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Abstract

Increased migration has given rise to more advocacy efforts against female genital mutilation or cutting (FGM/C), legislation
that criminalizes the practice, and guidance to the health sector for managing care of affected groups. More women and
girls who have been cut or who are at risk of FGM/C are migrating from regions where it is common to countries where
it is not and interacting with health professionals and other community practitioners in these host countries. Despite
numerous studies on the negative health impacts of FGM/C, little is known about toolkits on FGM/C that providers can
use in their prevention and response efforts. We sought to explore the nature of Internet-based products referenced as
toolkits and materials characteristic of toolkits aimed at different service providers who may interact with women and
girls affected by FGM/C. Through an online search, we identified 45 toolkits and collected data about each one. We found
that the toolkits targeted different audiences and offered a diverse set of information and resources. The majority of
toolkits were aimed at health professionals and provided factual and epidemiological-focused content, yet many did not
include research evidence, skills development application, or approaches for implementing the toolkit in practice. This
review is the first completed in the area of FGM/C to show a rich diversity of online materials. Future toolkits can be
improved with the provision of evidence-based information and practical skills development for use by health professionals
in implementing best practices in working with women and girls affected by FGM/C.
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Background The World Health Organization (WHO) categorizes FGM/C
into four types.” While FGM/C does not confer any health
benefit, we acknowledge that it is performed in accord
with long-standing, multidimensional cultural values.'°
However, multiple adverse health risks can span the life
course, including physical impacts involving difficulty in
urinating, difficulty during sexual intercourse, chronic

Over the past two decades, the global community has
worked to bring an end to female genital mutilation or cut-
ting (FGM/C).! Despite prior programs focused on eradica-
tion and accommodating care for affected women and girls?
and the United Nations’ first resolution in 2012 calling for
member states to eliminate FGM/C within their borders,?
the practice forestalled progress on the 2015 Millennium
Development Goals.*> The current 2030 Sustainable George Washington University, Washington, DC, USA
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infections, and pregnancy and delivery complications.'
Psychosocial impacts include anxiety, depression, and post-
traumatic stress disorder.'%!3

The Impact of Migration and Need for FGM/C
Care Services

While geographic prevalence is spread across approxi-
mately 30 countries in Africa, the Middle East, and Asia,'*
global migration patterns and immigration rates have given
rise to FGM/C in developed countries.'® In 2016, the United
States government estimated that more than 513 000 women
and girls had undergone or were at risk of FGM/C “wholly
a result of rapid growth in the number of immigrants from
FGM/C-practicing countries.”'® However, the precise prev-
alence of FGM/C in the United States is unknown, as is the
case in other host countries.!”

Increased migration since the late 1980s!® has prompted
passage of national legislation to criminalize FGM/C and
mandate reporting of known cases in the Americas, Europe,
and the Oceania region.'*?! Furthermore, migration has
heightened FGM/C awareness and created a need to inform
health care systems on its harmful effects.?>?}

While efforts over the past two decades have focused
on ending FGM/C through advocacy, education, and
awareness building,'** attention in recent years has turned
to managing care for affected women.?>*® Such manage-
ment includes educating health care providers on FGM/C
cultural factors, using screening guidelines, and encourag-
ing skills to improve communication about this sensitive
topic. Recognizing the challenges involved in providing
care in this realm, the WHO in 2016 issued its most recent
set of FGM/C guidelines for health professionals and
policymakers.?’” Furthermore, research recommends a
holistic, multidisciplinary approach to care delivery with
attention to the social, cultural and psychological contexts
of health and the harmful consequences of FGM/C.?

Use of Toolkits to Improve Public Health and
Clinical Care

Information directed to public health and health profession-
als continues to expand, including in particular toolkits to
transfer knowledge to improve practice.?®** However, the
term “toolkit” has not been assigned a consistent format,
definition or interpretation.’! As a result, Barac and her col-
leagues explain that the term can include any “combination
of educational materials including templates, instruction
sheets, literature reviews, videos, and posters, presented in
a variety of formats (hard copy, web).”? Davis et al®! cite
the definition of toolkit given by the US Agency for
Healthcare Research and Quality: “[A]n action-oriented
compilation of related information, resources, or tools that
together can guide users to develop a plan or organize

efforts to conform to evidence-based recommendations or
meet evidence-based specific practice standards.”

Web-based resources expressly labeled as toolkits or
having the characteristics of toolkits have grown to promote
health on diverse issues such as miscarriage, nutrition,
tobacco cessation, and disease prevention.’>* Toolkits also
exist to help meet the needs of different groups, such as
autistic adults,’® address obesity prevention,’” and help
physicians improve practice and accountability.3%3°

Barac et al?® found that while toolkits are perceived as
practical and useful, “they lack scientific rigor with respect
to the evidence underlying their content, and evaluation of
their overall effectiveness.” Other research suggests that
despite little information available on the implementation
or impact of toolkits, the health sector continues to procure
them because they seemingly provide an efficient means of
instituting enhanced practices.>® Despite limited research
on toolkit uptake and effectiveness,* studies also indicate
that practical use of toolkits suffers from context-specific
challenges and limited resources.3%3!

Toolkits to Assist Practitioners and Support
Women and Girls Affected by FGM/C

Despite the established negative health risks associated with
FGM/C, there is limited understanding of the needs of
affected women and girls,*'*? as well as a paucity of research
on providers’ knowledge and attitudes toward FGM/C.*
Many health care providers in the United States, for exam-
ple, have limited knowledge about FGM/C and capacity for
managing medical complications.?® Research suggests this
is also the case for practitioners globally.?3434

Few evidence-based resources and interventions exist
to educate and improve providers’ skills to deliver opti-
mal care in cases of FGM/C.?*2743:46 For instance, the
American College of Obstetricians and Gynecologists
does not list a practice advisory on FGM/C on its web-
site,*” and while it offers e-module tools for practitioners
on issues such as breastfeeding®® and obesity,* one on
FGM/C is lacking. However, to inform professionals
and to protect children, the health, social services, law
enforcement, child protection, and education sectors have
developed guidance on FGM/C. Examples of such mate-
rial include summaries of U.S. state laws on FGM/C,2%0
brochures and factsheets,''3'*? and tables and illustra-
tions detailing the types of FGM/C and related chronic
and acute consequences.>?

There also are an insufficient number of support and
educational resources for women with FGM/C, and limited
inquiry on psychological effects of the practice.?*%*
Researchers recommend shared decision making and an
integrated approach to providing optimal care,?>* including
the provision of high-quality and connected care in areas of
mental and sexual health.?6-5¢57
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Statutory measures to combat FGM/C, increased media
and political attention, expanded use of the Internet for
health information, and advocacy for digital innovations in
care delivery’® make FGM/C an area in which online
knowledge sharing has emerged, including in particular
toolkits that offer, for example, screening assessment tools,
educational materials, and trainings. The capacity of health
systems to adequately manage FGM/C sequelae is chal-
lenging in both countries where the practice is customary
and in host countries,*>* and toolkits can impart important
information to help improve patient care.

To the best of our knowledge, there are no studies that have
reviewed web-based toolkits as knowledge sharing resources
on FGM/C. Given the global attention to FGM/C and use of
the Internet to mediate medical practice and education,’®®! this
review is important to understanding the scope of resources
available to a diverse set of stakeholders, and to inform areas
for future research and intervention development.

Purpose

To address this need, we sought to identify and review
existing internet-accessible toolkits aimed at presenting
information about FGM/C to educate and improve FGM/C-
related health services, including mental health care, and
provide resources directly to affected women. This review
was a key component of our project to construct a toolkit for
women in the United States who have experienced FGM/C
and their health care providers. In addition to facilitating
project objectives, it was our belief that the review would
illuminate the availability of online information and iden-
tify strengths and gaps in identified toolkits.

Methods

To capture a broad set of websites that present information
on FGM/C and locate toolkits that were published in previ-
ous years as well as more recent ones, we conducted a
Google search with no limit on date published. We used
Google as the sole search engine because it is optimized to
locate websites with the use of search terms.®? Existing lit-
erature suggests that Google is the most popular search
engine globally, dominating the market in electronic dis-
covery of information through organic, keyword search-
ing.> Google was also chosen because the objective was to
locate websites containing information on FGM/C. Use of
an academic search engine, such as Google Scholar, would
have produced results of scholarly information but would
not necessarily have produced a variety of FGM/C-related
websites.

The search was limited to resources and toolkits delivered
or available in English. A combination of the following search
terms and phrases was inputted into Google: “toolkit,”
“FGM,” “FGC,” “FGM/C,” “female genital mutilation,”

EEINT3

“female genital cutting,” “online resources,” “toolkits FGM
survivors,” and “health care professionals.”

Considering the lack of a uniform definition of toolkit
and that toolkits can be varied materials as well as struc-
tured sets of information and resources, our search included
products expressly labeled as toolkits, as well as sites that
provided content similar to that in labeled toolkits, such as
an orientation on FGM/C, available protections, clinical
care management and other practice-focused material, and
third-party resources for information.

Our online search generated a total of 45 toolkits. We
reviewed our sample by drawing on existing research on
health-related toolkits from which we learned that to promote
practice change, toolkits should be backed by demonstrated
effectiveness and the content should include evidence.?*
We also drew on our objective to develop and evaluate an
educational toolkit for health professionals and women
affected by FGM/C. We structured our review to locate infor-
mation in the following six domains: country of origin, date
ofissuance, derivation of publisher, format, target audience(s),
and focus and content description, including research evi-
dence underlying the content. If available, we considered
clear statements as to the toolkit’s country of origin, date of
origin, and derivation of publisher as demonstrative evidence
of such information. We determined the format based on the
uniform resource locator (URL) that represented a website
(eg, ending in .com) or file (eg, PDF or HTML).

We determined the target audience(s) based on direct
statements regarding the publisher’s intended or potential
users. We interpreted each toolkit’s primary focus based on
direct statements expressing the principal purpose or aim.
Similarly, we determined the content, including dominant
themes, based on provision of textual and multimedia mate-
rials, such as images and audiovisual files, that conveyed
the key topics and elements. Where possible, we identified
and described evidence provided by the publisher on
sources of information for the presented content.

Results

This section summarizes key findings pertaining to our
review of the identified web-based toolkits on FGM/C.
Table 1 presents the results of our review, with applicable
hyperlinks, issuer information, date of publication if ascer-
tainable, and dates that the websites were accessed.

In our sample of 45 toolkits, we found 31 geared toward
health professionals, with some overlapping with other stake-
holders working in social services, law, law enforcement,
child protection, education, and national level policymaking.

Format of Toolkits

The identified toolkits (N = 45) were of varying format,
including websites with different design layouts, online PDF
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https://www.globalhealthlearning.org/course/female-genital-mutilation-cutting-fgm-c
https://www.globalhealthlearning.org/course/female-genital-mutilation-cutting-fgm-c
http://www.tahirih.org/who-we-serve/forms-of-violence/female-genital-mutilation/
http://www.tahirih.org/who-we-serve/forms-of-violence/female-genital-mutilation/
http://www.tahirih.org/news/new-guidance-for-asylum-officers-will-better-protect-women-and-girls-who-survived-female-genital-mutilationcutting/
http://www.tahirih.org/news/new-guidance-for-asylum-officers-will-better-protect-women-and-girls-who-survived-female-genital-mutilationcutting/
http://www.refugeelegalaidinformation.org/fgmc-definition-laws-and-training
http://refugees.org/research-reports/
http://refugees.org/wp-content/uploads/2015/12/Healthy-Living-Toolkit-English1.pdf
http://refugees.org/wp-content/uploads/2015/12/Healthy-Living-Toolkit-English1.pdf
https://www.aafp.org/afp/2018/0101/p49.html
https://www.uscis.gov/fgmc
https://travel.state.gov/content/travel/en/us-visas/visa-information-resources/fact-sheet-on-female-genital-mutilation-or-cutting.html
https://travel.state.gov/content/travel/en/us-visas/visa-information-resources/fact-sheet-on-female-genital-mutilation-or-cutting.html
https://www.health.ny.gov/community/adults/women/female_circumcision/providers.htm
https://www.health.ny.gov/community/adults/women/female_circumcision/providers.htm
https://www.womenshealth.gov/a-z-topics/female-genital-cutting
https://www.equalitynow.org/campaigns/fgm-survivor-stories
https://www.aap.org/en-us/Documents/cocp_toolkit_full.pdf
https://globalwomanpeacefoundation.org/wp-content/uploads/2018/05/FGM-C-Prevention-School-Resource-final.pdf
https://globalwomanpeacefoundation.org/wp-content/uploads/2018/05/FGM-C-Prevention-School-Resource-final.pdf
https://www.unfpa.org/sites/default/files/resource-pdf/TOOLKIT.pdf
http://www.undp.org/content/dam/undp/fgminegypt/index.html
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https://www.k4health.org/toolkits/igwg-gender/female-genital-mutilation-prevention-and-management-health-complications-policy
https://www.k4health.org/toolkits/igwg-gender/female-genital-mutilation-prevention-and-management-health-complications-policy
https://www.k4health.org/toolkits/igwg-gender/female-genital-mutilation-integrating-prevention-and-management-health
https://www.k4health.org/toolkits/igwg-gender/female-genital-mutilation-integrating-prevention-and-management-health
https://www.ncbi.nlm.nih.gov/books/NBK368483/pdf/Bookshelf_NBK368483.pdf
https://www.ncbi.nlm.nih.gov/books/NBK368483/pdf/Bookshelf_NBK368483.pdf
https://www.kidsnewtocanada.ca/screening/fgm#what-health-practitioners-can-do
https://www.kidsnewtocanada.ca/screening/fgm#what-health-practitioners-can-do
https://www.kidsnewtocanada.ca/culture/competence
https://sogc.org/wp-content/uploads/2013/10/gui299CPG1311E.pdf
http://bezak.umms.med.umich.edu/CIRHT/Content/Gynaecology%20and%20Obstetrics%20-%201000+%20OBGYNs%20in%20Africa%20Collection/OBGYN%20Hot%20Topics/OBGYN-Sexuality//Clinical%20Practice%20Guideline%20Female%20Genital%20Cutting.pdf
http://bezak.umms.med.umich.edu/CIRHT/Content/Gynaecology%20and%20Obstetrics%20-%201000+%20OBGYNs%20in%20Africa%20Collection/OBGYN%20Hot%20Topics/OBGYN-Sexuality//Clinical%20Practice%20Guideline%20Female%20Genital%20Cutting.pdf
http://bezak.umms.med.umich.edu/CIRHT/Content/Gynaecology%20and%20Obstetrics%20-%201000+%20OBGYNs%20in%20Africa%20Collection/OBGYN%20Hot%20Topics/OBGYN-Sexuality//Clinical%20Practice%20Guideline%20Female%20Genital%20Cutting.pdf
http://bezak.umms.med.umich.edu/CIRHT/Content/Gynaecology%20and%20Obstetrics%20-%201000+%20OBGYNs%20in%20Africa%20Collection/OBGYN%20Hot%20Topics/OBGYN-Sexuality//Clinical%20Practice%20Guideline%20Female%20Genital%20Cutting.pdf
http://wokinghamlscb.org.uk/contents/documents/West%20of%20Berkshire%20FGM%20Toolkit.pdf
http://wokinghamlscb.org.uk/contents/documents/West%20of%20Berkshire%20FGM%20Toolkit.pdf
https://blogs.biomedcentral.com/bmcseriesblog/2015/12/10/female-genital-mutilation-cutting/
https://blogs.biomedcentral.com/bmcseriesblog/2015/12/10/female-genital-mutilation-cutting/
https://elearning.rcgp.org.uk/mod/page/view.php?id=4459
https://www.nspcc.org.uk/preventing-abuse/child-abuse-and-neglect/female-genital-mutilation-fgm/legislation-policy-and-guidance/
https://www.nspcc.org.uk/preventing-abuse/child-abuse-and-neglect/female-genital-mutilation-fgm/legislation-policy-and-guidance/
https://www.equalitynow.org/sites/default/files/Intercollegiate_FGM_report.pdf
https://www.gov.uk/government/collections/female-genital-mutilation-fgm-guidance-for-healthcare-staff#resources-and-guidance
https://www.gov.uk/government/collections/female-genital-mutilation-fgm-guidance-for-healthcare-staff#resources-and-guidance
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https://resolution.org.uk/fgm-screening-toolkit/
http://www.bathnes.gov.uk/sites/default/files/sitedocuments/Children-and-Young-People/ChildProtection/female_genital_mutilation_multi_agency_guidance.pdf
http://www.bathnes.gov.uk/sites/default/files/sitedocuments/Children-and-Young-People/ChildProtection/female_genital_mutilation_multi_agency_guidance.pdf
http://www.bathnes.gov.uk/sites/default/files/sitedocuments/Children-and-Young-People/ChildProtection/female_genital_mutilation_multi_agency_guidance.pdf
https://www.gov.uk/government/publications/female-genital-mutilation-resource-pack
https://www.gov.uk/government/publications/female-genital-mutilation-resource-pack
https://www.gov.uk/government/publications/fgm-suppport-materials
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/276621/Forward_FGM_training_overview.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/276621/Forward_FGM_training_overview.pdf
http://forwarduk.org.uk/what-we-do/fgm-training-courses/
https://www.nursinginpractice.com/article/female-genital-mutilation-overview
https://www.e-lfh.org.uk/programmes/female-genital-mutilation/
http://lscbhartlepool.org/assets/pdf/ef6e2e4224f8b863eb3238ad457b8d6a.pdf
http://lscbhartlepool.org
http://www.replacefgm2.eu/toolkit/
http://cesie.org/media/replace2-toolkit.pdf
http://cesie.org/media/executive_summary_print.pdf
http://www.fgmresource.com
http://www.endfgm.eu/editor/files/2016/08/Change-plus_Broschu__re-englisch-2016-RZ-web.pdf
http://www.endfgm.eu/editor/files/2016/08/Change-plus_Broschu__re-englisch-2016-RZ-web.pdf
http://www.endfgm.eu/resources/tools-and-training-resources/change-plus-project-responding-to-female-genital-mutilation-a-guide-for-key-professionals-2016-en-fr-it-pt/
http://www.endfgm.eu/resources/tools-and-training-resources/change-plus-project-responding-to-female-genital-mutilation-a-guide-for-key-professionals-2016-en-fr-it-pt/
http://www.endfgm.eu/resources/tools-and-training-resources/change-plus-project-responding-to-female-genital-mutilation-a-guide-for-key-professionals-2016-en-fr-it-pt/
http://eige.europa.eu/gender-based-violence/eiges-studies-gender-based-violence/female-genital-mutilation
http://eige.europa.eu/gender-based-violence/eiges-studies-gender-based-violence/female-genital-mutilation
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https://uefgm.org/index.php/e-learning/
http://netfa.com.au/what-is-netfa.php
https://ama.com.au/position-statement/female-genital-mutilation-2017
https://www.pharos.nl/english/youth-health-programme/1505-2/
https://practice.mvcot.govt.nz/policy/assessment-and-decision-making/key-information/fgm.html
https://practice.mvcot.govt.nz/policy/assessment-and-decision-making/key-information/fgm.html
https://fgm.co.nz
http://fgm.co.nz/resources/
https://www.popcouncil.org/uploads/pdfs/popbriefs/frontiers/reports/Kenya_FGC_Pregnancy.pdf
https://www.popcouncil.org/uploads/pdfs/popbriefs/frontiers/reports/Kenya_FGC_Pregnancy.pdf
https://journals.lww.com/obgynsurvey/Abstract/2004/04000/Female_Genital_Cutting___Clinical_and_Cultural.23.aspx
https://journals.lww.com/obgynsurvey/Abstract/2004/04000/Female_Genital_Cutting___Clinical_and_Cultural.23.aspx
https://www.usaid.gov/sites/default/files/documents/1864/FGMC-Occasional-Paper-February-2015.pdf
https://www.usaid.gov/sites/default/files/documents/1864/FGMC-Occasional-Paper-February-2015.pdf
http://sales.acog.org/Female-Genital-Cutting-Clinical-Management-of-Circumcised-Women-Second-Edition-P349.aspx
http://sales.acog.org/Female-Genital-Cutting-Clinical-Management-of-Circumcised-Women-Second-Edition-P349.aspx
https://sahiyo.com/2017/02/05/sahiyo-launches-special-toolkit-to-help-the-media-report-sensitively-on-female-genital-cutting/
https://sahiyo.com/2017/02/05/sahiyo-launches-special-toolkit-to-help-the-media-report-sensitively-on-female-genital-cutting/
http://gams.be/en
http://www.strategiesconcertees-mgf.be/en/tool/board-depicting-the-different-types-of-female-genital-mutilation-fgm-technique-of
http://www.strategiesconcertees-mgf.be/en/tool/board-depicting-the-different-types-of-female-genital-mutilation-fgm-technique-of
http://www.strategiesconcertees-mgf.be/en/tool/board-depicting-the-different-types-of-female-genital-mutilation-fgm-technique-of
http://www.endfgm.eu

Journal of Primary Care & Community Health

Table 2. Female Genital Mutilation/Cutting (FGM/C)—Related Toolkit Format and Target Audience.

Format

Count

Peer-reviewed journal article

Websites with different design layouts
e-Learning modules

CD-ROM or DVDs

PDF or HTML files (eg, reports, brochures)
Downloadable PDF files and DVDs via postal mail
Print magazine and related website

Intended audience category

Health professionals, including frontline health workers, nurses, midwives, medical officers, medical students, and 16

medical school instructors

Assistance to individuals who have undergone or are at risk of FGM/C

Social workers

Lawyers; refugee legal aid advisors and advocates
Education sector/school officials

Regional and country-level policymakers

Media sector (journalists, writers, and media organizations)
General public dissemination and consumption

Multiple audiences, including policymakers, health and social care agencies, education sector, child welfare/

protection sector, law enforcement, and civil society

ww—_— NN -NDN

or HTML publications (eg, reports and brochures), informa-
tion about e-learning modules, reference to DVDs or
CD-ROMs for the toolkit content, and journal articles (see
Table 2). The near majority (n = 22, 49%) were digital pub-
lications of PDF or HTML files. Twelve were presented as
websites with varying layouts, featuring horizontal naviga-
tion menus or vertical scrolling designs. Three toolkits were
in the format of self-paced e-learning (internet-based) mod-
ules, and one was in the format of CD-ROM:s for purchase.

In addition, one website toolkit offered two versions of a
resource DVD free of charge, one for health professionals
and one for nonhealth professionals. Directed mainly to
health and child protection sectors, another toolkit offered
guidance free of charge as downloadable PDF files or as
DVDs via postal mail. Four toolkits were in the format of
articles published in peer-reviewed journals based in the
United States and Canada. One resource was an article pub-
lished online in association with a print magazine.

Target Audiences

Audiences varied from health care staff and social workers to
law enforcement, lawyers, teachers, child protection services,
policymakers, the general public, and civil society. Some
toolkits aimed to serve multiple audiences (see Table 2). For
over a third of the toolkits (16, 36%), the target audience was
exclusively health professionals, such as general practitio-
ners, clinical specialists, nurses, midwives, medical students,
instructors, and health staff working in international develop-
ment field missions around the world. Of these, two immi-
grant health toolkits issued in the United States and Canada,

respectively, aimed to provide information about FGM/C
specifically to pediatricians. Three toolkits in the form of
journal articles were directed to primary care doctors, family
physicians, or obstetrical-gynecological specialists.

Thirteen of the toolkits aimed to inform a diverse set of
stakeholders involved in medical care delivery and safe-
guarding children at risk of FGM/C, such as policymakers,
health and social services, education, child welfare/protec-
tion, law enforcement, and civil society. Two toolkits in our
sample were aimed specifically at teachers and school offi-
cials, and another two were intended exclusively for law-
yers and legal aid advisors/advocates who assist immigrant
populations. None of the toolkits exclusively targeted pro-
fessionals working in child protection and welfare; this
group was included with broad audiences that included
health, law, social care, and education sectors.

One toolkit was exclusively designed to support social
workers, along with a single toolkit intended for media profes-
sionals. In addition, one toolkit was specifically aimed at
informing and supporting policymakers in member states of
the European Union. In our sample, only two resources issued
by nonprofit organizations specifically offered aid to women
who have undergone FGM/C, one specializing in legal and
social services for immigrant women and girls in danger of
violence, and another offering medical, psychological, and
legal assistance to support affected women and girls.

Issuing Entities and Countries

The majority of the toolkits were produced in the United
States (see Table 3). In addition, 14 toolkits originated in the
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Table 3. Originating Countries and Types of Issuing Entities.

Originating country/political union Count
Australia |
Belgium |
Canada 2
European Union/European Commission 3
Kenya |
New Zealand 2
The Netherlands |
United Kingdom 14
United States 15
Type of issuing or sponsoring entity

United Nations specialized agency or program 5
National government authority or political autonomous body 12
Local government authority (eg, New York State Department of Health; local safeguarding children’s boards in the 4

United Kingdom)

University |
National professional association/body 7
Nonprofit organization/United Kingdom—based registered charity/community-based organization 12
Peer-reviewed journal or digital magazine 4

Table 4. Toolkit Focus and Content Overview.

Main focus areas

Advocacy/prevention/policy efforts

Clinical practice/care management

Child protection

Education in school settings

Law, including immigration/asylum assistance
Mandatory reporting in accord with national laws
Dominant themes in toolkits for health professionals

Practice origins, prevalence, and types of female genital mutilation/cutting (FGM/C) in accord with WHO classifications

Country laws relevant to FGM/C

Medical treatment recommendations

Patient-physician communication guidelines

Screening questions and language to use when discussing FGM/C
Associated acute and chronic health consequences

United Kingdom. The European Union also was in our sam-
ple. The other issuing countries were all Western countries,
specifically, Australia, Belgium, Canada, New Zealand, and
the Netherlands, with the exception of Kenya.

The toolkits were published by a variety of entities,
including United Nations organizations, national govern-
ment institutions, local government authorities, profes-
sional associations, nonprofit organizations, including
United Kingdom—based registered charities, community-
based organizations, and academic publications.

Toolkit Focus and Content

We found that the focus of the toolkits varied, ranging
from advocacy/policy efforts for FGM/C prevention and

elimination, child protection, and education in school set-
tings, to law enforcement, immigration/asylum assistance,
clinical practice, and reporting in accord with applicable
law (see Table 4).

Overall, we found the toolkits to be variable in quality of
content and timeliness of information presented. They com-
municated epidemiological and legal information, but
lacked the provision of skills development or a presentation
of evidence-based practices in working with women who
have experienced FGM/C or girls at risk of FGM/C. None
of the toolkits included results of an evaluation of their
effectiveness as a strategy, in connection with implementa-
tion or clinical outcomes, or recommended that users test
the toolkit in a work setting. However, a few included litera-
ture reviews, an evidence-based approach to discussing
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FGM/C in clinical settings, and recommendations and best
practice statements.

Among the 31 toolkits directed at health professionals, the
content for 15 included some combination of tables, illustra-
tions, factsheets, checklists, lists of frequently asked ques-
tions, leaflets for patients, and hyperlinks to information and
resources germane to FGM/C, as part of the presentation of
materials. Dominant themes in these toolkits included infor-
mation on the origins of FGM/C, prevalence data, types of
FGM/C, relevant laws, medical treatment recommendations,
and in some cases, communication guidelines based on the
authors’ personal clinical experiences to help providers dis-
cuss FGM/C with their patients (see Table 4). In seven of the
31 toolkits, we found some mention of the need for cultural
awareness on the part of the practitioner, in interacting with
and providing care to women and youth with FGM/C. Some
of toolkits also presented language to use when discussing
FGM/C with patients, screening questions, and associated
acute and chronic health consequences. Eleven of the 31 tool-
kits included references to existing literature.

In five toolkits on clinical management of FGM/C, it
was unclear from the website if the information provided
was based on research evidence, because citation references
were missing, or because we were unable to ascertain if evi-
dence was included because the site required a login to gain
access to the materials themselves. Of the 45 toolkits, one
offered self-assessment quizzes and electronic certificates
for completion of e-learning courses on FGM/C.

Five of the six toolkits issued by global organizations,
including the WHO, United States Agency for International
Development, United Nations Population Fund, and United
Nations Development Programme, were designed to inform
medical instructors, medical students, midwives, mission-
based staff, and individuals who direct the work of medical
staff in global settings. These five toolkits aimed to impart
knowledge about the different types of FGM/C, affected pop-
ulations, global prevalence of the practice, and its immediate
and long-term health consequences. The sixth toolkit aimed
to educate the general public and build awareness, and high-
lighted incremental change occurring in Egypt in part because
of the organization’s efforts to combat FGM/C there.

Two of the three toolkits issued by the WHO were issued
in 2001 and one in 2016. The 2001 publications focused on
management of medical complications from FGM/C, one
of which provided a set of training manuals for medical
teachers and students on strategies to prevent FGM/C and
manage health impacts. The 2016 WHO guidelines also
focused on FGM/C complications and cited “evidence-
informed” best practices and recommendations with inclu-
sion of a reference list and a description of the process for
developing the document.

Eight of the toolkits focused on disseminating informa-
tion in connection with advocacy efforts to climinate
FGM/C, and in two cases, highlighted firsthand accounts

from women of the impacts. With prevention and abandon-
ment of FGM/C as the focus, the content of these toolkits
discussed available protections for women and girls, strate-
gies for engaging schools and communities, and leveraging
law and policy to facilitate change. One U.S.-based non-
profit organization published videos of refugee women who
had undergone FGM/C and their experiences of asylum and
integration in foreign countries. However, only one toolkit
specifically aimed to provide individual support to affected
women, including psychosocial support, in addition to offer-
ing community-based workshops and training to profession-
als working in education, health care, law, and social care.

The majority of toolkits originating from the United
Kingdom addressed health and nonhealth professionals
involved in child welfare and safety, because of the 2015
UK law mandating reporting of cases of FGM/C in girls
under age 18.% Government authorities issued a collection
of online information products covering mandatory report-
ing in health, social care and education realms, services and
resources for affected women and girls, and video and
e-learning resources for health professionals. In addition,
multiagency local safeguarding children’s boards, respon-
sible for coordinating child protection and welfare work at
the community level, and registered charities in the United
Kingdom issued toolkits on protecting children and web-
accessible learning modules on FGM/C.

Discussion

Generally, reviewing web-based tools can be challenging
because of the variety of information presented and issues
beyond quality of content, such as design and perceived
user-friendly characteristics of a website. In the domain of
health specifically, a definitive tool for assessing the quality
of web-based information does not exist.®® Our review
brings forward the perceived role of online toolkits in edu-
cating and informing practitioners in different health-related
settings who work with ethnically diverse groups affected
by FGM/C. Despite the variety of materials that our review
reveals, our findings suggest that toolkits can be improved
in three domains set out below. However, it is also impor-
tant to consider that the toolkits were developed by a variety
of entities to address different needs of women and girls at
different times, so our inferences and findings are presented
with caution.

More Inclusion of Research Evidence and Skills
Development

While some of the toolkits addressed FGM/C prevention
efforts, the majority (n = 31) aimed to inform health care
practice for affected women and girls. Ten of these,
however, did not cite sources as evidence for the presen-
tation of content, or it was not clear if the information
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was based on existing research. In cases where evidence
was given in connection with, for example, suggested
guidelines and screening questions, and descriptions of
risk factors associated with FGM/C, the form of evidence
was reference lists of literature. Ultimately, the primary
purpose of most of the toolkits was to impart information
and potentially guide interventions to protect young girls
and improve health outcomes for women with FGM/C.
Virtual toolkits supported by evidence can help issuing
entities better serve providers in implementing best prac-
tices in this important arca of women’s physical and
mental health.

None of the toolkits in our sample included a clear
statement regarding envisioned goals of providing the
information as a strategy to improve health services for
women with FGM/C. Only one, aimed at European Union
policymakers, referenced the use of behavioral change
theory and community-based participatory action to end
FGM/C, and described an intervention delivery and eval-
uation strategy for stakeholders to assess whether the
approach results in change in the community over a period
of time.®® Along with specifying a target audience, which
research suggests can help to make toolkits more effec-
tive,?! inclusion of evidence in an FGM/C toolkit to sub-
stantiate conceptual components can positively affect
perceived reliability. Such inclusion also may facilitate
provider buy-in and engagement and assist in the devel-
opment of a validated FGM/C screening tool, which cur-
rently does not exist.?

Overall, the toolkits offered information on the epidemi-
ology of FGM/C. This is similar to existing research on
training and research reference materials on FGM/C man-
agement that “showed major strength in epidemiology, but
scored marginally on physical, gynecological, and obstetric
complications.”®” While the resources we identified gener-
ally aimed to fill knowledge gaps about FGM/C, our find-
ings suggest a need for more materials backed by evidence
that can be implemented as interventions oriented toward
improved health services.

Additionally, there is a need for skills development and
casily accessible tools that can be used by providers, includ-
ing psychologists, to ensure optimal professional practices
are implemented when working with populations affected
by FGM/C. One area of skills development, for example,
should be the provision of culturally sensitive care that all
toolkits in on FGM/C should reference as critically impor-
tant. Effective communication is fundamental to imple-
menting a holistic, multidisciplinary approach for treating
and supporting this population. Helping providers under-
stand the cultural circumstances surrounding FGM/C and
providing them with actionable steps for improving cultural
competence, including communicating with empathy, has
the potential to reduce disparities that exist in dimensions of
race, ethnicity, and gender.

Evaluating/Monitoring Toolkits to Improve
Quality and Utility

Existing research suggests that health professionals prefer
toolkits that have been tested and demonstrated as effective.’!
None of the 31 toolkits directed to the health sector, in con-
junction with other audiences in some cases, included infor-
mation about the toolkit’s effectiveness, or a strategy to
evaluate if the toolkit as an intervention resulted in improved
care delivery or health outcomes. Developing and employing
a toolkit evaluation plan can help determine ways to improve
service capacity for affected populations. Furthermore, use of
data to monitor implementation progress can help build the
case for practice improvements that are evidence-based.

Similar to recent research,?*> our findings show a need
for more digital tools that can help health care providers in
the United States readily access reliable information about
FGM/C and accurately document cases. However, a practi-
cal question exists as to whether and to what degree infor-
mation made available through toolkits would be used by
providers. In this regard, we recommend practitioners evalu-
ate toolkit use, as doing so is the only way to learn contex-
tual factors, including policies, resources, and access to care,
that may affect implementation and health outcomes in
affected groups. This is an area of limited research that also
calls for exploring ways collaboration among providers can
aid in integrating an FGM/C toolkit at the system level. 23!
As existing toolkit research suggests, data are vital for iden-
tifying gaps, updating prevalence and incidence statistics,
and facilitating or systematizing care delivery.2+?>3%55 We
recommend that toolkits be subject to evaluation and moni-
toring to improve their quality and utility.

Web-Accessible Support for Affected Women
and Girls

Women who undergo FGM/C can experience significant
negative psychosocial and physical health consequences
that need informed, specialized care. Toolkits can be instru-
mental interventions for sharing health information, sup-
porting clinical practice, and improving providers’
communication and attitudes toward FGM/C that factor
into women'’s reluctance or willingness to seek medical care
or psychotherapy.?*?%3+%8 If directed to women who have
experienced FGM/C, in addition to health care providers,
toolkits can be supportive and accessible to this population,
and aid immigrant and refugee communities through the
provision of resources and information.

In our sample of 45 toolkits, we found only one that
offered mental health services directly to individual women
with FGM/C and girls at risk of FGM/C. This is in line with
prior findings,**> and one review in particular that found
health-related training and research “reference materials
scored poorly on the sexual and psycho-social impacts of
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FGM/C.”®” We recommend the provision of online infor-
mation for health professionals working with groups
affected by FGM/C be expanded to provide direct support
and psychological services to individual women and girls,
as the paucity of such support has been documented.®®7°
Women living with FGM/C and their families could benefit
from online support programs for mental health and sexual
counseling, and awareness of community resources.

Limitations and Strengths

We located and accessed toolkits in the time period of
January to March 2018. It is likely that more FGM/C-
related materials, both labeled and not labeled as toolkits,
have been published online since then. Additionally, we
limited our search to toolkits available in English. Doing so
likely curtailed the number of toolkits in our sample, com-
pared to if we had included non-English sources. We also
did not compare our sample using Google against other
search engines, to assess the validity of our results.

We note that this study also has distinct strengths. First,
our search was purposively broad to capture toolkits on
FGM/C that have been issued in realms apart from health
care, but that critically intersect with health, such as govern-
ment, law, community, and education, and must work with
the health sector to improve outcomes. Second, it provides
a first-ever profile of existing web-delivered toolkits that
aim to offer information and resources in connection with
preventing, managing, and responding to cases of FGM/C.
No studies to date have researched FGM/C guidance for
this purpose. In this sense, our study forms the basis for
future research on ways to improve the quality and use of
web-based resources on FGM/C, and to monitor and evalu-
ate their application in practice.

Implications for Practice and Policy

This review can benefit many health professionals, includ-
ing medical students, physicians, nurses, midwives, social
workers, psychiatrists, women’s health specialists, and
pediatricians. Health care administrators and policy advi-
sors also can benefit from understanding the diversity of
toolkit-oriented information available online, in consider-
ation of strategies to improve health practice and prevent
unhealthy outcomes for affected women and girls.
Furthermore, this review is relevant for community practi-
tioners working to design and implement health promotion
programs and tools related to care management of FGM/C.

In the domain of health, our review of web-based
resources suggests a need for skills development, guidance,
and tools that providers can use to provide optimal care for
women and girls with FGM/C. From our review, the
expanse of web-based materials on FGM/C provides an
opportunity to find ways to improve future toolkits

to support practice with, for example, the inclusion of
research-backed information, online resources for affected
groups and practitioners who provide counselling and psy-
chological services to women and girls, and monitoring the
implementation of FGM/C toolkits as interventions. Health
care providers are essential in the care and management of
sexual, reproductive, and psychosocial sequelae of FGM/C.
More availability of reliable, easy-to-access toolkits can
help providers improve quality of service and meet chal-
lenges in providing care to culturally diverse groups of
women and girls. In this regard, future research should
explore the implementation of FGM/C toolkits as potential
quality improvement measures aimed at enhancing patients’
health experiences and outcomes.

Additionally, future research should examine the avail-
ability of FGM/C toolkits in Asian and African countries,
given increased efforts in these regions to ban the practice
and use of community-level programming and delivery of
primary care, particularly for women and children. Further,
our study highlights the development of FGM/C toolkits
mostly in high-income countries. A comparison of similar
toolkits in low-resource contexts would be useful, and could
serve as a basis for promoting the use of toolkits to address
sectoral training and capacity gaps and to provide accessi-
ble clinical guidance for managing FGM/C-related care.
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