identification of
emerging themes

Analysis and
identification of
emerging themes
through selective
or highlighting
approach

By clustering the
data from each
participant into
variables identified
during the design
of the study

Whole sample Relevant number
11 midwives 11 midwives
All female. Age

range: 25-60 years

11 midwives 11 midwives

10 semistructured 10 female health-care

interviews with providers (five
licensed medical nurse-midwives, three
providers. Two paediatricians, one
participants also internist and one

worked in private  nurse practitioner)
practices

Age range:
30-54 years
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Study: authors
(year of publication)

Thierfelder (2003)'®"

Vangen et al. (2004)'5”

Vaughan et al. (2014)'%

Country

Switzerland

Norway

Australia

Purpose or aims

To let circumcised women
speak for themselves
about the Swiss health-
care system

To find out what key
health-care providers of
different professions think
about the situation and to
compare the two

To analyse the attitudes,
readiness and information
needs of Swiss health-care
providers to treat genitally
mutilated women

To explore how perinatal
care practice may
influence labour
outcomes among
circumcised (Somali)
women

To improve understanding
of the impacts of FGC
and to make suggestions
for service development —
by engaging with local
women, communities and
health providers

Region and setting

Cantons of Geneva,
Vaud, Zurich and
Berne, Basel,
Solothurn and
Appenzell

With the exception of
two interviews, all
in-depth-interviews
with health-care
professionals were
telephone interviews

Oslo

Interviewed in the
conversation room at
their working place

North Yarra area
(Carlton,
Collingwood and
Fitzroy) in inner
Melbourne, VIC,
Australia

Interviewed at a time
and location of their
convenience

Methodology,
theory and
framework

Quialitative design
with triangulation of
data sources

Quialitative method
drawing on
empowerment — and
disempowerment
theories

Community-based
qualitative study

Methods and recruitment Data analysis

Structured, in-depth
interviews with different
categories of health-care
professionals

Purposeful sampling
(snowball sampling, and
sampling according to
confirming/disconfirming
assumptions) were carried
out. Targeted the
professions most directly
confronted with the
phenomenon of FGM in
Switzerland

Repeated in-depth
interviews with the Somali
immigrants and health-care
professionals

Recruited from the obstetric
wards, the maternal and
child health centres

Interviews with health-care
service providers

Focus group discussions,
small group discussions and
individual interviews with
community members

Recruitment from
community consultations,
community organisations
and networks

Content analysis

Analysed by the
main themes and
contrasting views
on the various
issues raised

Thematic analysis

Whole sample

In-depth interviews
(n=37) with Swiss
health-care
providers

Sixty-six individual
interviews and
focus group
discussions with
women (n=29)
and men (n=3)

of migrant
communities from
Somalia and Eritrea

59 participants
(36 Norwegian
health-care
professionals
and 23 Somali
immigrants)

123 individuals

112 migrant men
and women and
11 health providers

Relevant number

37 health providers

(17 midwives,

20 physicians;

17 gynaecologists/
obstetricians, three
GPs)

36 health-care
professionals

(eight gynaecologists,
22 midwives, three
public health doctors
and three public
health nurses)

11 health service
providers [a senior
women'’s health
clinician, senior
clinical midwife,

two obstetrician/
gynaecologists, a GP,
community midwife
and four FARREP
(community outreach)
workers]
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Study: authors
(year of publication)

Vaughan et al. (2014)%°

Widmark et al. (2010)7°

Widmark et al. (2002)%°

Country

Australia

Sweden

Sweden

Purpose or aims

To identify the FGC-
related service needs
prioritised by affected
communities living in
Victorian regional centres,
and to build evidence as
to the training, education
and professional
development required for
service providers working
in regional Victoria to be
able to meet these needs

To explore obstetricians’
perspectives on caring for
women with FGC in
Sweden: how do they
describe, explain and
reason about care and
policies?

To investigate Swedish
midwives’ experiences

of caring for infibulated
women, midwives’
perceptions and attitudes
towards infibulation and
infibulated women, the
education and training
provided to enable
midwives to care for

and deliver infibulated
women, concerns and
problems in providing
care and, finally,
strategies employed by
midwives to deal with
dilemmas that may occur

Region and setting

Australia, regional
Victoria, Ballarat,
Geelong, Latrobe
Valley and
Shepparton

Sweden

Central Sweden in
quiet rooms at the
midwives’ workplace,
and some at the

Methodology,
theory and
framework

Community-based
qualitative approach

A qualitative study

Qualitative. Drew
on principles from
Guba and Lincoln’s
‘fourth generation

researchers’ workplace evaluation'3??

Methods and recruitment Data analysis

Interviews with service
providers

Focus group discussions
with community members

Service providers were
recruited from networks of
the Multicultural Centre for
Women's Health and the
Royal Women'’s Hospital

Open-ended,
semistructured interviews
from a purposeful sample

Three focus group
discussions and three
individual interviews

Recruited using a
multistage sampling
procedure

Thematic analysis

Analysis was based
on tenets of
interpretive
description

Grouping of all
meaning bearing
units relevant to
the research,
followed by
thematic analysis

Whole sample

15 health service
providers

51 migrant
community
members (950
women, one man)

20 participants
(one interview
excluded owing to
technical error)

26 midwives

Age range:
37-53 years

Relevant number

15 health service
providers (three
medical consultants,
four GPs, one senior
midwife, one sexual
health practitioner,
one midwife, three
refugee health
workers, a
community health
worker and a
community
development worker)

19 obstetricians

(13 senior obstetricians
and seven senior
house officers)

26 midwives

FARREP, Family and Reproductive Rights Education Program; FGC, female genital cutting; FGM, female genital mutilation.
Reproduced from Evans et al.' This is an Open Access article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to distribute, remix, adapt and
build upon this work, for commercial use, provided the original work is properly cited. See: http:/creativecommons.org/licenses/by/4.0/.
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Question

Study: authors e Richness: Type of Relevance: high,
(year of publication) 3 4 5 6 7 8 9 Quality band thick or thin publication medium or low
Abdi (2012)'63 Y Y Y N Y Y Y N Y Y 8 High Thin Journal Low
Behrendt (2011)'%4 u Y Y Y u N N P Y 55 Medium Thin Research report Low
Bergqvist and Svensson N u Y Y Y N N Y Y 6 Medium Thin MSc thesis High
(2016)21

Bibi and Rahimian N N u Y Y N N Y u Y 4 Low Thin MSc thesis High
(2013)27

Brodin and Martensson N Y Y Y Y P P Y U Y 7.5 High Thin MSc thesis High
(2016)21®

Bulman and McCourt N N Y Y P P Y P Y u 55 Medium Thin Journal Medium
(2002)%

Bulman and McCourt N N Y N P P Y P N U 3.5 Low Thin Research report Medium
(1997)3

Burchill and Pevalin Y Y Y Y Y N N Y Y Y 8 High Thick Journal Low
(2014)222

Byrskog et al. (2015)*%3 N u Y Y Y N N Y Y Y 6 Medium Thick Journal Medium
Dawson et al. (2015)7¢ U Y Y Y Y N N Y Y Y 7 Medium Thick Journal High
Fawcett (2014)78 Y Y Y U Y Y Y Y Y Y 9 High Thick PhD thesis High
Gertsson and Serpan U Y Y Y Y N P Y U U 5.5 Medium Thin MSc thesis Low
(2009)?™°

Holm and Kammensjo N u Y Y Y N N Y U Y 5 Medium Thin MSc thesis Medium
(2012)°

Hussen (2014)16> N u Y Y Y Y P Y u Y 6.5 Medium Thick MSc thesis High
Jatau (2011)% Y Y Y Y Y Y P Y Y Y 9.5 High Thick PhD thesis Medium
Johansen (2006)2'° U U Y Y Y p p Y Y Y 7 Medium Thick Journal High
Johansen (2017)%4 U u Y Y Y Y p Y Y Y 7.5 High Thick Journal Medium
Lazar et al. (2013)?%® U Y U Y Y N N Y Y Y 6 Medium Thick Journal High
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Richness:
thick or thin

Study: authors
(year of publication) 1 2

Type of
publication

Relevance: high,

Quality band medium or low
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a8l

Ledn-Larios and
Casado-Mejia (2012)?

Leval et al. (2004)%26
Moore (2012)%8
Ogunsiji (2015)>4
Ogunsiji (2016)*®
Rubin (2000)22°
Thierfelder (2003)'e!
Vangen et al. (2004)'¢7
Vaughan et al. (2014)¢8
Vaughan et al. (2014)'¢°
Widmark et al. (2010)7°
Widmark et al. (2002)8°

Question
U P
Y Y
N U
U U
Y Y
Y Y
N N
Y Y
U Y
U Y
U Y
U Y

=<

< < < < < < < < < zZ <

<

< < < < < < < < < < <

=<

< < < < < < v < < < <

vl

T U < <X U < < zZ zZ zZ <

o

Z © ©W ©vW Z 9V << Z Z Z Z2

<

< < < < ® < zZ < W W <

)

< < < < < < < < < c <

< < < < < < < < < < <

35
55

85
7.5

85
85

7.5

Medium

High
Low
Medium
High
High
High
High
High
High
High
High

Thick

Thick
Thin

Thin

Thin

Thick
Thick
Thick
Thick
Thick
Thick
Thick

Journal

Journal

MSc thesis
Journal

Journal

PhD thesis

PhD thesis
Journal
Research report
Research report
Journal

Journal

Medium

High
High
Low
High
High
High
High
High
High
High
High

N, no; P, partial; U, unclear/unsure; Y, yes.

Note

The questions refer to those in the JBI-QARI."3#

Reproduced from Evans et al.'* This is an Open Access article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to
distribute, remix, adapt and build upon this work, for commercial use, provided the original work is properly cited. See: http://creativecommons.org/licenses/by/4.0/.
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Study: author (year of publication)

Abdi (2012)3

Behrendt (2011)'%*

Bergquist and Svensson (2016)%'6
Bibi and Rahimian (2013)2"7
Brodin and Martensson (2016)*'®
Bulman and McCourt (2002)¢
Bulman and McCourt (1997)?13
Burchill and Pevalin (2014)?22
Byrskog et al. (2015)%%

Dawson et al. (2015)7

Fawcett (2014)7®

Gertsson and Serpan (2009)2'
Holm and Kammens;j6 (2012)%°
Hussen (2014)'6°

Jatau (2011)2%7

Johansen (2006)2'°

Johansen (2017)%2

Lazar et al. (2013)%%°

Ledn-Larios and Casado-Mejfa (2012)%!

Leval et al. (2004)%26

1. Knowledge
and training

X X X
X X X
X X X
X X X
X X
X
X X
X
X X X
X X
X X
X X X
X X
X X X
X
X
X X
X X
X

2. Communication

X
X X
X
X
X
X X
X
X X
X
X
X
X
X
X
X

3. Encountering the
‘other’ in clinical practice:
negotiating cultural
dissonance and achieving
cultural understanding

32 33
X
X
X
X X X
X X X
X X
X
X
X X
X X X X
X X X X X
X X X
X X X
X
X X X
X X X
X
X X X X
X X X
X X X

4. Identifying

x X X X

5. Clinical management

practices: inconsistent and

variable

X X
X
X X
X X
X X X X
X
X X
X X
X
X
X X
X
X
X

x X X X X

6. Optimal
service
development

X X
X X X
X

X
X X X
X X
X

X
X X
X
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Appendix 13 Review 2: CERQual assessment and
summary of findings table
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Analytical theme 1: knowledge and training

1.1. Knowledge and awareness

n=2 556,76,78—80,161,
164,165,167-169,210,

Health-care providers had
variable knowledge around
FGM/C, depending on their
work setting, role, exposure
to FGM/C and exposure to
training. Many studies
described a lack of provider
awareness around FGM/C or
provider reports of having
insufficient, inaccurate or
partial knowledge and skills,
leading to misconceptions,
lack of awareness, fear and
uncertainty about how to
talk about FGM/C and how
to support women with
FGM/C

214-221,224-228

1.2. Education and training

Practitioners expressed a
perceived need for greater
education and training in all
aspects associated with the
management of women and
girls with FGM/C. Health
providers identified a lack of
basic (pre-service) education
(or an input that was too
brief and superficial) and a
need for regular in-depth
CPD around FGM/C that
included all aspects of FGM/C
(e.g. communication, sexual
and cultural issues, as well

as clinical management),
practical skill development
and access to mentorship
and clinical supervision where
relevant

165,167-169,213,214,217,
218,220-222,225,228

n=21 76,79,80,161,164,

Moderate concerns No concerns
Some papers (n =9) have
limitations related to no
stated paradigm, unclear
methodology, and no or
partial reflexivity. Two
studies have serious
concerns from lacking
ethics description, no
reflexivity and weak
methods (n = 2). However,
the majority of studies pose
minor concerns related to
no stated paradigm, and
partial reflexivity (n=14)

Moderate concerns No concerns
Two papers pose serious
concerns arising from poor
methodology and unclear
processes, but the majority
are high-quality studies
(n=11). Some pose
moderate concerns owing
to no stated paradigm, and
partial or no reflexivity
(n=8)

Minor concerns

25 papers report on
this theme. The
majority of studies
contribute rich data to
this theme (n=17)

Minor concerns

The majority of studies

report this theme
(n=21). Of these,
14 present rich data
towards this theme

Minor concerns

A good mix of cadres
of staff and contexts.
More studies among
midwives only (n=9),
with the majority
conducted in Sweden
(n=8). Only three
studies were
conducted in the UK.
The majority (n=19)
of the studies were
published in the last
10 years

Minor concerns

There is a mix of
contexts involving
nine countries and
seven participant
groups (different
cadres and roles). Six
studies have mixed
groups of health
professionals. The
majority (n=17) of
the studies were
published in the last
10 years

High
confidence

High
confidence

There are moderate
methodological
concerns, but a large
number of studies
consistently report
this theme. There are
rich data from a
mixture of contexts
and participants

There are moderate
methodological
concerns, but a large
number of studies
consistently report
this theme. There are
rich data from a
mixture of contexts
and participants

€1 XIAN3ddVY



N 'SNZ 910S uoidweyinos yied

25UBPS UOYAWRYINOS O AVISIBAIUN ‘BSNOH eyd]y ‘aJ3us) BUBUIPIOY) SIIPNIS PUE S[el ] ‘UOeN|eAT ‘UDJeasay Ui eaH JOj SINYISU| [euoneN ‘Aleigr S|euInof yHIN (0} Passaippe aq

Jeuoissajoud ur papnpul aq Aew (Lodal [Ny 8y} ‘PaspUI JO) SPRAXS pue Apnis pue ypieasal yeaud jo sasodind sy 1o} padnpoidal Aj9aly g Aew anss| siy] "aied) [BIDOS pue

p|noys uonanpoidai [epJaWWod Jo} suonedlddy buisiianpe Jo wioy Aue ypm pajeidosse Jou S| uondnpoldal syl pue apew si uswabpaimousde a|gelins 1eyy papiaoid sjeuinol
Y1|esH oy 91e1S Jo AIe1aidas ay) AQ panssi 10eJUOD BUIUOISSILUWOD B JO Swd) 3y} Japun /e 1o suea3 Aq psonpoud sem 3Iom syl “610Z OSIAH 4O 13]|0J1U0D pue Jalulld S,usand @

€6l

Analytical theme 2: communication is key

2.1. Language barriers and interpretation challenges

Language barriers and
problems with accessing
suitable interpretation
significantly compromised
health providers’ abilities
to provide appropriate
FGM/C-related care. It
affected health providers’
abilities to ask questions
about FGM/C or to provide
relevant information. This
was particularly an issue
with women who were still
relatively recent migrants

164,168,169,216-218,220,
221,223,225,227-229

2.2. Talking about a sensitive topic

As a sensitive and taboo
topic, health providers
found it difficult to talk
about FGM/C with patients.
Sometimes this was a result
of trying to show cultural
sensitivity and not offend
patients, and sometimes it
was because the health
providers felt awkward

and embarrassed. Open
communication was seen
to require trust, time and
experience, and some
health providers felt that
routinising FGM/C-related
questions would be useful

225-229

n= 2056,76,78—80,161,

n= 2456,76,78,80,161,
165,167-169,210,215-223,

Moderate concerns No concerns
The majority of studies are
of good quality (n=12),
with moderate concerns
owing to unclear methods,
no paradigm and partial
reflexivity (n =6), and two
studies with more serious
concerns related to lack of
ethics statements and very
poor methodology

Moderate concerns No concerns
The majority of studies
contributing to this theme
are high/medium quality
(n=15). There are
moderate concerns owing
to partial or no reflexivity
and no stated paradigm.
One paper has more serious
concerns owing to very
poor methods

No concerns

Two-thirds of papers
report this theme.
The majority of these
present rich data to
illuminate the theme
(n=15)

No concerns

24 studies report on
this theme, with the
majority contributing
rich data (n=15)

No concerns High
confidence

Well-distributed

studies covering

several different

countries and a range

of professional groups

Minor concerns High
confidence

One-third of the

studies are from

Sweden (n=8).

Nine papers involve

midwives only or

other obstetric care

providers (n = 4).

However, there are

seven other countries

and other cadres also

represented

There are moderate
methodological
concerns. However,
two-thirds of studies
report this theme.
Most of the data are
rich, representing a
mixture of contexts
and participants

There are moderate
methodological
concerns, but a large
number of studies
consistently report
this theme. There are
rich data from a
mixture of contexts
and participants
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LE 'ON £ "10A 610C HOHV3S3IY AYIAITIA ANV SIDIAYIS HLTVIH



M Aleiqi sjeuinor YHIN

AneayiuA lH;(MS\E‘LHH(J\ WA

V6l

2.3. Women also find FGM/C hard to talk about

Health providers perceived
that women rarely
proactively mentioned 225,229
FGM/C in the context of

a consultation. Providers
attributed this to cultural

taboos within women’s

own societies, feeling

ashamed and embarrassed

or being fearful of being

judged

n = 1376.78,161,165,
167-169,215,217,220,223,

Moderate concerns

Seven studies are high
quality, five are medium
quality and one is low
quality. There are moderate
concerns in the medium-
and low-quality groups
owing to poor reflexivity
and unclear description of
methodology and methods

Moderate concerns

The data present
providers’ perceptions
of this issue, hence
the conclusions are
largely inferred

Moderate concerns

Thirteen studies report
this theme. Only six

papers present rich
data — the others
provide a more

superficial description

Moderate
confidence

Moderate concerns

All studies are from
non-UK contexts
(Sweden, the USA and
Australia). Four of the
studies focus exclusively
on midwives but other
groups are also
represented

Analytical theme 3: encountering the ‘other’ in clinical practice — negotiating cultural dissonance and achieving cultural understanding

3.1. Attitudes towards FGM/C: mixed emotions

FGM/C elicited strong
emotional reactions in
providers. Many providers
expressed negative reactions
to FGM/C, including shock,
disgust and horror. FGM/C
exemplified a profound
cultural difference between
host providers and migrant
patients, with women's
bodies seen to be ‘different’
and mutilated. At the same
time, providers expressed
empathy and support for
affected women and saw
them as victims of a violent
or patriarchal culture. Some
providers who had travelled
or who were more
experienced expressed a
more nuanced position,
where FGM/C was seen as a
practice that was different,
but that needed to be
understood in its own context

n = 177678-80,161,163,
167,168,210,214,216,217,
219,220,225,226,228,229

Moderate concerns

One paper poses serious
concerns owing to poor
methods and no reflexivity.
There are moderate
concerns in five papers
owing to lack of discussion
of reflexivity, which may be
particularly salient for this
theme

No concerns

Minor concerns

17 studies report on
this theme. Data are
generally rich/in-depth.
Only three papers
contribute thin data

Minor concerns High
confidence

The majority of studies

reporting this theme

are among midwives

(n=7). However,

seven studies with

mixed groups also

report the theme.

Six of the studies are

from Sweden, but a

range of other

countries are also

represented. Eleven

studies were

published in the last

10 years

There are moderate
concerns in all of the
domains

There are moderate
methodological
concerns, but a large
number of studies
consistently report
this theme. There are
rich data from a
mixture of contexts
and participants

€1 XIAN3ddVY
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Summary of review

finding

Studies coded
to finding

Methodological
limitations

Coherence

Adequacy

Relevance

CERQual
assessment

Explanation of
CERQual score
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3.2. Cultural dissonance — control and resistance in clinical encounters

n= 2056,76,78—80,161.
167-169,210,217,219-221,

Moderate confidence
owing to
methodological
concerns and
concerns about
relevance, with the
majority of studies
related to the
maternity care
context

Moderate
confidence

Studies reported cultural Moderate concerns No concerns No concerns Moderate concerns
stereotyping and
misunderstandings between  223-227.229
patients and providers to be

common. Some health

providers held stereotyped

views of FGM/C-affected

women, leading to a failure

to address individual needs.

Studies described how

health providers become

perplexed that clients

sometimes did not follow

their advice and sought to

exert control over the clinical

situation. Some patients

resisted such medical

dominance or challenged

stereotypes, leading to
misunderstandings and
miscommunication

(especially around caesarean

sections and episiotomies),

which, in turn, led to

suboptimal care and/or

suboptimal clinical

outcomes

Almost one-third of
studies are from
Swedish contexts
(n=7) and the
majority are related
to pregnancy or
childbirth as most
papers are on
experiences from
midwives (n=6) and
obstetricians (n = 6).
Other studies also
provide data on other
countries and contexts
and other groups.
Two-thirds of the
papers (n=13) were
published in the last
10 years

Two-thirds of studies
report this theme
(n=20). The majority
provide relatively rich
data, with only two
studies providing thin
data regarding this
finding

Most studies pose no major
methodological concerns.
There are moderate
concerns in six papers
owing to lack of discussion
of reflexivity and theoretical
stance, which may be
particularly salient in this
theme
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3.3. Acknowledging the role of the family

Providers reported that
families and husbands
played a strong role in
health-care decision-making
related to FGM/C (especially
around caesarean section,
timing of deinfibulation

and preferences around
reinfibulation). The need for
family involvement was
sometimes perceived as
frustrating as it could delay
decision-making but was
recognised as an essential
part of effective care

3.4. Gender of the provider

Health providers reported a
strong perception that
women from FGM/
C-affected communities
preferred to be seen by a
female health professional
and that a provider’s ability
to form an open and
trusting relationship with
their patients was more
likely if they were female.
The gender of the provider
was said to affect women’s
willingness to seek help,

to talk openly to the
practitioner and to be
examined

n=1 576,78—80,161,210,

213,215,217,218,221,225,
226,228,229

n= 878,80,161,169,215,

218,221,227

Moderate concerns

Most papers are high
(n=8) or medium (n=4)
quality. There are moderate
concerns about poor
reporting of reflexivity in
seven studies, which may
be particularly salient in this
theme. There are serious
concerns with three papers
that have low quality due
to lack of methodological
reporting, no reflexivity and
poor discussion of ethics

Minor concerns

Seven studies are classified
as high quality and one is
medium quality. Minor
concerns due to lack of
reflexivity; however, this is
considered to be of less
significance for this theme

Minor concerns

Some of the data
appear to be based
on assumptions,
whereas other data
are based on
examples from
practice

Moderate concerns

Some of the data
appear to be based
on assumptions and
inference rather than
from having discussed
the issue with women
themselves

No concerns

Half of the studies
report this theme. The
majority (n=14)
present medium/high
‘rich’ data

Minor concerns

Eight studies report on
this theme. Six studies
contribute rich data

Minor concerns High
confidence
One-third of studies

(n=5) are from

Sweden, and

one-third are with

midwives only (n =5).

However, the other

studies report a mix

of contexts and cadres

Moderate
confidence

Moderate concerns

Studies from five
countries (all non-UK).
Three studies
specifically relate to
the maternity care
context. The other
studies reflect a range
of health-care
providers

There are moderate
methodological
concerns, but half of
the studies report this
theme and there are
rich data from a
mixture of contexts
and participants

Moderate confidence
due to moderate
concerns in two
domains (relevance
and coherence)

€1 XIAN3ddVY
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Summary of review

finding

Studies coded
to finding

Methodological
limitations

Coherence

3.5. Crossing the cultural divide — strategies and elements of culturally sensitive care

Many papers described
strategies and approaches to
build good relationships with
FGM/C-affected women and
thus to cross cultural divides
and provide appropriate
care. Key features were an
understanding of FGM/C in
the context of women’s
wider needs and culture (i.e.
being person centred as well
as 'culturally’ sensitive), and
taking time to build rapport
and trust. Prerequisites

were knowledge, time,
communication, a
non-judgemental, open
attitude and family
involvement. Culturally
sensitive care was particularly
discussed by midwives

and nurses

n= 2356,76,78—80,161.
164,165,168,169,214-220,
222,223,225,227-229

Moderate concerns

The majority of studies are
high (n=11) or medium
(n=10) quality. There are
moderate concerns in six
studies owing to lack of
discussion of reflexivity

No concerns

Adequacy

Minor concerns

This theme is reported
across the majority of
papers in the review
(n=23)and 14
studies contribute very
rich data

Relevance

Minor concerns

The studies are mainly
from Sweden (n=8)
and Australia (n=5),
with minor concerns
as they are mostly
among midwives
(n=9). However,
other cadres are also
represented

Explanation of
CERQual score

There are moderate
methodological
concerns, but over
two-thirds of the
studies report this
theme and there are
rich data from a
mixture of contexts
and participants
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Studies coded
to finding

Summary of review

Methodological
finding limitations
Analytical theme 4: identifying FGM/C

4.1. Presentation and help seeking

n = 157680161 Moderate concerns

Providers reported that
women primarily seek care =~ 163-165168,169.215-219,
related to FGM/C when 221,229
symptomatic or for
pregnancy. Women may
not link their attendance
reason to FGM/C and may
not mention FGM/C unless
the provider asks. Given that
many medical procedures
and consultations do not
require physical examination,
FGM/C may not be identified
at all unless the provider
specifically asks. Women
were reported to be
reluctant to raise the subject
themselves. The exception
was where specialist services
or experienced providers
exist in which case women
may seek them out via family
and social networks. The
main focus of providers’
attention was on
gynaecological symptoms
and the maternity context.
They generally did not ask
about sexual problems or
psychological problems and
women rarely raised these
issues

Out of 15 papers, eight are
high quality, six are medium
quality and one is low
quality. Five papers in
particular present moderate
concerns owing to lack of
reflexivity and partial/
unclear reporting of
participants’ voices. The
other papers present minor
or no concerns

Coherence

Moderate concerns

Not all papers report
all aspects of this

finding

Adequacy

Minor concerns

Half of the papers in
the review report this
theme (n=15). All
papers contribute rich
or relatively rich data

CERQual
Relevance

Moderate
confidence

Moderate concerns

One-third of the
studies are from
Sweden (n = 5), with
only one UK study.
Over one-third of
papers (n=6)
represent midwives’
views specifically.
However, other cadres
of health professional
are represented in
other papers. This
finding relates
primarily to the
maternity care or
primary care context.
The majority of the
papers (n=12) were
published in the last
10 years

assessment

Explanation of
CERQual score

Moderate confidence
owing to moderate
concerns regarding
methodology,
relevance and
coherence
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Studies coded
to finding

Summary of review

finding

Methodological
limitations

4.2. Practices and processes around identifying FGM/C

Organisational and system-
level mechanisms to identify
FGM/C were reported to
be inconsistent and unco-
ordinated. A key barrier

to early and appropriate
identification of FGM/C
was that providers did not
ask about FGM/C, but also
that organisational systems
and processes were often
not adequately set up to
prompt them to ask or to
ensure that follow-up would
occur. Organisational and
system barriers to FGM/C
identification were related
to the existence (or not) of
clear guidelines, procedures
and referral pathways,
record-keeping processes
and to the need for clarity
of roles and responsibilities
and communication/
co-ordination between
organisational units and
professional groups

221,223,225,227,228

N = 2()56.76.78-80,161,
165,167-169,210,215-218,

Moderate concerns

There are serious concerns
regarding one study related
to poor methods, partial
ethics and no reflexivity.
There are moderate
concerns in six studies
related to no paradigm,
unclear analysis and partial
reflexivity. The rest of the
studies have minor
concerns related to lack of
reflexivity

Coherence

Moderate concerns

Not all papers report
all aspects of this
finding

Adequacy

Minor concerns

20 papers describe
this theme, with rich
data from over half of
these (n=12), and
moderately rich data
(n=6), with only two
papers having thin
findings

CERQual
Relevance

Moderate
confidence

Minor concerns

Several studies
conducted in Sweden
(n=6) and among
midwives (n=7),

but with a good
representation among
other professionals
and seven other
countries. Fifteen of
the 20 papers were
published in the last
10 years

assessment

Explanation of
CERQual score

Moderate confidence
owing to moderate
concerns regarding
methodology and
coherence
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Summary of review Studies coded = Methodological CERQual Explanation of

finding to finding limitations Coherence Adequacy Relevance assessment CERQual score

Analytical theme 5: clinical management practices — inconsistent and variable
5.1. Deinfibulation timing

The majority of providers n = 8767980161167 Moderate concerns No concerns Minor concerns Moderate concerns Moderate Moderate confidence
reported that women 169.215,228 confidence  owing to moderate
preferred deinfibulation to The majority of the papers This theme is reported Half of the studies concerns regarding
be done in the second are high (n =6) or medium by relatively few of reporting this theme relevance as no
stage of labour (rather than (n=2) quality, and one was the review studies are among midwives studies report on this
antenatally) and that these low quality with serious (n=8). However, all  (n=4). Other studies theme outside the
decisions were influenced concerns owing to poor present rich data include mixed cadres maternity context

by the wider community. reporting of ethics and poor (n=2), nurses (n=1)

In contrast, most providers reflexivity and doctors (n=1).

preferred deinfibulation to The studies represent

be undertaken antenatally five countries. All the

(although some felt that this studies refer to

might be an unnecessary deinfibulation only

additional trauma for the in the context of

woman), but in most cases, maternity care

the usual practice was to
undertake intrapartum
deinfibulation
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Studies coded
to finding

Summary of review

finding

5.2. Deinfibulation practice

Providers in several studies
(especially midwives),
expressed uncertainty
regarding the best way to
manage deinfibulation; there
was variability in practice
and caesarean sections were
sometimes performed too
hastily (particularly in the US
context) in order to avoid
having to undertake a
deinfibulation. Uncertainty
was compounded by
difficulties in being able

to undertake examinations
or fetal monitoring to
determine progress of
labour. Midwives in
particular expressed fear

and stress when dealing with
women with type Il FGM/C
owing to their lack of
familiarity with deinfibulation
and uncertainty over how
best to manage it

225,227,228

n=21 56,76,78-80,161,
165,167-169,210,215-221,

Methodological
limitations

Moderate concerns

The studies are a mix of
high (n=10), medium
(n=9) and low (n=2)
quality. There are moderate
concerns, particularly in
seven studies owing to poor
description of methods
processes, no paradigm,
and no reflexivity

Coherence

Moderate concerns

Not all papers report
all aspects of this
finding

Adequacy

Moderate concerns

Many studies report
on this theme
(n=21), with rich data
from over half of
these studies (n=11),
but the data in 10
studies are quite ‘thin’

Relevance

Minor concerns

The majority of studies
discuss this finding in
relation to maternity
care contexts. Papers
from seven countries
report this finding.
Eighteen of the 21
papers were published
in the last 10 years

CERQual

assessment

Moderate
confidence

Explanation of
CERQual score

Moderate confidence
owing to moderate
concerns regarding
methodology,
adequacy and
coherence

0LELOIPSY/0LEE 0L :10d

LE 'ON £ "TOA 610 HOHVISIH AYIAITAA ANV SIDIAYIS H1TV3IH



ynoetyiuAleigisieuinol mman Aieiqri sjeudnor YHIN

4114

5.3. Reinfibulation ambivalence

Studies reported variable n = 1176780161167,

attitudes towards, and
practice of, reinfibulation.
Practitioners were generally
aware that reinfibulation is
illegal but reinfibulation was
reported in three studies

(all over 10 years old). Some
practitioners reported moral
ambivalence about refusing
to reinfibulate a client if she
was clearly requesting it, as
refusal of a patient’s request
was seen to contradict the
principles of person-centred
care. Practitioners felt that it
was important to involve
husbands in discussions
around reinfibulation

210,214,215,219,226,228

5.4. Need for guidelines

Many studies reported n = 15%6767980.161,

a lack of (or lack of
awareness of) clinical
guidelines to direct practice
around deinfibulation
timing, procedure and
reinfibulation. Providers
reported a need for
guidelines to establish
clarity and consistency in
clinical practice

167-169,215,216,218,220,
221,225,228

Moderate concerns

Most studies relating to this
theme are high (n=6) or
medium (n = 4) quality and
one is low quality. However,
there are moderate
concerns in seven studies
relating to no or partial
discussion of reflexivity

Moderate concerns

There are moderate
concerns in five papers
owing to unclear methods,
partial ethics and no
reflexivity, and serious
concerns related to one
paper owing to weak
methodology, unclear
processes and partial ethics
(n=1). The rest of the
studies are of minor (n=7)
to very minor (n=2)
concern owing to no
paradigm and partial
reflexivity

Moderate concerns
Not all papers report

all aspects of this
finding

No concerns

Minor concerns

Nine of the 11 papers
provide rich data
towards this theme

Minor concerns

15 papers report on
this theme, with the
majority presenting

rich data (n=12)

Moderate concerns

All papers relate to
the maternity context.
Six studies are
exclusively with
midwives. The studies
represent five
countries. However,
five of the papers
were over 10 years
old, therefore it is not
clear if their findings
are still relevant

Moderate concerns

The majority of papers
relate to the maternity
care context. There
are studies from seven
different countries.
Four of the papers are
over 10 years old

Moderate
confidence

Moderate
confidence

Moderate confidence
owing to moderate
concerns regarding
methodology,
coherence and
relevance

There are moderate
concerns regarding
methodological
limitations and
relevance
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Studies coded
to finding

Summary of review Methodological

limitations

finding

5.5. Psychological issues

n=1 256,76,78,161,164,
167,168,210,215-218

Several studies highlighted Moderate concerns
providers' experiences that
women could experience
emotional difficulties in
relation to their FGM/C and
that clinical interventions

in particular could be
traumatic for women

in terms of inducing
flashbacks from the original
procedure and heightening
pain. Practitioners
emphasised the importance
of providing counselling
and psychological support.
These aspects were mainly
mentioned by nurses/
midwives. Although
recognised as a need,

in most of the studies
reporting this theme,

the actual availability of
counselling or psychological
support as a routine part of
care was not clear

Among the studies, six are
high quality, five are
medium quality and one
is low quality. There are
moderate concerns related
to poor reporting of
reflexivity and partial
reporting of participants’
voices

Coherence

Moderate concerns

Not all papers report
all aspects of this
finding. Some of the
findings appear to be
inferred rather than
based on in-depth
descriptions of
experiences with
women

Adequacy

Moderate concerns

Just over one-third of
studies report on this
theme. Only six of
these provide rich
data

Relevance

Minor concerns

Six countries are
represented and the
studies reflect a range
of health professionals

(@ {o]VE]

assessment

Moderate
confidence

Explanation of
CERQual score

Moderate confidence
owing to moderate
concerns regarding
methodological
limitations, coherence
and adequacy
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Methodological

limitations Coherence

Analytical theme 6: optimal service development for FGM/C care

6.1. Provider’s role in prevention

Apart from school nurses n = 137680161.164,167,

whose role explicitly
encompasses safeguarding
and sexual health, relatively
few studies reported
practitioners addressing
prevention as part of their
FGM/C-related care,
although several studies
reported that this should be
part of any practitioner’s
role, including GPs.
Prevention discussions
appeared to take place in
an ad hoc way (dependent
on individual providers)
rather than as a routinised
aspect of care. Barriers to
initiating prevention
discussions in a clinical
setting included lack of
time, inappropriate timing,
feeling that the prevention
discussion is someone else’s
role, not having enough
knowledge or confidence,
feeling unsure if women’s
responses could be trusted,
lack of privacy and
language barriers

168,217-220,224,226,228

Moderate concerns Moderate concerns
Not all papers report
all aspects of this
finding

Studies were a mix of high
(n=7), medium (n=4)
and low (n = 2) quality.
Moderate concerns for
several studies (n = 6) owing
to lack for clarity in
methods and lack of
reflexivity and serious
concerns in two studies
owing to lack of ethics
reporting

Adequacy

Serious concerns

Over one-third of

studies contributed to
this theme. However,

the majority (n=8)
contributed relatively
thin data

Relevance

Minor concerns

Most studies are from
Sweden (n=6) and in
maternity settings
(n=7). The other
studies were from
four other countries
and among a mixture
of professionals

CERQual
assessment

Low
confidence

Explanation of
CERQual score

Low confidence
owing to moderate
concerns regarding
methodological
limitations, coherence
and serious concerns
regarding adequacy
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Summary of review

finding

Studies coded
to finding

6.2. Community engagement and education

Practitioners identified a need n= 1176161164165,

for greater education and
awareness raising among
affected communities,

both on FGM/C itself and
associated services but

also on prevention. They
suggested that this should
include men/boys as well as
women/girls and identified a
need for better information
resources for community
engagement. Practitioners
also suggested that
community engagement
needed to be built on
relationships of trust and
concern for a community’s
other needs (not just FGM/C)
and some suggested that
community outreach/liaison
roles might be beneficial

168,169,217,219,220,224,228

Methodological
limitations

Moderate concerns

Study quality was mixed
(high, n=4; medium, n=5;
low, n=2). Moderate
concerns in four papers
owing to partial participant
voices, no paradigm and
unclear processes, and
serious concerns (n=2)
owing to weak methods
and unclear ethics
processes

Coherence

No concerns

Adequacy

Minor concerns

Just over one-third of
studies in the review
reported this theme.
The majority provided
relatively rich data.
Three contributed only
thin data

CERQual
Relevance assessment

Minor concerns High
confidence

Studies were

distributed across

seven countries,

mainly Sweden (n =3)

and Australia (n = 3),

and among several

different cadres. Nine

of the papers were

published in the last

decade. Nine of the

papers focused on the

maternity context

Explanation of
CERQual score

High confidence
owing to no/minor
concerns in three
domains (adequacy,
relevance, coherence)
and only moderate
concerns regarding
methodological
limitations
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Summary of review Studies coded = Methodological CERQual Explanation of

finding to finding limitations Coherence Adequacy Relevance assessment CERQual score

6.3. Specialist services

In terms of service n = 976:80161.165168,  NModerate concerns Moderate concerns Moderate concerns Minor concerns Moderate Moderate concerns
development, providers 169.217.223,228 confidence  regarding
(especially in lower- Study quality was mixed Not all papers report ~ Owing to relatively Studies reflect five methodological
prevalence areas) valued (high, n=3; medium, n=4; all aspects of this few studies reporting  different countries, limitations, coherence
and recommended having low, n=2). The majority finding on this theme (9/30),  mainly Sweden (n =3) and adequacy
specialist centres for holistic of studies have minor and most contribute  and Australia (n = 3).
FGM/C management, concerns (n=7) owing to thin data A good mix of
counselling and prevention no stated paradigm and different cadres, with
activities, with links to partial reflexivity. Moderate slightly more midwives
affected communities. concerns (n = 1) and serious (n=4)
Ensuring equity of access to concerns (n = 1) owing to
services was a key concern partial ethics descriptions,

poor methods and no

reflexivity

Reproduced from Evans et al.' This is an Open Access article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to
distribute, remix, adapt and build upon this work, for commercial use, provided the original work is properly cited. See: http://creativecommons.org/licenses/by/4.0/.
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Appendix 14 Feedback from the national
stakeholder engagement event

Introduction

Stakeholder involvement has been a central consideration throughout this research. Once the key findings
from the reviews had been established, the project team organised a stakeholder engagement event,
which included a wide range of national stakeholders (including researchers, educators, clinicians,
commissioners and community organisations). A list of participants is provided in Appendix 15. The
programme for the event, held on 6 March 2018 in Nottingham, is provided in Appendix 16. It included
the presentation of the findings from reviews 1 and 2.

Following each presentation, participants were asked to complete a short evaluation form to provide
feedback on the findings. The questions were:

Based on your own experience and perspectives, do the themes seem to capture the main issues?
Were any review themes surprising for you? Why?

Were there any review themes that you don't agree with? And why?

Do you think that there are any issues missing from the review findings that you would have expected
to see?

® Any other comments?

After the presentations were complete, there was a roundtable discussion session to explore the key
implications of the findings for practice, policy, education and research. Questions for discussion were:

® What are the implications of the review findings for (1) service delivery, development and
commissioning, (2) training and (3) community engagement?
What are the key gaps in our current evidence (knowledge) base?
What do we still need to know?

The event included specific discussion on the implications of the review findings within the context of
recent policy changes around FGM/C in the UK.

Feedback from presentation of findings from review 1 (health-care
experiences of women/girls who have undergone female genital
mutilation/cutting)

Theme 1: capturing the main issues
Overall, participants in the stakeholder event felt that the themes presented from the review captured the
main issues:

| think that this is particularly so in terms of women being treated as a ‘medical dilemma’.
I think the review covered everything well.
The themes relate to feedback that we have had from women we work with in counselling.

Many of the participants commented that the majority of evidence surrounding FGM/C appeared to have a
maternal health focus, and, although this may be anticipated given the implications of FGM/C within this

© Queen'’s Printer and Controller of HMSO 2019. This work was produced by Evans et al. under the terms of a commissioning contract issued by the Secretary of State for Health
and Social Care. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional
journals provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should
be addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.
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particular health-care context, they felt that there were key areas of health care that are not well
evidenced within the existing literature. For example, community and primary care did not feature strongly
within the review:

Absolutely, [captured the main issues] including the focus on maternal care and the relative lack of
information for other service provision across the life course.

All of the participants found resonance with the themes, although one participant felt that women's
feelings with regard to the legal context of FGM/C, although perhaps central to their interactions with
health-care professionals, did not feature in the findings:

The only point where | was surprised was the absence of feelings of criminalisation [among the
women who presented to health services].

Theme 2: unanticipated findings

Although the themes may have captured the main issues as anticipated by participants, many also
reported being surprised or feeling ‘shocked’ at the responses of health-care professionals towards women
who they encountered, as presented in the findings:

I was surprised by the [negative] attitude of the midwife and health care professional towards the lady.

Some of the examples of negative health professional’s behaviour were shocking and show how
important it is that we professionals think about how we treat people and the impact on them.

Some of the healthcare professional’s attitudes were shocking especially the way women were made
to feel as if they had done something wrong or felt judged.

Theme 3: unexpected omissions
For the majority of participants, there were few if any unexpected omissions from the findings as

presented. However, several participants expressed surprise at the absence of evidence surrounding the
psychological impact of FGM/C or the role of men and/or the wider family:

The focus [literature] seems to have been on maternal health. The psychological presentations have
not really been gone into although also important. We struggle to have this recognised properly
and commissioned.

Partner’s views or how women feel about their partner’s knowledge and help seeking behaviour.
Feedback from presentation of findings from review 2 (health-care

professionals’ experiences of providing care to women/girls who have
undergone female genital mutilation/cutting)

Theme 1: capturing the main issues
For the majority of participants, the main themes presented captured the issues that they were aware of or
had encountered in practice:

Clearly communication and lack of knowledge.

The difficulties in communication and interpretation resonates as does staff feeling less confident and
less supported.

The knowledge gaps are clear.

Especially the “hit and miss’ approach and lack of consistency of care provision.

NIHR Journals Library www. journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr07310 HEALTH SERVICES AND DELIVERY RESEARCH 2019 VOL. 7 NO. 31

Theme 2: unanticipated findings

For many of the participants, the similarity of reported issues among health-care professionals across
disciplines and lack of co-ordination of services was surprising, particularly in the light of perceived service
reduction in some areas:

| thought that health-care professionals would be better prepared.

The number of women reporting similar experiences yet we are seeing services supporting women
being closed due to lack of funding.

The inconsistency and lack of coordination around FGM/C [is surprising].

Theme 3: unexpected omissions

Participants reported that there were a number of omissions in the evidence, including education and/or
training, the impact for health-care professionals in asking about FGM/C and the absence of research
beyond maternal health:

How is the capacity of health-care professionals to manage FGM/C cases influenced by the content of
current training?

I find it surprising that professionals don’t mention wishing that they had more training as students.
There was an absence of discussion among professionals regarding any existing specialist services.
Mainly focused on obstetrics but may map onto other services.

Given the recent developments concerning mandatory reporting in the UK, a number of participants were
surprised about the absence of legal or safeguarding considerations within the findings (this may in part be
explained by the relatively recent reporting legislation):

Safeguarding and FGM/C as a safeguarding issue not raised at all by professionals — the law and
impact on clinical encounters.

The role of the law is missing.

Feedback from roundtable discussion
The implications and recommendations from the group discussions are described here.
The need for service development across all health-care services with a particular focus towards:

® Specialist services or centres of excellence with continued support for practitioners from colleagues with
experience and expertise.

® C(Clear referral pathways and signposting for professionals working in mainstream services and for
women who access services.

® \Visual presence and accessibility of services, for example the development of mobile community-
based clinics.

® Development of services that meet the particular needs of women with different life circumstances, for
example those seeking asylum.
Integrated services including mental health care.
Utilising models from other ‘parallel” areas of health care, for example specialist women’s services.
Consistency and ‘gold standard’ of service delivery.

© Queen'’s Printer and Controller of HMSO 2019. This work was produced by Evans et al. under the terms of a commissioning contract issued by the Secretary of State for Health
and Social Care. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional
journals provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should
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Park, Southampton SO16 7NS, UK.
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The need for structured education and training for health-care professionals:

Development of education and training for those who are already qualified practitioners and the
inception of mandatory education and training at pre-qualifying level.

Education and training needs to be quality assured — that it is delivered to the right standard and is
meeting needs appropriately.

Training needs to include communication skills and psychological support as well as more

practical application.

The need for community engagement in any service development plans:

Community engagement is vital and, as such, needs to be funded appropriately rather than reliance on
voluntary support.

Services need to be developed in collaboration with local communities and community leaders —
creation of community consortium.

Need for whole family engagement including men.

The need for more research and in particular research that addresses the following:

What are the best and most cost-effective models of care?

What are the best and most effective models for interpretation services?

What do women want to know about birth preparation and birth options?

What is care like for women in midwifery-led settings?

How do communities and health-care professionals feel about mandatory reporting (this would include
enquiry and affect professional-women relationships)?

What are the mental health needs of women who have experienced FGM/C?

What is the impact of FGM/C on the health (physical and psychological) needs of women across the
life course?

What are men’s views on FGM/C?

Do experiences of health care affect women'’s attitudes towards undertaking FGM/C in the future?

NIHR Journals Library www. journalslibrary.nihr.ac.uk
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Appendix 15 National stakeholder event
participant list

Prefix

Dr

Miss
Mrs

Mrs
Miss
Dr
Dr
Dr
Dr
Miss
Dr
Dr
Miss
Dr
Miss
Miss
Professor
Ms
Dr
Dr
Ms
Dr

First name

Charles
Keyrellous
Agatha
Sarah
Tunde
Jennifer

Juliet

Obi
Joanna
Samwel
Heather
Paula
Grace
Alison
Han Yang
Kinsi
Dega
Amanda
Bernie
Sharon
Sharon
Jeanette
Catrin
Kerry
Astrid
Meg
Velma
Amira
Gina
Alya
Natasha
Basharat
Abdoulie

Mariam

Surname

Abe

Adib

Adogho

Agnela Simons
Akinbowale
Akuamoh-Boateng

Albert

Amadi
Andrews
Awolola
Bird
Booker
Brough
Byrne
Chung
Clarke
Dirie
DiRosa
Divall
Dixon
Dixon
Eldridge
Evans
Evans
Fairclough
Fassam-Wright
Hamilton
Haridy
Higginbottom
Howard
Howard
Hussain
Jah

Johari

Company

Yoruba Community Association
University of Nottingham
University of Nottingham
World Society of Victomology
GAIN Diapora

University of Nottingham

Imperial College Healthcare NHS Trust and Barnardos
National FGM Centre

CPHVA and Unite

Sheffield Hallam University

University of Surrey

NUH

Nottingham City Council

HEFT

MPH, University of Nottingham

Nottingham & Nottinghamshire Refugee Forum
NHS

Queen Margaret University

University of Nottingham

Nuffield Department of Primary Care Health Sciences
Primary Care Department, University of Oxford
University of Nottingham

University of Nottingham

University of Nottingham/NUH

NHS England

National FGM Centre

Self Help UK

University of Nottingham

University of Nottingham

LSHTM

LSHTM

University of Nottingham

University of Nottingham
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Prefix First name Surname
Dr Laura Jones

Mr Frank Kamau

Ms Angela Karigambe
Ms Kekeli Kpognon
Mr Fadhili Maghiya
Dr Carol McCormick
Ms Joanne McEwan
Dr Julie McGarry
Mrs Emma Mills

Ms Cecily Mwaniki
Miss Srabani Nath

Ms Valentine Nkoyo

Ms Edith Ogochukwu
Mrs Rosemary Omae

Dr Phoebe Pallotti

Ms Veronica Pickering
Dr Natasha Recchia
Ms Louise Robertson
Mr Mashair Saeed

Mr Alex Segal

Mrs Sarah Agnela Simons
Ms Bethel Tadesse
Dr Laila Tata

Dr Julie Taylor
Professor Jim Thornton
Mr Morro Touray

Dr Ritah Tweheyo
Ms Edith Lucky Uweh

Dr Tobe Levin von Gleichen
Mrs Clare Watson
Mrs Amanda Wickham

Company

University of Birmingham

Mojatu Foundation

University of Nottingham
FORWARD

Sub Sahara Advisory Panel

Retired

Royal College of Nursing
University of Nottingham

Aneurin Bevan University Health Board
Berkshire Health Foundation Trust
University of Nottingham

Mojatu Foundation

Mojatu Foundation

Nursing Personnel Agency
University of Nottingham

Mojatu Foundation

University of Nottingham

Dahlia Project

Imperial College Healthcare NHS Trust
Member of World Society of Victimology
Hidden Scars

University of Nottingham

University of Birmingham

University of Nottingham

University of Surrey

University of Nottingham

Hutchins Centre, Harvard University
NUH
NUH

CPHVA, Community Practitioners and Health Visitors Association; FGM, female genital mutilation; GAIN, Global African
Integration Network; HEFT, Heart of England NHS Foundation Trust; LSHTM, London School of Hygiene & Tropical
Medicine; MPH, Master of Public Health; NUH, Nottingham University Hospitals.
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Appendix 16 National stakeholder engagement
event programme

National Stakeholder Engagement Event: FGM/C Systematic Review
Project, Clinical Sciences Building, City Hospital, Nottingham,
6 March 2018, 11.00 to 17.00

11.00-11.30
11.30-12.00
12.00-12.15

12.15-12.50

12.50-13.40
13.40-14.15

14.15-15.00

15.00-15.45
15.45-16.00
16.00-16.15

16.15-16.45

16.45-17.00

Activity

Arrival, registration, coffee/tea
Introduction to the project and to the day: expected outcomes

How the systematic reviews were undertaken: brief overview of
methods

Findings from review 1 (health-care experiences of women/girls
who have undergone FGM/C)

Lunch

Findings from review 2 (health-care professionals’ experiences of
providing care to women/girls who have undergone FGM/C)

Tabletop discussions to identify key implications of the review
findings

Feedback from tabletop discussions
Break

Critical reflections on the review findings and future directions for
FGMY/C services and commissioning in England

Situating FGM/C care within the wider context of international
migration and maternity care in the UK

Concluding reflections and close

Facilitator/presenter
Project team
Valentine Nkoyo and Dr Catrin Evans

Dr Ritah Tweheyo

Dr Catrin Evans

Dr Catrin Evans

Project team

Dr Catrin Evans and Dr Ritah Tweheyo

Astrid Fairclough

Professor Gina Higginbottom and
Dr Basharat Hussain

Veronica Pickering
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Appendix 17 Engagement event with
obstetricians/gynaecologists

here were relatively few medical doctors present at the national stakeholder engagement, and they

were primarily GPs. For this reason, the project findings were presented to a group of 30 trainee
obstetrics and gynaecology registrars from across the East Midlands region during a training day. They
were asked to provide comments and feedback. Their feedback is presented below.

The group strongly supported the project findings that some medical practitioners are uncertain about
deinfibulation and are inexperienced in, and apprehensive of, managing women with FGM/C. They cited
several examples in which this had led to difficulties in the management of labour for women with type lll
FGM/C. The group noted that their current training around FGM/C consists of completing e-learning
modules. This was felt to be insufficient. A key recommendation was for more practical skill training.

Feedback included:

Insightful project.

Helpful findings.

Need more training — a physical training day on FGM where we are taught deinfibulation.
Perhaps using models so we can better manage these women. Case studies would be useful.

It was good to learn about the managerial aspects of FGM. | would like more practical training
relating to FGM procedures when encountered in labour.

® Some more practical clinical teaching would be useful — e.g. what language to use with patients,
how to deinfibulate, risk and benefits, how to consent for deinfibulation.
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