
1Ethical considerations in research on female genital mutilation

ETHICAL CONSIDERATIONS 
IN RESEARCH ON FEMALE 
GENITAL MUTILATION                                                   



Ethical considerations in research on female genital mutilation 

ISBN 978-92-4-004073-1 (electronic version) 
ISBN 978-92-4-004074-8 (print version)

© World Health Organization 2021

Some rights reserved. This work is available under the Creative Commons Attribution-NonCommercial-
ShareAlike 3.0 IGO licence (CC BY-NC-SA 3.0 IGO; https://creativecommons.org/licenses/by-nc-sa/3.0/igo). 

Under the terms of this licence, you may copy, redistribute and adapt the work for non-commercial purposes, 
provided the work is appropriately cited, as indicated below. In any use of this work, there should be no 
suggestion that WHO endorses any specific organization, products or services. The use of the WHO logo is 
not permitted. If you adapt the work, then you must license your work under the same or equivalent Creative 
Commons licence. If you create a translation of this work, you should add the following disclaimer along with 
the suggested citation: “This translation was not created by the World Health Organization (WHO). WHO is not 
responsible for the content or accuracy of this translation. The original English edition shall be the binding 
and authentic edition”. 

Any mediation relating to disputes arising under the licence shall be conducted in accordance with the 
mediation rules of the World Intellectual Property Organization (http://www.wipo.int/amc/en/mediation/
rules/).

Suggested citation. Ethical considerations in research on female genital mutilation. Geneva: World Health 
Organization; 2021. Licence: CC BY-NC-SA 3.0 IGO.

Cataloguing-in-Publication (CIP) data. CIP data are available at http://apps.who.int/iris.

Sales, rights and licensing. To purchase WHO publications, see http://apps.who.int/bookorders. To submit 
requests for commercial use and queries on rights and licensing, see https://www.who.int/copyright. 

Third-party materials. If you wish to reuse material from this work that is attributed to a third party, such as 
tables, figures or images, it is your responsibility to determine whether permission is needed for that reuse 
and to obtain permission from the copyright holder. The risk of claims resulting from infringement of any 
third-party-owned component in the work rests solely with the user.

General disclaimers. The designations employed and the presentation of the material in this publication 
do not imply the expression of any opinion whatsoever on the part of WHO concerning the legal status of 
any country, territory, city or area or of its authorities, or concerning the delimitation of its frontiers or 
boundaries. Dotted and dashed lines on maps represent approximate border lines for which there may not 
yet be full agreement.

The mention of specific companies or of certain manufacturers’ products does not imply that they are 
endorsed or recommended by WHO in preference to others of a similar nature that are not mentioned. Errors 
and omissions excepted, the names of proprietary products are distinguished by initial capital letters.

All reasonable precautions have been taken by WHO to verify the information contained in this publication. 
However, the published material is being distributed without warranty of any kind, either expressed or 
implied. The responsibility for the interpretation and use of the material lies with the reader. In no event shall 
WHO be liable for damages arising from its use. 

https://creativecommons.org/licenses/by-nc-sa/3.0/igo/
https://creativecommons.org/licenses/by-nc-sa/3.0/igo
http://www.wipo.int/amc/en/mediation/
http://apps.who.int/iris
http://apps.who.int/bookorders
https://www.who.int/copyright


iEthical considerations in research on female genital mutilation

ETHICAL CONSIDERATIONS 
IN RESEARCH ON FEMALE 
GENITAL MUTILATION                                                   



ii

CONTENTS

Acronyms and abbreviations 	 iv

Acknowledgements 	 v

Preface	 vi

PART I: BACKGROUND

CHAPTER 1. INTRODUCTION	 1

Provides background about the purpose of the document and types of research  
being carried out on FGM

1.1 	 Research on FGM	 2 

1.2 	 Methodology	 3

1.3 	� Types of research most frequently carried  
out on FGM	 4

CHAPTER 2. OVERVIEW OF ETHICAL PRINCIPLES  
IN RESEARCH	 8

Summarizes the universally accepted key principles of ethics in biomedical  
research involving human subjects, and presents existing documents on ethical 
considerations in research on sensitive topics. 

2.1 	 Key principles	 8

2.2 	 CIOMS guidelines	 8

2.3 	 Existing guidance for researching violence against women,  
	 and other sensitive topics	 10

2.4 	 Application of ethical principles and frameworks to  
	 research on FGM	 11



iiiEthical considerations in research on female genital mutilation

PART II: ETHICAL PRINCIPLES AT ALL STAGES OF RESEARCH

CHAPTER 3. STUDY DESIGN	 16

Presents key considerations for applying ethical principles during the  
conceptualization and study design stage of research on FGM

3.1 	 Justification of research	 16

3.2 	 Legal status of FGM	 19

3.3 	 The ambiguity of language in relation to FGM	 21

3.4 	 Community engagement	 23

3.5 	 Research capacity-building	 24

3.6 	 Obtaining informed consent	 25

CHAPTER 4. STUDY IMPLEMENTATION	 30

Presents key considerations for applying ethical principles during the study  
implementation stage of research on FGM

4.1 	 Sample selection	 30

4.2 	 Risks to research participants and research team members	 30

4.3 	 Linkages to referral services	 33

4.4 	 Selection, support and training of research team and data collectors	 33

CHAPTER 5. ANALYSIS AND DISSEMINATION	 38

Presents key considerations for applying ethical principles during the data analysis  
and dissemination stage of research on FGM

5.1 	 Analysis and interpretation	 38

5.2 	 Dissemination of research findings	 39



iv

ACRONYMS AND ABBREVIATIONS  

ARP   	 alternative rites of passage

CBO			  community-based organization 

CBPR		 community-based participatory research 

CIOMS	 Council for International Organizations of Medical Sciences

DHS		 	 Demographic and Health Surveys

FGM			  female genital mutilation 

FGM/C	 female genital mutilation/cutting

MICS		  Multiple Indicator Cluster Surveys

NGO	 	 nongovernmental organization

SDG		 	 Sustainable Development Goal

UNESCO	 United Nations Educational, Scientific and Cultural Organization

UNICEF	 United Nations Children’s Fund

WHO	 	 World Health Organization 



vEthical considerations in research on female genital mutilation

ACKNOWLEDGEMENTS

This ethical guidance on female genital mutilation (FGM) research was developed under the 
overall guidance and conceptualization of Christina Pallitto of the Department of Sexual and 
Reproductive Health and Research of the World Health Organization (WHO). The document 
was written by Katy Newell-Jones and Christina Pallitto. We are grateful to the members of 
the advisory group who shared important insights and suggestions during the advisory group 
consultations and/or the peer-review process: Edna Adan Ismail (Edna Adan Hospital, Somalia), 
Samira Amin Ahmed (United Nations Children’s Fund, UNICEF, Sudan), Nikola Biller-Andorno 
(University of Zurich, Switzerland), Leyla Hussein (University of Saint Andrews, United Kingdom 
of Great Britain and Northern Ireland), Crista Johnson-Agbakwu (Valleywise Health, Creighton 
University School of Medicine and Arizona State University, United States of America), Suneeta 
Krishnan (Bill & Melinda Gates Foundation, India), Dennis Matanda (Population Council, Kenya), 
Ahmed Ragaa Ragad (Al-Azhar University, Egypt), María Florencia Santi (National University 
of Entre Ríos, National University of La Matanza and Latin American Faculty of Social Sciences 
(FLACSO), Argentina), Rieke van der Graaf (University Medical Center Utrecht, Netherlands) and 
Claudia Cappa of UNICEF. Katy Newell-Jones facilitated the consultations and synthesized the 
results. We are also grateful to the following WHO colleagues for their review of the document 
and/or participation in the consultations: Wisal Ahmed, Claudia Garcia Moreno, Vernon 
Mochache Oyaro and Mariam Otmani del Barrio; thanks go to Andreas Reis for his support  
and suggestions. 



vi

PREFACE
Female genital mutilation (FGM) is a harmful traditional practice that involves the partial or total 
removal of external female genitalia or other injury to female genital organs for non-medical 
reasons (WHO, 2020). Over 200 million girls and women alive today have undergone FGM, with 
approximately 3 million girls at risk each year (UNICEF, 2016). FGM is widely condemned from 
a human rights and public health perspective. The abandonment of FGM is a target in the 
Sustainable Development Goals (SDG target 5.3) (UN, 2015). 

High-quality, ethical research on FGM is an essential component of international, national and 
local efforts to end the practice to enable investors, policy-makers and programmers to make 
evidence-based choices to maximize the impact of interventions, while ensuring that the rights 
of research participants are respected. Research on FGM has been conducted for many decades 
with no specific ethical guidance available as a resource for researchers, despite it involving a 
complex range of potential risks and harms that require careful consideration to maximize the 
value and impact of the research while minimizing the risks.  

Research on FGM uses a range of study designs and methodologies. This guidance document 
has been developed to strengthen the ethical conduct of all research on FGM by highlighting the 
key ethical considerations faced by researchers developing protocols and conducting research 
and by research ethics committees reviewing protocols. The document is grounded in concepts 
from existing ethical guidance for research involving human subjects (CIOMS, 2016) as applied 
to research on FGM.  

Due to the sensitive nature of FGM and the potential risks individuals may face when conducting 
or participating in research on FGM, specific guidance is needed on how to ensure that safety 
measures and ethical principles are addressed in all stages of research on FGM, from study 
design and implementation to the interpretation and dissemination of the results.  

In communities where FGM is practised, questions of identity and power are closely linked to 
the FGM status of a girl or woman. The very nature of information that might be shared during 
research on FGM, and on other sensitive topics, is often personal and linked to individual and 
cultural identity. It is also linked with the overlapping layers of risk and vulnerability due to age, 
class, race, ethnicity, educational level and other individual, family or community characteristics. 

When women and girls participate in research on FGM, they are potentially at risk of unintended 
harms, which may have implications for them and their family. When women and girls are asked 
about their experiences of undergoing FGM, they may be at risk of secondary trauma from the 
retelling of traumatic events, and fear of disclosure, or actual disclosure of their FGM status. 
These fears may affect their responses to questions in a context in which deviation from social 
norms may result in sanctions to them or their family, including social isolation and exclusion of 
their family from social and economic opportunities. 
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