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SUMMARY BOXES

What is already known on this topic
e Estimated figures based on 2011 census data have been interpreted to mean that thousands
at girls could be at risk of undergoing female genital mutilation (FGM)
o Although illegal since 1985, the first conviction for FGM in the UK was in 2019

e This is the first study of presentations of paediatric cases in the UK and Republic of Ireland

What this study adds
e The findings of 103 reported cases over a two year period is far less than expected from the
estimates.
e The possibility of the abandonment of the practice of FGM after migration to the UK must be
considered.

e Anti-FGM measures need to be proportionate to the empirical evidence



Abstract

Objectives: describe cases of female genital mutilation (FGM) presenting to consultant paediatricians
and Sexual Assault Referral Centres (SARCs), including demographics, medical symptoms,

examination findings and outcome.

Design: the well-established epidemiological surveillance study performed through the British

Paediatric Surveillance Unit (BPSU) included FGM on the monthly returns.

Setting: all consultant paediatricians and relevant SARC leads across the UK and Republic of Ireland.

Patients: under 16 years old with FGM

Interventions: data on cases from November 2015 to November 2017 and 12-months later meeting

the case definition of FGM.

Main outcome measures: returns included 146 cases, 103 (71%) had confirmed FGM and 43 (29%)

did not meet the case definition. There were none from Northern Ireland.

Results: the mean reported age was three years. Using the WHO classification of FGM, 58% (n=60)
had either type 1 or type 2, 8% (n=8) had type 3 and 21% (n=22) had Type 4. 13% (n=13) of the
cases were not classified and none had piercings or labiaplasty. The majority, 70% had FGM
performed in Africa with others from Europe, Middle East and South East Asia. There were few

physical and mental health symptoms. Only one case resulted in a successful prosecution.

Conclusions: there were low numbers of children presenting with FGM and in the two years there
was only one prosecution. The findings may be consistent with attitude changes in FGM practising
communities and those at risk should be protected and supported by culturally competent national

policies



Background

Female Genital Mutilation (FGM) is defined by the World Health Organisation, (WHO) as “all
procedures that involve partial or total removal of the external female genitalia, or other injury to
the female genital organs for non-medical reasons”*. FGM is a harmful traditional practice carried
out in many countries across Africa, Asia and the Middle East, that spans religious and ethnic
groups®. Representative data suggests at least 200 million women and girls worldwide have been
subject to FGM®. The practice is now internationally recognised as a violation of the rights of women
and children, it has no known health benefits and can cause serious damage to physical and

psychological health.

FGM was criminalised in the UK in 19852 and, since 2003, it has been illegal to take a child out of the
country for the purpose of FGM*. In 2015, the Serious Crime Act introduced provisions including an
offence of failing to protect a girl from risk of FGM and a mandatory duty on healthcare
professionals to report FGM in children under the age of 18°. In January 2019, the first conviction

for FGM in the UK took place at the Central Criminal Court in London®.

Currently, there is a lack of evidence regarding prevalence of paediatric FGM in the UK. A report
estimating prevalence based on 2011 census data concluded there were 60,000 girls in England and
Wales under age 14 who were born to mothers with FGM, and a further 10,000 girls who may have
had FGM before entry to the UK’. These figures have been interpreted to mean that thousands of

girls could be at risk of being cut®.

This study is the first of its kind to look at presentations of paediatric FGM across the UK and
Republic of Ireland. The study aims to assess cases of FGM that presented to consultant
paediatricians and to some sexual assault referral centres, including the type of FGM (WHO
classification), associated demographics, clinical presentations, medical symptoms, examination

findings and clinical management.

Methods

This was an epidemiological surveillance study performed through the British Paediatric Surveillance
Unit (BPSU). The BPSU is a well-established epidemiological surveillance system designed to study
paediatric rare diseases, with an average monthly response rate of over 90% from consultant
paediatricians®. For this study, surveillance extended to sexual assault referral centres (SARCs) who

see children.



Following an application to the BPSU scientific committee, FGM was included on the BPSU
surveillance card for the 25-month period between November 2015 and November 2017. The
sponsor, the Royal College of Paediatrics and Child Health, undertook the management of day to day
running of the project, data collection and analysis. All consultant paediatricians across the UK and
Republic of Ireland, along with SARC leads, received the BPSU monthly e-card via an email link.
Recipients reported any cases that fitted the case definition seen in the last month (Figure 1) or
reported if there were no cases seen. Following notification of a suspected case, the BPSU sent the

reporting doctor a questionnaire via a secure on-line portal.

In any unclear cases, the study team reached a consensus on whether the case definition for FGM
had been met. As far as possible, the clinical experts assigned a WHO classification of FGM (Table 1)
from anatomical descriptions provided. For the purposes of analysis, WHO Type 1 and 2 were
combined. Type 4 was defined as visual evidence of a scar on examination and/or verbal
confirmation of FGM (being cut) by child or parent with normal examination. For confirmed cases,
the team sent reporting doctors a follow-up questionnaire after 12 months focussing on health,
social care and legal case outcomes of the case. Email and telephone reminders were used to
optimise response rates, and respondents were reminded of their mandatory reporting duty®.

Anonymised data were exported to MS Excel for analysis.

The BPSU scientific committee independently reviewed the application. The study was approved by
the Confidentiality Advisory Group (CAG Ref: 15/CAG/0178) and Public Benefit and Benefit Privacy
Panel (Ref 1516-0292). It was not appropriate or possible to involve patients or the public in the
design, or conduct, or reporting, or dissemination plans of our research. ETHICS Submission was
made to the South East Scotland Research Ethics Service who stated that they didn’t consider the
application 15/55/0139 to be research and therefore the project does not require NHS ethical

review.

Results
For the period of surveillance, the e-card response rate was over 90% among consultant

paediatricians, and 61% for SARCs.

During the study, the BPSU received 146 reports for suspected cases of FGM in the UK and Ireland.
Of these cases, 8 were duplicates and 28 were excluded because they did not meet the case

definition or were outside the reporting period. In a further 7 cases the notifying doctor did not



complete the initial forms and therefore there was insufficient data to include. Data are available
for the remaining 103 cases of confirmed paediatric FGM. The SARCs identified 13 children with
FGM who would not otherwise have been reported. Reports of FGM were received from across the

UK (Table 2).

Of the 103 confirmed cases, the mean reported age of FGM was 3 years (range 0-11 years) (Figure
2), with 59 (57%) reported to have undergone FGM under the age of five. The mean age of
presentation to professionals was 10 years of age (range 2-16 years). The mean time from

undergoing FGM to presentation was 6 years (range 0.5-15 years).

From anatomical descriptions, 60 cases (58%) were classified as WHO Type 1 or 2 FGM, 8 cases (8%)
WHO Type 3 FGM and 22 cases (21%) as Type 4 FGM (Figure 3). The remaining 13% (n=13) of cases
could not be assigned a WHO classification as the girls were not examined (case definition met

through clear history of FGM). No cases of piercing or cosmetic genital surgery including labiaplasty

were reported.

FGM was said to be most commonly performed in Sudan (n=25; 24%), Somalia (n=22; 21%), Gambia
(n=19; 18%) and Eritrea (n=7; 7%) with smaller numbers from Europe (n=<5), the Middle East (n=<5)
and Southeast Asia (n=<5) (Table 3).

Of those cases reported to have occurred in Sudan the majority (15/25; 60%) were performed at age
five and over, a significantly higher percentage for this age group than any other country. Of the 103
confirmed cases, 57% (n=59) of cases were performed on girls aged under 5 years and 27% (n=28)
were performed on girls aged between 5-11 years. In the majority of cases (n=74, 72%), FGM was

performed in the country of birth and only one was reported as performed in the UK.

Where data on who performed FGM were available (n=58), 45% (26/58) were performed by health
professionals, 36% (21/58) were performed by a “traditional circumciser” and 12% (n=7) were

performed by a relative.

In 22 cases (21%), there were 24 mental health symptoms that were considered attributable to
FGM, with a small number of reports listing several symptoms for the same child. Specific mental

health issues included anxiety including panic attacks, emotional and behavioural issues and sleep



disturbances e.g. nightmares. There were physical symptoms in a total of 13 cases and unspecified

symptoms in 6 (Table 4).

In 91% (n=31) of the 34 cases where FGM was initially suspected due to a relative being known to
have had FGM, the girl’s mother was reported to have had FGM. Where data was supplied (n=82),
FGM was reported in 99% (n=81) of mothers and 78% (n=60) of siblings.

Longer-term outcomes and legal aspects

Of the 103 confirmed cases, the 12-month follow up questionnaire was returned for 71 cases (69%).
Four children in this group were offered deinfibulation but only one child was reported to have had
the surgery. In nine cases, the police had initiated a criminal investigation and in four of these there
was no further action. In the five remaining, there were no further details in two and in the
remaining three, one case performed in the UK resulted in a successful prosecution, and the two

were part of a wider investigation on child cruelty.

Discussion

This study is the first in the UK to identify the number of cases of FGM reported to or identified by
consultant paediatricians and doctors working in the Sexual Assault Referral Centres (SARCs), as such
it is a new contribution to the literature on paediatric FGM in the UK. Like most epidemiological
studies ascertainment is dependent on the effectiveness of the reporting methods and cases may
have be seen by these sources but for whatever reason not reported. Although BPSU return rates
are good for paediatricians, other doctors in child health who might have seen these girls include
non-consultant doctors working in community child health and others in gynaecology or
genitourinary medicine clinics. As the return rate from SARCs was only 61%, some may have been
missed through the non-responders. Hence the figure of 103 should be taken as a minimum.
Children suffering immediate and long-term effects of FGM may not be brought for medical
consultation. If children or families are asked about FGM, knowledge of the legal status may prevent

an honest history being given and so could remain hidden.

The only similar prevalence study from a high-income country is that from the Australian Paediatric
Surveillance Unit. They recruited paediatricians and other child health specialists who reported

seeing 59 children aged under 18 years old seen between 2009 and 2014. These low numbers are



similar to our study, although the Australian study differed in that it took place earlier when there
was less knowledge of the practice of FGM™. The other available source of data from the UK is the
Female Genital Mutilation (FGM) Enhanced Dataset, collected by NHS digital. Hospital trusts and GP
practices are required to submit data on all women and girls seen with FGM!. NHS digital shared
their updated figures for the 25-month study period, during which they identified 100 children under
16 years of age with FGM. Data from both these sources suggest that very low numbers of girls are
being identified with FGM, and that these numbers are significantly lower than rates proposed from
estimates of girls at risk”. Lack of governance approvals does not allow a comparison of the BPSU

data with the FGM enhanced dataset to maximise ascertainment.

Experts in paediatric gynaecology and child sexual abuse from the study team classified the type of
FGM from the anatomical description given in the questionnaire. It is known that the size and
appearance of prepubertal female genital anatomy varies?? and there are reports of failures of
paediatricians to accurately diaghose FGM based on the normal labia minora or majora®®. Many of
the physicians had limited experience in FGM, making it a challenge to accurately distinguish
between cut labia minora and normal small labia minora. Hence, the decision was made to group

WHO type 1 and 2 FGM together for the analysis.

As best practice is not to force genital examination, 13% could not be classified as to an FGM type.
Of those examined, 58% had either WHO Type 1 or type 2 FGM. WHO Type 3 FGM, also known as
infibulation, was found in 8% of cases, which is close to the international prevalence data on the

global proportion of type 3 FGM of approximately 10%**.

Type 4 was classified in 21% and there may be a global trend towards less mutilating types of FGM*,
In addition this type of FGM is associated with fewer complications®® as well as being harder to
diagnose on examination. Thus, our data does not support the predominant narrative in the UK,

that all FGM is easily identifiable on genital examination®®.

In this study a small number (n=13, 13%) of cases were associated with complications that were
attributed to FGM. We do not know whether all children were asked about complications, or
whether the doctor, child or parent attributed the symptom to FGM. We are unable to state
whether the physical or mental health symptoms are direct complications of FGM as no causal
inference can be drawn from cross-sectional data, and the symptoms could have been

misunderstood or under-reported in this cohort. However, this data suggests that the majority of



children with FGM in the UK do not experience significant complications, and that complications are
unlikely to be the reason that FGM presents to doctors. Since the 2003 Female Genital Mutilation
Act, there have been only two identified cases of FGM in the UK and ROI that have presented to the

Emergency department with acute bleeding requiring surgical intervention®?’.

This study shows that 25% (n=26) of cases were performed by a health professional or in a
healthcare setting such as a clinic. This ‘medicalisation’ of FGM mirrors a global trend among
practising communities’*, which may have arisen as a result of campaigns warning of medical
consequences of FGM. Medicalisation could potentially reduce some complications of FGM, but has
been shown to legitimise and prolong the practice in communities'*; ‘medicalised’ FGM is illegal in

the countries of origin of patients in this study.

There was only one successful prosecution among cases in this study, even though nine cases were
initially investigated for a possible prosecution. Due to the nature of the crime, where there may be

insufficient evidence and unclear perpetrators®®

, and the required burden of proof in an
adversarial legal system, it is rare that cases are taken forward for potential prosecution. In
addition, there is a possibility that parents lie about the country in which FGM took place given the
threat of legal repercussions. There may be more chance of a successful prosecution in future, as the

2015 Serious Crime Act includes the offence of failing to protect girl from risk of genital mutilation.

The findings in this study, numbers from NHS digital and a recent published FGM clinic series® all
indicate very low numbers of girls with FGM being identified. This was an unexpected finding, as
after the introduction of the much discussed Serious Crime Act in 2015, many expected that large
numbers of illegal FGM would present to services. Several recent studies have found evidence that
migrant communities are abandoning the practice of FGM3, in part due to the work of activists
and educators from within practicing communities. Concern has been raised that estimates of FGM
rates or risk to children derived from ethnicity of their mothers are inaccurate?*, and that attempts
to estimate risk have been misrepresented®. The low numbers identified in this study may indicate
that there is very little FGM happening in the UK, although there remains the possibility that some
FGM may be continuing on a hidden level. Measures to identify FGM in the UK need to be informed
by available data; there is mounting evidence that anti-FGM approaches, including the push for
prosecution, are considered by many to be disproportionate, ill-conceived, and unnecessarily heavy-
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Communities moving away from the practice of FGM may reflect the success of prevention
programmes, although evidence for their efficacy is limited. One successful approach in Europe is
the REPLACE (Researching Female Genital Mutilation Intervention Programmes linked to African
Communities in the EU) approach; the evaluation of the interventions developed and delivered by

the five partners indicated that there had been a change in attitudes towards FGM%,

The findings point to a need for research on the attitudes to FGM amongst the communities in the
diaspora in the UK, for example by adding questions to existing anonymous national surveys, such at
the Natsal surveys?. These could also be given to a cohort of young people over the age of 18 from

affected communities who may feel more able to give honest answers in an anonymous form.

Increased awareness of FGM as an issue is important but needs to be handled sensitively to avoid
racial profiling of affected communities. We recommend that where children are taught about FGM
this is considered within the wider framework of body integrity in the context of comprehensive

Personal, Social and Health Education (PSHE).

Conclusion

This epidemiological surveillance study identified a very low number of children with FGM in the UK,
and these numbers are consistent with other sources of data. Most children in this study had had
FGM performed prior to arrival in the UK, with only a few cases in British children. Where FGM was
identified the majority was classified as WHO types 1 or 2 or 4, which can be difficult for doctors,
even specialists, to identify, and was associated with few complications. There was only one criminal
prosecution in the two year study period. These results are consistent with very little FGM
happening in the UK, but do not exclude the possibility that paediatric FGM maybe continuing on a
hidden level. In a recent statement from the Metropolitan Police, Inspector Allen Davis commented
on the first criminal conviction in the UK, stating that this showed that “FGM is still happening across
London and the U.K., behind a cloak of secrecy” in “communities that can be quite closed”*.
However, to date there remains no empirical evidence for this effect. Anti-FGM measures should be
proportionate to empirical evidence and weighed against the risk of negatively affecting

communities from practicing countries.

Acknowledgements

10



The Department of Health provided funding for this study. We are extremely grateful to the many
paediatricians and doctors working in the SARCs who notified the BPSU and then spent time
completing the questionnaires; without their help this study would not have been possible. The
views and opinions expressed in this article are those of the authors and do not necessarily reflect

those of the funder or the sponsor.

Contributorship statement

Deborah Hodes had the idea for the study and with Alice Armitage and Richard Lynn designed the
study. The British Paediatric Surveillance Unit (BPSU) Scientific Committee approved the application
to run the study. Karina Pall, Marina Leoni, Wingsan Lok, Richard Lynn and Najette Ayadi O'Donnell
carried out the data analyses. Deborah Hodes, Najette Ayadi O'Donnell, Alice Armitage, Richard
Lynn, Karina Pall, Marina Leoni, Wingsan Lok, and Sarah Creighton reviewed the data. Deborah
Hodes, Najette Ayadi O’Donnell, Alice Armitage, Richard Lynn, Geoff Debelle, Wingsan Lok, Sarah
Creighton, wrote and finalised the manuscript. All authors approved the final manuscript as

submitted and agree to be accountable for all aspects of the work.

As the guarantor, | Deborah Hodes accept full responsibility for the work. | had access to the data,
and controlled the decision to publish. As the corresponding author | attest that all listed authors

meet authorship criteria and that no others meeting the criteria have been omitted.

Dissemination declaration:

All those reporting a case will receive details of any publication arising from the study. Data has also

been published in the BPSU annual report which is freely available via the web.

Funding sources
The RCPCH and North West London NHS Foundation Trust have been funded by the FGM Prevention

Programme, Department of Health, reference number 7591.

11



References

1. World Health Organisation. Female Genital Mutilation 2018 [Available from:

o Ol bk W

(o]

10.

11.
12.

13.

14.

15.

16.

17.
18.

19.

20.

21.

https://www.who.int/news-room/fact-sheets/detail/female-genital-mutilation accessed
July 2020 2020.

. UNICEF. Female genital mutilation/cutting: a global concern. 2016 Online: Accessed;

2016 [Available from:
https://www.unicef.org/media/filessFGMC 2016 brochure final UNICEF SPREAD
.pdf accessed July 2020 2020.

. Prohibition of Female Circumcision Act 1985. UK, 1985.

. Female Genital Mutilation Act 2003. UK, 2003.

. Serious Crime Act 2015. UK, 2015.

. Dearden L. FGM conviction: Mother of girl, 3, becomes first person found guilty of female

genital mutilation in UK. The Independent Friday 1st February 2019 2019 1st
February 20109.

. Macfarlane A, Dorkenoo E. Prevalence of female genital mutilation in England and Wales:

National and local estimates: City University London in association with Equality
Now, 2015.

. London safeguarding children board. Safeguarding children at risk of abuse through

female genital mutilation (FGM). London Child Protection Procedures and Practice,
2017.

Verity C, Preece M. Surveillance for rare disorders by the BPSU. Arch Dis Child
2002;87(4):269-71. doi: 10.1136/adc.87.4.269

Zurynski Y, Phu A, Sureshkumar P, et al. Female genital mutilation in children
presenting to Australian paediatricians. Arch Dis Child 2017;102(6):509-15.

Knighton P. Female Genital Mutilation (FGM) Enhanced Dataset. 2016

Creighton SM, Hodes D. Female genital mutilation: what every paediatrician should
know. Arch Dis Child 2016;101(3):267-71. doi: 10.1136/archdischild-2014-307234

Johnsdotter S. Meaning well while doing harm: compulsory genital examinations in
Swedish African girls. Sex Reprod Health Matters 2019;27(2):1586817.

UNICEF. Female Genital Mutilation/Cutting: A statistical overview and exploration of
the dynamics of change, 2013.

Banks E, Meirik O, Farley T, et al. Female genital mutilation and obstetric outcome:
WHO collaborative prospective study in six African countries. The Lancet (London,
England) 2006;367(9525):1835-41.

Committee HOCHA. Female Genital Mutilation: Abuse Unchecked Ninth Report of
Session 2016-17: London: House of Commons, 2016.

R v N (Female Genital Mutilation): Central Criminal Court 2019.

Hodes D, Armitage A, Robinson K, et al. Female genital mutilation in children presenting
to a London safeguarding clinic: a case series. Arch Dis Child 2016;101(3):212-16.

Ali S, Patel R, Armitage AJ, et al. Female genital mutilation (FGM) in UK children: a
review of a dedicated paediatric service for FGM. Arch Dis Child 2020 doi:
10.1136/archdischild-2019-318336 [published Online First: 2020/06/06]

Johnsdotter S, Essén B. Cultural change after migration: circumcision of girls in Western
migrant communities. Best Pract Res Clin Obstet Gynaecol 2016;32:15-25.

Johnsdotter S, Moussa K, Carlbom A, et al. “Never my daughters”: A qualitative study
regarding attitude change toward female genital cutting among Ethiopian and Eritrean
families in Sweden. Health Care Women Int 2009;30(1-2):114-33.

12


https://www.who.int/news-room/fact-sheets/detail/female-genital-mutilation
https://www.unicef.org/media/files/FGMC_2016_brochure_final_UNICEF_SPREAD.pdf
https://www.unicef.org/media/files/FGMC_2016_brochure_final_UNICEF_SPREAD.pdf

22.

23.

24,

25.

26.

27.

28.

29.

30.

Karlsen S, Carver N, Mogilnicka M, et al. When safeguarding becomes stigmatising: A
report on the impact of FGM-safeguarding procedures on people with a Somali
heritage living in Bristol. ORCA 2019

Vloeberghs E, van der Kwaak A, Knipscheer J, et al. Coping and chronic psychosocial
consequences of female genital mutilation in the Netherlands. Ethnicity & Health
2012;17(6):677-95. doi: 10.1080/13557858.2013.771148

Karlsen S, Mogilnicka M, Carver N, et al. Female genital mutilation: empirical evidence
supports concerns about statistics and safeguarding. BMJ 2019;364:1915. doi:
10.1136/bmj.1915

Macfarlane A. Misleading use of FGM statistics compounds concerns about their
reliability. BMJ 2019;364:1927.

Creighton SM, Samuel Z, Otoo-Oyortey N, et al. Tackling female genital mutilation in
the UK. BMJ 2019;364:115. doi: 10.1136/bmj.115

Berer M. The history and role of the criminal law in anti-FGM campaigns: Is the criminal
law what is needed, at least in countries like Great Britain? Reprod health matters
2015;23(46):145-57.

Barrett HR, Brown K, Alhassan Y, et al. The REPLACE approach: supporting
communities to end FGM in the EU. Community handbook: Coventry University
2015.

Mercer CH, Tanton C, Prah P, et al. Changes in sexual attitudes and lifestyles in Britain
through the life course and over time: findings from the National Surveys of Sexual
Attitudes and Lifestyles (Natsal). The Lancet 2013;382(9907):1781-94.

"APnews". Woman guilty of abusing child in UK’s first FGM conviction Online2019
[Available from: https://apnews.com/0b07501clee84c4993c1484aceled05c¢ accessed
July 2020 2020.

Figure legends

Figure 1 Surveillance case definition

Figure 2 Age distribution at FGM presentation (where data available, n=78)

Figure 3: WHO classification of FGM
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Table 1. WHO classification of FGM?:

Type Description

Type 1 Clitoridectomy: partial or total removal of the clitoris (a small sensitive and erectile
part of the female genitals) and in rare cases only the prepuce (the fold of skin
surrounding the clitoris)

Type 2 Excision: partial or total removal of the clitoris and labia minora with or without
removal of labia majora (the labia are ‘the lips’ that surround the vagina).

Type 3 Inflibulation; narrowing of the vaginal opening through the creation of a covering
seal. The seal is formed by cutting and repositioning the labia minora or without
removal of the clitoris.

Type 4 Other: all other harmful procedures to the genital for non-medical reasons, for

example, pricking, piercing, incision, scraping and cauterising the genital area.
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Table 2. FGM distribution of confirmed cases across the UK

Region n

West Midlands 27
London 23
North East 11
Wales 6

South East 6

North West 13
East Midlands 10
South West <5
East of England <5
Scotland <5

Table 3. Region where FGM was said to have been done

Region n

East Africa 33
West Africa 28
North Africa 25
Europe <5
Middle East <5
Southeast Asia <5
South Asia <5
Not Known 7
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Table 4. Physical health symptoms attributed to FGM

Symptom Number of
reports

Urinary tract infection 5

Minimally reported symptoms (including enuresis, 13

bowel problems, micturition problems, pain around
genitalia, genital bleeding, menstruation problems,
PV discharge)

Other 6
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