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Summary

The following lists provide a summary of Women and Young Persons with Disabilities:
Guidelines for Providing Rights-Based and Gender-Responsive Services to Address Gender-
Based Violence and Sexual and Reproductive Health and Rights.

Foundational guidelines for action

1. Creating an enabling legislative and policy environment.
a) Legal Environment Assessment and Monitoring
b) Legislative Advocacy and Lobbying
c) National Policies and Plans

2. Programme development, implementation, and monitoring.
a) Engagement of Women and Young Persons with Disabilities
b) Capacity Building
c) Programme Delivery
d) Available Services
e) Effective Identification of Needs and Referrals
f) Accessible Services / Accommodations
g) Acceptable Services
h) Quality Services
i) Rights Based Services
j) Data Collection and Monitoring

3. Accessible facilities
a) Identifying Barriers
b) Physical Accessibility
c) Sensory Accessibility
d) Information and Communication Accessibility
e) Economic Accessibility

GBYV Services

1. GBV prevention

2. Health services for GBV victims/survivors

3. Justice and policing services

4. Social Services—protection services

5. Social Services—rehabilitation services

6. GBV services for women and young persons with disabilities in institutional settings
7. Adolescent- and youth-friendly GBV services

SRHR Services

Contraceptive information, goods, and services

Maternal and newborn health services

Comprehensive sexuality education and information

Information, testing, and treatment services for sexually transmitted infections, including HIV
Access to other women’s health information and services

Adolescent- and youth-friendly health information and services.
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Chapter 1: Overview

1.1 Introduction to GBV and SRHR-Based Service Provision Guidelines

1.1.1 Introduction

Women and Young Persons with Disabilities: Guidelines for Providing Rights-Based and
Gender-Responsive Services to Address Gender-Based Violence (GBV) and Sexual and
Reproductive Health and Rights (SRHR) aims to provide practical and concrete guidelines for
making GBV and SRHR services more inclusive of and accessible to women and young persons
with disabilities and for targeting interventions to meet their disability-specific needs.

Who is a Person with a Disability?

‘Person with a disability’ is the person-first language used by the United Nations
(UN) Convention on the Rights of Persons with Disabilities (CRPD). The CRPD
explains that: “Persons with disabilities include those who have long-term
physical, mental, intellectual or sensory impairments which in interaction with
various barriers may hinder their full and effective participation in society on an
equal basis with others”.! These Guidelines use the person-first language
utilized by the CRPD. However, some people prefer identity-first language (e.g.
autistic person). A person’s preference for how they wish to be described must
be respected.

These Guidelines address service delivery for people with all forms of physical,
intellectual, mental, psychosocial, cognitive or sensory impairments. These
Guidelines employ the social and human rights model of disability, which
“focuses on the high barriers created by the environment (rather than by bodily
impairment), including in physical, information and communication contexts,
the attitudes and prejudices of society, policies and practices of governments,
and the often-exclusionary structures of health, welfare, education and other

systems”.?

There are over 1 billion persons with disabilities living in the world today.3 According to the
World Health Organization (WHO) and World Bank’s World Report on Disability, the female
disability prevalence rate worldwide is 19.2 per cent.* There are between 180 million and 220
million young persons with disabilities worldwide, predominantly in developing countries.”

There are roughly 10 million persons with disabilities who experience forced displacement
worldwide because of persecution, conflict, violence, or human rights violations.® When
factoring in underreporting and displacement due to natural disasters, this number is likely



much higher. A HelpAge International and Handicap International survey of Syrian refugees
found that 22 per cent of those surveyed had an impairment.” Emergencies often create a new
group of women and young persons with disabilities who require services, which places an even
greater demand on the limited services available.

Discrimination on the basis of disability or gender

Disability discrimination can take many forms, but it has been defined as “any distinction,
exclusion, or restriction on the basis of disability which has the purpose or effect of impairing or
nullifying the recognition, enjoyment, or exercise, on an equal basis with others, of all human
rights and fundamental freedoms in the political, economic, social, cultural, civil, or any other
field. It includes all forms of discrimination, including denial of reasonable accommodation”.®
Persons with disabilities may experience additional discrimination due to one or more
intersecting factors, including gender, age, economic status, ethnicity, sexuality, race, and
nationality.

Critical services for all victims and survivors of GBV include health services (e.g. first-line
support, sexual assault examination and care, mental health assessment and care), justice and
policing services (e.g. assessment and investigation, perpetrator accountability and reparations,
safety and protection, justice sector coordination), social services (e.g. crisis counselling; help
lines; legal and rights information, advice, and representation; psychosocial support and
counselling), and coordination at both the national and local level.® Women and young persons
with disabilities often do not receive these necessary services.'® GBV prevention efforts and
services, in both design and implementation, are often inaccessible to women and young
persons with disabilities.! Service providers regularly demonstrate a lack of knowledge,
sensitivity, and expertise about how to serve women and young persons with disabilities, which
results in a failure to identify women and young persons who have experienced or are
experiencing GBV, conduct outreach, or offer key services.? Furthermore, women and young
persons with disabilities whose rights are violated often lack recourse because of exclusion
from access to justice mechanisms. Such exclusion further perpetuates violence because it
permits abusers to continue with impunity.'3 To further compound the problem, there is a
dearth of accurate and comprehensive research and data on violence against women and
young persons with disabilities to guide the development and provision of appropriate and
responsive GBV services.* These barriers to accessing and using GBV services for women and
young persons with disabilities are mirrored—and often exacerbated—in humanitarian
emergency settings.'®

Fundamental SRHR services for women and young persons—with and without disabilities—
include comprehensive sexuality education; information, goods, and services for the full range
of modern contraceptive methods, including emergency contraception; maternal/newborn
healthcare (including antenatal care, skilled attendance at delivery, emergency obstetric care,
post-partum care, and newborn care); prevention, diagnosis, and treatment for sexual and
reproductive health issues (e.g. sexually transmitted infections, including HIV, syphilis, and HPV,
cancers of the reproductive system and breast cancer, and infertility); safe and accessible
abortion, where it is not against the law; and post-abortion care to treat complications from
unsafe abortion.®



UNFPA prioritizes voluntary family planning to prevent unintended pregnancies and promote
reproductive choice. Consistent with the commitments made by Members States within the
Programme of Action of the 1994 International Conference on Population and Development,?’
in all countries where abortion is not against the law it should be safe, and in all countries of
the world post-abortion care should be available, regardless of its legal status in country.
Between 8-18 percent of all maternal deaths are due to unsafe abortions.® All women,
everywhere, should have the knowledge and services to avoid unintended pregnancies, which
are a major cause of abortion, through greater knowledge and access to high quality, voluntary
contraception information, goods, and services. References to abortion and post-abortion care
throughout this document should be understood within this context.

Women and young persons with disabilities are regularly prevented from accessing SRHR
services due to a variety of factors, including stereotypes about persons with disabilities as
asexual or hypersexual, discrimination against persons with disabilities engaging in romantic
relationships, insufficient training about how to serve persons with disabilities, inaccessible
facilities, forced marriage, stigma, poverty, and isolation in institutions or group homes.° This
exclusion only increases the vulnerability of women and young persons with disabilities to
sexual abuse, sexually transmitted infection, undiagnosed and untreated illnesses (e.g., cancer,
malaria, anemia, non-communicable diseases) and unintended pregnancy.?° In addition to
being excluded from receiving critical health services, women and young persons with
disabilities can be subjected to coercive healthcare practices and medical procedures such as
forced sterilization, forced abortion, and forced contraception.?! Women and young persons
with disabilities face similar barriers in humanitarian emergency settings, particularly barriers
created by a lack of reasonable accommodations to meet disability-related health needs.??

These Guidelines seek to address these circumstances by providing concrete guidance to those
charged with developing and implementing GBV and SRHR services, programmes, and policies
to ensure consistency with the fundamental human rights of women and young persons with
disabilities.

1.1.2 Purpose and Scope

Purpose

The purpose of these Guidelines is to provide practical guidance to ensure that GBV and SRHR
services give full effect to the rights of women and young persons with disabilities. While the
primary audience of these Guidelines is GBV and SRHR service providers and support staff,
these Guidelines are also intended as a valuable resource for all stakeholders—including those
in government, international organizations, and non-governmental organizations—involved in
designing, developing, implementing, or advocating for GBV or SRHR services for women and
young persons with disabilities.

The United Nations Population Fund (UNFPA) is the lead UN agency for delivering a world
where every pregnancy is wanted, every childbirth is safe, and every young person’s potential is
fulfilled. As part of this mandate, UNFPA’s work on disability has focused on ensuring that
women, adolescents, and youth are empowered to make decisions regarding their sexual and
reproductive health and life options. These Guidelines have been developed as part of UNFPA’s



multi-year programme, WE DECIDE: Young Persons with Disabilities: Equal Rights and a Life
Free of Violence. The programme promotes the human rights and social inclusion of women
and adolescents and youth with disabilities, with an emphasis on access to services to prevent
and address GBV and access to SRHR-related services, information, and education.

Women Enabled International (WEI) works at the intersection of women'’s rights and disability
rights to advance the rights of women and girls with disabilities around the world. Through
advocacy and education, WEI increases international attention to, and strengthens
international human rights standards on, such issues as GBV, SRHR, access to justice, education,
legal capacity, and humanitarian emergencies. Working in collaboration with women with
disabilities rights organizations and women’s rights organizations worldwide, WEI fosters
cooperation across movements to improve understanding and develop cross-cutting advocacy
strategies to realize the rights of all women and girls.

These Guidelines are grounded in international human rights standards and are the result of
extensive consultation with international experts in the areas of disability rights, women’s and
girl’s rights, SRHR services, and GBV services. Experts from across the globe were convened for
an in-person expert group meeting to discuss the scope and substance of these Guidelines.
Following this meeting, four online working-group meetings took place with a broader group of
experts, representing more than fourteen countries, to discuss key cross-cutting issues relating
to GBV and SRHR service provision. Experts then reviewed and provided feedback on drafts of
these Guidelines. As part of this process, experts were asked to share the draft Guidelines with
women and young persons with disabilities from their communities and collect feedback. This
feedback was then incorporated into these Guidelines.

Scope

The recommendations in these Guidelines are aimed at all types of service delivery settings,
including low-, middle-, and high-resource settings and humanitarian emergency settings.
Where there are substantial unique considerations or guidance for service provision in
humanitarian emergency settings, these are noted in text boxes titled Humanitarian
Emergencies. Service providers and support staff working in low-resource settings should look
to the foundational guidelines for action and the international human rights framework
obligations to prioritize their programming. The specialized guidance for humanitarian
emergency settings can also provide low-resource-setting service providers and support staff
with important guidance for how to develop services with limited resources.

These Guidelines address services for women with disabilities ages 24 and above and young
persons with disabilities, female and male, ages 10-24.
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Where these Guidelines refer to services for ‘women,’ this includes all women with disabilities
across their life cycle, including young women, older women, and all those who identify as
women. These Guidelines are also relevant for people with female-typical sex characteristics
who do not identify as women.

Although the focus of these Guidelines is on women and young persons with disabilities, it is
important to note that men with disabilities also experience increased risk of GBV and SRHR
violations in comparison to their peers without disabilities.?? Violations against men with
disabilities and lack of resources for services for men with disabilities are serious problems.
Given the expertise and mandate of UNFPA and WEI, these Guidelines are limited to addressing
GBV and SRHR service provision for women and young persons with disabilities. However,
service providers and support staff who serve men over the age of 24 with disabilities should
consider adapting these Guidelines for their needs.?*



Key GBV and SRHR Guidelines

This document builds upon comprehensive guidelines relating to GBV and SRHR developed
by UNFPA and other UN agencies. Two key UN resources that serve as the foundation for
these Guidelines are:

1. UNFPA, UN Women, WHO, UNDP & UNODC, Essential Services Package for Women
and Girls Subject to Violence (2016).

This UN Joint Global Programme publication enumerates the essential services for
women and girls with and without disabilities who have experienced violence. The
package addresses services in four key sectors—health, police and justice, social
services, and coordination and governance. The package emphasizes that quality
gender-based-violence services must be guided by the following principles:

® Arights-based approach
® Advancing gender-equality and women’s empowerment

e Culturally and age appropriate and sensitive (responding to individual
characteristics such as disability)

® Victim/survivor-centred approach
e Safety is paramount
® Perpetrator accountability?®

2. WHO & UNFPA, Promoting Sexual and Reproductive Health for Persons with
Disabilities (2009).%’
This WHO and UNFPA guidance note provides important guidance for SRHR experts
and advocates as well as service providers, especially those working with provision of
SRHR services including; family planning, maternal and newborn health, sexually
transmitted infections (STls), including HIV and AIDS, and adolescent services. The
guidance note lays out a framework for full inclusion of persons with disabilities in
sexual and reproductive health services and aims to:

® Establish partnerships with organizations of persons with disabilities from the
outset of service programme development and engage persons with disabilities in
training service providers.

® Raise awareness and increase accessibility in provider organizations about the
needs of persons with disabilities. This can be done through capacity development
by integrating disability-related trainings into existing training and partnering with
other stakeholders.

® Ensure that all sexual and reproductive health programmes are accessible to and
serve persons with disabilities.?®




Spotlight Issue—GBV and SRHR Violations against Men and Boys
with Disabilities
GBV:

Men and boys with disabilities have an increased risk of violence, particularly sexual
violence.?® In one small scale study of Deaf adults in the United States, close to 45 percent
of Deaf men reported experiencing at least one form of sexual assault or another form of
unwanted sexual contact.3® Men and boys with disabilities experience vulnerability to
violence for many of the same reasons as women with disabilities. However, men and boys
with disabilities can also face GBV because of perceptions that they are unable to fulfil
their expected gender role in society.3! Moreover, because of misconceptions that men
and boys are not victims of GBV, they are rarely identified as needing GBV services.3?

SRHR:

Men and boys—both with and without disabilities—often do not receive SRHR education
and are left to pick up information about their SRHR from other men and boys through
comments, jokes, and socializing.?®* Men and boys with disabilities face increased isolation
and communication barriers compared to their non-disabled peers, which presents an
additional barrier to accessing essential SRHR information. These barriers are compounded
by the fact that men and boys with disabilities also experience the same forms of exclusion
from SRHR services as women and girls with disabilities.3*

More data, research, and programmatic approaches are critically needed to identify and
respond to the scope of this problem. UNFPA and WEI strongly encourage further research
about GBV and SRHR services and violations experienced by men and boys with disabilities.

1.1.3 How to Use these Guidelines

These Guidelines are written for use by GBV and SRHR service providers and support staff at all
levels. For the purposes of these Guidelines, ‘service provider’ refers to anyone who is directly
providing services to a person in either a formal or informal setting (e.g. nurse, midwife,
physician, social worker). ‘Support staff’ refers to administrative personnel, security staff,
volunteers, and other people with whom a person may come into contact while seeking or
receiving services. These Guidelines are primarily directed at service providers and support
staff who may interact with a woman or a young person with a disability who is experiencing or
has experienced GBV or requires SRHR-related services. Examples of service providers and
support staff who may find these Guidelines relevant include doctors, nurses, midwives, social
workers, reception staff, security personnel, orderlies, community health workers, prosecutors,
judges, law enforcement officers, independent living centre staff, rape crisis centre staff,
domestic violence shelter staff, and community group leaders. Self-advocates may also find
these Guidelines useful as a guide for what to expect from their service providers and support
staff.



Readers will note that these Guidelines are not written in plain language and thus may not be
accessible to persons with disabilities who require simplified formats. UNFPA and WEI strongly
encourage service providers and support staff to work with self-advocates to develop local
accessible guides containing relevant information from these Guidelines for distribution in their
community.

After this overview chapter, these Guidelines are divided into four more chapters. Note,
Chapter 2 contains vital information upon which are built the GBV and SRHR thematic
guidelines in Chapters 3 and 4 and must be read as a precursor to these guidelines.

® Chapter 2 enumerates the foundational guidelines for action that must guide the
development and provision of services for women and young persons with disabilities
across all service provision areas. These foundational guidelines address all phases of
service provision, beginning with an enabling legislative environment, moving to
programme design and implementation, and then addressing considerations at the level of
the facility and direct service provision.

® Chapter 3 contains guidelines for GBV service provision for women and young persons
with disabilities. The chapter begins with an introduction that identifies key GBV issues
facing women and young persons with disabilities. This section is followed by an overview
of the international human rights framework that underlies the GBV service guidelines
specifically. The chapter is then divided into subchapters, each covering a separate GBV
service provision area.

® Chapter 4 contains guidelines for SRHR service provision for women and young persons
with disabilities. The chapter begins with an introduction that identifies key SRHR issues
facing women and young persons with disabilities. This section is followed by an overview
of the international human rights framework that underlies the SRHR service guidelines
specifically. The chapter is then divided into subchapters each covering a separate SRHR
service provision area.

o Chapter 5 contains a glossary of key terms, as well as a list of resources for further reading.

Each service area addressed in these Guidelines’ subchapters contains the following sections:
® A brief overview of the issues related to the service area in question

o Key considerations that identify common barriers or issues that bear on the experiences of
women and young persons with disabilities in that service area. These considerations
should be kept in mind while assessing current or proposed services and taking steps to
improve service delivery.

o Guidelines for Action that are examples of actions that can be taken to ensure that rights-
based services for women and young persons with disabilities are available, accessible,
acceptable, and of good quality (keeping in mind that actions taken must ultimately depend
on the specific context in which the services are provided). These service area-specific
Guidelines build on the Foundational Guidelines for Action (Chapter 2), which provide a
foundation for all service areas across both GBV and SRHR sectors.



e |llustrative indicators demonstrating the level of specificity, subjects, and form that
indicators should take for effective monitoring and evaluating progress towards rights-
based service provision. Indicators are critical for quality service provision monitoring and
evaluation. Each desired outcome must have a corresponding indicator that is measurable,
specific, clear, reliable, timely, and programmatically important.3 Qualitative and
guantitative indicators can be used as markers of integrated services, health status,
knowledge, access, safety, and resource allocation.

The information in these Guidelines is intended to be a starting point and used as a reference
document. The service areas addressed in the subsections are not an exhaustive list of the
services required for women and young persons with disabilities, and each subsection must be
read as intersecting with the other sections. Readers can use these Guidelines, along with the
resources and examples highlighted throughout, to learn more about adapting services to their
specific needs, settings, and local contexts.

|
Use of the AAAQ Framework

Readers familiar with the SRHR legal framework will recognize the use of the
AAAQ framework to organize the GBV and SRHR guidelines for action. The
AAAQ framework—the obligation to ensure that health-related information,
goods, and services be available, accessible, acceptable, and of good quality—
is essential to ensuring the right to health.3® However, the use of these
categories in the GBV chapter does not represent an application of the AAAQ
framework as a legal obligation in the context of GBV; rather the four categories
are used as a useful tool for organizing the guidelines for service provision.

Spotlight Issue—Assessing Current Capacity to Serve Women and
Young Persons with Disabilities

An assessment of current or proposed programming is critical to ensure that services are
accessible to and meet the specific needs of women and young persons with disabilities.
Input from women and young persons with a range of disabilities in each stage of the
assessment is critical, and it is essential to ensure that information and materials related to
the assessment are available in alternative formats. The following steps for making this
assessment are adapted from the Advocates for Human Rights and UNWOMEN’s ‘Working
with the Justice Sector to End Violence against Women and Girls’ guidance:3’

e Step 1: Conduct an appraisal to assess current capacity to serve women and young
persons with disabilities. Before beginning the appraisal, ensure that the programme
team has received training about how to conduct and participate in the appraisal.



® Step 2: Define goals that are narrowly tailored, manageable, and measurable, and
prioritize based on importance and benefit to women and young persons with
disabilities.

® Step 3. Develop a participation plan that identifies the level and means of
participation of key stakeholders, particularly women and young persons with
disabilities; barriers and incentives to participation; and strategies to strengthen and
support participation.

® Step 4. Assess the various partnerships necessary to build an effective network of
service providers and other key actors and develop a plan for putting this network into
action.

® Step 5: Identify strategies for developing, implementing, and evaluating programme
changes to improve services using stakeholder or SWOT (strength, weakness,
opportunity, threat) analyses.

® Step 6: Develop a plan to monitor and evaluate progress and to be responsive to the
changing needs and priorities over time of women and young persons with disabilities.

® Step 7: Develop a work plan and budget that considers the cost of accommodations
for a range of disabilities and training for service providers and support staff,
distinguishing between one-time and ongoing costs.

1.2. International Human Rights Framework

The rights of women and young persons with disabilities are human rights that are protected in
numerous international human rights treaties, including the International Covenant on Civil and
Political Rights, the International Covenant on Economic, Social, and Cultural Rights, the
Convention against Torture and other Cruel, Inhuman, and Degrading Treatment or
Punishment, the Convention on the Rights of Persons with Disabilities (CRPD), the Convention
on the Elimination of All Forms of Discrimination against Women, and the Convention on the
Rights of the Child. Each of these international human rights treaties impose specific legal
obligations on States that have ratified the treaty.

For States that have ratified one or more of these treaties, as most States have, the State and
its representatives are bound by specific legal obligations to respect, protect, and fulfil the
rights protected in the human rights treaty.38

The obligation to respect requires the State to refrain from interfering directly or indirectly with
the right in question.

® Gender-based violence example: The government must take measures to ensure that no
State actors—which includes medical practitioners—commit acts of GBV against women
and young persons with disabilities. This may require, for instance, criminalizing sterilization
of women and young persons with disabilities without their informed consent.?®

® Sexual and reproductive health and rights example: The government must eliminate
requirements for third-party consent for SRHR services. For instance, this means that

10



allowing parents or guardians to withhold consent for a young woman with a disability to
obtain contraceptives violates the obligation to respect the right of women and young
persons with disabilities to access contraceptives.*°

The obligation to protect requires the State to prevent non-State actors—that is, private
citizens—from infringing on the right in question. The obligation to protect encompasses a
State’s obligation to exercise due diligence to prevent rights violations from occurring, to
investigate, prosecute, and punish non-State actors who commit such violations, and to provide
redress to victims when such violations occur.

® GBV example: A woman with a visual impairment takes out a restraining order against her
physically abusive husband. The local police department fails to enforce the order. The
State is obligated to take all appropriate measures to ensure that the police enforce the
order.*!

® SRHR example: A young woman with Down syndrome visits a pharmacy to fill a prescription
for contraceptive pills. The pharmacist refuses to fill the prescription because he objects to
persons with disabilities having sex. The State must take measures to prevent the
pharmacist from interfering with the woman'’s right to access contraception.*?

The obligation to fulfil requires that the State take necessary action—legislative, administrative,
budgetary, or judicial—to fully achieve the rights in question. In addition, States must take
affirmative measures to eradicate practical and social barriers to realizing fundamental rights.*3

® GBV example: The State must allocate sufficient resources to ensure that both male and
female victims/survivors of sexual violence have access to a range of supports and services,
including establishing accessible supports and services necessary to navigate the justice
system. The State must also guarantee that survivors of sexual violence have access—both
in law and in practice—to essential physical and mental healthcare, including access to post-
exposure services for sexually transmitted infections.**

® SRHR example: The State’s education department distributes policies and guidelines on the
provision of comprehensive sexuality education in schools, in addition to coordinating the
development of sexuality education course materials. The State must take steps to ensure
the course materials are inclusive of women and young persons with disabilities, including
by mainstreaming images of persons with disabilities throughout the materials, ensuring
that materials include information about SRHR of persons with disabilities, and making
course materials accessible.*®

Governments must ensure that all laws, policies, and programmes that bear on the rights of
women and young persons with disabilities to be free from GBV and to have access to sexual
and reproductive health comply with international human rights legal obligations. This
obligation extends to service providers and support staff, both directly, through government
affiliation or funding, and through government oversight.

Further details about the specific international human rights frameworks that govern GBV and
SRHR services are addressed in sections 3.2 and 4.2 respectively.

11



Twin Track Approach

The obligation to fulfil also imposes an obligation on States to adopt what is known as a ‘twin
track approach’ to fulfil their “ongoing and dynamic duty to adopt and apply the measures
needed to secure the development, advancement and empowerment of women [and young
persons] with disabilities”.*® The UN Committee on the Rights of Persons with Disabilities, which
monitors compliance with the CRPD, has explained that the twin track approach “is an essential
precursor to reducing inequality regarding participation and enjoyment of rights”.#” A twin track
approach entails both systematic mainstreaming of the interests of women and young persons
with disabilities “across all national action plans, strategies, and policies concerning women,
childhood, and disability” and “targeted and monitored action aimed specifically at women [and
young persons] with disabilities”.*® Some examples of disability-specific services include
adaptive devices, special-education programmes, and community-based rehabilitation.*°

Employing the twin track approach to the provision of services is the recommended approach
wherever possible. Offering services through only one approach will not provide women and
young persons with disabilities with the range of services, involvement, and integration
necessary to realize their rights.>° Service providers do not need to be responsible for offering
both types of services but should understand the key referral points and be able to make
effective referrals.>?

The twin track approach is a concept recommended in and utilized widely in the humanitarian
emergency context. Valuable guidance on using the twin track approach can be found at the
CBM organization’s guide, ‘Inclusion Made Easy’,>? and the United Nations High Commissioner
for Refugees’ guidance, ‘Working with Persons with Disabilities in Forced Displacement’. >3

CBM offers the following illustrative example of the use of the twin-track approach in their work:
“Shathi is a 9-year old girl with cerebral palsy who loves to play with her friends and uses a
wheelchair to move around. She lives in rural Bangladesh. ... The community health worker
identified her developmental difficulties early on and referred her to a [community-based
rehabilitation] service. This service then provided strategies to assist her development including
the wheelchair (disability-specific initiative). They also set up a local support group for parents
who have children with a disability, of which Shathi’s mother is a member. Shathi herself has
spoken about her experience to them and in front of her school class (participation). When the
time came for Shathi to go to school, the principal of the school knew that it is Shathi’s right, like
any other child, to be educated well (policy accessibility and mainstreaming). The local teacher
was very supportive as he had received training on child-centred teaching; she knew of a
resource centre that could give support when needed (disability-specific initiative). When Shathi
grows up she would like to be a teacher and get married”.>*

Service providers and support staff should keep this approach in mind while reviewing these
Guidelines. If there are existing GBV or SRHR programmes available in one’s community, these
Guidelines can help identify how to improve available mainstream or disability-specific services
to meet the needs of women and young persons with disabilities. Where such services do not
exist, these Guidelines should inform the development of such programmes. In general,
integrating women and young persons with disabilities into mainstream services should be
prioritized, and women and young persons with disabilities need to participate in decisions
about coordinating access to such services.>>
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Equal Recognition Before the Law

Human rights law recognizes the right of people everywhere to equal recognition before the
law.>® Article 12 of the CRPD expressly provides that States must realize this right for persons
with disabilities and explains what it looks like to give effect to this right for persons with
disabilities.®” Therefore, States are required to: (1) reaffirm that women and young persons
with disabilities “have the right to recognition everywhere as persons before the law”;>2 (2)
recognize that women and young persons with disabilities have the right to “enjoy legal
capacity on an equal basis with others in all aspects of life”;>° (3) “take appropriate measures to
provide access by [women and young persons] with disabilities to the support they may require
in exercising their legal capacity,”®® such as supported decision-making models; (4) “ensure that
all measures that relate to the exercise of legal capacity provide for appropriate and effective
safeguards to prevent abuse,”®! while respecting the rights of the woman or young person with
a disability’s will and preference, without coercion or conflicts of interest; and (5) ensure the
equal right of women and young persons with disabilities to own and control their property.®?

Understanding the right of women and young persons with disabilities to equal recognition
before the law is necessary so service providers and support staff can ensure that they do not
participate in violating women and young person’s rights.

Service providers and support staff must understand the meaning of and how to implement the
following key concepts:

® Legal capacity refers to “the capacity to be both a holder of rights and an actor under the
law. Legal capacity to be a holder of rights entitles a person to full protection of his or her
rights by the legal system. Legal capacity to act under the law recognizes that person as an
agent with the power to engage in transactions and create, modify, or end legal
relationships”.®3 Supported decision-making mechanisms may be necessary to empower
persons with disabilities to exercise their rights to legal capacity.®

Note on mental capacity: Mental capacity and legal capacity are not the same things.
However, the two are often conflated, and thus a person is assumed to lack legal capacity
because of a mental or intellectual disability. Such an assumption is discrimination and a
violation of Article 12 of the Convention on the Rights of Persons with Disabilities.®®

Note on young persons with disabilities under age 18: The age at which a person with or
without a disability has the legal capacity to make decisions for themselves varies by country.
Service providers and support staff must be familiar with the laws in their country. Generally,
children under 15 lack legal capacity to make decisions for themselves. If a child or
adolescent lacks legal capacity, their opinion should still be assessed within the limitations
imposed by their age and level of understanding.®® In the context of SRHR services, the
United Nation’s Committee on the Rights of the Child has said there should be a “legal
presumption that adolescents are competent to seek and have access to preventive or time-
sensitive sexual and reproductive health commodities and services,”®” which shifts the
burden to service providers or other officials to prove a lack of capacity to consent where
they wish to deny adolescents access to certain SRHR services.
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e Informed consent is more than the process of acquiring a signature for a procedure,
according to guidelines developed by the International Federation of Gynecology and
Obstetrics (FIGO). It is a process of communication between a service provider and a service
recipient that results in the service recipient giving, withdrawing, or refusing to give
permission for a procedure based on full knowledge of the procedure. FIGO defines
informed consent as “a consent obtained freely, without threats or improper inducements,
after appropriate disclosure to the patient of adequate and understandable information in a
form and language understood by the patient on: (a) the diagnostic assessment; (b) the
purpose, method, likely duration and expected benefit of the proposed treatment; (c)
alternative modes of treatment, including those less intrusive, and (d) possible pain or
discomfort, risks and side effects of the proposed treatment”.®® While the process of
obtaining informed consent may be time-consuming, particularly when there are
communication difficulties, this does not absolve a service provider of their obligation to
obtain informed consent. Moreover, only the service recipient can provide informed
consent, regardless of family member’s or advocate’s opinions. It is the service provider’s
obligation to ensure that the rights of the woman or young person with the disability are
respected by a communication process that leads to the provision or withholding of
informed consent. Consent can also be withdrawn at any time.®°

Informed Consent in Practice

What does it mean to obtain free and informed consent? To ensure that free and informed
consent is always obtained, develop internal policies and train all service providers and
support staff on understanding legal capacity and informed consent. Service providers must
understand how to obtain informed consent and when to advocate for a person who is
assumed to lack legal capacity to provide informed consent.

® Never assume a person lacks capacity to provide free and informed consent. Service
providers and support staff must understand that just because a person has an
intellectual disability or cannot communicate verbally does not mean that they cannot
give their informed consent.

Utilize tools such as The Women’s Refugee Commission and International Rescue
Committee’s ‘Guidance for GBV Service Providers: Informed Consent Process with Adult
Survivors with Disabilities—Tool 6: Guidance on Communicating with Persons with
Disabilities’’° to educate service providers and support staff on how to communicate
with people with a range of disabilities. Lack of accessible communication skills and
resources is not a sufficient reason for failure to acquire informed consent.

® Three key components to obtaining free and informed consent (adapted from The
Women’s Refugee Commission and International Rescue Committee’s ‘Guidance for
GBYV Service Providers: Informed Consent Process with Adult Survivors with
Disabilities’):"*

O Provide all possible information, including benefits, risks, and alternatives, to a
woman or young person with a disability in their preferred format and in a way,
they can understand; offer and utilize supported decision-making tools if desired.
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O Determine if the woman or young person can understand the information and their
decisions (also known as ‘capacity to consent’).

O Ensure that the decisions of the woman or young person with a disability are
voluntary and not coerced by others (e.g. family members, caregivers, or service
providers).

® Determining capacity to consent: Service providers and support staff may encounter
service recipients who are unable to provide informed consent even with the necessary
supports. To make this determination, all of the foregoing steps to acquire informed
consent should have been exhausted. In making such a determination, a service provider
must consult the ethical and legal standards in their country for acquiring informed
consent and determining a person’s capacity. A service provider must not assume that
because a person has an intellectual disability or is unable to communicate that they do
not have the capacity to provide informed consent.

Vanderbilt University’s Health Care for Adults with Intellectual and Developmental
Disabilities: Toolkit for Primary Care Providers’? offers the following steps in the consent
process, including situations where a person does not have capacity to consent: (1)
Determine capacity: Keep in mind that capacity is not static—assessed capacity can vary
per the supported decision-making tools provided; engage family members or trusted
friends or caregivers to better understand the person and their communication style;
follow all applicable legal and ethical procedures and standards.”® (2) Document consent:
Keep in mind that consent must be provided voluntarily, be related to the proposed
treatment or service and well-informed, and cannot be obtained through fraud, coercion,
or misrepresentation. (3) Identify the current surrogate decision maker: If the prior steps
lead to a conclusion that a person lacks the capacity to provide informed consent because
the person lacks the capacity to understand and make decisions, proceed with identifying
the person’s designated surrogate decision maker. Generally, preference for a surrogate
decision maker is prioritized as follows: Spouse (unless legally separated), adult child,
parent or step-parent, adult sibling, other adult relative, adults who demonstrate special
care and concern for the person. However, service providers and support staff must
consult their jurisdictions legal and ethical requirements first. (4) Informed consent should
always be obtained: For medical service providers, there may be emergency situations
where treatment can occur without it; service providers should consult local legal counsel
to fully understand.”® However, it is important to note that sterilization can never “be
justified on grounds of medical emergency”.””

Visit the Toolkit webpage for a link to an informed consent checklist and sample questions.”®

If a determination is made that a person lacks capacity to provide informed consent, service
providers must ensure that the woman or young person with the disability remains
involved in the decision-making process as much as possible and that the person’s best
interests and preferences are prioritized.”’
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Supported decision-making is a mechanism to support persons with disabilities who require
assistance to make decisions independently and retain legal authority to make decisions.
Supported decision-making “comprises various support options which give primacy to a
person’s will and preferences and respect human rights norms. It should provide protection for
all rights, including those related to autonomy (right to legal capacity, right to equal recognition
before the law, right to choose where to live, etc.) and rights related to freedom from abuse
and ill-treatment (right to life, right to physical integrity, etc.)”.”® Supported decision-making
regimes replace substituted decision-making systems, such as guardianship.

» Example: In the United States of America, the Center for Public Representation and
Nonotuck Resource Associates developed a pilot project for supported decision-making.
Beginning with nine adults with intellectual or developmental disabilities, the project
proved very successful, with the participants using supported decision-making for seventy-
two decisions in the first two years.”® The model developed by the Center for Public
Representation and Nonotuck involves four components: “(1) Individuals with [intellectual
or developmental disabilities] enter into Representation Agreements in which they specify
areas where they need help making decisions and designate supporters to help them reach
their decisions. (2) Support areas include healthcare, finances, employment, living
arrangements and relationships. (3) Network supporters, who sign statements that they will
respect the person’s choices and decisions, can be family members, friends, and past and
current providers. (4) Individuals sign their Representation Agreements before a notary
public who stamps, signs, and dates the document, making it official, and hopefully, a
document that will be honored in the community by doctors, merchants, landlords, etc.”.8°
The project participants reported satisfaction with the project and utilized their supports for
a range of decisions including, for one adopter, discussing her boyfriend’s interest in having
children and the care and money requirements involved with being a parent. 8 Supported
decision-making was most frequently used for healthcare decisions. 8

Supported Decision Making in Practice

What does supported decision-making look like? Supported decision-making systems
come in various forms, such as informal circles of support or formal support networks.
No matter the form, all supported decision-making programmes share the following
characteristics:

® Do not overly regulate the lives of the person with the disability.

® Do not have restrictions on who can use the supported decision-making system.

e Do make the person with the disability’s will and preference the priority.

® Do offer all forms of communication.

® Do make available and accessible legal recognition of the support person or persons.
® Do offer availability through State mechanisms and at no cost or nominal cost.

® Do not infringe on other rights (such as sexual and reproductive health and rights).

® Do include the right to refuse and terminate the support relationship.
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e Do include safeguards throughout the process.
e Do not discriminate.?

Representation agreements can be an effective mechanism for formalizing supported
decision-making. Representation agreements are written documents that lay out the
personal planning needs and areas of support provided when an individual with a
disability requests support with making decisions in a particular area. In some
jurisdictions, representation agreements are legally enforceable. For example, in British
Columbia in Canada, representation agreements allow a person with a disability to give
a representative of their choice the legal authority to help them with healthcare,
personal care, or financial or legal matters in a temporary or ongoing basis.®*

Humanitarian Emergencies

During a humanitarian emergency, human rights law continues to apply and is complementary
and mutually reinforcing with the laws that apply in emergencies.® Article 11 of the
Convention on the Rights of Persons with Disabilities enumerates the obligations of States
under international human rights law and international humanitarian law (the body of law that
applies during humanitarian emergencies) to take all necessary measures to keep persons with
disabilities safe and protected during situations of risk, including armed conflict, natural
disasters, and other humanitarian emergencies.8®

The Office of the United Nations High Commissioner for Human Rights prepared a report on the
rights of persons with disabilities under Article 11 of the CRPD. The Report explains in detail the
human rights obligations of States along with findings from a thematic study on persons with
disabilities in situations of risk and humanitarian emergencies. The following recommendations
were made for implementing Article 11:%7

® Ensure adequate and timely delivery of accessible information. Utilize multiple and
innovative means of communication.

® Ensure the principles of participation, accountability, non-discrimination and
empowerment.

® Ensure sufficient resource allocation for inclusive and accessible emergency preparedness
and response.

® Ensure capacity of field operations personnel and other stakeholders regarding supporting
persons with disabilities.

® Ensure that a human-rights based approach to reconstruction and rebuilding is employed by
ensuring accessibility and use of universal design.

® Ensure that prevention health strategies do not negatively influence allocation of resources
for disability-related strategies.

® Ensure that persons with disabilities are part of frameworks to collect information to
facilitate data collection.
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Although nonbinding, the ‘Charter on Inclusion of Persons with Disabilities in Humanitarian
Action’ marks an important development in the inclusion of persons with disabilities in
humanitarian action by affirming States’ determination and commitment to make humanitarian
action inclusive and place people with disabilities at the centre of humanitarian response.
Developed by seventy stakeholders, including States and civil society, in advance of the 2016
World Humanitarian Summit, the Charter commits signatories to the following five areas in
humanitarian action: (1) Non-Discrimination; (2) Participation; (3) Inclusive Policies; (4)
Inclusive Response and Services; and (5) Cooperation and Coordination.8
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Chapter 2: Foundational Guidelines for Action for Providing
Rights-Based GBV and SRHR Services for Women and Young
Persons with Disabilities

2.1 Introduction

This chapter enumerates the foundational guidelines that should inform the provision of GBV or
SRHR services to women and young persons with disabilities. These guidelines are grounded in
international human rights frameworks.

Lack of resources is an unfortunate reality for GBV and SRHR service providers around the
world. However, lack of resources is not sufficient justification to exclude women and young
persons with disabilities from such services. Service providers—and the national and
subnational governments responsible for providing services—must consider and budget for
accessible services for women and young persons with disabilities from the programme
development stage. Moreover, while some of the guidelines in this document may be
unaffordable to service providers in low-resource settings, these Guidelines offer a starting
point for developing creative solutions and programmes that are guided by and aim to meet the
principles laid out below.

The essential principle that should guide all quality rights-based services for women and young
persons with disabilities is: When in doubt, ask the person with the disability. In fact, the
Convention on the Rights of Persons with Disabilities requires such consultation in the
development and implementation of legislation and policies to realize women and young
persons with disabilities’ full and equal enjoyment of their human rights.®9 Women and young
persons with disabilities are the experts on their own needs, the barriers they experience, and
the accommodations they require for equal access to services.

The following criteria are also essential to all stages of the development and implementation of
rights-based services, programmes, and policies generally:

e Participation of women and young persons with disabilities at all stages of programme
development and assessment.

® Inclusive services for people with and without disabilities.

® Respect for a person’s legal capacity, informed consent, and privacy, along with
mechanisms for supported decision-making and confidentiality safeguards.

e Sufficient funding for accessible services.

e Training and supportive supervision of service providers and support staff about the rights
and needs of women and young persons with different types of disabilities and how to
provide respectful care. Incorporate disability issues in curricula for service providers and
support staff.

e® Effective referrals through streamlined inter-agency coordination.

® Accessible services (physical, information, communication, financial, sensory environment).
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The following Foundational Guidelines are organized into the three stages of developing and
administering programmes to meet the needs of women and young persons with disabilities:
(1) developing disability- and gender-sensitive laws and policies; (2) programme development,
implementation, monitoring and evaluation; and (3) designing facilities.

2.2 Laws and Policies

Creating an enabling legislative environment is essential to providing quality rights-based
services for women and young persons with disabilities. The following actions are crucial to
creating this environment:

Guidelines for Action: Legal Environment Assessment and Monitoring

1. Conduct a review of existing laws and regulations, in collaboration with women and young
persons with disabilities, to identify current laws and regulations that create barriers to
accessing services, including those that create barriers in practice that may not be apparent
on the face of the law or regulation. Advocate for mandatory minimum standards of
accessibility to ensure that all services have a minimum level of accessibility, including those
from private service providers.

>

Example: In Argentina, REDI, a grassroots disability organization, evaluated the extent to
which Argentina’s laws, policies, and national plans realize the SRHR of women with
disabilities in Argentina in a report entitled ‘El derecho de las personas con
discapacidad a la salud sexual y reproductiva: 20 preguntas fundamentales sobre las
politicas publicas del Estado argentino.” (Rights of Persons with Disabilities to Sexual
and Reproductive Health: 20 Fundamental Questions on Public Policies of the
Argentinian State).%°

2. Ensure that laws and regulations are responsive to and inclusive of women and young
persons with disabilities. Draft model legislation to improve advocacy.

>

Example: In the United States of America, the State of lllinois’ ‘Domestic Violence Act of
1986’ (750 ILCS 60) includes the following within the definition of family or household
members: “In the case of a high-risk adult with disabilities, ‘family or household
members’ includes any person who has the responsibility for a high-risk adult as a result
of a family relationship or who has assumed responsibility for all or a portion of the care
of a high-risk adult with disabilities voluntarily, or by express or implied contract, or by
court order”.%?

Example: In the Philippines, the ‘Responsible Parenthood and Reproductive Health Act’
(RA No. 10354, also known as the Reproductive Health Law) was developed in
consultation with the National Council on Disability Affairs and a range of disabled
persons’ organizations, including those focused on women. Section 18 of the Act
includes strong provisions in relation to the reproductive health of persons with
disabilities, including a legal mandate to protect the rights of women with disabilities to
access the full range of sexual and reproductive health information, services, and
commodities on an equal basis to women without disabilities. The section requires cities
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and municipalities to dismantle barriers to reproductive health services for persons with
disabilities through various initiatives, including providing physical access,
transportation, adapting examination tables and laboratory procedures, increasing
access to information and materials in accessible formats, offering continuing education
for service providers about the rights of persons with disabilities, and awareness-raising
campaigns which combat misconceptions about the sexual and reproductive health and
rights of persons with disabilities.®?

3. Ensure that service animals are legally permitted access to all public buildings and private
facilities, even where animals would otherwise be prohibited.

4. Implement monitoring mechanisms that provide oversight to GBV and SRHR service
providers to ensure that informed consent is being attained appropriately.

5. Enforce information and communication confidentiality requirements for GBV and SRHR
service providers and support staff, regardless of the service recipient’s disability.

Guidelines for Action: Legislative Advocacy and Lobbying

1. Engage women and young persons with disabilities, disabled person’s organizations, and
families of persons with disabilities (where appropriate), in all stages of the review and
development of laws and policies relating to GBV and SRHR service provision. Support and
engage lawmakers with disabilities.

» Example: Freedom of Movement Society. In Ekaterinburg, Russia, a group of persons
with disabilities formed the Freedom of Movement Society to enforce their access to
public buildings and places. The group created a list of the most important places in the
city that needed to be accessible and advocated for change with city officials. As a
result, city officials engaged the society in city committees responsible for improving
access and gave society members final approval of any committee projects. The society
also created accessibility guidelines for architects, which were used regularly.®3

2. Advocate for non-discrimination laws and regulations that are comprehensive and
applicable to both public and private GBV and SRHR service providers and support staff. The
CRPD provides a framework for model non-discrimination laws.

» Example: The Americans with Disabilities Act (ADA) prohibits discrimination and
guarantees equal opportunities for Americans with disabilities in both public and private
settings.”*

» Example: The Network for the Rights of Persons with Disabilities (REDI) is an
Argentinian political organization led by persons with disabilities that aims to improve
the rights of persons with disabilities by advocating for their full recognition under the
law. A primary focus is proposing and advocating for disability-inclusive legislation. The
recommendations span national and international legislation and policy, and subjects
including work, benefits, licenses, health, education, accessibility, and transportation.
The organization also produces publications updating the public on legislative changes
and reports on the impact of legislation.®®
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3. Advocate for and ensure that national accountability mechanisms allow for reporting,
monitoring, and redress of violations experienced by women and young persons with
disabilities, including sexual and reproductive rights violations. Ensure that such
mechanisms are independent and responsive to women and young persons with disabilities
and the issues they experience. Such mechanisms should include a means of tracking and
responding to violation trends. Relatedly, remedies offered by the accountability
mechanism should be relevant to persons with disabilities.

4. Advocate for a legislative and regulatory scheme that gives women and young persons with
disabilities equal recognition before the law in accordance with the rights laid out in Article
12 of the CRPD. Relatedly, advocate for government-funded and promoted supported
decision-making models, including legally binding mechanisms, such as a healthcare proxy
or power of attorney to assist women and young persons with disabilities who require
support in exercising their legal capacity. To assist with your advocacy, utilize the Handbook
for Parliamentarians on the Convention on the Rights of Persons with Disabilities, which
includes a subchapter on Legal Capacity and supported decision-making.%®

5. After humanitarian emergencies, engage women and young persons with disabilities in the
development of new laws and policies to ensure removal of the barriers that confronted
them before and during the emergency and to promote development and implementation
of new, more inclusive laws and policies.

¢ United Nations Security Council Resolution 1325 urges governments to develop
National Action Plans (NAPs) regarding the protection and participation of women.®’

e United Nations Security Council Resolution 2250 urges governments to find ways to
increase representation and meaningful input from youth in peace processes and
dispute resolution.®®

Guidelines for Action: National Policies and Plans

1. Adopt and implement a national strategy and action plan, with adequate budget allocation,
on GBV against and the SRHR of women and young persons with disabilities, that is devised,
periodically reviewed, and monitored through a participatory and transparent process.

» Example: The Australian ‘National Plan to Reduce Violence against Women and their
Children’ assessment includes women with disabilities. This has resulted in collection of
important information relating to women with disabilities; improved access to domestic
violence and sexual assault services; better services through evidence-based
approaches; improved access to justice; grants for prevention programmes; and
promotion of respectful relationships in various settings.%

2. Enumerate licensing and education requirements for GBV and SRHR service providers that
include training on disability rights, accessibility, and participation.

3. Register essential medicines, as outlined by the WHO List of Essential Medicines,'° to
ensure they are legally available.

4. Allocate sufficient resources for disability issues and rights training and supportive
supervision for service providers and support staff and accessibility mechanisms for
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government-funded programmes. Where possible, budgets should include funding for
transportation, subsidies, social protection schemes, and public information campaigns.

5. Develop national and local data collection systems disaggregated by gender, disability, age,
sexual orientation, socio-economic status and living environment. A coordinated
mechanism should be in place for regular data review and analysis to improve services.

» Example: With the support of UN Partnership on the Rights of Persons with Disabilities,
Bolivia strengthened its disability reporting by integrating disability information in the
statistics collected in three key sectors—education, health, and justice. The Ministry of
Justice sought to improve justice for persons with disabilities by introducing disability
variables into the Integral System of Prevention, Care, Punishment, and Eradication of
Gender-Based Violence. This also led to a guide for users of the system addressing
disability-rights and GBV- and disability-inclusive data collection.0?

2.3. Programmes

Ensuring that GBV and SRHR service programmes are non-discriminatory and disability-sensitive
requires a comprehensive assessment and ongoing monitoring of all stages of a programmes
life cycle to ensure that barriers do not arise and that existing barriers are addressed for
women or young persons with disabilities in accessing services. The following guidelines are
essential to ensuring non-discriminatory programming:

Guidelines for Action: Engagement of Women and Young Persons with
Disabilities

Self-advocacy is a key element of the disability rights movement globally. It refers to the
concept that persons with disabilities are capable of and most effective in advocating for their
own rights and needs. Self-advocates advocate for their own rights, the rights of others, and for
the assistance they require to support their own advocacy. Disabled Persons Organizations are
a key mechanism for supporting and organizing self-advocates. Self-advocates must be actively

involved in all decisions affecting their rights. This principle of participation is captured by the
disability rights movement’s motto—Nothing About Us Without Us.

1. Engage women and young persons with a range of disabilities in GBV and SRHR programme
development and implementation.

® Women and young persons with disabilities should participate in developing
programmes and offering input and feedback at all stages (planning, design,
implementation, and monitoring) and relating to all components (training, staffing,
facility, etc.).

® Implement a participatory design and evaluation process with women and young
persons with disabilities for all programmes. This enables women and young persons
with disabilities to determine programme priorities and give feedback to improve a
programme. Effective participation can also facilitate engagement of caregivers and
increase confidence of participants.
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o The following are some examples of key entry points to engage women and young
person’s participation:

o Map local organizations, including organizations of women and young persons with
disabilities, to engage in the coordination mechanisms.

o Set criteria that a certain percentage of community committees, associations,
volunteers, and workers will be women and young persons with disabilities.

o During humanitarian emergencies, include women and young persons with
disabilities in rapid needs assessments, and disaggregate data by age, gender, socio-
economic status and disability to understand who is and is not using GBV and SRHR
services.

® Participation is equally as important during humanitarian emergencies. Feedback
should, however, be solicited in an ongoing cycle throughout the emergency and post-
emergency period. This includes engagement in the setting of priorities for aid
distribution!?? and the peacebuilding process.'%

® Recognize and respect women and young persons with disabilities’ intersecting
identities and ensure that services are sensitive and responsive to each identity. For
example, a woman with a disability may also identify as a member of a minority group
or indigenous community; live in a rural area; be a refugee or an internally displaced
person; or identify as lesbian, gay, bisexual, transgender, or intersex (LGBTI).%%4

Guidelines for Action: Capacity Building

1. Develop the capacity of both rights holders (women and young persons with disabilities)
and duty bearers (service providers and support staff).

® Rights holders: Support women and young persons with disabilities to understand and
enforce their rights through targeted capacity-development programmes. Such
programmes generally fall into three categories: (1) programming developed for women
and young persons with disabilities to improve their knowledge and understanding of
their rights and available services; (2) ongoing feedback and engagement between
women and young persons with disabilities and service providers and support staff; and
(3) leadership and empowerment programmes for women and young persons with
disabilities.

o Establish support groups and peer-to-peer networks led and structured by women
and young persons with disabilities coupled with ongoing support, as needed.

o Make spaces for capacity development safe for and inclusive of women and young
persons with disabilities from a variety of backgrounds and identities.

o Involve both people with and without disabilities in age- and gender-appropriate
capacity-development programmes, 1% and engage allies, such as caregivers and
family members, in such programmes.

o Develop programmes that make space for varying communication and engagement
styles, recognizing that participation looks different for everyone. For example, a
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service recipient with an intellectual disability may require more time to provide
feedback or alternative communication formats. Programmes should be built to
allow the space and flexibility for different forms of participation.1%

Create multiple trainings tailored for the audience’s disability-related needs to
effectively relay pertinent information.

Offer ongoing training and mentorship programmes for women and young persons
with disabilities to serve and be supported as leaders, service providers, support
staff, and advisers.

® Duty bearers: Deliver comprehensive training programmes for service providers and
support staff about disability inclusion, including the needs and experiences of women
and young persons with disabilities, accessibility mechanisms and techniques, and

reasonable accommodations.

O

107

Ensure that training programmes address all different forms of disabilities and
associated accessibility needs and offer specific actionable guidance.

Make training and supportive supervision an ongoing job requirement. Offer
continuing education to assist service providers and support staff, e.g. in developing
additional and relevant communication skills.

For service provider roles requiring a certificate or degree, such as a medical degree,
create curricular programmes that teach students about providing services to
persons with disabilities. Programmes must focus on skill development and practical
experience and not be limited to concepts of disability inclusivity.

Involve instructors with a disability whenever possible, as doing so both increases
the effectiveness of the training and contributes to the shift in power dynamics that
otherwise might contribute to stigma and discrimination.

Offer experiential learning opportunities for service providers and support staff that
allow them to build confidence in providing services to persons with disabilities.

Humanitarian Emergencies—Developing the Capacity of Duty Bearers
During Emergencies

Given the increased barriers, vulnerabilities, and demands for services experienced by persons
with disabilities during humanitarian emergencies, it is essential to make sure that service
providers and support staff understand their duty to provide services to women and young
persons with disabilities and that they know how to do this.

Key guidance for humanitarian actors on gender-mainstreaming, including collection of
disability disaggregated data, is available in the ‘Inter-Agency Standing Committee (IASC), The
Gender Handbook for Humanitarian Action.’1%
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Specific guidance on disability inclusion in the humanitarian emergency setting includes the
following (service providers and support staff in non-emergency settings may also find this
guidance illuminating):

e Ensure all actors involved in humanitarian emergencies have received disability-awareness
training that emphasizes their responsibility to provide services to persons with
disabilities. 0

® Implement compulsory human rights trainings for members of the armed forces, including
disability-inclusive sexual and GBV prevention and response.*?

® Train SRHR and GBV service providers and support staff in emergency settings on how to
offer inclusive SRHR and GBV services in emergency settings.

® Build capacity for disability inclusion by increasing understanding and recognition of the
needs of survivors with disabilities, providing social and economic empowerment
opportunities for women and young persons with disabilities and their caregivers to increase
independence and create peer networks, and promoting and recognizing women with
disabilities as leaders.

For more important guidance on building capacity, review ‘l See That It Is Possible’: Building
capacity for disability inclusion in GBV programs in humanitarian settings (May 2015)*'* and
Strengthening the Role of Women with Disabilities in Humanitarian Action: A Facilitator’s
Guide (February, 2017).112

Guidelines for Action: Programme Delivery

1. Integrate services for women and young persons with disabilities into mainstream service
provision. Service providers must take care not to place total responsibility to serve women
and young persons with disabilities on service providers specializing in serving persons with
disabilities; ensuring that services are accessible is an obligation of all service providers and
support staff. Service providers and support staff lacking experience or training to serve
persons with disabilities should look to disability inclusive service providers for their
expertise and guidance.

2. Strengthen the capacity of case coordinators—individuals responsible for helping service
recipients to navigate within and across particular service area systems—to assist women
and young persons with disabilities to address any barriers they encounter. This is
particularly important during humanitarian emergencies. A designated coordinator should
be knowledgeable about the barriers to services experienced by women and young persons
with disabilities, the range of service options, and how to communicate and build trust with
a client. It is essential that coordinators understand and implement supported decision-
making and implement safeguards so that the case coordinator position does not become a
substituted decision-making mechanism in practice.

3. Ensure that women and young persons with disabilities are not excluded from eligibility
criteria because their experiences are not captured in the criteria. For example, GBV
services should not exclude women and young persons with disabilities because they rely
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on a definition of GBV that does not encompass violence by caregivers or GBV experienced
by boys and men.

Guidelines for Action: Available Services

1. Make sure that services are available in sufficient quantity and quality to all women and
young persons with disabilities regardless of the person’s disability, place of residence,
nationality, ethnicity, caste, class, migrant or refugee status, indigenous status, age, religion,
language and level of literacy, sexual orientation or gender identity, marital status, or any
other characteristic.

Note on low-resource settings: When allocating limited resources, service providers and
support staff must ensure that the needs of women and young persons with disabilities are
prioritized equally with the needs of service recipients without disabilities. Service providers
should work with women and young persons with disabilities to develop creative and low-
cost solutions to ensure that, to the extent services are available, women and young
persons with disabilities have equal access as their peers without disabilities.

2. Develop services tailored to reach women and young persons with disabilities living in
isolation in institutional settings, camps, nursing or group homes, family residences or who
are homeless. For example, develop accessible GBV know-your-rights resources and
reporting hotlines or programmes designed to increase family member’s understanding and
acceptance of the SRHR needs of women and young persons since many family members
act as the gatekeepers for services.

» Example: The Women’s Refugee Commission and the International Rescue Committee
piloted and evaluated actions to promote disability inclusion in GBV programming. In
Ethiopia, traditional “coffee discussions” were being used as a vehicle for conversations
about GBV and the available services in the refugee community. Women with
disabilities and their caregivers volunteered to host coffee discussions in their homes,
inviting other women who lived near them to join the activity. Thus, women with
disabilities who were isolated in their homes had the opportunity to learn more about
gender-based violence and to strengthen protective peer networks within their
neighbourhoods.

“We have hosted coffee discussions in our home, right here. This has brought people
closer to us. When they come to the home, we discuss many things, things that are
really important, but they also have a chance to see that we are good parents even
though we are a bit different. Now, people understand us better, they even come to say
hello and see how we are. It makes me feel safer having neighbours that | know now”.
—Seida Ibrahim (refugee woman with disabilities).**3

3. Make services available to women and young persons with disabilities living in remote and
rural areas.'!*

® Base services in the community wherever possible and ensure services are accessible.

® Conduct mobile outreach services for isolated areas where women and young persons
with disabilities reside, including in institutions and in their homes. Mobile outreach
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services consist of a mobile team of trained service providers and support staff offering
services in traditionally underserved areas.''> Outreach providers and staff can provide
information and various forms of contraceptives, along with referrals and follow-ups.®

o Allow village service providers and support staff to make appointments for women and
young persons with disabilities.

o Where transportation is unavailable, develop creative strategies to assist women and
young persons with disabilities to access services, for example through technology or
trained community members.

® Where resources allow, offer free or subsidized transportation to women and young
persons with disabilities to access services and allowances for personal care attendants.
Advocate for government subsidies.

® Invest in economic empowerment programmes for women and young persons with
disabilities.’'” Help women and young persons with disabilities access vocational
programmes and other necessary livelihood training programmes. Where available,
provide support and access to income-generating opportunities such as seed funding for
business start-ups.*8

Guidelines for Action: Effective Identification of Needs and Referrals

1. Develop effective and supportive inter-agency partnerships focused on improving the
capacity and integration of services to avoid the dilution of funding and resources.
Streamline inter-agency coordination and effective referrals between diverse sectors and
agencies. Inter-agency coordination can take many forms, including referral pathways,
engagement with local disabled people organizations, quality standard operating
procedures, case coordinator programmes.

® Endeavour to coordinate with women- and young persons-led disabled people
organizations and agencies and organizations that prioritize and reflect gender equality.
In humanitarian emergencies, develop relationships with local grassroots disabled
people organizations and advocacy groups to create effective referral networks to
engage migrants, refugees, and displaced persons with disabilities in local self-advocacy
communities. These networks can also help to advocate to the host country government
to improve integration.

® Establish clear protocols and agreements about referral processes with relevant social,
health, and justice sectors.

® When developing referral networks, identify well-defined responsibilities for each
agency and organization in the network.

® Ensure that inter-agency coordination procedures are consistent, known by all service
providers and support staff, and communicated clearly to women and young persons
with disabilities.
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o Develop safeguards to hold service providers and support staff accountable for
providing necessary referrals, where available and appropriate. For example, a checklist
of required identification questions or supervisory oversight.

® Create referral systems that require informed consent to be received before a referral
can be made and include safeguards for a person’s privacy and confidentiality in making
the referral.

e Utilize case coordinators trained to address the needs of women and young persons
with disabilities to ensure a continuum of care across networks.

2. Develop relationships with community-based rehabilitation service providers. Community-
based rehabilitation service providers can be effective resources for sharing knowledge and
resources, as well as linking women and young persons with disabilities to services.
Community-based rehabilitation service providers generally have a good understanding of
the accessibility needs of persons with disabilities in their communities and, in many cases,
have built relationships with women and young persons with disabilities in the community,
which GBV and SRHR service providers can build upon.

» Example: In Ethiopia, Community Based Rehabilitation Network Ethiopia and Light for
the World partnered together on a local pilot project to tailor trainings and activities
about SRHR and rights to the needs of young persons with intellectual disabilities and
their families.'!° Key lessons learned from the project included dismantle taboos
regarding sexuality and persons with disabilities; resolve the service gap through
training field workers; provide practical how-to techniques; involve family members;
and provide trainings to both boys and girls.?°

3. Take measures to identify service recipients with disabilities who have or are experiencing
GBV or SRHR violations. Service provision, particularly in sexual and reproductive health
services, present a valuable point of contact for identifying victims/survivors of violence,
assessing risks, and developing a plan to manage and mitigate risks.??

e Providers and staff must be trained on how to provide first-line support.??? It is essential
that routine GBV or SRHR violation screenings only be conducted when service
providers and support staff have robust training and effective referral networks in place
or else providers and staff risk causing additional trauma to a victim/survivor.
Appropriate and effective referrals must be in place to connect the victim/survivor with
the services they need immediately.

o Develop specific identification guidelines for providers and staff to use when identifying
someone facing a safety risk, including for situations where the survivor is dependent on
the perpetrator.'?® Providers and staff must also be trained in safety planning and

mitigating any risk to the woman or young person that an identification may create.?*

® Establish consistent and coordinated identification procedures and inter-agency
coordination.

® Promote the establishment of spaces where women and young persons with disabilities
can feel safe and supported.

29



® Respect the confidentiality and privacy rights of women and young persons with
disabilities.

Guidelines for Action: Accessible Services / Accommodations

1. Offer reasonable accommodations whenever needed. An accommodation, often referred to
as a “reasonable accommodation” conveys “necessary and appropriate modification and
adjustments not imposing a disproportionate or undue burden, where needed in a
particular case, to ensure to persons with disabilities the enjoyment or exercise on an equal
basis with others of all human rights and fundamental freedoms”.'?> Accommodations are
fundamental to ensuring that persons with disabilities can access and use services on an
equal basis as persons without disabilities. The form of accommodation a person requires or
prefers should be directed by the person with the disability.

2. As much as economic resources allow, offer assistive technology (AT). Assistive devices and
technology usage is a form of reasonable accommodation. The purpose of AT is to sustain
or improve a person’s functioning level and independence to enable that person to better
engage in their life and improve their health and well-being generally.?® For example,
communication access real-time translation (CART) technology, is an important type of AT
for literate Deaf people. To better understand AT and how to prioritize investment in
products, refer to the World Health Organization’s ‘Priority Assistive Products List’.'%’

3. Develop identification policies and procedures to identify a woman’s or young person’s
reasonable accommodation needs:

® Create an accessible form or identification process to identify a person’s audio, visual,
sensory, physical, or comprehension needs. Ensure that there are streamlined and swift
procedures to accommodate a person’s needs once identified.

® Conduct this identification in advance of the person’s first visit to avoid the person
making a potentially difficult trip only to discover the accommodation they require is
unavailable.

® Adapt appointment schedules. For example, women and young persons with disabilities
may require the following accommodations:

o Longer appointment periods.'?8

o After-hours appointments.1?®

o Special timing of appointments.3°
o Combined appointments.

® Track service provider training levels and capabilities to ensure that providers with the
requisite skills are available or assigned to the service recipient who requires that skill.
For example, if a person requires sign language to communicate, they should be
scheduled with the provider who knows sign language.

30



Guidelines for Action: Acceptable Services

1. Design services to respect a service recipient’s dignity and be responsive to the different
ways in which individuals experience services on the basis of their age, disability, gender,
socio-economic status, and cultural differences.

» Example: How service providers and support staff can design services to respect a
service recipient’s dignity:

Structure service provision to recognize the women or young person with a disability
as the expert on their adaptation needs and to empower them to direct their
treatment and ask for assistance when necessary.

Train all providers and staff to respect the will and preference of women and young
persons with disabilities. Ensure that mechanisms are in place for women and young
persons with disabilities to be able to safely report disrespectful services (i.e.,
without fear of retaliation, victimisation, or harm).

Service providers and support staff must speak directly to the woman or young
person with a disability and not to the person’s accompanying family member or
caregiver.

When a person with a physical disability requires a physical exam, providers and
staff must allow the person with the disability to direct the transfer to the
examination bed and their body’s positioning during the exam.

If a pelvic exam needs to be conducted by the service provider, an assistant always
should be present in the exam room during the exam.

What is dignity?

A person’s dignity is fundamentally linked with their human rights and
fundamental freedoms. The International Conference on Population and
Development Programme of Action says dignity “includes far more than the
meeting of basic needs; it includes the right to education; to full participation
in social, economic and political life; to freedom of information; to be free from
discrimination and violence; to security of residence as well as freedom of
human mobility; it requires that individuals be provided access to
opportunities to build and renew their capabilities across the life course.
Dignity includes the foundational human right to sexual and reproductive
health and the freedoms to choose whom to love, whether and when to have
children, and the guarantee that sex and reproduction are a source of human
happiness and can be engaged in without fear of illness or a risk to health.
These entitlements and freedoms are a precondition for a thriving, inclusive
society, composed of resilient individuals who can innovate and adapt, and
ensure a shared and vibrant future for all persons”.3!
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1. Prioritize safety, particularly for women and young persons receiving GBV services. For
example, do not make the address of a shelter publicly available or send follow-up letters or
calls to a person’s home address or phone unless given informed consent to do so.

2. Allocate sufficient economic and human resources for all programmes to ensure services
are available, accessible, acceptable, and of good quality for women and young persons
with all forms of disability. This includes funding for ancillary costs such as transportation,
accessible materials distributed in advance, and interpreters.'3?

Guidelines for Action: Quality Services

1. Guarantee that services offered to women and young persons with disabilities are of good
guality and equal to those offered to persons without disabilities. Ensure that services are:

® evidence-based;!33

e scientifically approved and appropriate;3
e medically appropriate; 13°

e culturally appropriate;3®

® consistent with human rights;*3’
e comprehensive; 138

® and include a full range of modern service options paired with accurate information
about those options and the individual’s rights relating to those options.*3?

2. Make sure that services, information and goods offered are consistent with modern medical
ethics and sensitive to an individual’s disability, culture, gender, and age.%°

Guidelines for Action: Rights-Based Services

1. Implement programme and policy safeguards to ensure that all services are only provided
on a voluntary basis with the free and informed consent of the woman or young person
with a disability, including for disclosure of information.

® Establish a code of ethics, for acquiring informed consent and exchange of information.

® Offer reasonable accommodations and supported decision-making for women and
young persons with disabilities who require such assistance. This should be done rather
than relying on guardians for substituted decision-making. Deliver supported decision-
making services in a way that protects the woman or young person’s privacy.

® Allow extra time for appointments, where required. The process of obtaining informed
consent may at times be difficult and time-consuming, particularly where a person’s
disability requires alternative forms of communication or information to be relayed
repeatedly, but such difficulties do not absolve service providers and support staff from
meeting these criteria.
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® Establish procedures and policies that reflect and respect the underlying principles and

rights associated with legal capacity, even in situations where the service recipient has
been deprived of the right to legal capacity (such as in guardianship systems).

For more information on acquiring informed consent, see Equal Recognition Before the
Law (Section 1.2).

2. Train and support service providers and support staff at all levels (from programme
directors to secretarial staff) to fully understand the legal rights of women and young
persons with disabilities in their community, with emphasis on how legal capacity relates to
informed consent, privacy, confidentiality, and guardianship.

® Training must include how a determination that a person cannot provide informed

consent is to be reached after all available reasonable accommodations and supported
decision-making tools have been utilized without success. Explore resources that assist
service providers and support staff to better understand the informed consent process
for adults with disabilities:

o The Surrey Place Centre and the Vanderbilt Kennedy Center for Excellence in
Developmental Disabilities have developed and made available key resources for
service providers on how to provide quality healthcare for adults with intellectual and
developmental disabilities. The web portal includes information to help service
providers understand informed consent and a downloadable informed consent
checklist. 4

o The Women’s Refugee Commission and International Rescue Committee developed
guidance for GBV service providers on the informed consent process for adult
victims/survivors with disabilities, which includes useful guidance for practitioners,
including a flow chart to help providers work through obtaining informed consent.
The tool was developed for humanitarian contexts but is useful in all contexts.#2

Create safeguards to maintain and guarantee service recipient’s confidentiality.

At the reception area, ensure that service recipients have an option to state the reason
for their visit privately.

If a person arrives with a companion, ask the person with the disability in a private
setting whether they wish to waive their confidentiality by having their companion join
them while they receive services (even if the person is less than 18 years old). Do not
rely on companions to interpret for service recipients with disabilities. Ensure that this
process is completed with sensitivity and is directed by the person with the disability.
Being separated from a companion may cause the person anxiety.

Ensure the ability of the service provider and/or support staff to understand and speak
the language of the service recipient (e.g., sign language) to further safeguard the
recipient's confidentiality.

Implement procedural safeguards to maintain information privacy.

Offer private consultative spaces. In low-resource settings where no private room exists,
consider designating a part of the facility or an outdoor patio as a private area or placing
a stick or barrier in a location that separates the reception area from the service area.
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Obtain releases to share a person’s private information, including for referrals to other
services.

Guidelines for Action: Data Collection and Monitoring

1.

Collect disaggregated data on a broad range of barriers and experiences affecting service
provision for women and young persons with disabilities. Consistent and precise collection
of data about the services provided to women and young persons with disabilities is critical
in supporting continuous improvement and access of services.

Adapt existing data collection mechanismes, if available and appropriate.

Develop mapping tools to better engage persons with disabilities by understanding their
needs, age, disabilities, risks, and other important data points.

Disaggregate data by a range of relevant factors, including types of disability, sex and
gender, age, socio-economic status and other intersecting factors affecting accessing
and use of services.*

Ensure that each programmatic target relating to women and young persons with
disabilities has correlating data collection to measure success in meeting each target.

Obtain consent for collecting data and maintain confidentiality and privacy, especially
for medical information and for people under guardianship.

Establish a secure system for data collection, recording, and storage.

Implement a coordinated mechanism for regular data review and analysis.

Implement an effective and accessible complaints mechanism to collect ongoing feedback
about the programme and facility.'** Ensure that service recipients can safely report
complaints in a variety of formats (e.g. writing, verbally, anonymously).

Develop effective monitoring mechanisms, including mechanisms that can hold service
providers and support staff to account.

Create indicators that track women and young person’s engagement with GBV and
SRHR services.

Establish specific and manageable benchmarks to monitor and evaluate progress in
service delivery.

Ensure that monitoring and accountability mechanisms are independent and accessible
to women and young persons with disabilities.

Systemically monitor the situation of persons with disabilities in humanitarian
emergencies as well.1* Ensure that women and young persons with disabilities are
included in standard needs assessments conducted post emergency, such as the post-
disaster needs assessment.
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2.4 Facilities

Ensuring that services are user-friendly for women and young persons with all forms of
disabilities is fundamental to guaranteeing that a GBV or SRHR service is disability-inclusive
both in theory and in practice. Physical, social, economic, and cultural accessibility are crucial
components of meeting this need,*® and the following actions are critical to ensuring that
services are accessible to women and young persons with disabilities:

Guidelines for Action: Identifying Barriers

1.

Conduct an accessibility audit with women and young persons with different types of
disabilities to identify the physical, sensory, information, and communication barriers and
adaptations needed.*” Solicit input from persons with disabilities prior to new construction
or renovations. 48

» Example: In the United States of America, the Safety First Initiative developed an
Accessibility and Responsiveness Review Tool to provide GBV service providers and
support staff with a framework to think about how to make their services inclusive,
trauma-informed, and responsive, along with a Scoring Tool to assess current and
ongoing services.#

» Example: The International Organization for Standardization’s ‘ISO 21542:2011 Building
Construction—Accessibility and usability of the built environment’ standards are a
useful tool for assessing the accessibility of a service provider location. This publication
contains standard requirements and recommendations for constructing accessible
buildings and can be used where there are no national or local standards for physical
accessibility. There is a fee to access the document.*°

Identify and eliminate obstacles and barriers to services that women and young persons
face.’! The preferred form of access should be directed and chosen by the woman or
young person with the disability.

Use and understand new technologies that can increase accessibility, for example digital
communication boards.

Guidelines for Action: Physical Accessibility

1.

Ensure that services are physically accessible. This means that all components essential to
the delivery of services, including buildings, classrooms, courtrooms, health service facilities
and medical equipment, can be used regardless of the form of a person’s disability or
assistive equipment. Ensure that a location is physically accessible through the following
steps:

e Utilize universal designs as much as possible. Universal design means “the design of
products, environments, programmes, and services to be usable by all people, to the
greatest extent possible, without the need for adaptation or specialized design, and this

should include bathroom facilities, shelters and other facilities”.1>?
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e |dentify and remedy structural and architectural barriers both inside and outside of the
service provider facility. Examples of important considerations include: >3

o Arethere barriers to entering the facility or to accessing different floors of the
facility, such as uneven pathways, narrow entrances, or stairs?

o Are the doors wide enough? Light enough to push? Do they use a lever door handle
and not a knob? Are they automated?

o Are counters low enough to accommodate someone in a wheelchair?
o Are there wheelchair-accessible bathrooms available and in working condition?

o Is there sufficient room in examination or labour and delivery rooms for a
wheelchair to turn around?

® Ensure the accessibility of facility furniture and equipment, such as hospital beds and
exam tables.

» Example: The Adaptive Design Association is a useful resource for low-cost adaptive
designs. The organization’s mission is to “ensure that people with disabilities receive the
custom adaptations they need to live healthy lives and fulfil their developmental,
academic, and vocational potential, and to promote education, inclusion, widespread
replication, and social justice”.?>* One of the ways they do this is through a free online
video library which has numerous instructional videos on how adaptive designs can be
created out of low-cost materials, such as cardboard.>

® Design facilities to support a range of accessibility needs, including, e.g. allowing service
animals to accompany service recipients; appropriate medicine storage; charging
stations for electronic assistive devices; sufficient space in bedrooms, hallways, and
bathrooms; handrails; and stable, height-adjustable beds and examination and delivery
tables).

2. Ensure, as much as possible, that services can be easily reached. Offer services in the
community, through home visits, or near to reliable and accessible public transport or
subsidized private transport.>®

3. Enhance telephone, email, and other remote access to services, as appropriate, to facilitate
access to remote services for people who cannot reach facilities for in-person attention.
® Ensure that alternative phone formats are available (e.g. teletypewriter (TTY), video).
e Allow renewal of prescriptions over the telephone.>’

e Offer information and services through email and online chats.

|
Humanitarian Emergencies—Physical Accessibility

During humanitarian emergencies, women and young persons with disabilities have the same
physical needs as they do during non-emergency periods. However, humanitarian
emergencies can create new and unique considerations for physical accessibility:
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1. Ensure that humanitarian infrastructures are developed taking the increased vulnerability
of women and young persons with disabilities during humanitarian emergencies into
account. A person’s disability can increase a persons’ vulnerability to sexual and GBV
when navigating an emergency services environment. For example, locations to receive
supplies of food and water may be far from a woman’s shelter, or bathrooms in refugee
camps may be located far away from a person’s home. These increase a person’s
vulnerability to sexual assault, especially at night, and if a person’s disability impairs the
speed at which they can move, this can further increase their vulnerability. Design
services and service facilities to effectively prevent sexual and gender-based violence.
Techniques for doing so include locks on bathroom doors and engaging women and young
persons with disabilities in camp leadership to offer input on services design.>®

2. Offer mobile services that can reach isolated women and young persons with disabilities
who are unable to travel to access services. Particularly during emergencies, persons with
all forms of disability face greater barriers to travelling to services because transportation
services are unavailable, caregivers have competing obligations or are no longer present,
or the physical environment is no longer navigable due to environmental damage. For
example, mobile courts can facilitate access to justice for displaced persons,>° while
mobile health clinics and/or outreach services can provide needed health services.®°

3. Utilize universal design when developing displaced person camp layouts and services.
Resources such as the International Federation of Red Cross and Red Crescent Societies’
‘All Under One Roof: Disability-inclusive shelter and settlements in emergencies’, offer
important guidance for how service providers and support staff can address barriers
which prevent persons with disabilities from accessing services during emergencies. 6!

Guidelines for Action: Sensory Accessibility

1. Ensure accessibility for people with sensory disabilities. Sensory disabilities affect a person’s
sight, hearing, smell, touch, taste, communication, or spatial awareness. A woman or a
young person may have one or more of these disabilities and at various levels. What
accommodation and the extent of the accommodation a person requires depends on the
person. To ensure that a facility is accessible to a person with a sensory disability, the
following are some examples of recommended actions:

Make the environment scent-free, as much as possible.6?

Use non-fluorescent lighting.163

Offer a variety of seating options (e.g. padded, arm rests).1%4

Have fidget and stress relief toys available (e.g. stress balls, games, stuffed animals,
fidget spinners).1%°

® Reduce noise in the environment, particularly loud acoustics or excessive background
H 166
noise.

Offer a decompression and relaxation room for people requiring a sensory break. ¢’
Have food and water available.
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Reduce long wait times. 68

Offer breaks during long exams or appointments.

Guidelines for Action: Information and Communication Accessibility

1. Ensure information and communication accessibility. This means that a person with a
disability must be able to seek, receive, and impart information in a manner suited to their
communication needs.

Guarantee that information and communication is available in the following accessible
formats, where needed:

o Braille;

O Llarge print;

o Audio;

o Digital formats, compatible with screen readers;

o Sign language with an interpreter of a preferred gender (e.g. International sign
language, American sign language);

o Captioning;

o Simplified formats (e.g. plain language, easy read);

o Pictorial guides;

o0 Local language interpretation.

Offer a menu of hardware options or devices that users may have access to during their
visit. The devices available will affect the provision of different accessible formats.
Devices may include, for example, simple mobile phones, smartphones, tablets,
computers, DAISY players, or Victor Readers.

Make available in accessible formats information about:

Fundamental rights;

Available services;

Instructions for services;

Confidentiality and privacy rights;
Informed consent;

Complaint and feedback procedures;
Accountability mechanisms and processes;

0O O 0O O 0 O O O

Public information and awareness campaigns.
Distribute digital information materials ahead of appointments or information sessions.

Hire an onsite dedicated support person to assist persons with disabilities when they
come to their appointments from entry and up until the time they leave.

Never use a family member or caregiver as a translator for a person with a disability,
unless clear free and informed consent is given by the person with the disability in
private in advance.
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® Establish appropriate safeguards to address circumstances where consent and
confidentiality are at risk for women and young persons with disabilities, such as during
translation or sign language interpretation.

Accessible Information, Education and Communication

Persons with disabilities have a right to access all information relating to GBV and SRHR
programmes on an equal basis with others. GBV and SRHR messages should be communicated
in multiple formats and incorporate different dissemination methods. The Women’s Refugee
Commission and International Rescue Committee’s ‘Tool on Accessible Information, Education
and Communication Materials’ suggests using the following simple questions to identify
appropriate adaptations or targeted approaches to ensure your information reaches people
with different types of disabilities. This guidance was developed for the humanitarian
emergency context but is applicable in all contexts.

1. Who will be able to understand this information in its current form?
2. Who won’t be able to understand this information in its current form?

3. How does the information reflect the needs of different people in the community? Will
persons with disabilities and their caregivers see themselves and their experiences reflected
in the images?

4. What do persons with disabilities think about the information, education and
communication materials? Do they have any advice or feedback? While it is helpful to have
their advice and guidance before you start, it is also important to take the finished materials
back to persons with disabilities and their caregivers and ask them to review, critique and
comment, then make adjustments accordingly.

For more information, including guidance on dissemination plans, please see: Tool 7: Accessible
information, education and communication (IEC) materials.'®°

Guidelines for Action: Economic Accessibility

1. Ensure that services are economically accessible. This means that information, goods, and
services must be affordable.

® Schedule after-hours appointments to prevent people having to miss work to receive
services.’°

® Assist women and young persons with disabilities with accessing income assistance and
other social protection programmes.1’!

® Where possible, offer free, subsidized, or sliding-scale fees for services and medicines or
equipment. If a person receives a reduced fee, ensure that this information remains
private.’?
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Do not assume people have access to transportation, internet, a computer, etc. 173

During humanitarian emergencies, the need for economic accessibility becomes even
more acute for everyone, but especially for women and young persons with disabilities.
Women and young persons are often cut off from public assistance or caregivers upon
which they are economically reliant, increasing their vulnerability. With the substantial
economic demands on governments and service providers during and after an
emergency, funding for accommodations for services, interpreters, and other
accommodations for women and young persons with disabilities can be scarce and not
prioritized. Policymakers as well as local and national politicians must ensure that
sufficient funding is allotted in national emergency plans to disability-related services
and accessibility and that funding is prioritized and utilized effectively throughout an
emergency or in extremely low-resource settings.

Starting Point—Guidelines for Service Providers and Support Staff
Working with Women and Young Persons with Various Disabilities

Women and Young Persons with Physical Disabilities:

Do not assume because of the person’s physical disability that the service recipient also

has a mental disability.1”*

Sit at eye level with service recipient when possible.'”>

Do not move any crutches, sticks, walkers, or wheelchairs without the person’s
permission or without arranging for their return.7®

Do not lean on or touch a wheelchair without permission from the person who uses the
wheelchair.?”’

Take directions from the person with the disability on how to conduct a transfer to an
examination bed or machine.”®

Women and Young Persons with Sensory Disabilities:

For a woman or young person who is blind or has difficulty seeing:

For a woman or young person who is Deaf or hard of hearing:1”°
Make sure you have the person’s attention before speaking.°

If the service recipient is not facing you, touch the person gently on the shoulder.®!
Do not shout or exaggerate your speech.®?

Look directly at the service recipient, and do not cover your mouth.8

Ascertain and document as soon as possible the person’s preferred method of
communication. 8

Use slow and clear speech to aid lip-reading for those who require it. 8>

Have an on-call or pre-arranged CART translator or sign language interpreter. 18

187

Do not touch the person before announcing yourself.
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Do not think the service recipient cannot see you at all.*8

Speak in your normal voice.®

Allow the person’s service animal to accompany them at all times.

Do not take away a cane or other mobility tool from the service recipient at any time.1%
Say goodbye before walking away or leaving.'*!

Have large print, audio, or Braille-formatted information for those who require it. 1°2

Provide information in digital formats in advance for a person to read with a screen-
reader before their appointment.

Use visual and technical aids for those who require them. *°3

For a person who does not speak clearly: 1%

Do not assume because a service recipient’s speech is slow or difficult to understand

that the person has any difficulties learning or understanding.®®
Ask the person to repeat anything you do not understand.*®®

Ask questions the person can answer by “yes” or “no”. ¥’

Let the person take as much time as needed to explain their problem.%®

Be patient.1%®

Women and Young Persons with Intellectual Disabilities:

Use simple words and short sentences.?%°

Repeat instructions and important information in various ways, utilizing different
learning tools to help the service recipient understand (e.g. anatomically correct models
or dolls, role-play scenarios).

Offer the person simple instructions and information guides to take home with them for
reference (e.g. plain language, easy read, pictorial guides, video instructions).

Be patient.?!
Do not treat the person like a child. 292

Provide the service recipient with a phone number or way to contact the provider again
with follow-up questions.

Women and Young Persons with Psychosocial Disabilities:

Emphasize and take steps to foster and develop trust between yourself and the service
recipient. 203

Offer training for all providers, staff, and family members to increase acceptance,
change attitudes, and foster trust. 2

Improve communication between GBV and SRHR service providers and mental

healthcare service providers.2%

Offer support groups. 2%

Ensure that you and all support staff always treat service recipients with respect and
acknowledge their strengths. 207
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e Offer information and referrals about supported decision-making mechanisms and a
healthcare proxy, if available. A person designates a healthcare proxy to make
healthcare decisions for them when they are unable to make decisions for themselves; it
is a mechanism to ensure that a person’s wishes are followed.
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Chapter 3: Gender-Based Violence Services for Women and
Young Persons with Disabilities

3.1 Background

Gender-based violence (GBV) takes several forms—physical, emotional, psychological, sexual,
economic. GBV is an umbrella term referring to acts of violence “perpetrated against a person’s
will and that is based on socially ascribed (i.e. gender) differences between males and females.
The term ‘gender-based violence’ is primarily used to underscore the fact that structural,
gender-based power differentials between males and females around the world place females
at risk for multiple forms of violence. As agreed in the Declaration on the Elimination of
Violence against Women (1993), this includes acts that inflict physical, mental or sexual harm or
suffering, threats of such acts, coercion and other deprivations of liberty, whether occurring in
public or in private life. The term is also used by some actors to describe some forms of sexual
violence against males and/or targeted violence against LGBTI populations, in these cases when
referencing violence related to gender-inequitable norms of masculinity and/or norms of
gender identity”.2% Indeed, despite commonly held perceptions to the contrary, men and boys
can also be victims/survivors of GBV.2%°

Women and young persons with disabilities experience the same forms of GBV as individuals
without disabilities. Women and young persons with disabilities also experience unique forms
of GBV as a result of their disability, such as sexual abuse by a caregiver; withholding of
medication or an assistive device; purposefully substandard care; denial of necessities like food,
toileting, or grooming; control of sensory devices; financial control; restriction of
communication devices; ‘virgin rape’; early or forced marriage; forced or coerced medical
procedures, such as forced sterilization, contraception, or abortion; and enforced isolation.
Service providers and support staff must commit to understanding the unique ways that
women and young persons with different disabilities experience GBV. This understanding is a
critical first step to being able to adapt and develop programmes that effectively serve women
and young persons with disabilities.

210

Increased Risk

Studies show that three per cent of persons with disabilities report having experienced violence
within the past year, this percentage increases substantially for persons with mental
disabilities.?!! Persons with disabilities are three times more likely to experience physical
violence, sexual violence, and emotional violence than persons without disabilities.?*> Women
with disabilities in particular are up to 10 times more likely to experience sexual violence.?3
Boys and men with disabilities are twice as likely as boys and men without disabilities to be
sexually abused in their lifetime.?* In fact, estimates suggest that 40 per cent to 68 per cent of
young women with disabilities will experience sexual violence before the age of 18,2 while 16
per cent to 30 per cent of young men with disabilities will experience sexual violence before the
age of 18.%%6 Similarly, UNICEF has found that children with disabilities are 1.7 times more at
risk of violence than their peers without disabilities.?!” Where a disability affects the individual’s
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ability to communicate, the risk of violence may be even higher, as abusers can take advantage
of the person’s inability to disclose the abuse.?'® Children with intellectual disabilities, for
example, are almost five times more likely to be subjected to sexual violence than non-disabled
children.?%® Reasons for these higher rates of violence include stigma, discrimination, negative
traditional beliefs, lack of support (including respite care) for caregivers, lack of knowledge
about disability, increased vulnerability due to care needs, dependence, and impunity.?2°

Women with disabilities are also more likely to experience poverty and isolation than men with
disabilities or persons without disabilities, even in countries with a higher standard of living.?%*
This can increase their vulnerability to economic violence and exacerbate financial barriers to
leaving violent situations and accessing services.

GBV-related risks increase during humanitarian emergencies,??? especially for women and
young persons with disabilities,??®> due to changes to gender roles, family stress, misperceptions
about the capacity of persons with disabilities, loss of community support networks and
protection mechanisms, increased social isolation, poverty and lack of income, and
environmental barriers.?%

Service Provision

Despite the prevalence of GBV experienced by women and young persons with disabilities, GBV
laws and policies seldom reflect the unique forms of violence experienced by women and
young persons with disabilities within the legal definition of GBV. For example, violence
committed by caregivers or against adolescent boys and young men with disabilities. As a
result, eligibility criteria for GBV services may exclude women and young persons with
disabilities, perpetrators of these types of violence may not be held accountable, and
prevention services targeting persons with disabilities may be underfunded.

The guidelines in this section are organized according to the distinct but inter-connected stages
of intervention and services required by a woman or young person with a disability who is at
risk of or is experiencing GBV. Services must meet the immediate emotional and psychological
health needs, immediate physical health needs, ongoing safety needs, and ongoing support and
mental-health needs of GBV victims/survivors.22> To ensure a continuum of care for women and
young persons with disabilities across all GBV service areas, each of these service-area
subsections should be read in conjunction with the other subsections.

Victim/Survivor Terminology

The term victim/survivor is used to indicate a person who has experienced or is currently
experiencing GBV. There has been debate about the use of the terms victim and survivor. The
UN Secretary-General’s ‘In-Depth Study on Violence Against Women’ explains that for some,
“the term ‘victim’ should be avoided because it implies passivity, weakness and inherent
vulnerability and fails to recognize the reality of women’s resilience and agency. For others,
the term ‘survivor’ is problematic because it denies the sense of victimization experienced by
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women who have been the target of violent crime”.?%¢ Out of respect for an individual’s
preferred terminology, both terms are used throughout these Guidelines.

3.2 GBV Human Rights Framework

It is well established that GBV is a form of gender-based discrimination that violates
fundamental rights, including: 2%’

® The right to be free from GBV, protected in the Convention on the Rights of Persons with
Disabilities (CRPD),??8 Convention on the Elimination of All Forms of Discrimination against
Women (CEDAW),2%° and Convention on the Rights of the Child (CRC).2%°

® The right to physical and psychological recovery, rehabilitation, and social reintegration of
victims of violence, abuse, or exploitation, protected in the CRPD?3! and the CRC.?3?

® The right to equality and non-discrimination, protected in the International Covenant on
Civil and Political Rights (ICCPR),?33 the International Covenant on Economic, Social, and
Cultural Rights (ICESCR),?34 CRPD, 23> and CEDAW.%3¢

e The right to life, protected in the ICCPR,?3” CRPD,?38 and the CRC.%*°

® Theright to be free from torture and other cruel, inhuman or degrading treatment or
punishment, protected in the ICCPR,?%° the Convention against Torture and other Cruel,
Inhuman, and Degrading Treatment or Punishment (CAT),?*! the CRPD,?*? and the CRC.2#

e The right to liberty and security of the person, protected in the ICCPR?** and the CRPD.%%

® The right to consent to marriage and to equal rights within marriage, protected in the
ICCPR,2%¢ the ICESCR,%*” CEDAW,?*¢ and the CRPD.?*

o Theright to be free from practices that harm women and young persons with disabilities,
protected in CRPD,%°° CEDAW,?>! and CRC.?%?

e The right to equality before the law and access to justice, protected in the ICCPR?>3 and
CRPD.%*

e The right to an adequate standard of living and social protection, protected in the ICESCR?>>®
and CRPD.?>¢

® The right to protection and safety for persons with disabilities in situations of risk, including
humanitarian emergencies, protected in the CRPD.%>’

States have specific obligations under international human rights law to prevent, protect
against, investigate, punish, and redress GBV—obligations that are collectively referred to as a
State’s due diligence obligations.?>® An essential component of this obligation is to establish
comprehensive laws and policies to prevent and punish GBV.%>°

The Committee on the Elimination of Discrimination Against Women urges States to take a
number of steps to address GBV, including:
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o Criminalizing all forms of GBV in all spheres (public and private) and ensuring that laws
addressing sexual assault encompass marital rape, acquaintance and date rape, and other
scenarios where consent is not freely given.2®°

® Repealing “laws that prevent or deter women from reporting GBV, such as guardianship
laws that deprive women of legal capacity or restrict the ability of women with disabilities

to testify in court”.252

o Taking measures to prevent GBV, including, for example, by addressing the root causes of
such violence (such as patriarchal stereotypes) and conducting awareness-raising
campaigns.26?

e Providing appropriate protection and support services to victims/survivors.?%3

o Taking all legal and other measures to provide effective protection against GBV, including
legal, preventive, and protective measures.?%

The Committee on the Rights of Persons with Disabilities has reiterated the obligation of States
to exercise due diligence with respect to the rights of women with disabilities to be free from
exploitation, violence, and abuse, especially given their heightened risk of such violations.2%°
The Committee on the Rights of the Child has explained that as part of the obligation to protect
children from all forms of violence, States must “create more opportunities for scaling up
institutional programmes on prevention and rehabilitation, and the social reintegration of
adolescent victims” 26 and calls for participation of adolescents in the development of these
programmes and strategies.2®”

Humanitarian Emergencies—Key Concept: GBV Standards

Ensure that minimum standards are followed for all services offered and provided to women
and young persons with disabilities. International agencies have developed comprehensive
gender equality?®® and minimum standards for GBV services during emergencies,?®® but these
guidelines are not tailored for persons with disabilities. Service providers and support staff
should work with women and young persons with disabilities to understand how to implement
these standards with the adaptations and accommodations required by women and young
persons with disabilities.

Minimum Standards for Prevention and Response to Gender-Based Violence in
Emergencies?’®

The following are minimum standards developed by UNFPA to address the heightened risk of
GBV during emergency situations, such as natural disasters, or conflict situations, especially for
women and girls:

1. Participation: Communities, including women and [young persons with disabilities], are
engaged as active partners to end GBV and promote survivors’ access to services.

2. National Systems: Actions to prevent, mitigate and respond to GBV in emergencies
strengthen national systems and build local capacities.
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10.

11.

12.

13.

14.

15.

16.

17.

Positive Gender & Social Norms: Emergency preparedness, prevention and response
programming promotes positive social and gender norms to address GBV.

Collecting & Using Data: Quality, disaggregated, gender-sensitive data on the nature and
scope of GBV and on the availability and accessibility of services informs programming,
policy, and advocacy.

Healthcare: GBV survivors, including women [and young persons with disabilities] access
quality, life-saving healthcare services, with an emphasis on clinical management of rape
and [sexual violence].

Mental Health & Psychosocial Support: GBV survivors access quality mental health and
psychosocial support focused on healing, empowerment, and recovery.

Safety & Security: Safety and security measures are in place to prevent and mitigate GBV
and protect survivors.

Justice & Legal Aid: The legal and justice sectors protect survivors’ rights and support their
access to justice, consistent with international standards.

Dignity Kits: Culturally relevant dignity kits are distributed to affected populations to reduce
vulnerability and connect women and [young persons with disabilities] to information and
support services.

Socio-Economic Empowerment: Women and [young persons with disabilities] access
livelihood support to mitigate the risk of GBV, and survivors access socio-economic support
as part of a multisector response.

Referral Systems: Referral systems are established to connect women [and young persons
with disabilities] to appropriate multisector GBV prevention and response services in a
timely and safe manner.

Mainstreaming: GBV risk mitigation and survivor support are integrated across
humanitarian sectors at every stage of the programme cycle.

Preparedness & Assessment: Potential GBV risks and vulnerable groups are identified
through quality gender- [and disability-] sensitive assessments, and risk-mitigation
measures are put in place before the onset of an emergency.

Coordination: Coordination results in effective action to mitigate and prevent GBV and
promote survivors’ access to multisector services.

Advocacy & Communication: Coordinated advocacy and communication lead to increased
funding and changes in policies and practices that mitigate the risk of GBV, promote
resilience of women and [young persons with disabilities] and encourage a protective
environment for all.

Monitoring & Evaluation: Objective information, collected ethically and safely, is used to
improve the quality and accountability of GBV programmes.

Human Resources: Qualified, competent, skilled staff are rapidly recruited and deployed to
design, coordinate and/or implement programmes to prevent and respond to GBV in
emergencies, [and such recruitment efforts should include reaching out to applicants with
disabilities].
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18. Resource Mobilization: Dedicated financial resources are mobilized in a timely manner to
prevent, mitigate and respond to GBV in emergencies.?’*

Inter-Agency Standing Committee’s ‘Guidelines for Integrating Gender-Based
Violence Interventions in Humanitarian Action’: Protection.?”2

The following is a sample of some of the Inter-Agency Standing Committee’s (IASC) essential
actions for GBV protection. Readers should refer to the Protection chapter of the IASC
guidelines for further important details.

“Integrate GBV prevention and mitigation into protection-monitoring activities, and support the
development of community-based production strategies.

® When conducting protection monitoring, consider the broad protection factors that may
exacerbate the risks of GBV in the particular setting (e.g. displacement; closeness to armed
forces or international borders; unsafe routes for firewood and water collection, to work,
or to school; safety issues for those who remain in the home; distribution times and
locations of food and non-food items; overcrowded camps, dwellings, shelters,
apartments; family separation; placement of water and sanitation facilities; access to
documentation; etc.).

® \Wherever possible, include a GBV specialist or at least one protection staff member who
has GBV expertise. This is especially important when undertaking any protection
monitoring that specifically examines GBV issues or incidents. Ensure protection-
monitoring processes adhere to guiding principles related to GBV.

® Support community-based strategies for monitoring high-risk areas. Combine a targeted,
proactive presence around specific high-risk areas with a more widespread and mobile
presence that gives protected people and potential violators a sense that someone is
always around. Tactics might include:

o Community watch programmes or security groups
o Security patrols

o Regular and frequent field visits by protection monitors to assess GBV-related concerns
in communities (camps, villages, etc.), where security allows”.?3

3.3 GBV Prevention for Women and Young Persons with Disabilities

3.3.1 Issue Overview

Preventing GBV before it happens is essential to combating GBV and is a core component of a
State’s due diligence obligation. GBV prevention requires both high-level policy and
community-based interventions. GBV prevention programmes for women and young persons
with disabilities include advocating for laws, policies, and awareness-raising campaigns aimed
at preventing GBV against women and young persons with disabilities and dismantling harmful
stereotypes and practices that contribute to such violence; educational programmes about the
right to be free from GBV, how to recognize such violence, and how to report it; and
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identification of GBV victims/survivors.?’* Other measures include initiatives to strengthen
economic independence, supported decision-making regimes, and other forms of autonomy for
women and young persons with disabilities, as well as initiatives to support, educate, and
provide respite care for their families and other caregivers. Effective prevention campaigns also
address the root causes of GBV against women and young persons with disabilities, including
gender inequality, discrimination on the basis of both gender and disability, and lack of
adequate and disability- and gender- sensitive social protection and social support services for
persons with disabilities and their families.

3.3.2 Guidelines on Rights-Based GBV Prevention

The key considerations enumerated here identify common issues and barriers to preventing
GBV against women and young persons with disabilities. The subsequent guidelines for action
offer guidance for ensuring that GBV prevention programmes are available, accessible,
acceptable and of good quality for women and young persons with disabilities. These guidelines
for action build on the Foundational Guidelines for Action identified in Chapter 2 and are not
exhaustive but provide a starting point for developing disability-inclusive services and
programmes.

Key Considerations

® Due to prejudice, lack of knowledge about the nature of the violence experienced by persons
with disabilities, and an absence of promising practices, awareness-raising campaigns around
GBV seldom address violence against women and young persons with disabilities. Moreover,
GBV campaigns are rarely designed and delivered in an accessible manner to reach women
and young persons with disabilities.

e Women and young persons with disabilities are often excluded from educational
programmes that address healthy relationships, GBV, and other fundamental aspects of
prevention, denying them the opportunity to learn how to develop healthy relationships,
understand what constitutes appropriate touch, and how to avoid, recognize, and report
instances of exploitation, violence, and abuse. This exclusion places women and young
persons with disabilities at greater risk of violence and enables perpetrators to target
persons with disabilities with impunity.

® Lack of accessible prevention initiatives can keep women and young persons with disabilities
from being screened for, recognizing, or reporting GBV. GBV prevention programmes for
persons with disabilities are underfunded, limiting the efficacy of and access to critical
programmes for women and young persons with disabilities who are at risk of GBV.

® Poverty and economic dependence can exacerbate the risk of violence for women and young
persons with disabilities.

® Male survivors of sexual violence are less likely than women and girls to disclose assaults,
with the result that such violence is "vastly under-represented" in official statistics.2”>
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Guidelines for Action: Availability

1. Create effective GBV trainings about the rights of women and young persons with
disabilities and how to report violence and abuse. These trainings and associated

educational materials should be tailored for women and young persons with disabilities.?”®

» Example: Human Rights Watch produced an easy read guide to assist persons with
intellectual and learning disabilities better understand what to do if they experience
GBV. The guide is titled “What to Do if Someone Hurts You or Does Bad Things to You:
Information about Gender-Based Violence for People with Disabilities’.?”’

2. Produce SRHR programmes to help women and young persons with disabilities develop life
skills and understand their SRHR. The right to health extends beyond healthcare to the
underlying determinants of SRHR, which include effective protection from GBV.?’® For more
information, see Comprehensive Sexuality Education for Women and Young Persons
with Disabilities (Section 4.5).

» Example: The DisAbled Women’s Network (DAWN) and Canadian Association of
Community Living (CACL) created a workshop series for persons with disabilities and
their families titled ‘Our Right to be Safe! Building Safe Communities for People with
Disabilities and Deaf People’. The workshop series offers practical guidance through
interactive workshops on violence prevention and services for persons with disabilities.
The workshop for persons with disabilities covers forms of abuse and assists participants
with developing a safety plan and identifying their accessibility needs. The workshop for
service providers is about the nature, impact, and barriers to seeking assistance that
persons with disabilities face to assist with dismantling these barriers.?”°

3. Develop programmes to reduce the isolation of women and young persons with disabilities,
to connect them with services, and to make persons with disabilities more visible in their
communities.?®

» Examples: Some good practices include disability-sensitive GBV identification
procedures; accessible women-, child-, adolescent-, and youth-friendly hotlines; text
emergency services; a global hotline; inclusive education programmes; accessible
housing programmes; a legal framework that allows children to access services without
parental consent; and free or subsidized transportation.

4. Create programmes to promote safe, stable and nurturing relationships between persons
with disabilities and their family, romantic partners, community members, and caregivers.

» Example: The Cambodian ‘Challenging Discrimination Against Women with Disabilities:
A Community Toolkit’ offers a good example of a resource that service providers and
support staff can use to promote inclusion and support of women with disabilities in
their communities relating to GBV. 28!

Guidelines for Action: Accessibility

1. Ensure that prevention programmes target isolated settings to provide information about
GBV rights and how to report violence to the most vulnerable women and young persons
with disabilities (e.g. people in institutions and isolated group homes, indigenous women
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and young persons, rural women and young persons, LGBTI individuals, and refugees and
internally displaced persons).

Develop volunteer-led, community-based education and training programmes on
preventing, recognizing, and responding to GBV as a low-cost alternative to more
formalized education programmes.

Guidelines for Action: Acceptability

1.

Invest in educating and training service providers and support staff who encounter women
and young persons with disabilities, especially healthcare workers, school officials, and
social workers. Offer detailed guidance on how to detect and report violence against
women and young persons with disabilities,?8? including sexual violence directed at males,
as well as training on the rights of and risks for women and young persons with
disabilities.?®3

Develop accessible public information campaigns that address the rights of children,?8
women,?® and persons with disabilities,?2® as well as the vulnerability of women and young
persons with disabilities to GBV,?8” women’s role in society,?®® and information about
available services.?8°

Create programmes for families of persons with disabilities that improve the care and

support they provide for their family member with a disability. For example, assistance

programmes such as caretaker trainings, counselling, financial assistance, and respite
290

care.

Guidelines for Action: Quality

1.

Ensure that public information and awareness-raising campaigns address the forms and
manifestations of violence against women and young persons with disabilities, sexual
harassment, and available services. Engage the health sector in developing these
campaigns.?*?

» Example: The ‘Toolkit on Eliminating Violence Against Women and Girls with
Disabilities in Fiji’ was developed in partnership with multiple disabled persons
organizations to provide detailed guidance on effective trainings designed to eliminate
violence against women and girls with disabilities. The toolkit includes training sections
on human rights generally, disability, gender, violence against women, and planning for
inclusion. Useful appendixes include sample evaluation forms to a sample survey to
assess gender bias.?°?

Ensure that awareness-raising campaigns address GBV against boys and young men with
disabilities to combat misperceptions that boys and men are not victims of GBV.

Develop identification procedures to determine whether service recipients qualify for
poverty-reduction schemes or other support programmes or provide appropriate support or
referrals to apply for such programmes.
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4. Distribute information and develop programming aimed at reducing the available and
harmful use and access to alcohol, guns, knives, and pesticides.?*® Each has been identified
as a risk factor for GBV.

5. Design services and facilities for displaced populations and humanitarian emergency
services to effectively prevent sexual and gender-based violence during humanitarian
emergencies.

3.3.3 Indicators

The following are illustrative of indicators useful to monitor and evaluate progress in the
provision of GBV prevention programmes. This is not an exhaustive list, but rather lists
examples that demonstrate the level of specificity, subjects, and form that indicators should
take. Service providers should tailor the indicators to fit their programme settings and levels,
including by specifying at which level and by whom indicator data should be collected.

® GBV public awareness campaigns include GBV against persons with disabilities.

® GBV information material is available in a variety of accessible formats to disseminate
information about rights and prevention services.

3.4 Health Services for GBV Victims/Survivors with Disabilities

3.4.1 Issue Overview

Health service providers and support staff are key to “secondary prevention—aimed at
stopping or minimizing GBV —through screening for GBV, to identify women and [young
persons] experiencing GBV and provide the needed support and referrals to prevent additional
occurrences. Health services also undertake tertiary prevention: treatment and harm reduction
for those women and [young persons] with severe injuries and health consequences from GBV.
Many primary-prevention strategies are either community-based with direct face-to-face
educational interventions or involve mass media campaigns”.?°* Women and young persons
with disabilities who are victims/survivors of GBV have a right to access quality health services
generally, including as an essential component of their physical and psychological recovery.

Important health services for GBV victim/survivors include: identification procedures for
victims/survivors of GBV; first-line support to respond to the immediate emotional, physical,
safety and support needs of victims/survivors of GBV with disabilities; care of injuries and
urgent medical issues; sexual assault exam and care for victims/survivors of sexual violence
(including access to emergency contraception to prevent unintended pregnancy, post-exposure
prophylaxis to prevent HIV and other sexually transmitted infections, and abortion services
where it is not against the law); mental health assessments and referrals for follow-up
psychosocial care; and documentation of violence for medico-legal evidence.

52



3.4.2 Providing Rights-Based Health Services for GBV Victims/Survivors
with Disabilities

The key considerations enumerated here identify common barriers to accessing health services
by women and young persons with disabilities who are victims/survivors of GBV. The guidelines
for action offer guidance for ensuring that rights-based health services tailored to the specific
needs and experiences of GBV victims/survivors with disabilities are available, accessible,
acceptable, and of good quality. These guidelines for action build on the Foundational
Guidelines for Action identified in Chapter 2 and are not exhaustive but provide a starting point
for developing disability-inclusive services and programmes.

Key Considerations

Lack of clear and disability-sensitive laws, regulations, and protocols for accessing
emergency contraception, abortion (where legal), and post-exposure prophylaxis for
victims/survivors of sexual violence can result in unintended pregnancy and sexually
transmitted infections going untested and untreated, resulting in further health problems.

Provider misconception that persons with disabilities are not sexually active may result in
the failure to identify GBV victim/survivors.?%

lll-informed and disrespectful care in GBV health services can traumatize a victim/survivor.

Failure to identify a need for or to respond to a request for GBV health services can result in
GBV occurring for a prolonged period, expose victims/survivors to an increased risk of
unintended pregnancy and sexually transmitted infections, and further traumatize a
victim/survivor.

Exclusion of women and young persons with disabilities from public health information
campaigns about GBV and SRHR due to a variety of factors, including stereotypes, isolation,
and inaccessible formats.

Denial of access to essential counselling for women and young persons with disabilities as
needed to make decisions around urgent healthcare follow up, including emergency
contraception, abortion (where legal), and STl testing and prophylactic treatment. This can
lead some service providers and support staff to feel uncomfortable when treating women
and girls with disabilities and limit the overall quality and effectiveness of care.?®®

Inaccessible intake forms and other communication barriers that prevent service providers
and support staff from accurately identifying sexual and GBV and assessing the health needs
and risks for GBV victims/survivors with disabilities.

During emergencies, some service providers and support staff may conclude that women
and young persons with intellectual disabilities lack the capacity to benefit from services.
Thus, services are not developed or offered to women and young persons with intellectual
disabilities, despite their documented need.
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Guidelines for Action: Availability

1.

Create education programmes for family members, partners, and caregivers, who may act
as gatekeepers to essential services, to help them better understand the importance of
accessing GBV health services.

Ensure accessible emergency medical care is available for women and young persons with
disabilities—including essential medicines (such as emergency contraception and STI
prophylaxis), pregnancy and STl testing, and abortion services, where legal—for free or at a
low cost to victims/survivors of GBV.?°7

Guidelines for Action: Accessibility

1.

Picture guides and other accessible formats tailored for persons with different disabilities,
can be an especially useful resource to prepare women and young persons for medical
exams and procedures.

» Example: The lllinois Imagines’ SANE Picture Guides are good examples of picture
guides that can increase GBV health service accessibility. This collection of picture
guides was developed to assist women with disabilities to better understand the sexual
assault examination process. There are different guides depending on the needs of the
woman and guides for medical staff and advocates to assist a woman with a
disability.?%8

Guidelines for Action: Acceptability

1.

2.

Create—and train all service providers and support staff on—effective and trauma-
informed GBV identification procedures and policies. Medical service providers must
understand their responsibility to identify patients with disabilities experiencing or at risk of
GBV and how to conduct appropriate and trauma-informed identification and referrals.2%°
Stereotypes about women and young persons with disabilities not being GBV victims must
be actively dispelled in training.3% It is particularly important to include male service
providers and support staff in gender sensitization programmes to improve their ability to
identify women and young persons with and without disabilities who have experienced
GBV.3%!

Tailor GBV identification policies to identify the unique types of violence that women and
young persons with disabilities experience. Examples of identification questions include:

® “Is there anything | need to know [about you] to be able to provide the best services
possible?

® Now that | have described our program, (include path of travel to agency, physical
layout of building, various services) do you have any concerns or hesitations about using
our program’s services?

® Does anyone control your communication with others or change what you are trying to
say?
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e Has anyone taken or broken something that you need to be independent? For example,
your cane, walker, wheelchair, respirator, or TTY [teletypewriter]?

® Does anyone have legal control over your money or your decisions? What happens if
you disagree with them about their decisions?

e Does anyone prevent you from using resources and support your need to be
independent? (For example, resources such as vocational services, personal care
attendants, disability agency support person, specialized support personnel for Deaf-
blind services, readers, or interpreters?)”30?

3. Ensure that service providers and support staff are equipped to provide disability- and
gender-sensitive care as the first line of support for the physical, psychological, and
emotional health consequences of GBV, where a person is identified as a victim/survivor.
This includes the skills to provide or give robust referrals to appropriate medical care for
injuries and health consequences of GBV, including STI prophylaxis and emergency
contraception post-rape.33

4. Promulgate widespread accessible community information campaigns to increase
knowledge about health needs for victims/survivors of GBV and the importance of timely
health interventions. Campaigns should feature women and young persons with disabilities
and target them, their families, partners, caregivers, and healthcare practitioners. The
contents of the campaigns must prioritize the forms of abuse most commonly experienced
by persons with disabilities.

Guidelines for Action: Quality

1. Ensure that women and girls with disabilities who are victims/survivors of GBV have access
to medically accurate information and unbiased counselling on the availability of emergency
contraception; STI testing; post-exposure prophylaxis; and abortion services, where legal, in
situations where pregnancy is a result of rape. Counselling should address the pros and cons
of the service, the legal status of abortion for sexual violence victims/survivors, what to
expect if an STI test result comes back positive, and the availability of STI treatment.
Counselling must be accessible, respect patient privacy and confidentiality, and utilize
supported decision-making tools.

2. Establish protocols and guidelines on—and train staff to implement—follow-up visits,
delivery of test results, and referrals. Protocols and guidelines should also address follow-up
procedures for people living in institutional settings.

3. Collect medico-legal evidence. Service providers should be trained on accurate
documentation and reporting of medico-legal evidence; collection of forensic specimens;
providing written evidence; the importance of attending court proceedings; and the legal
process, including how to write a strong statement.3%* Challenges presented by a person’s
disability in collecting evidence is not a sufficient reason to not to collect evidence.

55



3.4.3 Indicators

The following is illustrative of the type of indicators that can be used to monitor and evaluate
progress in the provision of GBV health services for women and young persons with disabilities.
This is not an exhaustive list, but rather one example demonstrating the level of specificity,
subject, and form that indicators for GBV health services should take. Service providers should
tailor indicators to fit their programme settings and levels, including by specifying at which level
and by whom indicator data should be collected.

® Percentage of facilities whose staff are trained to provide the following accommodations for
GBV victims/survivors with disabilities and have essential resources to support these
accommodations:

O “Atip sheet on how to maximize exam accessibility when no accessible exam table is
available.

O Alist of key considerations and guidelines to provide to sign language interpreters
during sexual assault forensic exams.

O A pictorial guide to explain the [sexual assault exam] in simple language.

O Aninstruction guide on how to prioritize details when orienting a [victim/survivor] who

is blind or visually impaired to the exam room”.3%

3.5 Justice and Policing Services for GBV Victims/Survivors with Disabilities

3.5.1 Issue Overview

The concept of access to justice refers to the ability to make use of “the systems, procedures,
information, and locations used in the administration of justice”.3% As used in these Guidelines,
the term ‘justice system’ refers to both formal and informal systems. Access to justice is a
fundamental component of realizing and respecting the rights of women and young persons
with disabilities.3%” For victims/survivors of GBV, this often means unencumbered access to a
range of criminal and civil mechanisms to hold perpetrators accountable and to the justice and
policing services necessary for these mechanisms. Justice and policing services include services
that provide the information and support necessary to facilitate obtaining protection orders;
participation in criminal investigation and prosecution of perpetrators; access to victim
compensation funds and other forms of reparations; removal of guardianship designations; and
access to divorce proceedings. Justice mechanisms can be formal state-sponsored mechanisms
or informal mechanisms such as customary courts or local mediators that may or may not be
connected to the government.

3.5.2 Guidance on Justice and Policing Services

The key considerations in this section identify common barriers that women and young persons
with disabilities face in accessing policing and justice mechanisms. The guidelines for action
provide guidance as to how service providers and support staff can promote greater access to
justice for women and young persons with disabilities. These guidelines for action build on the
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Foundational Guidelines for Action identified in Chapter 2 and are not exhaustive but provide a
starting point for developing disability-inclusive services and programmes.
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Key Considerations

Laws and policies, such as those that deny individuals with intellectual disabilities the ability
to testify against their abuser, can directly prevent women and young persons with
disabilities from accessing justice mechanisms.

Many individuals involved in the administration of justice hold stereotypes about and lack
awareness of the rights and experiences of women and young persons with disabilities. For
example, because society generally fails to see women with disabilities as sexual, such
stereotypes may lead judges, juries, law enforcement officers, and others to discount their
testimony and experiences with violence.3%

Judicial systems systematically fail to acknowledge women with disabilities as competent
witnesses or give sufficient credence to their testimony, which is particularly problematic in
cases involving sexual assault or other forms of GBV where the victim/survivor’s testimony
may provide the only evidence against the assailant.3%

Women with cognitive disabilities can have trouble remembering the sequence of events,
which can make them seem less credible as witnesses.31°

Burdensome processes for removing someone as a legal guardian or obtaining a divorce and
cumbersome evidentiary requirements act as barriers for GBV victims/survivors with
disabilities to access justice.

Women and young persons with disabilities, and their caregivers, often lack knowledge
about their rights to and within the justice system.

Information about legal rights is rarely available in accessible formats, which can prevent,
for example, those with intellectual or visual disabilities, from knowing what rights they
have, how to file a complaint or obtain a protective order or understand other justice and
legal processes.

Lack of interpretation or other communication aids throughout the justice system can
prevent women and young persons with disabilities from reporting gender-based violence
or moving a complaint through the justice system. For instance, lack of sign language
interpreters or communication technology may deny women and young persons with
disabilities the ability to report GBV.

Physically inaccessible courthouses, police departments, or legal aid offices and inaccessible
transportation services can prevent women and young persons with disabilities from
accessing justice mechanisms.

Costs associated with hiring an attorney, transportation, filing fees, and medical services, as
well as economic dependence on abusers, create financial barriers to accessing justice.

Family members and caregivers can act as gatekeepers, either facilitating or hindering a
woman or young person with a disability’s access to justice. In communities where there is
considerable stigma around gender-based violence, service providers may find that families
and caregivers act as an even greater barrier.
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Guidelines for Action: Availability

1. Develop programmes to build capacity of the legal profession, including attorneys, judges,
and clerks, on representing and working with victims/survivors of violence with disabilities
in a gender- and disability-sensitive manner and investigating GBV involving a woman or a
young person with a disability. Educate staff at all levels of the justice system about the
rights, experiences, and needs of women and young persons with disabilities to ensure that
complaints made by women and young persons with disabilities are taken seriously.

2. Train law enforcement officers and other emergency personnel, such as emergency-line
operators. Training and guidance for law enforcement is an important role that service
providers can play in breaking down barriers in justice systems for women and young
persons with disabilities. Consider implementing the recommendations in ‘People with
Mental Health and Cognitive Disabilities & Access to the Justice System’ by the Institute
for Research and Development on Inclusion and Society.3!! This literature review identifies
five strategic areas of focus for improving access to justice for people with mental health
and cognitive disabilities:

® Mental health policy framework;
® Police training curriculum;
® Police recruitment process;

e Collaborative programmes, protocols, and guidelines for cross-sectoral information
sharing;

® Education and training for other key sectors, including healthcare, as well as for
individuals and their families.3'2

» Example: Safe Austin in the United States of America developed a training and manual
that provides resources and tools for law enforcement: ‘In My Jurisdiction: Responding
to Crimes Against People with Disabilities, Deaf Individuals, and Older Adults.’3%3

3. Recruit and maintain a list of legal services providers educated about the experiences of
persons with disabilities whose services have low or no cost for women and young persons
with disabilities.

Guidelines for Action: Accessibility

1. Develop accessible and inclusive know your rights programmes for women and young
persons with disabilities, including their rights during court proceedings and how to access
justice and policing mechanisms.

2. Offer programmes that provide necessary supports for women and young persons with
disabilities as they navigate the justice process. For instance, trained social workers can help
women and young persons with disabilities navigate the justice system from the reporting
of gender-based violence through the remedy stages.3!* Ensure that support people or
contextual advisers whom a woman or a young person wishes to join them before, during,
and after court proceedings are permitted.
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» Example: The National Union of Women with Disabilities of Uganda’s paralegal
programme uses well-trained paralegals to increase access to justice for women and
young persons with disabilities. Thirty-two women with disabilities were trained about
the rights of women and girls with disabilities relating to SRHR and GBV. These
paralegals became community role models, offering peer-to-peer support in reporting
violations and conducting the necessary follow-up to ensure justice was achieved and
advocating for systemic change.3%®

3. Develop programmes to increase the comfort of women and young persons with disabilities
during court proceedings, assist victims/survivors in giving testimony, and address
credibility concerns.

» Example: The Sexual Abuse Victim Empowerment (SAVE) programme at Cape Mental
Health in South Africa involves a psychological assessment; court preparation,
comprehensive sexuality education, counselling, and support for the victim/survivor and
their family; a cache of expert witnesses; a referral network within the justice and police
departments; training and awareness-raising among the police and prosecutors; and
training and ongoing support for other stakeholders.31®

4. Advocate for a comprehensive disability access plan for the justice system.3!’ Ensure that
any costs associated with making the justice system accessible to women and young
persons with disabilities are not passed on to them through formal or informal user fees.
This could include costs associated with testifying, such as transportation costs and lost
wages.

» Example: The ‘Brasilia Regulations Regarding Access to Justice for Vulnerable People’
produced by the XIV Ibero-American Judicial Summit, provides guidance on how to
improve access to justice for persons with disabilities and other intersectional
vulnerabilities, such as women and indigenous communities. The document provides
guiding rules and mechanisms for increasing the effectiveness of access to justice rules
and regulations. Sample regulations address access to information, understanding
judicial processes, appearing in court, and protection of privacy. For example, one
sample regulation says: “All necessary measures will be adopted to reduce any
difficulties in communication that affect the understanding of the judicial proceeding in
which a vulnerable person is taking part, guaranteeing that they can understand its

scope and significance”.318

5. Translate justice system forms, information material, and instructions into a range of
accessible formats.

6. Lobby for women and young persons with disabilities to be included in access to justice
initiatives in humanitarian emergency settings, particularly involving sexual and GBV and
disabilities.3%°

7. Educate justice sector stakeholders about physical accessibility adaptations that increase
the comfort and dignity of women and young persons with disabilities engaging with the
justice system, such as ensuring that a witness box is accessible and that a person of short
stature or sitting in a wheelchair can be clearly seen.
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8. Advocate for government-funded legal services, fee waivers, and cost reductions for
women and young persons with disabilities who are unable to afford legal representation or
other fees associated with access to justice.32°

Putting into Practice: The Leonard Cheshire Disability Zimbabwe
Trust— ‘Access to Justice for Girls and Women with Disabilities
Project’.

After identifying significant gaps in reporting among girls and women with disabilities who were
victims/survivors of sexual violence, Leonard Cheshire developed this project to help girls and
women with disabilities realize full enjoyment of their rights and to stop violence against
women. The project was successful in enhancing access to post-violence justice and related
services for women and girls with disabilities, empowering them to access justice and other
services, and increasing attention to their concerns. The following activities were identified as
key to enhancing access:

® Provide logistical support to victims/survivors to access justice and other necessary
post-violence services.

® Facilitate communication and provide technical advice in cases involving women and
girls with disabilities who are victims/survivors.

® Train women and girls with disabilities on violence against women, GBV legal
frameworks and how to report violence.

® Develop community awareness campaigns around access to justice targeting community
leaders, community-based organizations, women and girls with disabilities, caregivers
and the general community.

® Train police on sign language communication.

® Sensitize government stakeholders on disability and violence against women and girls
with disabilities.

e Facilitate formation of support groups.

e Establish a national dialogue on violence against women and girls with disabilities and
their access to services.

e Organize follow-up meetings with mainstream women’s organizations.3?
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Guidelines for Action: Acceptability

1. Develop programmes to increase the capacity and representation of persons with
disabilities in the justice system, including for example, by ensuring that law schools are
accessible to persons with disabilities, incorporating disability law into law school curricula,
and developing law school clinics that work with clients with disabilities. Create
opportunities for postgraduate legal training and professional development on representing
clients with disabilities.3?2

2. Where sexual violence occurs, particularly in humanitarian emergency settings, develop
programmes that support prompt and independent investigations to hold perpetrators
accountable, along with appropriate compensation for the victim/survivor.3?* Where
security forces or public personnel are responsible for the sexual violence, advocate for
such claims to be investigated and prosecuted and for perpetrators to be punished.3?*

Guidelines for Action: Quality

1. Conduct training sessions for members of the justice sector—including lawyers, paralegals,
law enforcement officers, judges, court administrators, correctional facility staff—on the
rights and experiences of women and young persons with disabilities relating to GBV.
Service providers and support staff can offer themselves as resources for justice-sector
professionals unclear on how to communicate with or better serve a woman or a young
person with a disability.

2. Conduct regular evaluations of the extent to which GBV services promote access to justice
for women and young persons with disabilities. When appraising access to justice services,
particularly effective methods include violence safety audits, surveys, focus groups, key
informant interviews, court monitoring, and human rights monitoring.

3.5.3 Indicators

The following are illustrative of indicators that can be used to monitor and evaluate progress in
the provision of rights-based justice and policing services for women and young persons with
disabilities. This is not an exhaustive list, but rather a few examples demonstrating the level of
specificity, subjects, and form that indicators in the justice and policing service provision area
should take. Service providers should tailor the indicators to fit their programme settings and
levels, including by specifying at which level and by whom indicator data should be collected.

® Number of prosecutions for crimes against a woman or young person with a disability.

® Number of prosecutions for crimes against a woman or young person with a disability in
which the victim with a disability testified.

® Percentage of women or young persons with disabilities who know of an organization that
provides legal assistance to GBV victims/survivors.3?

® Number of service provider and support staff who are trained on the types of GBV and
access-to-justice issues that women and young persons with disabilities experience.32®

® Number of supports put in place for persons with disabilities in the justice system.
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3.6 Social Services—Protection Services for GBV Victims/Survivors with
Disabilities

3.6.1 Issue Overview

Access to protection services is an essential component of the right to be free from gender-
based violence3?” and a core component of a State’s due diligence obligations to prevent,
protect against, investigate, punish, and provide redress for GBV.3%8 Protection services are
essential to help GBV victims/survivors to break the cycle of violence and to safeguard them
from experiencing further violence. Essential protection services include: crisis information and
counselling (including safety planning); crisis centres; help lines; emergency housing and other
safe residences; material and financial aid; and emergency protective orders.32° Similar to
prevention services, protection services must also include measures to strengthen economic
independence, supported decision-making regimes, and other forms of autonomy for women
and young persons both with and without disabilities.33° Due to communication, information,
physical, and other barriers, women and young persons with disabilities are often excluded
from these essential protection services, undermining their right to be free from GBV.

3.6.2 Guidelines for Providing Rights-Based Protection Services for
Victims/Survivors of GBV with Disabilities

The key considerations enumerated here identify common barriers to accessing protection
services by women and young persons with disabilities who are victims/survivors of GBV. The
guidelines for action offer guidance for ensuring that rights-based protection services are
tailored to the specific needs and experiences of GBV victims/survivors with disabilities, and are
available, accessible, acceptable, and of good quality for women and young persons with
disabilities. These guidelines for action build on the Foundational Guidelines for Action
identified in Chapter 2 and are not exhaustive but provide a starting point for developing
disability-inclusive services and programmes.

This section addresses protection programmes and measures directed at immediate social
services required by a woman or young person with a disability who has experienced GBV.
Longer-term social services are addressed in section 3.7, which discusses rehabilitation
services. This division has been made for organizational purposes with recognition that the
need for many of these programmes and services will be overlapping.

Key Considerations

® Discriminatory laws, regulations, and policies that fail to protect the autonomy and legal
capacity of women and young persons with disabilities can deter them from seeking GBV
protection services. For example, women or young persons with disabilities may fear
leaving their abuser or seeking protection services for fear of loss of custody of their
children.33!

e Economic dependence, dependence on caregiving, and fear of institutionalization can all
deter women and young persons with disabilities from reporting violence by caregivers or
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intimate partners and can prevent them from seeking GBV protection services. They may
fear losing necessary care if they lack funds to hire alternative care33? or institutionalization
in situations where the perpetrator owns the home.333

Women and young persons with disabilities who leave violent or abusive situations may
also lose access to assistive devices or supports, which can be prohibitively expensive to
replace.

Women and young persons with disabilities encounter stereotypes and bias from service
providers and support staff who do not recognize that they are at risk of violence or do not
view them as rights-holders.33*

Eligibility requirements for certain protection services, such as emergency shelters, may
exclude women and young persons with disabilities. For instance, a shelter may not
recognize certain forms of violence such as violence at the hands of a caregiver or not offer
accommodations for victims/survivors with disabilities or women with children with
disabilities.

Service providers and support staff—including social workers, medical providers, crisis
centre or hotline staff—lack necessary training on providing information about GBV and
GBV services to women and young persons with disabilities. Isolation and lack of
information in accessible formats further prevents women and young persons with
disabilities from obtaining information about GBV services.33°

Women and young persons with disabilities do not have access to information or education
about their rights to be free from GBV, how to recognize forms of GBV, and how to access
protective services.

Lack of data and information about the violence women and young persons with disabilities
experience in their homes prevents the development of targeted services.

Communication barriers are often particularly acute for people with sensory and intellectual
disabilities and present barriers to reporting violence and receiving crisis counselling, safety
planning, and other protection services.33¢

Women and young persons with disabilities from indigenous, migrant, or linguistic minority
communities face intersectional communication challenges and increased risk of
violence.3%’

Physical barriers—such as lack of accessible transportation to services or inaccessible
furniture or kitchen facilities in emergency shelters—can deny women and young persons
with disabilities access to essential protection services.338

Shortages of accessible emergency GBV shelters and available beds for women and young
persons with disabilities are widespread.3*° These challenges can be further exacerbated for
certain groups of persons with disabilities:

O GBV shelters and services for boys and young men with disabilities rarely exist, in part
due to the misperceptions that men and boys are not victims/survivors of GBV or that
funding for such services would reduce funding for female victim/survivors.
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O Women and young persons with psychosocial disabilities can face exclusion from GBV
shelters and other services due to a perception that they may be dangerous or
disruptive in a communal setting.

® Shelters sometimes fail to provide reasonable accommodations for a person’s mobility and
sensory devices, medicines, and other necessary accommodations.

Guidelines for Action: Availability

1. Evaluate the eligibility criteria to receive services or enter the shelter to ensure that services
are available to women and young persons with disabilities and that the eligibility criteria
are reflective of the forms of violence that women and young persons with disabilities
experience. This includes ensuring that services are also available to women without
disabilities who require services and have a child with a disability who will also use the
services.

» Example: ‘More than Just a Ramp: A Guide for Women’s Refuges to Develop Disability
Discrimination Act Action Plans’ developed by Women with Disabilities Australia offers
useful instructions to service providers and support staff on developing a plan for action
to increase availability of services to women with disabilities. The process involves
identification of barriers for women and children with disabilities seeking refuge and
strategies for eliminating those barriers. The guide also includes instructions on how to
conduct monitoring and evaluation following implementation of the plan. The guide
offers the following ten steps for writing an action plan: (1) Develop a good working
group; (2) Familiarize yourself with the barriers in your service; (3) Consult and involve
women with disabilities; (4) Educate your organization about local disability rights
legislation; (5) Ensure that you are well supported; (6) Develop strategies; (7) Resource
the action plan; (8) Negotiate with the relevant government departments; (9)
Determine responsibility; and (10) Evaluate.34°

2. Ensure that safety planning services are available from trained professionals.

» Example: Project CARE in the United States of America developed a guide for advocates
on safety planning for persons with disabilities that includes questions and information
about accommodations during the safety-planning process.3*!

Guidelines for Action: Accessibility

1. Develop crisis hotlines that allow for alternative forms of communication, including, for
example, texting or other written formats for people with hearing related disabilities.

2. Develop initiatives to inform women and young persons with disabilities about how to
report violence and access protection services. Resources should be available in various
accessible formats and accompanied by training programmes.

» Example: In Croatia, the government and civil society published an SOS address book for
women with disabilities with contact information for GBV service providers.34?
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3.

Ensure that shelters include accessible rooms for various disability-related needs and
devices. Similarly, available recreational activities and resources such as phones and
bathrooms must be accessible.

Where resources allow, offer free or low-cost assistive devices to reduce isolation and to
replace devices lost in fleeing an abusive situation.

Guidelines for Action: Acceptability

1.

Ensure that protection service staff are sensitive and educated about the intersectional and
intercultural needs and experiences of women and young persons with disabilities from a
variety of backgrounds. This is particularly important for shelter service providers and
support staff.

Create information materials for all shelter residents that explains what personal care
services are available, details available accommodations for persons with disabilities, lists
persons with disabilities as part of any diversity statement, and limits the use of scents and
fragrances to accommodate people with a chemical sensitivity.343

Guidelines for Action: Quality

1.

Train service providers and support staff on how to recognize signs of GBV against women
and young persons with disabilities, particularly relating to a caregiver. Training
programmes should directly address power dynamics between persons with disabilities and
caregivers.

3.6.3 Indicators

The following are illustrative of indicators that can be used to monitor and evaluate progress in
the provision of rights-based GBV protection services for women and young persons with
disabilities. This is not an exhaustive list, but rather a few examples demonstrating the level of
specificity, subjects, and form that indicators for GBV protection services should take. Service
providers should tailor the indicators to fit their programme settings and levels, including by
specifying at which level and by whom indicator data should be collected.

Number of women and young persons with disabilities that can be accommodated in the
shelter or other safe residence (disaggregated by gender, age, and type of disability).

Agency provides a variety of accessible methods of communication, including:
O An accessible website;

O Anin-house videophone that can be used for communication between staff and service
recipients who are Deaf or hard of hearing;

O Atelephone for people who have low vision;

O A dedicated line answered by a staff member for receiving text messages from service
recipients.34
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® Emergency shelter agency has a handbook for residents of its shelter that addresses use of
scents and fragrances, clearly explains personal care services staff may provide, offers
flexibility for persons with disabilities, and lists persons with disabilities as part of any
statement about respecting diversity.34

3.7 Social Services—Rehabilitation Services for GBV Victims/Survivors
with Disabilities

3.7.1 Issue Overview

The right of women and young persons with disabilities to be free from GBV encompasses a
right to comprehensive rehabilitation services.34¢ Rehabilitation services are essential to the
psychological and social recovery of GBV victims/survivors. Important rehabilitation services
include: mental healthcare; assessment for self-harm, suicide, and other severe consequences
resulting from the experience of GBV; psychosocial support and counselling; necessary
referrals, including to physical health services; and appropriate social reintegration services,
such as assistance with recovering or replacing identity documents; women-centred support;
children’s services for any child affected by violence; community information, education and
outreach; and assistance towards economic independence, recovery and autonomy.3*

Rehabilitation services are fundamental to the recovery of any victim/survivor, as well as the
right of that victim/survivor to be free from GBV.3*8 This is especially so for women and young
persons with disabilities given that they are more vulnerable to isolation and poverty and
because the caregivers and intimate partners who act as gatekeepers to psychosocial services
are often the perpetrators of GBV against women and young persons with disabilities.
Victims/survivors of all forms of GBV—including intimate partner violence, sexual violence,
psychological or financial abuse, and violence in institutional or medical settings—must have
access to a range of psychosocial rehabilitation services.3%°

Psychosocial Support

The term ‘psychosocial support’ refers to “the inter-connection between psychological and
social processes and the fact that each continually interacts with and influences the other.
...The composite term mental health and psychosocial support (MHPSS) is used to describe
any type of local or outside support that aims to protect or promote psychosocial well-being

and/or prevent or treat mental disorder”.3>0
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3.7.2 Providing Rights-Based Rehabilitation Services for GBV
Victims/Survivors with Disabilities

The key considerations enumerated here identify common barriers to comprehensive
rehabilitation services faced by women and young persons with disabilities who are
victims/survivors of GBV. The guidelines for action offer guidance for ensuring that rights-based
rehabilitation services tailored to the specific needs and experiences of GBV victims/survivors
with disabilities are available, accessible, acceptable, and of good quality for women and young
persons with disabilities. These guidelines for action build on the Foundational Guidelines for
Action identified in Chapter 2 and are not exhaustive but provide a starting point for developing
disability-inclusive services and programmes.

Section 3.6 addressed immediate social services required by a woman or young person with a
disability who is experiencing or has experienced GBV, while this section addresses long-term
rehabilitation services. This division is for organizational purposes with recognition that many of
these programmes and services overlap for those with both immediate and long-term needs.

Key Considerations

® Laws and policies that mandate participation in psychosocial recovery programmes or that
make benefits conditional, such as conditioning economic support on meeting job-seeking
requirements or only providing immigration support to GBV victims/survivors who
cooperate in prosecutions against their abuser, can deter women and young persons with
disabilities from seeking or adhering to recovery programmes.

® While pursuing access to justice can have a rehabilitative effect for some GBV
victims/survivors, navigating legal processes can potentially result in secondary trauma,
particularly for victims/survivors with disabilities who may face additional barriers to justice.

® Rehabilitation services often do not offer the requisite sensitivity towards and
understanding of the needs of victims/survivors with disabilities. Insensitive or
discriminatory services can directly or indirectly result in additional trauma.

e Women and young persons with disabilities are often unable to access rehabilitative
services, even where available, because information about such services is not accessible.

® Service providers, support staff, or family members are often unfamiliar with the
rehabilitative needs of women and young persons with disabilities, thus key referrals are
not made. For example, a doctor treating a woman with an intellectual disability who has
been sexually assaulted may not refer that woman to counselling services because of a
mistaken belief that she would not benefit from counselling.

e The trauma resulting from GBV can make navigating rehabilitative services a challenge for
any victim/survivor. Disabilities increase already substantial barriers to services and can
prevent women and young persons from accessing services at all.

® Psychological services are among the most critical rehabilitation services. Yet women and
young persons with communication or intellectual disabilities are regularly excluded from
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such services due to communication barriers. There is also little guidance or training for
mental healthcare service providers in this area.

Effective rehabilitation services require multiple visits over a sustained period, and this can
present a major barrier to women and young persons with disabilities, who often live in
poverty and may live in an area without accessible transportation.

Poverty and economic dependence can often keep women and young persons with
disabilities in a violent situation or force their return. For example, if a woman is
economically dependent on an abusive partner for insurance or funds to pay for vital
medicines, she may feel she has no choice but to return to a violent situation.

Victims/survivors of economic control, a form of GBV whereby an abuser controls the
finances of a woman or young person with disabilities to coerce them into doing things
against their will, may face additional barriers in securing adequate funds to obtain
rehabilitation services.

Victims/survivors with disabilities can often experience diagnostic overshadowing, where
their trauma symptoms are attributed to an already existing disability diagnosis and no
further assessment is conducted to determine if there are issues or symptoms relating to
trauma. Particularly for persons with intellectual and developmental disabilities, service
providers may create a behaviour plan to stop the behaviour rather than exploring whether
the behaviour reflects a trauma. Thus, the person with a disability is punished for their
trauma responses.

Guidelines for Action: Availability

1.

Develop community-based services, including peer-to-peer support groups, which can be
particularly effective for making rehabilitation services available at a low cost and in the
community. Handicraft-making groups, for example, can serve multiple purposes, providing
both economic empowerment and peer support. When promoting these services, ensure
that they are not classified as something for victims/survivors only, as this can be
alienating.3?

Conduct a review of social benefits to identify those that have mandatory or conditional
components that can make them unavailable to women and young persons with disabilities.
Advocate accordingly to make such services available to women and young persons with
disabilities.

Where appropriate, offer individualized and group counselling led by professionals trained
in working with women and young persons with disabilities who have experienced GBV.3>?

Guidelines for Action: Accessibility

1. Create one-stop spaces where women and young persons with disabilities can get

information and receive rehabilitation services in a comfortable setting that feels safe and
supportive.
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2. Develop safe and effective ways to distribute accessible information about rehabilitation
services to women and young persons with disabilities at risk of or experiencing gender-
based violence. Identify specific entry points for young persons with disabilities to learn
about and access rehabilitation services. Adult victims/survivors with and without
disabilities can serve important roles as mentors and advocates for young victims/survivors.

» Example: The lllinois Imagines Project worked with self-advocates to develop the ‘Our
Rights, Right Now: Women with Disabilities and Sexual Violence Education Guide’. The
guide offers a basic overview of sexual violence and rights related to sexuality with
respect to women with disabilities, and then provides guidance, information, and
handouts for facilitating education sessions for women with disabilities on healthy

relationships, healthy sexuality, sexual violence risk reduction, and how to get help.3*3

3. Facilitate access to social services programmes that provide independent caregiving.
Prioritize access to programmes that promote economic independence and control. Also,
assist with access to income assistance and other social protection programmes where
needed.3>

Guidelines for Action: Acceptability

1. Train all service providers, support staff, and programme participants on preventing re-
traumatization, from the receptionist to the peers in a peer-support group. In providing
mental health services, the principle of ‘do no harm’ is paramount. Providers, staff, and
participants must ensure they do not blame the victim/survivor, must listen with
compassion, must not espouse harmful gender or disability norms that belittle the
victim/survivor or normalize GBV, must assess danger, and must assist with safety
planning.3>> Ensure that services are delivered in a way that is compassionate and non-
judgmental and clearly conveys the message that violence is never deserved and that
women and young persons with disabilities have the right to live free of violence.3>®

» Example: The Wisconsin’s Violence Against Women with Disabilities and Deaf Women
Project developed ‘A Practical Guide for Creating Trauma- Informed Disability,
Domestic Violence and Sexual Assault Organization’. The guide covers positive trauma-
informed conditions and values that survivors/victims with disabilities prioritize for
safety and healing.3*?

2. Train mental health service providers on the specific skills required for counselling for
women and young persons with various disabilities, particularly persons with intellectual
disabilities, communication difficulties, or acute mental health disabilities. Training should
include services beyond talk therapy.

3. Create programmes and resources to help a woman or young person with a disability gain
control over their financial assets and separate themselves financially from an abuser who
previously held financial control.

4. Train case coordinators on unpacking specific considerations for women and young persons
with disabilities and good management, advocacy, communication, and other soft skills.
Case coordinators are crucial to helping victims/survivors navigate the different services
available.
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Putting it into Practice: Tools and resources for working with
victims/survivors with disabilities

The Women’s Refugee Commission and the International Rescue Committee’s ‘Building
Capacity for Disability Inclusion in Gender-Based Violence Programming in Humanitarian
Settings: A Toolkit for GBV Practitioners’3>® offers important guidance and practical tools for
GBV case coordinators working with victims/survivors with disabilities. Although these
documents are written for the humanitarian context, they offer useful guidance for service
providers and support staff in all settings, especially low-resource settings.

® Applying guiding principles when working with victims/survivors of disabilities—This tool
has been developed to support GBV case coordinators to uphold a survivor-centred
approach to working with gender-based violence victims/survivors with disabilities. It
summarizes guiding principles for working with GBV victims/survivors and highlights
adaptations relating to communication and caregiver involvement that should be
considered throughout the case-management process.

e Guidance on communicating with persons with disabilities—This tool provides simple tips
and advice for GBV practitioners on interacting and communicating with people with
different types of impairments.

e Informed consent process with adult victims/survivors with disabilities—This tool outlines steps
to take in the informed consent process with adult victims/survivors and strategies to try when
communication methods or understanding and comprehension are difficult to determine.

e Working with caregivers of victims/survivors with disabilities—This tool offers guidance on
how to approach working with caregivers of victims/survivors with disabilities to ensure the
rights of the victim/survivor are respected, and that positive relationships are strengthened.

Guidelines for Action: Quality

1. Ensure that service providers are trained to identify the level and type of harm an incoming
victim/survivor has experienced and assess their capacity to offer the appropriate
rehabilitation services for the level and type of harm suffered. Effective referrals must be
available where a provider cannot offer the level of services required. Develop robust
referral networks to make appropriate referrals.

2. Facilitate and offer support needed to access justice mechanisms. Counsellors and
psychologists should be knowledgeable about these processes and prepared to offer expert
opinions in any judicial proceedings, as needed. For more information, see Justice and
Policing Services (Section 3.5).

3. Where resources allow, ensure that women and young persons with disabilities have access
to a minimum number of support or counselling sessions, recognizing that people with

communication or intellectual disabilities may require additional or extended sessions.3>°
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4. Where possible, offer continued support for holistic recovery for a minimum of six
months. 360

Putting it into Practice: IASC Guidelines on Mental Health and
Psychosocial Support in Emergency Settings

This provides important guidance for both emergency and non-emergency settings on the
provision of quality mental health and psychosocial support. The guidelines visually explain how

service providers and support staff can understand the psychosocial needs of GBV
361

victims/survivors when developing their programming.

Intervention pyramid Mental health care by mental
health specialists (psychiatric nurse,

Specialized psychologist, psychiatrist, etc).
services

Focused Basic mental health care by PHC
noéier:gi';ﬁ;eg";j“"‘)) - doctors. Basic emotional and practical
4 = support by community workers.

: . Activating social networks,

Sl Bl LG communal traditional supports,
and family supports g . .

supportive child-friendly spaces.

o . o Advocacy for basic services that
Social considerations in basic are safe, socially appropriate

services and security

and protect dignity.

The image of a four-level pyramid identifies the service needs of GBV victims/survivors and
provides examples. The base of the pyramid consists of “social considerations in basic services
and security,” and includes the example of “advocacy for basic services that are safe, socially
appropriate, and protect dignity”. The second level consists of “strengthening community and
family supports,” and provides the examples of “activating social networks,” “communal
traditional supports,” and “supportive child-friendly spaces”. The third level consists of
“focused (person-to-person) non-specialized supports,” and includes the examples of “basic
mental health care by (primary health care) doctors”, and “basic emotional and practical
support by community workers”. The fourth level at the point of the pyramid consists of
“specialized services,” and provides the example of “mental health care by mental health

specialists (psychiatric nurse, psychologist, psychiatrist, etc.)”.36?

3.7.3 Indicators

The following are illustrative of indicators that can be used to monitor and evaluate progress in
the provision of rights-based rehabilitation services for women and young persons with
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disabilities. This is not an exhaustive list, but rather a few examples demonstrating the level of
specificity, subjects, and form that indicators for rehabilitation service provision should take.
Service providers should tailor the indicators to appropriately fit their programme settings and
levels, including by specifying at which level and by whom indicator data should be collected.

® Percentage of mental health service providers trained to provide mental health services to
women and young persons with disabilities who have experienced violence.

® Service provider has a standard operating procedure that includes procedures for provision
of rehabilitation services for women and young persons with disabilities.

® Agency’s policies allow sufficient flexibility to promote full participation and meet needs of
victims/survivors of disabilities (e.g., by allowing staff to meet victims/survivors at
accessible locations, allowing non-offending personal assistants to accompany
victims/survivors).363

3.8 GBV Services for Women and Young Persons with Disabilities Living
in Institutional Settings

3.8.1 Issue Overview

Persons with disabilities receive care, services, and support from a variety of institutions.
Women and young persons with disabilities, particularly those with psychosocial or intellectual
disabilities, regularly still live in large institutions, hospitals, or nursing homes. Children with
disabilities are often placed in what are known as ‘custodial facilities’ such as orphanages and
other institutional settings. Others may live in the community but reside in group homes, which
are generally residences administered by a third party with multiple residents. Other
institutions women and young persons with disabilities engage with include day programmes,
youth programmes, and sometimes prisons and jails. This range of institutions share one or
more of the following characteristics: they are certified by the State or a State agency; are
subject to State rules and regulation; are subject to monitoring; are staffed by caregivers
unrelated to the person with a disability; do not give the person with the disability the power to
hire and terminate caregiving staff; and/or restrict the person with the disability’s freedom of
choice and independence while residing in the institution.

Women and young persons with disabilities living in institutions have the same right to be free
from GBV as individuals with and without disabilities living outside of institutions. Yet, persons
with disabilities living in institutions are frequently isolated, increasing their vulnerability to
violence.3®* Women and young persons with intellectual disabilities are particularly at risk. One
report from the European Parliament found that almost 80 per cent of women with disabilities
had been victims of violence, the majority of whom lived in institutions, and that women with
disabilities were up to four times more at risk of sexual violence than their peers without
disabilities.3®® The report also found that for women living in institutions, violence was often
perpetrated by staff and caregivers.3%¢ Given the unique power dynamics and special
circumstances in institutional settings, there are additional human rights obligations to ensure
independent and effective monitoring of these institutions.3¢’
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Children and young persons in alternative care, particularly those with disabilities, are
especially vulnerable to violence.3® Factors that increase this vulnerability include lack of legal
protections, community prejudices against persons with disabilities, lack of research, and
impunity for perpetrators. Increasingly, institutionalization of children with and without
disabilities is being recognized as a human rights violation. UNICEF and other UN agencies have
called for an end to institutionalization of children. The UN Special Rapporteur on Torture
published a report documenting the torture and ill-treatment of children in institutions.3%°

3.8.2 Guidelines on Providing Rights-Based GBV Services for Women and
Young Persons in Institutions

The key considerations enumerated here identify common issues encountered by women and
young persons with disabilities residing in institutional settings. The guidelines for action offer
guidance for ensuring that rights-based services tailored to the specific needs and experiences
of women and young persons with disabilities living in institutions are available, accessible,
acceptable, and of good quality. These guidelines for action build on the Foundational
Guidelines for Action identified in Chapter 2 and are not exhaustive but provide a starting point
for developing disability-inclusive services and programmes.

Key Considerations

® Women and young persons with disabilities who experience violence in institutions may
behave in violent or aggressive ways themselves as a result. Service providers and support
staff who do not associate persons with disabilities as being victims/survivors of GBV may
fail to recognize this as a sign of being a victim/survivor. Thus, violence may go undetected
and institutionalized women and young persons with disabilities excluded from essential
health, justice and policing, protective, and rehabilitative GBV services.

® Policies and certification requirements are not effectively enforced or monitored by
independent bodies, 3’ which means institutions are left to monitor themselves. Given that
most violence in institutions is perpetrated by internal caregivers, inadequate external
independent monitoring can lead to impunity and inaction.

® Monitoring visits and inspections of institutions are generally ineffective at identifying and
responding to violence.3”! This contributes to perpetrator impunity and increases the
isolation of women and young persons experiencing GBV.

® Laws and policies often promote or fail to prevent forced institutionalization of women and
young persons with disabilities.

® Peer-to-peer violence can occur in institutional settings, particularly where there is
overcrowding, or staff are ill-equipped to support a person’s disability.3’2 This violence can
result in both people being traumatized, with neither person receiving the services they
require.

e Institutional staff often lack the time or capacity to educate, recognize, or provide GBV
services or information about gender-based violence to persons with disabilities in
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institutions. This is particularly so for young men with disabilities, because of the lack of
awareness and understanding of GBV against men.

Isolation in institutional settings increases the vulnerability of women and young persons
with disabilities to violence and obstructs access to GBV services.3”3

Certain institutional settings, such as prisons, schools, religious institutions, and armed
services, can introduce young men with and without disabilities to violence, which
perpetuate GBV.

Women and young persons with disabilities in institutions face increased barriers to
communicating the violence they are experiencing because they lack access to a private
phone, do not have the opportunity to be alone or away from a perpetrator who is staff
person at the facility, or are illiterate.3’*

GBV services for women and young persons with disabilities in institutions can face barriers
to funding, as service providers may be fearful of diverting general GBV resources to
specialized services. This is particularly the case relating to services for men.

Guidelines for Action: Availability

1. Develop training and support programmes to empower families and caregivers of women

and young persons with disabilities to care for them in community-based homes or in their
own home to reduce reliance on institutionalization. Diverting institutionalization of
persons with disabilities should be a priority.

Create programmes that support women and young persons with disabilities to build
relationships, friendships, and community-based support networks. In one survey in the UK
of 1,004 people with a range of disabilities, 53 per cent reported feeling lonely, while 6 per
cent reported feeling that they had no friends at all.3’> For the young persons surveyed, 77
per cent reported feeling lonely.3”® Unfortunately, many women and young persons with
disabilities may not have a supportive family who can provide a foundation for their
community-based living, but programmes like these can nurture a support circle of friends.

» Example: The Lao Disabled Women’s Developmental Centre is a non-profit organization
run by and for Lao women with disabilities. Through practical vocational training and
employment opportunities, the women create and sell handicraft products while
continuing to train new students. The centre both empowers women with disabilities
and fosters peer support networks that provide friendship and support.3””

Develop programmes to assist women and young persons with moving out of institutional
settings and into community-based homes. Available services should include mechanisms to
access community-based care and supports to live as independently as possible in the
community and prevent return to institutionalization.3’®

Develop training programmes targeted at women and young persons in institutional
settings to assist them with learning about their rights and about available GBV services.
These trainings should:

® Provide accessible information about the right to be free from GBV, SRHR, and other
fundamental human rights.
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® Provide accessible information about alternatives to institutional settings and services
available to assist a person with finding a community-based home.

o Take place in institutions as much as possible to remove the barrier of transportation
and to educate institutional staff about GBV.

o Offer referral services.

Guidelines for Action: Accessibility

1.

Offer free accessible hotlines available to women and young persons with disabilities living
in institutions. Develop other creative strategies with the assistance of institutionalized or
formerly institutionalized women and young persons with disabilities for how
institutionalized women and young persons can report violence and access services.

As much as possible, offer GBV services that come to women and young persons with
disabilities in institutional settings rather than external services requiring transport.3”®

Guidelines for Action: Acceptability

1.

Schedule regular in-person visits to institutions with service providers trained in a variety of
communication methods.

Incorporate services to prevent forced sterilization or contraception into GBV programmes.
The sterilization of women with disabilities in institutions as a means of covering up sexual
abuse—or preparing for what is viewed as inevitable sexual abuse—has been documented
in institutions around the world.38° GBV service providers and support staff must
understand the scope of this problem and be prepared to provide appropriate services to
institutionalized women with disabilities to screen for and protect against forced
sterilization and forced contraception.

Establish mechanisms that assist woman and young persons with disabilities and their
family members and advocates to meaningfully participate in placement decisions.38!
However, ensure that these programmes include and prioritize community based and
independent living situations.

Advocate for an independent, confidential and accessible complaint mechanism to enable
institutionalized women and young persons with disabilities to register complaints about
GBV in institutions. 382

Guidelines for Action: Quality

1.

Collect data on women and young persons receiving care in institutional settings.38 This
information is critical to improving and designing systems that minimize the risk of violence
and ensure that GBV services reach those who need them.

Develop and administer programmes for institutional service providers and support staff
designed to improve quality of care and reduce the risk of GBV for institutionalized women
and young persons with disabilities. Quality of care is directly linked to the vulnerability of
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4.

6.

women and young persons with disabilities to violence.3®* Training should be conducted in
whole or part by persons with disabilities. Specifically, training should address:

o The intersectional needs and experiences of each individual.
® The risks facing men.
® Alternatives to institutionalization.

Build the capacity of independent monitoring bodies, such as an ombudsperson or a
dedicated oversight agency or organization, to identify GBV among institutionalized women
and young persons with disabilities and to provide services or referrals to GBV
victims/survivors with disabilities. Advocate for quality and transparent State-sponsored
monitoring, as appropriate. Service providers and support staff can look to guidelines such
as the ‘Guidelines for the Alternative Care of Children,” promulgated by the UN General
Assembly for standards for residential care.3®

» Example: In Moldova, the UN Partnership to Promote the Rights of Persons with
Disabilities (UNPRPD) led a project to support the creation of the Office of the
Ombudsperson for Psychiatric Hospitals, an independent complaint mechanism. Tasked
with visiting psychiatric institutions and long-stay mental hospitals to investigate
allegations of mistreatment and forced detention, the ombudsperson received more
than 12,000 complaints from 3,665 people over three years. The ombudsperson is
mandated to carry out regular monitoring visits and has unhindered access to all
patients who want to approach the ombudsperson for a confidential discussion. The
ombudsperson has significantly enhanced access to justice for Moldovans with mental
and intellectual disabilities living in institutions.38

Advocate for behavioural health courts and other specialized courts. Offer training for
officials involved in the justice system to educate officials about alternatives to
institutionalization and incarceration of women and young persons with disabilities.

Engage family members of people in institutions (unless the person with the disability
opposes the involvement of their family member). Services providers and support staff
should offer or refer family members to services to assist them with helping their family
member with a disability navigate the GBV system, as needed and requested.

Assess the laws and policies that contribute to institutionalization and develop strategies to
advocate for legal and policy changes, including advocating as necessary against forced
institutionalization.3®”

3.8.3 Indicators

The following are illustrative of indicators that can be used to monitor and evaluate progress in
the provision of rights-based GBV services for women and young persons with disabilities living
in institutions. This is not an exhaustive list, but rather a few examples demonstrating the level
of specificity, subjects, and form that indicators should take for GBV services in institutional
settings. Service providers should tailor the indicators to fit their programme settings and
levels, including by specifying at which level and by whom indicator data should be collected.

Percentage of women or young persons with disabilities living in community-based homes.
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® Percentage of institutional service providers offering accessible training on the rights of
institutionalized persons every six months. The training includes information about SRHR,
the right to be free from GBV (including explanation of different forms of violence), and
education on healthy sexuality and relationships.

® Percentage of institutional service providers and support staff with resources to help them
provide crisis intervention services when they learn of sexual violence against women and
young persons with disabilities living in the institution.

® Percentage of GBV incidents investigated by a facility-monitoring body and found to be
unsubstantiated and the percentage of GBV incidents investigated and found to be
substantiated.

3.9 Access to GBV Services for Adolescents and Youth with Disabilities

3.9.1 Issue Overview

The period between ages 10 and 24 is a pivotal time of development for any person, and no less
so for those with disabilities. During that period, girls and boys experience puberty and go
through significant physical, mental, and emotional changes. Throughout this development
period, young persons with disabilities are just as likely to become sexually active as their peers
without disabilities and to form intimate relationships. Yet, young persons with disabilities are
often excluded from comprehensive sexuality education or other educational programmes that
can empower them to develop healthy relationships or to recognize and GBV. Moreover, young
persons with disabilities are more likely to be isolated in homes or institutions than adults with
disabilities. These factors make young persons with disabilities uniquely vulnerable to violence.

It is essential to tailor GBV prevention strategies to the specific vulnerabilities that young
persons with disabilities face and to ensure that young persons with disabilities, both those
living in the community and those in institutional settings, have access to essential GBV
services, including health services, justice and policing services, protection services, and
rehabilitation services.

3.9.2 Guidelines on Providing Adolescent- and Youth-Friendly Rights-Based
GBYV Services to Young Persons with Disabilities

The key considerations enumerated here identify common barriers that young persons with
disabilities encounter in accessing essential GBV services. The guidelines for action offer
guidance for ensuring that rights-based GBV services tailored to the specific needs and
considerations of young persons with disabilities are available, accessible, acceptable, and of
good quality. These guidelines for action build on the Foundational Guidelines for Action
identified in Chapter 2 and are not exhaustive but provide a starting point for developing
disability-inclusive services and programmes.
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Key Considerations

Lack of participation by young persons with disabilities in the development of national
plans, policies, and programmes on GBV services result in plans, policies, and programmes
that effectively exclude young persons with disabilities.

Young persons with disabilities are at heightened risk for harmful practices, such as child
marriage and virgin rape.38 Inadequate laws and policies aimed at preventing GBV,
protecting young persons with disabilities from sexual and GBV, and punishing perpetrators
contribute to impunity and exacerbate these risks.

Parents, guardians, or other caregivers can be overprotective and may not want young
persons with disabilities who are in their care to participate in comprehensive sexuality
education programmes for fear it will increase their sexual activity. This type of gatekeeping
denies young persons with disabilities the opportunity to learn how to develop healthy
relationships, understand what constitutes appropriate touch, and learn to avoid, recognize,
and report instances of exploitation, violence, and abuse.

Stereotypes or misperceptions that young persons with disabilities are asexual or that they
do not have intimate relationships can prevent service providers and support staff from
identifying them as having needs relating to GBV.

Young persons with disabilities are often isolated in their homes or in institutions, where
families or caregivers can act as gatekeepers to services, including opportunities to be
screened for GBV.

Inadequate training, counselling, financial support, and respite care for families and
caregivers of young persons with disabilities can exacerbate risks of violence.

Young persons with disabilities may fear institutionalization if they report abuse by family
members or caregivers, which can deter them from reporting violence.

Young persons with disabilities often lack a way to communicate privately with GBV service
providers and support staff and may have concerns about the confidentiality of their
conversations.

Adolescents, especially marginalized adolescents like those with disabilities, are at
increased risk of GBV during humanitarian emergencies due to the increased risk of sexual
exploitation and abuse, lack of SRHR services, and disruption of SRHR services during
humanitarian emergencies.38°

Guidelines for Action: Availability

1.

Advocate for and implement GBV laws and policies that specifically address and incorporate
young persons with disabilities and their experiences.3%

Offer programmes to support, educate, and provide respite care for parents, families and
other caregivers of young persons with disabilities.3%!

Develop programmes to train teachers, school officials, police, and other figures of
authority who encounter young persons with disabilities to understand the risk of violence
they face and to recognize and report GBV where it occurs.
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4. Advocate for the appointment of a public official specializing in harmful practices.3°?
Educate public officials about harmful practices and how they affect young persons with
disabilities.

5. Make community services and leaders available to intervene and provide mediation,
education, and support to young persons with disabilities and their families when a young
person with a disability is at risk of a harmful practice.3%

6. Develop protection services that specifically cater to young persons with disabilities
experiencing GBV.3% For example, ensure that emergency shelters and other safe housing
are designed to accommodate young persons with disabilities and their educational and
developmental needs.

7. Prioritize programmes aimed at securing the safety of children with disabilities during
humanitarian emergencies, particularly those living in institutions. 39

Guidelines for Action: Accessibility

1. Distribute accessible GBV information for young persons with disabilities through social
media platforms and other forms of technology.

» Example: UNICEF has successfully utilized technology to spread information and
empower young persons using U-Report in Uganda. U-Report is a free SMS social
monitoring tool designed to engage users in issues they care about. For example, one
female user in Uganda reported that she used the platform to share her experience of
being raped with other U-Reporters, which allowed the girl and her peers on the
platform to encourage one another and offer support. U-Report has also been used to
improve access for girls with disabilities to education, to promote self-acceptance, and
to create peer networks between young persons with and without disabilities.3%®

2. Actively engage young persons with disabilities in the design, implementation and
evaluation of GBV programmes to ensure accessibility.3?” For example, ensure that easy
read versions are available and understandable to young persons with intellectual
disabilities.

3. Offer services in the home or another safe, accessible space within the community, rather
than depending on families or caregivers to bring a young person with a disability to a
facility or clinic to receive services.

4. Foster participation of young persons with disabilities in community-based programme
development.

» Example: The Women’s Refugee Commission and ChildFund’s ‘Toolkit for Child
Protection Actors’ was designed for humanitarian and development staff to strengthen
capacity in disability inclusion, identify GBV needs, and engage children with and
without disabilities in programme planning, implementation, and monitoring. It includes
a participatory process, which facilitates informed consent and risk mitigation, and a
Communication Toolbox which children and youth can use, combine, and adapt to
collect and convey information about GBV risks and programming strategies to decision-
makers.3%
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5.

Raise awareness among young persons with disabilities, along with their families, caregivers
and health personnel, about the rights of young persons to be free from GBV, including
harmful practices, and the availability of essential services.3%°

Guidelines for Action: Acceptability

1.

Offer training about young persons with disabilities to GBV service providers and support
staff and the community in general.*% Include young persons with disabilities as presenters
as much as possible.

Treat young persons with disabilities who are seeking services with respect and protect
their confidentiality. Young persons worldwide have identified this treatment as essential to
making services adolescent and youth friendly.#*

Mentor and develop young persons with disabilities to become peer educators to share
GBV information with other young persons with disabilities.

Train service providers and support staff on how to identify and recognize signs of GBV
against young persons with disabilities, particularly relating to potential GBV from a
caregiver. Programmes should directly address the power dynamics between young persons
with disabilities and caregivers.

Develop relationships with comprehensive sexuality education service providers. Train
educators on teaching students with disabilities about healthy relationships and GBV,
including how to give and receive consent for sexual contact. GBV service providers can also
play an important role in helping to teach young persons with disabilities about how to
develop healthy relationships, understand what an appropriate touch is, understand
consent, recognize and report GBV, and understand and access available GBV services. For
more information, see Comprehensive Sexuality Education for Women and Young Persons
with Disabilities (Section 4.5).

Create campaigns and programmes that improve understanding and visibility of GBV against
young persons with disabilities. These should address misconceptions about sexuality and
disabilities, such as the myth that persons with disabilities are asexual or cannot develop
intimate relationships.*°? Incorporate young persons with disabilities into campaigns for
adolescents and youth with and without disabilities.

Guidelines for Action: Quality

1.

Ensure that adolescent- and youth-friendly GBV services include age-appropriate social
services, counselling, information, and referrals to help young persons with disabilities cope
with the violence and break the cycle of violence.*%

Develop, support, and engage organizations led by young persons with disabilities and peer
support groups. Programmes like these are critical partners for disseminating information
about GBV and connecting young persons with disabilities with services. Members with and
without disabilities should be encouraged to join and develop peer networks. Engagement
should focus on understanding and addressing the social and structural discrimination
young persons with disabilities face in accessing services.*%
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3. Develop safeguards with medical service providers to ensure that children with disabilities
are registered at birth. Young persons without birth certificates are more vulnerable to
harmful practices, and children with disabilities are often not registered.*%

4. Offer accessible GBV crisis hotlines tailored for young persons with disabilities to receive
effective referrals, including options for callers who are Deaf, have communication
difficulties, or have an intellectual disability.

5. Advocate for mandatory training about harmful practices and the rights of young persons
with disabilities for health care service providers and religious, customary, community and
traditional leaders.4°®

6. Conduct further research and collect data about GBV experienced by young persons with
disabilities.*0”

3.9.3 Indicators

The following are illustrative of indicators that can be used to monitor and evaluate progress in
the provision of rights-based services for young persons with disabilities. This is not an
exhaustive list, but rather a few examples demonstrating the level of specificity, subjects, and
form that should be taken for indicators around youth-friendly GBV services should

take. Service providers should tailor the indicators to fit their programme settings and levels,
including by specifying at which level and by whom indicator data should be collected.

® Percentage of girls, boys, young women, and young men with disabilities (ages 10-24) who
know their rights and entitlements.4%®

® Percentage of available places for young persons with disabilities (ages 10-24) in shelters
and refuges per 1,000 population (urban and rural).*®

® Percentage of young persons with disabilities (ages 10-24) who participate in
comprehensive sexuality education or life skills programmes that address healthy
relationships and GBV.#1°

® Legislation prohibits harmful practices (e.g. female genital mutilation and cutting; child and
forced marriage).
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Chapter 4: Sexual and Reproductive Health and Rights Services
for Women and Young Persons with Disabilities

4.1 Background

Women and young persons with disabilities have the same right to reproductive and sexual
health as persons without disabilities, but they are regularly excluded from services necessary
to achieve their reproductive and sexual health because of a variety of factors. Reproductive
health refers to the “state of complete physical, mental and social well-being, not merely the
absence of disease or infirmity, in all matters relating to the reproductive system and to its
functions and processes. Reproductive health therefore implies that people are able to have a
satisfying and safe sex life and that they have the capacity to reproduce and the freedom to
decide if, when and how often to do so. Implicit in this last condition are: the rights of men and
women to be informed, have access to safe, effective, affordable, and acceptable methods of
family planning, including methods for regulation of fertility, which are not against the law, and
the right of access to appropriate healthcare services to enable women to have a safe
pregnancy and childbirth and provide couples with the best chance of having a healthy
infant”.%!! Sexual health, which is also a component of reproductive rights, comprises of “the
enhancement of life and personal relations, not merely counselling and care related to
reproduction and sexually transmitted infections. It refers to the integration of the somatic,
emotional, intellectual and social aspects of sexual being in ways that are positively enriching
and that enhance personality, communication and love”.4?

Key SRHR Guidance

These Guidelines should be read in tandem with and complimentary to the influential 2018
Guttmacher—-Lancet Commission report, ‘Accelerate Progress - Sexual and Reproductive Health
and Rights for All: Report of the Guttmacher—Lancet Commission’.**> The report from the
Commission—a commission made up of global health, development and human rights experts
from around the world—lays out an agenda for national governments, international agencies,
donors, civil society groups and other key stakeholders to achieve universal access to SRHR,
explicitly including persons with disabilities. The report highlights the importance of considering
the particular SRHR needs of persons with disabilities and the dearth of substantive research
and data on the SRHR of persons with disabilities.*'* For example: “People living with
disabilities are another underserved population subjected to harmful stereotypes and myths.
They have similar SRHR needs as able-bodied people; however, they are much more likely to be
victims of physical and sexual abuse and rape, even by their caretakers in some situations. They
are also more likely to be subjected to forced or coerced procedures, such as sterilisation,
abortion, and contraception. Inadequate information and a paucity of targeted resources
contribute to this group’s vulnerability; these disadvantages begin early in life and continue in
adulthood”.*>
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Barriers

Women and young persons worldwide, both with and without disabilities, encounter legal and
practical barriers to SRHR information and services. These barriers are exacerbated for women
and young persons with disabilities. Common barriers include: lack of training or awareness
raising among service providers and support staff on how to serve persons with disabilities*'®
(for instance, one study in the United States found that 40-50 per cent of gynecologists felt
somewhat to completely unprepared to treat adolescents with disabilities);*'” failure to
consider disability-related accessibility in developing programmes or building facilities;*2
poverty/socio-economic marginalization; isolation of women and young persons with
disabilities living in institutions, camps, family homes, group homes*!°® or who are homeless;
and stereotypes about women and young persons with disabilities that lead service providers
and support staff to assume women and young persons with disabilities are unable to make
their own decisions, are asexual or hypersexual, cannot become pregnant, or are incapable of

parenting.

Humanitarian emergencies increase these exclusionary factors and exacerbate their impact.
Additional demands on the system result in de-prioritization or failure to develop disability-
inclusive services, more pronounced accessibility barriers, and increased isolation and
vulnerability. The cultural, political, and security climate of the country where the humanitarian
aid is taking place can also increase barriers to essential services.

Increased Risk

Lack of access to essential SRHR information and services increases the vulnerability of women
and young persons with disabilities to sexual abuse, sexually transmitted infections (STls),
unintended pregnancy,*?° and adverse birth outcomes (for mother and baby); it also denies
them their right to the highest attainable standard of sexual and reproductive health. In
addition to being excluded from these critical health services, women and young persons with
disabilities are often subject to coercive healthcare practices and medical procedures, such as
forced sterilization, forced abortion, and forced contraception,*?! as well as disrespectful and
abusive treatment. Substituted decision-making systems, in particular, have been associated
with heightened rates of abuse of persons with disabilities, allowing parents or guardians to
subject women and young persons with disabilities to medical procedures against their will.#2?
Adolescent girls with disabilities are especially at risk of forced sterilizations and forced
abortions,*?> and women and adolescent girls with disabilities are more likely to have
hysterectomies at a younger age and for a non-medically necessary reason, including by
request of a parent or guardian.**

The guidelines in this section are organized according to different SRHR services that women
and young persons with disabilities may require. While not exhaustive, the below subsections
address key service areas from which women and young persons with disabilities are regularly
excluded. To ensure a continuum of care across all areas of SRHR services for women and
young persons with disabilities, each of these service-area subsections should be read in
conjunction with the other subsections.
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Humanitarian Emergencies—Key Concept: SRHR Minimum Standards

Ensure that minimum standards are followed for all services offered and provided to women
and young persons with disabilities. The Inter-Agency Working Group on Reproductive Health in
Crises, of which UNFPA is a member, developed a comprehensive Minimum Initial Service
Package to respond to reproductive health needs at the onset of a humanitarian crisis.*?> These
standards are not tailored for persons with disabilities, so service providers should work with
women and young persons with disabilities to understand how to implement these standards
with the adaptations and accommodations required by women and young persons with
disabilities.

UNFPA Minimum Initial Service Package (MISP):4%¢

1.

Identify an agency to lead the implementation of the MISP

a. Appoint a reproductive health officer

b. Coordination of reproductive health services

c. Reproductive health officer reports back to health cluster or sector

d. Reproductive kits and supplies are made available

Prevent and manage the consequence of sexual violence

a. Protection system in place, especially for women and adolescent girls

b. Medical services and psychological support available for survivors

¢. Community aware of services

Reduce transmission of HIV

a. Safe blood transfusion available

b. Standard precautions practiced

c. Free condoms available

Prevent maternal and infant mortality

a. Emergency obstetric and newborn care services available

b. 24/7 referral system established

c. Clean delivery kits provided to skilled birth attendants and visibly pregnant women
d. Community aware of services

Plan for comprehensive reproductive health services integrated into primary healthcare
a. Background data collected

b. Sites identified for future delivery of comprehensive reproductive health
c. Staff capacity assessed and trainings planned

d. Reproductive health equipment and supplies ordered
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4.2 SRHR Human Rights Framework

Sexual and reproductive health and rights encompass both freedoms, such as the freedom to
make decisions about whether and when to reproduce free from coercion or violence, and
entitlements, such as access to the full range of essential SRHR services. These rights are
underpinned by the following fundamental human rights:

o The rights to life and health, including sexual and reproductive health, protected in the
International Covenant on Civil and Political Rights (ICCPR),*?” the International Covenant on
Economic, Social, and Cultural Rights (ICESCR),*?® the Convention on the Rights of Persons
with Disabilities (CRPD),*?° the Convention on the Elimination of All Forms of Discrimination
against Women (CEDAW),*3° and the Convention on the Rights of the Child (CRC).43!

® The rights to privacy, liberty and security of the person, and to decide the number and
spacing of children, protected in the ICCPR,*32 CRPD,*33 CEDAW,*** and the CRC.#%®*

® The rights to information and education, including information and education on sexual and
reproductive health, protected in the ICESCR,*3® CRPD,**” CEDAW,*3® and the CRC.#%*°

e The right to equality and non-discrimination, protected in the ICCPR,%*° the ICESCR,**
CRPD,%*? CEDAW,**3 and the CRC.*4

e The right to enjoy the benefit of scientific progress, protected in the ICESCR.#4

® The right to be free from torture or cruel, inhuman or degrading treatment or punishment
which is protected in the ICCPR,** the Convention against Torture and other Cruel,
Inhuman, and Degrading Treatment or Punishment (CAT),**’ the CRPD,**® and the CRC.##°

® The right to consent to marriage and to equal rights within marriage, protected in the
ICCPR,*° the ICESCR,** CEDAW,*? and the CRPD.%3

e The right to accessibility, protected in the CRPD.#*

e The right to protection and safety for persons with disabilities in situations of risk, including
humanitarian emergencies, protected in the CRPD.*>*The right to reasonable
accommodation where needed, enumerated in the CRPD.4>®

A key underpinning of the right to health—and accordingly, the right to sexual and reproductive
health—is the obligation that health-related information, goods, and services be available;
accessible; acceptable; and of good quality, collectively known as the AAAQ framework.%*” The
AAAQ framework describes the requirements for services that States must abide to fulfil their
obligations to respect, protect, and fulfil SRHR.*>%

The AAAQ framework requires information, goods and services to be:4>°

® Available, meaning that information, goods, and services exist in sufficient quantity across a
country. This includes having enough trained service providers and appropriate healthcare
facilities equitably distributed.

® Accessible, meaning the information, goods, and services can be used by all persons with
disabilities. The requirement of accessibility includes physical accessibility, economic
accessibility, and information accessibility.
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Acceptable, meaning that health information, goods and services conform to ethical
standards, are culturally respectful, sensitive to the gender and disability needs of the
individual, and respectful of a person’s privacy and confidentiality.

Quality, meaning that health information, goods and services are scientifically and
medically appropriate and delivered by trained personnel in a respectful and rights-based
manner.

Furthermore, the Committee on Economic, Social, and Cultural Rights has identified the
following minimum core obligations:

“To repeal or eliminate laws, policies and practices that criminalize, obstruct, or undermine
access by individuals or a particular group to sexual and reproductive health facilities,
services, goods, and information.

To adopt and implement a national strategy and action plan, with adequate budget
allocation, on sexual and reproductive health, which is devised, periodically reviewed, and
monitored through a participatory and transparent process, disaggregated by prohibited
grounds of discrimination.

To guarantee universal and equitable access to affordable, acceptable and quality sexual
and reproductive health services, goods and facilities, in particular for women and
disadvantaged and marginalized groups.

To enact and enforce the legal prohibition of harmful practices and gender-based
violence—including female genital mutilation, child marriage and forced marriage, and
domestic and sexual violence, including marital rape—while ensuring privacy,
confidentiality, and free, informed, and responsible decision-making, without coercion,
discrimination, or fear of violence, in relation to the sexual and reproductive needs and
behaviours of individuals.

To take measures to prevent unsafe abortions and to provide post-abortion care and
counselling for those in need.

To ensure all individuals and groups have access to comprehensive sexuality education and
information on sexual and reproductive health that are non-discriminatory, non-biased, and
evidence-based, and that take into account the evolving capacities of children and
adolescents.

To provide medicines, equipment and technologies essential to sexual and reproductive
health, including those based on the WHO Model List of Essential Medicines.[*¢]

To ensure access to effective and transparent remedies and redress, including
administrative and judicial ones, for violations of the right to sexual and reproductive
health”.461

The UN Committee on the Rights of Persons with Disabilities has emphasized that States must
ensure that women with disabilities can exercise their legal capacity particularly in regard to
decisions relating to their SRHR,%? including their right to found a family and raise their
children.*63

With regard to the SRHR of adolescents in particular, the UN Committee on the Rights of the
Child urges States to:
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o Adopt “comprehensive gender and sexuality-sensitive sexual and reproductive health
policies for adolescents,” particularly for adolescent girls.*64

® Provide all adolescents “access to free, confidential, adolescent-responsive, and non-
discriminatory sexual and reproductive health services, information, and education,
available both online and in person, including on family planning, contraception, including
emergency contraception; prevention; care and treatment of sexually transmitted
infections; counselling; pre-conception care; maternal health services; and menstrual

hygiene” .46

® Ensure that adolescents, particularly adolescent girls with disabilities, do not face barriers to
“commodities, information and counselling on SRHR, such as requirements for third-party

consent or authorization”.46®

o “Review legislation with a view to guaranteeing the best interests of pregnant adolescents
and ensure that their views are always heard and respected”.*¢”

o Offer “[a]ge-appropriate, comprehensive and inclusive sexual and reproductive health
education, based on scientific evidence and human rights standards and developed with
adolescents...[as] part of the mandatory school curriculum and [should] reach out-of-school
adolescents”. Special attention should be given to topics such as gender equality and
preventing early pregnancy and sexually transmitted infections. The UN Committee on the
Rights of the Child explicitly notes that, “information should be available in alternative
formats to ensure accessibility to all adolescents, especially adolescents with
disabilities”.468

Humanitarian Emergencies—Disability and Emergency Risk
Management for Health

The WHO and partners’ ‘Guidance Note on Disability and Emergency Risk Management for
Health,’%%° enumerates the following principles for designing and implementing all disability-
inclusive emergency risk management measures:

® Equality and non-discrimination: All measures must be inclusive, particularly for those
whose disabilities makes them especially vulnerable.

® Accessibility: Ensure equal access to all physical sites, information, communications, and
systems in all areas including urban and rural.

® Participation and dignity: Engage persons with disabilities in the assessment, design,
implementation, and monitoring of emergency programmes and enable and respect the
participation of persons with disabilities before, during, and after an emergency situation.

® Resourcefulness and capacity: “Many persons with disabilities have existing resources and
capacities to make meaningful contributions to emergency risk management. They also
have the right to receive support and assistance to develop the skills, knowledge and
capacities required to prepare and protect themselves from hazards, and to maximize their

ability for survival and recovery following an emergency”.#’°
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For additional detailed guidance on practical implementation, refer to the Guidance Note’s
annexed guides such as ‘How to make services in health-related sectors inclusive of people
with disabilities’*’! and ‘Disability and emergency risk management: checklist of minimum
actions required by the health sector’.%’?

4.3. Contraceptive Information, Goods, and Services for Women and
Young Persons with Disabilities

4.3.1 Issue Overview

Access to contraceptive information, goods, and services is one of the fundamental pillars of
SRHR services. Contraceptive access helps women and young persons with disabilities decide
whether and when to have children, prevent unintended pregnancies (and the attendant risks
of maternal/newborn mortality or morbidity), and protect against STls, including HIV. Women
and young persons with disabilities have a right to equal access to voluntary family planning
and modern contraceptive methods, as well as counselling on how to safely and effectively use
them. This includes access and training on how to use emergency contraceptives. The full range
of modern contraceptive methods to which persons with disabilities should have access
includes: barrier methods (male and female condoms, diaphragms), short-acting hormonal
methods (the pill, injectables, the vaginal ring), long acting reversible methods (implants,
intrauterine devices), permanent methods (male and female voluntary sterilization), and
emergency contraception.?’3 Women and young persons with disabilities must also have access
to accurate, evidence-based information about family planning methods, including the basal
temperature method, two day method, and standard day method.*’# Women and young
persons with disabilities must be allowed and supported to make their own decisions around
whether to use contraceptives and which method is best for them. No individual with a
disability should undergo sterilization or be given contraception without their voluntary and
fully informed consent. Safeguarding women and young persons with disabilities from forced
contraception, including forced sterilization, is essential to preserving their right to be free from
torture or cruel, inhuman or degrading treatment or punishment.

Spotlight Issue—Engaging Men in Family Planning

Engaging men as partners and to address their own SRHR needs is a critical part of improving
SRHR. With respect to contraceptive information, goods, and services, it is essential that men,
including young men and boys with disabilities, be informed about a range of contraceptive
methods and how to use them, the importance of condoms to prevent transmission of sexually
transmitted infections and unintended pregnancy, and the importance of consistent
contraceptive use. Young men and boys with disabilities need to be able to discuss a range of
issues around contraceptive use with their sexual partners, including contraceptive methods
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and cost-sharing to ensure that the economic burden of contraceptive use does not always fall
on female sexual partners. Service providers must also be conscious of the form their
programming takes and ensure that it is not reliant on harmful gender stereotypes. Rather,
programmes should be gender-sensitive or, better yet, gender-transformative. A gender-
transformative programme promotes equitable gender-norms, such as a “condom campaign
which promotes gender-equal relationships with shared decision-making and respect along
with discussion around sexual and reproductive health and fertility intentions.”*7>

4.3.2 Guidelines for Providing Rights-Based Contraceptive Information,
Goods, and Services for Women and Young Persons with Disabilities

The key considerations enumerated here identify common barriers that women and young
persons with disabilities face in accessing contraceptive services. The guidelines for action offer
guidance for ensuring that rights-based contraceptive services are available, are tailored to the
specific needs of women and young persons with disabilities, are accessible, are acceptable,
and are of good quality. These guidelines for action build on the Foundational Guidelines for
Action identified in Chapter 2 and are not exhaustive but provide a starting point for developing
disability-inclusive services and programmes.

The UNFPA and WHO ‘Ensuring Human Rights within Contraceptive Service Delivery:
Implementation Guide’*’® and a companion checklist from WHO, ‘Quality of Care in
Contraceptive Information and Services, Based on Human Rights Standards: A Checklist for
Health Care Providers,’*’’ offer important guidance on implementation of rights-based
contraceptive service delivery. Service providers should engage the expertise of women and
young persons with various disabilities to develop and monitor programmes to implement the
guidance in an accessible and disability-sensitive manner. The action points in the following
section are drawn from the generalized action points contained in the Guide.

Key Considerations

® Laws and policies that allow parents, guardians, courts, and others to substitute their
decision for that of a woman or young person with a disability regarding surgical
sterilization, contraceptive use, or use of hormone therapies to regulate fertility, growth, or
menstruation, violate the rights of women and young person with disabilities and carry
harmful physical, psychological, and emotional consequences. Forced sterilization is widely
considered to be a form of torture or ill-treatment. 4’8

® Substituted decision-making, paternalism, biased counselling, power dynamics, and lack of
confidentiality in the provision of care can lead to forced contraception, including forced
sterilization, of women and young persons with disabilities, with attendant consequences to
their physical and mental health and well-being. Complaints about violations are regularly
not taken seriously,*’® and there are rarely safe mechanisms for individuals to register a
complaint.

90



® Laws and policies that limit access to contraception, such as laws requiring parental or
spousal notification or authorization or laws prohibiting the distribution of emergency
contraception, create enormous barriers to contraceptive access for women and young
persons, and such restrictions can exacerbate the barriers that women and young persons
with disabilities face in accessing contraceptive information, goods, and services. Negative
attitudes and stereotypes about the sexuality of women and young persons with disabilities,
including stereotypes that individuals with disabilities are either hypersexual or asexual, can
prevent persons with disabilities from receiving quality and appropriate contraceptive
information, goods, and services. Service providers may neglect to share information about
contraceptive use and methods with women and young persons with disabilities.

® Protocols and guidelines for emergency contraception seldom include provisions for
ensuring availability to women and adolescent girls with disabilities, which can place them
at increased risk of unintended pregnancy.

® Caregivers and family members may have negative views about women and young persons
with disabilities using contraceptives and can act as gatekeepers.

® Service providers are often unable to explain the various methods of contraception in an
accessible way to women and young persons with disabilities. Not only does this prevent
women and young persons from providing their informed consent, but it also deprives a
person of the chance to understand and weigh the various pros and cons for different forms
of contraceptives.

® Poverty, the physical environment of healthcare facilities, and isolation can prevent women
and young persons with disabilities from accessing contraceptive information, goods, and
services.

Spotlight Issue—Sterilization

Forced sterilization of women and young persons with disabilities has been widely
documented.*® Sterilization is the irreversible “process or act that renders an individual
incapable of sexual reproduction”.*®! Forced or coerced sterilization occurs when the surgery is
performed without the free and informed consent of the person upon whom the procedure is
performed. Forced sterilization also occurs when the procedure is performed without a
person’s knowledge or situations where consent is provided by someone other than the person
being sterilized. Coerced sterilization can occur whenever consent is obtained by intimidation,
misinformation, or coercion. All individuals with disabilities—both female and male—are
vulnerable to forced sterilization. Forced sterilization has been widely decried as a human rights
abuse that amounts to torture*®? and a particularly pernicious form of GBV.483

Research demonstrates that persons with disabilities generally are sterilized for two principle
reasons:

® Paternalistic and eugenics-based reasons grounded in the prejudiced belief that persons
with disabilities cannot and should not have and raise children*®* and, relatedly, the belief
that persons with disabilities cannot make decisions for themselves.
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® For the convenience of caregivers and, in some cases, as a precaution to avoid unintended
pregnancies because of the perceived inevitable sexual abuse that persons with disabilities
are expected to experience.*®>

Service providers and support staff must take the risk of forced sterilization seriously and work
with women and young persons, medical providers, families, and caregivers to educate them
about the fertility rights of persons with disabilities. Service providers should ensure that
women and young persons with disabilities who are seeking sterilization have been fully
informed in a manner that they can understand about the risks and benefits of the procedure
and alternative long-acting and reversible forms of contraception and that they are provided
with the necessary supports to make such a decision. This is necessary for anyone to be able to
grant their free and informed consent for such a procedure. At the same time, service providers
and support staff must not let safeguards for preventing forced sterilization infringe on the
rights of a woman or a young person with disability to provide her or his free and informed
consent for voluntary sterilization.

To learn more about free and informed consent, see Equal Recognition Before the Law (Section

12).

Guidelines for Action: Availability

1. Establish disability-sensitive protocols and guidelines on follow-up visits, management of
side effects, and referrals and train service providers to implement the protocols and
guidelines effectively. Protocols and guidelines should clearly establish a woman or young
person’s right to remove long-acting contraceptives and should also address follow-up
procedures for persons living in institutional and isolated settings.

» Example: USAID and Handicap International’s guide, ‘Disability-Inclusive Sexual and
Reproductive Health Component: Training of Trainers Manual on Disability—Inclusive
HIV and Sexual and Reproductive Health for Health Workers’,*% offers a good example
of how to train service providers about disability-inclusive family planning, including
various contraception methods. The family planning component of this training teaches
participants about the benefits and methods of family planning, why women and men
with disabilities need family planning, family planning counselling applied to persons
with disabilities, and specific considerations for patients with various disabilities. For
example, the training teaches participants to better understand the factors influencing a
woman’s choice of family planning methods: “Physical disabilities may affect
acceptability, safety, and appropriateness of certain methods. Intellectual disabilities
may have an effect on informed consent for contraception. Some medications interact
with hormonal methods of contraception. ... For example, women with circulation or

hypertension problems will not be prescribed contraceptive pills”.*%”

» Example: IPAS’s guide, ‘Access for Everybody: Disability Inclusion in Abortion and
Contraceptive Care,’*38 provides practical guidance for contraceptive programme
implementers, managers, and trainers on disability-inclusive policies and service
delivery.
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2. Particularly in humanitarian emergency settings, establish easy to navigate mechanisms for
replacement of essential medicines and devices. Integrate replacement of contraceptives
with the mechanisms to replace other necessary devices and medicines.

3. Ensure at least five modern contraceptive methods are available and in sufficient
supplies.*® Service providers must offer contraceptive methods in a range of formats, since
some disabilities will preclude certain contraception options. For example, a woman
without the use of her hands may not be able to utilize a female condom.

Guidelines for Action: Accessibility

1. Create accessible informational materials tailored for women and young persons with
different types of disabilities that address the range of contraceptive methods available.

2. Offer contraceptive information, goods, and services for women and young persons with
disabilities in different models of service delivery to reach a wider population, including
through health facilities, community-based clinics, mobile clinics, community-health-worker
programmes, referrals, and through other disability-related service providers.**° Ensure that
services are offered in isolated areas where women and young persons with disabilities
reside, which do not require regular doctor visits. For example, train community health
workers, especially community health workers with disabilities, to provide home-based
contraceptive information and services or to accompany a woman or young person to
referral services.

3. Where resources allow, subsidize contraceptive goods and services, including condoms, so
they are free or at a low-cost for all low-income women and young persons, regardless of
age, marital status, or disability.

Guidelines for Action: Acceptability

1. Establish protocols and guidelines to respond to GBV for women and young persons with
disabilities seeking contraceptive services. Train service providers and support staff to
implement these protocols and to understand and recognize the unique forms of GBV that
women and young persons with disabilities can experience. For more information, see
Guidelines for Gender-Based Violence Service Provision (Chapter 3).

2. Train female community health workers, midwives, nurses, and other women’s health
promoters—especially those with disabilities—to educate about contraceptive use in a
manner that is gender-, disability-, age-, and sexual orientation-appropriate and culturally
sensitive.

3. Train service providers to explain the pros and cons of various methods of contraceptives to
women and young persons with disabilities, particularly people with intellectual disabilities.
Service providers should be trained on the WHO’s ‘Medical Eligibility Criteria for
Contraceptive Use,’*°! to ensure that service providers manage contraceptive methods
based on evidence and help women and young persons with disabilities to make a free and
informed choice about their contraceptive method.
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4. Develop awareness-raising campaigns and educational materials for caregivers and family
members of persons with disabilities, who often serve as gatekeepers to services, to assist
them with better understanding the importance of contraceptive use and to generate
support for the provision of contraceptive information, goods, and services.

5. Ensure that contraceptive information, goods, and services are offered to young men and
boys with disabilities. Men and boys should also receive information to help them
understand the rights of women and adolescent girls with disabilities to use contraceptives.
Train service providers to recognize that young men and boys with disabilities also need
access to contraceptive information, goods, and services.

Guidelines for Action: Quality

1. Utilize the WHO, ‘Quality of Care in Contraceptive Information and Services, Based on
Human Rights Standards: A Checklist for Health Care Providers’*°>to ensure that the
provision of services meets quality of care standards.

2. Recognize the variety of forms that forced contraception can take, including incentives,
disincentives, pressure, biased counselling, and scolding or admonishing women or young
persons with disabilities who are or wish to become sexually active or who wish to become
parents. Train service providers on the various types of force so they can understand how
their actions, words, and power imbalances can affect informed decision-making for service
recipients with disabilities.

3. Develop service provision evidence-based protocols, along with safeguards, to ensure
women and young persons with disabilities can provide informed consent for any
contraceptive method, following informed counselling about risks and benefits of each
method, including potential side effects and alternative contraceptive methods, and
information on their use.**3

4. Translate accurate, evidence-based information about contraceptives into languages and
formats that women and young persons with a range of disabilities can access and
understand. Safeguard their right to access this information in an accessible and
comfortable way.4%

5. Ensure women and young persons with disabilities have information and access to a range
of contraceptive methods and that providers are trained to counsel persons with disabilities
about the pros and cons of different methods, including as they may relate to the person’s
disability.4°>

6. Offer continuity of care and follow-up for women and young persons with disabilities by
prioritizing follow-up of the management of potential side effects or efficacy of the chosen
method, maintaining an ongoing relationship, integrated and coordinated services, and
sharing information between providers. Ensure that service recipients understand how to
follow-up after their appointment, if needed.**® For example, if a woman with a disability
lives in a nursing home, her provider should identify the best way to follow up with her to
determine if the method chosen works for her lifestyle, share information with her consent
with other providers both at the nursing home and outside of the home, and identify
sources of follow-up care close to the home or who can come to the home. 4%7
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4.3.3 Indicators

The following are illustrative of indicators that can be used to monitor and evaluate progress in
the provision of rights-based contraceptive services for women and young persons with
disabilities. This is not an exhaustive list, but rather a few examples demonstrating the level of
specificity, subjects, and form that indicators around contraceptive information, goods, and
services should take. Service providers should tailor the indicators to fit their programme
settings and levels, including by specifying at which level and by whom indicator data should be
collected.

® At least five modern contraceptive methods are available, and information about their use
is available in accessible formats.4°®

® Emergency contraception and condoms are available to women and young persons with
disabilities (disaggregated by number of new users, by method and age).

® Percentage of clients who are women with disabilities in need of and receiving
contraceptive services (disaggregated by disability, age, and method being used).

® All service providers and support staff receive training on working with women with
disabilities.

® All service providers and support staff receive training on working with young persons with
disabilities.

® Compliance with quality standards for the delivery of contraceptive services to adolescents
and youth that include young persons with disabilities.

4.4 Maternal and Newborn Health Services for Women and Adolescent
Girls with Disabilities

4.4.1 Issue Overview

Women and adolescent girls with disabilities have a right to access the full range of maternal
and newborn health services during the perinatal period, including information, goods, and
services to prevent unintended pregnancy; post-abortion care; antenatal care; skilled birth
attendance; emergency obstetric care; post-partum care; and newborn care. These essential
services are critical to ensuring safe pregnancy and delivery for women with disabilities and can
also help prevent the majority of maternal and newborn deaths or disability.**®* Women and
adolescent girls with disabilities must also have access to the components of a healthy
pregnancy (e.g. potable water, education, sufficient nutrition, diagnosis and treatment of STls
(including HIV & AIDS, syphilis, HPV, and non-communicable diseases) to promote safe
pregnancy and reduce the risk of pregnancy-related death and disability.
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4.4.2 Guidelines on Providing Rights-Based Maternal and Newborn Health

Services for Women and Adolescent Girls with Disabilities

The key considerations enumerated here identify common barriers that women, including
adolescent girls, with disabilities face in accessing the full array of maternal and newborn health
services. The guidelines for action offer guidance for ensuring that rights-based maternal and
newborn health services to women and adolescent girls with disabilities are available,
accessible, acceptable, and of good quality. These guidelines for action build on the
Foundational Guidelines for Action identified in Chapter 2 and are not exhaustive but provide a
starting point for developing disability-inclusive services and programmes.

Key Considerations

Laws and policies that restrict the parental rights of women with disabilities can deter them
from accessing maternal and newborn health services. For instance, if women with
disabilities fear that they may lose custody of their children, they may refrain from seeking
prenatal care or skilled attendance during birth.

Women with disabilities frequently encounter substandard care, including discrimination
and abusive treatment, when accessing maternal and newborn health services.>% Negative
attitudes about women with disabilities having and raising children can deter them from
utilizing these vital services.

Women with physical disabilities are often told they must give birth by caesarean section,
despite the fact that this is not always necessary,>*! leading to overuse of surgical
procedures.

Women with disabilities often lack access to information about maternal and newborn
healthcare and services. For example, stereotypes that women with disabilities are asexual
or that they should not become parents can lead service providers and support staff to
overlook their need for counselling on safe pregnancy and on preventing unintended
pregnancy.

Materials about maternal and newborn health are regularly unavailable in alternative
formats that are accessible to women with certain disabilities.

Several factors, including disability, gender, language, culture, age, sexuality, and negative
attitudes held by service providers and support staff, can contribute to communication
barriers.>%? Because of these conscious or unconscious biases, a woman may not receive
important information for her maternal health or newborn care.

Formal and informal user fees in health facilities, as well as indirect costs for transportation
and accommodation, can make accessing quality maternal and newborn health services
prohibitively expensive for women with disabilities.

The costs associated with underlying determinants of healthy pregnancy, including good
nutrition, clean water, habitation, and sanitation, can also jeopardize the ability of women
with disabilities to have safe pregnancies.

96



Spotlight Issue—Obstetric Fistula

An obstetric fistula is “a hole between the birth canal and bladder or rectum caused by
prolonged, obstructed labour, without access to timely, high-quality medical treatment [e.g. a
Caesarean section]”.>% Obstetric fistula is one of the most serious injuries that can occur during
childbirth. Women and adolescent girls with disabilities are equally vulnerable to obstetric
fistula as women without disabilities. In fact, they may often be more vulnerable due to
poverty, physical complications relating to their disability, or structural impediments or
complications resulting from their disability, including impaired ability to access health services.
While the majority of obstetric fistula cases can be treated through surgery, research suggests
that there is a very significant unmet need for fistula treatment. Currently, few healthcare
facilities are able to provide high-quality fistula surgery, due to a lack of healthcare
professionals with the necessary skills, essential equipment, and life-saving medical supplies.
When services are available, many women are not aware of, cannot afford, or are unable to
reach these services due to barriers such as transportation costs. Most women who develop
fistula will never receive treatment, given the current rate of progress. Additionally, there are
some women and adolescent girls with fistula whose cases are deemed inoperable and
incurable.

A woman with fistula is not only left incontinent but may also experience neurological
disorders, orthopaedic injury, bladder infections, painful sores, kidney failure, or infertility.
Their isolation may affect their mental health, resulting in depression, low self-esteem and even
suicide. The condition can also recur in women whose fistula has been surgically treated but
who receive little or no medical follow-up and become pregnant again.

It should be noted that whether women and adolescent girls with fistula choose to classify
themselves as a person with a disability is a personal choice and this choice must be respected
accordingly. Service providers and support staff should educate themselves about obstetric
fistula to better serve women and adolescent girls with disabilities. The Report of the UN
Secretary-General on ‘Intensifying Efforts to End Obstetric Fistula’ provides a comprehensive
overview.>% Other important reference documents are WHO’s ‘Obstetric Fistula: Guiding
Principles for Clinical Management and Programme Development’>% and FIGO and partners’
‘Global Competency-Based Fistula Surgery Training Manual’.>%®

Guidelines for Action: Availability

1. Ensure that essential maternal and newborn services are available to women and girls with
disabilities during pregnancy, childbirth, and the time immediately after birth, as quality
care during this period is critical for reducing maternal, fetal, and neonatal death and
injuries, and maintaining well-being.>%’ Services should be in accordance with the following
key recommendations tailored to the circumstances of the woman or adolescent and her
specific disability:

® ‘WHO Recommendations on Maternal Health’>%8
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2.

® ‘WHO Recommendations on Newborn Health’>%°

Advocate for comprehensive health insurance and other social protection programmes that
ensure the rights of women and young persons’ SRHR, including maternal and newborn
health services, and budget accordingly.>'°

Ensure maternity waiting homes (residential facilities located near medical facilities where
women with high-risk pregnancies can reside until their delivery) are available and
accessible to women and adolescent girls with disabilities. Maternity waiting homes can
help minimize the risk of complications for rural women and adolescent girls with
disabilities, especially where accessible transportation is an issue.

Guidelines for Action: Accessibility

1.

Develop programmes to educate, counsel and empower women and adolescent girls with
disabilities about their rights to make informed and voluntary choices around pregnancy
and motherhood, as well as how to access and navigate maternal health services
throughout the perinatal period.>!! This is especially needed for women and adolescent girls
with cognitive disabilities.>*?

» Example: ‘The Disabled Woman’s Guide to Pregnancy and Birth’ by Judith Rogers is a
comprehensive and practical resource for women with disabilities on how to plan for
and have a child. The guide was developed based on interviews with ninety women with
a wide range of disabilities who chose to have children. It is also a useful resource for
service providers and support staff to better understand the experience of women with
disabilities and maternal and newborn healthcare and how to better serve them.>13

Develop culturally-, disability-, and gender-sensitive antenatal classes that can be taught by
a range of service providers (e.g. midwives, community health workers, doctors, nurses) in
all settings (e.g. rural communities, group homes) to address questions and considerations
around pregnancy, labour, delivery, and the post-partum period for women and adolescent
girls with disabilities. Classes should cover possible adaptations to assist during labour and
delivery and adaptive technologies that can support women and adolescent girls with
disabilities through pregnancy, delivery, and parenting and help make these positive
experiences.>*

Create and implement a birth plan that accounts for any necessary accommodations for the
woman or girl’s disability.

Allow for a woman or girl’s partner, spouse, parent, personal assistant, or other support
person of choice to accompany the woman or girl as a support throughout the process,
both during and after labour and her stay in the health facility/hospital. Ask the woman or
girl if she desires such support.

Offer alternative birthing positions and supports for women with physical disabilities.

» Example: Hesperian’s ‘A Health Handbook for Women with Disabilities’ offers a range
of practical suggestions for home delivery and low resource settings on how women
with a range of disabilities can make the birth process easier. Such as:
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® “If you have little or no leg or arm control, you can sit on a lap. Or you can rest on
cushions in a half-sitting position.

® |f you have good arm and hand control, you can use a birthing chair [or] you can use
a birthing chair with arm and back support[.]

® With help, a woman with some leg control can squat or stand. The person or object
that supports you must be strong and balanced. You can also hold onto the back of a
chair. The squatting or standing positions can help bring the baby down when the
birth is slow, or if the mother is having trouble with pushing.

® |f you have some leg and arm control, you may want to try the hands-and-knees
position. This position sometimes also helps prevent and control muscle spasms.

® If you have little or no leg control, you can lie on your side while someone holds your
top leg, with your legs bent or straight”.>%®

6. Ensure that all guidelines regarding skin to skin promotion and breast feeding are adapted

to the woman and her disability-related needs and capabilities.>®

Provide mothers with disabilities with any necessary assistance to register the birth of their
child, as well as to access any financial, medical, or other post-partum support mechanisms
to which new mothers may be entitled.>!’

Develop parenting programmes tailored for persons with disabilities to train new parents
on how to care for their newborns with any necessary adaptations or assistance.

Guidelines for Action: Acceptability

1. Utilize strategies for long-term community engagement through education, partnerships

with local religious, traditional or opinion leaders, institutional strengthening, community
partnerships, and local advocacy involving persons with disabilities,*!® to raise awareness
about the rights of women with disabilities to become parents and to change attitudes
about their ability to raise children.

Create programmes and campaigns to increase awareness about men’s role in facilitating
access to maternal and newborn health services, as well as care and support during the
perinatal period.>*°

Ensure that users find programme services to be respectful of their rights to become
parents, including the right of women and adolescent girls with disabilities to retain their
fertility and raise children.>?° Train all individuals involved in providing maternal and
newborn health services—including administrative staff, doctors, nurses, midwives,
community health workers, and any other individuals who engage with a patient, about the
rights of persons with disabilities to have and raise children. Trainings should address and
combat underlying biases. It is critical that service providers and support staff have
mechanisms to assess their biases to ensure that they are not excluding important pieces of
information based on assumptions or biases against women and adolescent girls with
disabilities as mothers.
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» Example: The Disabled Women’s Network and Resource Organization (DWNRO) in
Uganda developed a programme to target discrimination and barriers pregnant women
with disabilities faced in accessing healthcare. Through workshops with doctors and
midwives, DWNRO succeeded in making hospital wards more accessible through
physical modifications, attitudinal changes, and training midwives in sign language.
DWNRO followed up the project with a campaign to educate women with disabilities
about the services.>?!

4. Offer and foster emotional support during pregnancy tailored for women and adolescent
girls with disabilities. Community groups, peer support groups, or community counsellors
can be a valuable source of support to women and adolescent girls with disabilities
throughout their pregnancies. Service providers and support staff can also provide
emotional support by creating a comfortable environment, guaranteeing confidentiality and
privacy, conveying respect, giving simple and direct answers in plain language, providing
comprehensive information for making decisions, practicing good listening skills, and
offering follow-up visits as needed.>??

5. Promote and use intercultural approaches.

» Example: The UNFPA led project ‘Reducing Maternal Mortality Indicators’ in Mexico
aimed to improve maternal health among indigenous people in the State of San Luis Potosi
of the Huasteca region. The project utilized the following key strategies for combating
maternal mortality: “To promote an intercultural approach through the integration of
traditional and institutional medicine; To promote community participation; and, To
enhance organizational development in support of the initiative”.>?® The project
successfully increased health coverage for indigenous people in the project area along with
knowledge or use of family planning and reduction of maternal health deaths to zero in the
area. Upon evaluation, the following factors were identified as contributing to the success
of the project: “Enhanced political will and commitment from local authorities; sustained
involvement of mass media; participation, coordination and exchange among local
authorities and traditional physicians and birth attendants’ organizations; support from the
Commission for the Development of Indigenous Peoples (CDI) and the involvement of
indigenous authorities; coordination, monitoring and facilitation from COESPO, the State's
population committee; clear agreements for community participation that defined the role
of each community agent; and, a social audit mechanism aimed at ensuring transparency
in the follow-up process”.>%*

6. Ensure that women with disabilities can be accompanied by a companion of their choice at
birth. 5

Guidelines for Action: Quality

1. Align services with components of quality of care, which “for pregnant women and newborns
in facilities requires competent and motivated human resources [that can provide
standardized midwifery care] and the availability of essential physical resources. Also,
evidence-based practices for routine and emergency care, actionable information systems
where record-keeping enables review and audit mechanisms, and functional referral systems
between levels of care should be in place. Experience of care includes, firstly, effective
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communication—a woman (or her family if required) should feel that she understands what is
happening, what to expect, and knows her rights. Secondly, she should receive care with
respect and dignity. Thirdly, she should have access to the social and emotional support of
her choice” .2 Services should be in accordance with the following key recommendations
tailored to the circumstances of the woman or girl and her specific disability:

e ‘Quality of Care for Pregnant Women and Newborns—the WHO Vision;’>%’
e ‘WHO Recommendations on Antenatal Care for a Positive Pregnancy Experience;’ >
‘WHO Recommendations Intrapartum Care for a Positive Childbirth Experience’. 5°

2. Ensure that women and girls with disabilities have access to a skilled birth attendant that
can provide standardised midwifery care. Develop programmes to sensitize and train skilled
birth attendants on working with women and girls with disabilities.

3. Strengthen linkages between women, families, communities, health delivery services,
disabled persons and women’s organizations, and other service providers to bolster
available social support for better maternal health outcomes.>3°

4. Assess whether women and adolescent girls with disabilities are subject to unnecessary and
excessive dependence on caesarean sections at health facilities. Train service providers on
alternatives to caesarean sections and help service providers to understand when a
caesarean section is medically indicated to minimize overuse of caesarean sections for
women and adolescent girls with disabilities.>3?

5. Where resources allow, utilize multidisciplinary teams to improve communication between
maternal and newborn service practitioners and mental health practitioners. For example,
designate a multidisciplinary perinatal team that include psychologists and social workers in
addition to skilled birth attendants.>32

6. Ensure that feedback mechanisms are in place to collect feedback on the quality of
maternity and newborn health services from the end users themselves to inform future
programming. There should also be a system in place to analyse and act upon this feedback.

4.4.3 Indicators

The following are illustrative of indicators that can be used to monitor and evaluate progress in
the provision of rights-based maternal and newborn health services for women and adolescent
girls with disabilities. This is not an exhaustive list, but rather a few examples demonstrating the
level of specificity, subjects, and form that maternal and newborn health services indicators
should take. Service providers should tailor the indicators to fit their programme settings and
levels, including by specifying at which level and by whom indicator data should be collected.

e Maternal mortality ratio, disaggregated by disability.>33
® Proportion of women with disabilities who receive skilled care (or attendance) at birth.

® Proportion of pregnant women with disabilities who receive antenatal care (ANC) per the
2016 WHO ANC Model.>3*

® Proportion of women with disabilities who receive at least one postpartum care visit.
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® Proportion of pregnant women having a planned caesarean section who have the
procedure carried out at or after 39 weeks 0 days, disaggregated by disability.>3°

® Number of skilled birth attendants who speak sign language.

4.5 Comprehensive Sexuality Education and Information for Women
and Young Persons with Disabilities

4.5.1 Issue Overview

Comprehensive sexuality education (CSE) and information is fundamental to empowering all
women and young persons, including those with disabilities, to understand their bodies and
sexual development, SRHR, protect themselves against sexually transmitted infections and
unintended pregnancies, form healthy and pleasurable relationships, and make informed
choices about their sexuality and reproduction.>3¢

Comprehensive sexuality education is defined as “a curriculum-based process of teaching and
learning about the cognitive, emotional, physical and social aspects of sexuality. It aims to equip
children and young persons with knowledge, skills, attitudes and values that will empower
them to: realize their health, well-being and dignity; develop respectful social and sexual
relationships; consider how their choices affect their own well-being and that of others; and,
understand and ensure the protection of their rights throughout their lives”.>3” Comprehensive
sexuality education and information materials and programmes for adults outside the school
setting have the same scope and purpose. All comprehensive sexuality education programmes
and materials should be scientifically accurate, incremental, age- and developmentally-
appropriate, curriculum based, comprehensive, based on a human-rights approach, based on
gender equality, culturally relevant and context appropriate, transformative, and assistive in
the development of life skills needed to support healthy choices.>*® Information that should be
covered in a comprehensive sexuality education programme and adapted for persons with
disabilities includes, but is not limited to, “sexual and reproductive anatomy and physiology;
puberty and menstruation; reproduction, modern contraception, pregnancy and childbirth; and
STls, including HIV and AIDS. [Comprehensive sexuality education] covers the full range of
topics that are important for all learners to know, including those that may be challenging in
some social and cultural contexts”.>3°

Comprehensive sexuality education generally refers to education that students receive in
school. Women and young persons with disabilities have the same right to participate in
sexuality programmes, yet students with disabilities often do not receive comprehensive
sexuality education in school or are excluded from such programmes. Accordingly, it is essential
that CSE be made available to both adults and young persons with disabilities, including outside
of school settings. Consequently, this section addresses provision of traditionally formatted CSE
in school settings but also CSE for adults and young persons outside of school settings and
education through information sharing rather than traditional education formats. The term
comprehensive sexuality education (CSE) is thus used throughout these Guidelines to capture
this broader scope. The guidelines detailed below are focused primarily on the content of both
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education programmes or information materials for women and young persons with
disabilities.

4.5.2 Guidelines on Providing CSE for Women and Young Persons with
Disabilities

The key considerations enumerated here identify common barriers that women and young

persons with disabilities face in accessing CSE. The guidelines for action offer guidance for

ensuring that CSE programmes that are inclusive of women and young persons with disabilities

are available, accessible, acceptable, and of good quality. These guidelines for action build on

the Foundational Guidelines for Action identified in Chapter 2 and are not exhaustive but
provide a starting point for developing disability-inclusive services and programmes.

Key Considerations

® All women and young persons have the right to education, but that right is particularly
undermined for those with disabilities who are regularly excluded from receiving any form
of education and especially sexuality education. Young persons are very likely to be
excluded from in-school CSE because the programmes are inaccessible or considered to be
unnecessary for students with disabilities.

e® Stigma and harmful stereotypes that persons with disabilities should not be sexually active
or that they do not need the type of information covered in CSE can lead to the denial of a
woman or a young person with a disability’s right to health, including their right to know
about and control their own bodies, along with critical life skills.

e Failure to establish laws and policies that guarantee access to inclusive education can
effectively exclude young persons with disabilities from participating in established CSE
programmes.

o Taboos that prevent people from discussing sex, sexuality, and reproduction in general can
exacerbate the barriers that women and young persons with disabilities face in accessing
the information offered in CSE, as they are more likely to be isolated and have fewer
opportunities to receive CSE in informal settings.

® There is generally little investment in CSE for young persons, and especially for those with
disabilities, because of a misperception that educating young persons about human
sexuality will encourage promiscuous or risky sexual behaviour, or sexual activity generally,
which is often considered especially inappropriate for persons with disabilities.

® Low level of enrollment and participation of persons with disabilities in school, isolation in
institutions and homes, and lack of accessible information about formal and informal CSE
programmes prevents persons with disabilities accessing CSE even where available.

® Several factors can make the environments where CSE is provided inaccessible, including
the locations of and layout of rooms where CSE programmes are held, the hours when
courses take place, and the availability of affordable and accessible transportation.

® When available, CSE programmes and materials offered to students with disabilities are
often ineffective. Programmes and educational materials lack relevant content for persons
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with disabilities, are presented in inaccessible ways, or lack value for students with
disabilities. Because of this, students with disabilities can miss out on critical information
and experience.

During humanitarian emergencies, the exclusion that women and young persons with
disabilities experienced prior to the emergency can prevent them from accessing services
available to them as part of the humanitarian emergency services. For example, if a young
person with a disability has never participated in integrated education, when that young
person learns of a CSE programme they may assume they are not invited to join, no matter
how inclusive the programme is intended to be.

Guidelines for Action: Availability

1.

Advocate as necessary for laws, policies and protocols to guarantee inclusive education,
which includes CSE programmes.

Lobby for CSE to be made available at all grade levels in schools, both integrated and
segregated schools for students with disabilities.

Design and offer CSE programmes for women and young persons with disabilities in
accordance with the United Nations Educational, Scientific and Cultural Organization
(UNESCO), ‘Revised Edition International Technical Guidance on Sexuality Education: An
Evidence-Informed Approach’.>*

Use accessible techniques and activities to teach persons with disabilities about key sexual
health topics.

» Example: The Inter-American Institute for Disability and Inclusive Development,
Uruguay’s National Public Education Administration, UNFPA and UNICEF developed ‘Es
Parte de la Vida: Material de apoyo sobre educacion sexual y discapacidad para
compartir en familia [It is Part of Life: Support materials on sexuality education and
disability to share with family] to offer families in the Latin American and Caribbean
region a variety of practical tips for providing comprehensive sexuality education to
their children with disabilities.>*!

Ensure a safe and healthy learning environment free from bullying, discrimination,
harassment and violence from peers, educators, family, and caregivers.>4?

Create sexual health programmes tailored to women and young persons with disabilities
that provide a forum, along with practical tools, to better understand and explore their
sexual health and how their disability may or may not affect their sexual life.

» Example: The following talking points are a starting point for women and young persons
with disabilities to begin a conversation with their partners about sex:>*3

® The easiest location to have sex.

The most comfortable position or positions that can cause pain.

How your disability affects your body and how it functions.

How you and your partner can give pleasure to one another.
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® |[f your disability affects your energy levels, when is the best time for you to have sex.
® What feels good to you and what does not.

® If your partner is also your caregiver, boundaries between time spent together for
care and for sexual relations.

7. Utilize or adapt existing programmes for CSE for students with disabilities.

>

Example: The Circles: Intimacy & Relationship Education®** curriculum was developed
in the United States of America to teach students with disabilities to understand social
and relationship boundaries and skills.

Guidelines for Action: Accessibility

1. Create spaces where women and young persons with disabilities can learn about and
discuss their sexual health in a safe, supportive, and educational way.

>

Example: The Sexuality and Disability Blog>* is great example of increasing visibility
around sexuality and disability while providing an important resource and community
for women with and without disabilities. Created by Point of View and CREA based in
Mumbai, Delhi, and New York, the blog covers a range of topics surrounding gender
identity, sexual health, and reproductive health for persons with disabilities. The free
blog is structured as a series of questions, promoting easy access, and is offered in an
accessible format. The blog was created by and with women with disabilities, as well as
disability rights advocates and other stakeholders.

2. Create programmes tailored to the learning and accessibility needs of the women and
young persons and their disabilities. Because SRHR can be particularly sensitive topics, it is
important to create smaller supportive and accessible spaces that will allow women and
young persons to ask questions they may be shy about asking and that can be tailored to
different learning styles.

>

Example: Point of View organized and hosted a workshop in India through its Sexuality
and Disability Project to teach women and girls with visual impairments about their
bodies, menstruation, menstrual health, hygiene, female genitalia, sex, and
contraception use. The organization used physical female anatomy charts with raised
diagrams of female genitalia and secondary sex characteristics to allow participants to
have a tactile method of understanding what the parts of their bodies were called and
the function of each part. Verbal methods were used to explain menstruation and
menstruation care, accompanied by clay charts of reproductive organs and explanations
of different types of reproductive concepts. Additionally, a sexual education activity
with rubber models of the male reproductive system was used for tactile pairing with
verbal explanations and an activity to teach participants how to put on a condom.>*

3. Develop accessible CSE materials that can be taken home and distributed widely for women
and young persons with disabilities to review in private. Social media and digital media are
excellent ways of providing CSE materials and information in a form that is highly adaptable
for accessibility needs.
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» Example: The “Decimelo a mi!" phone application in Uruguay is an example of the
effective use of technology to more widely distribute SRHR information to women and
young persons with disabilities. The application was created to make information about
sexual and reproductive health rights in Latin American more accessible to women from
the Deaf and hard of hearing community. The programme included the adding of
barcodes to flyers and posters, which could be scanned by the application, giving the
user access to videos in sign language on sexual health, reproductive health, diversity,
and gender equality, as well as videos dispelling myths and false information on those
subjects and others. This type of technology makes public information more accessible,
user friendly, and inclusive for persons with disabilities.>*’

Guidelines for Action: Acceptability

1.

Promote national plans and policies on CSE to require development of inclusive CSE
curricula, accessible and inclusive CSE materials that do not perpetuate harmful stereotypes
on the basis of gender, disability, sexual orientation, or gender identity, and trainings for
teachers to provide quality CSE to young persons with and without disabilities.

Integrate women and young persons with disabilities into mainstream CSE programmes as
much as possible. Learning about sexuality in an integrated setting can help dismantle
prejudices and harmful stereotypes about persons with disabilities and sexuality.

Develop disability-inclusive and sensitive CSE programmes and trainings for CSE educators
or to supplement established programmes. Use images of individuals with disabilities in all
CSE curriculum materials, as mainstreaming such images can help dismantle discrimination
about persons with disabilities and sexuality and it can be empowering for persons with
disabilities to see such images.

Ensure that young men with and without disabilities are included in CSE programmes.>*
Adolescence is an especially key time for services to reach young men and boys with
disabilities. Dismantling harmful stereotypes about gender roles can help foster healthy
relationships for young men and boys with disabilities.

Build capacity of women and young persons with disabilities to be peer educators and
develop self-empowerment groups for women and young persons with disabilities that can
address CSE topics.

» Example: In Pakistan, the National Forum for Women with Disabilities (NFWWD) trains
women with disabilities to become peer educators for women with and without
disabilities in their communities.>*® More information on NFWWD and other
organizations doing effective SRHR work for women with disabilities in the Asia-Pacific
region are documented in The Asian-Pacific Resource and Research Centre for Women
(ARROW) and CREA publication, ‘ARROW for Change — Women with Disabilities:
Disabled, Sexual, Reproductive’.>>°

Engage family members and caregivers of young persons with disabilities in advocacy and
information campaigns and educate them about the importance of young persons
participating in CSE programmes. Family members can be encouraged to provide sexuality
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education to young persons with disabilities or enroll their children in programmes by
framing involvement as ‘risk reduction’ (e.g. to reduce the risk of abuse or STIs).

» Example: There are a number of resources to assist parents of children with disabilities
to provide comprehensive sexuality education to their children. Some useful resources
include the Vanderbilt Kennedy Center’s ‘The Healthy Bodies Toolkit for Boys and
Girls,”>>! guides for parents of boys and girls with disabilities to guide boys and girls
through puberty, which includes visual aids and tools. Or DiAnn L. Baxley and Anna L.
Zendell’s ‘Sexuality Across the Lifespan—Sexuality Education for Children and
Adolescents with Developmental Disabilities,” a manual for educators about CSE for
students with developmental disabilities, which includes topics on sexual and physical
abuse.>>?

7. Offer training for teachers and service providers about accessible and inclusive CSE.

» Example: Service providers must create opportunities to learn from women and young
persons with disabilities about their experiences, concerns, and needs relating to
sexuality. One research project entitled (S)exploring Disability: Intimacies, Sexualities,
and Disabilities,>>3 looked at the experiences of women and men with disabilities and
their sexuality and resulted in the following findings:

“Disabled men and women were significantly disempowered by sexual norms; disabled
men could exercise more sexual power, and had better sexual access and opportunity,
than disabled women; disabled men and women had to carry out forms of work within a
variety of spaces in their private and intimate lives; impairment was important; disabled
participants experienced substantial sexual oppression and psycho-emotional disablism
as routine within their sexual and intimate lives”.>>*

8. Develop separate sexuality education depending on the life stage of the target audience, as
the needs, sensitivities, and experiences of adult women with disabilities will differ from
those of young persons with disabilities.

® Young persons: Providing CSE to young persons with disabilities is fundamental to
helping them understand their changing bodies and develop healthy habits. Key
sexual and reproductive health topics for young persons include, puberty,
pregnancy, access to modern contraception, unsafe abortion, violence (including
GBV), HIV and AIDS, and STls.>>> Other important issues include, the influence of
technology (e.g. online images, cyberbullying, sexting); poor mental/emotional
health; and alcohol, tobacco and drugs.>>®

® Adults: Many women with disabilities will have missed out on the opportunity to
participate in CSE programmes as a girl or received inaccurate information. CSE
programmes targeted towards women with disabilities who were excluded from CSE
as young persons can empower them to understand and exercise their sexual and
reproductive health rights and to foster healthy sexuality and healthy relationships
in a way that respects their life experiences.

9. Ensure that persons with disabilities are included in information campaigns on CSE topics
and that disability-specific issues are also addressed in public education campaigns.
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10. Develop programmes that reach across formal and informal sectors, across age groupings,
and across disabilities to ensure CSE programmes serve a large population of young persons
and women with disabilities, including those who are not in school and persons with severe
disabilities.>>’ Do not exclude students from participating in CSE programmes based on
stereotypes or perceptions about who needs CSE and who does not.

Guidelines for Action: Quality

1. Adhere to the core principles developed by UNFPA of quality sexuality education when
developing sexuality programmes and information materials, which are: “Respect for
human rights and diversity, with sexuality education affirmed as a right; critical thinking
skills, promotion of young persons’ participation in decision-making, and strengthening of
their capacities for citizenship; fostering of norms and attitudes that promote gender
equality and inclusion; addressing vulnerabilities and exclusion; local ownership and cultural

relevance; a positive life-cycle approach to sexuality”.>>8

2. Make sure that CSE programmes tailored for women and young persons with disabilities are
‘gender-focused’.>>® This can be done by ensuring comprehensive coverage of gender either
as a solo topic or integrated throughout the curriculum, promoting gender equality and
dismantling stereotyped gender roles, and fostering a foundation of communication and
relationship building.>%°

3. Ensure that CSE programmes contain unbiased and scientifically accurate information.>®!

This includes correcting inaccurate information that has been taught or discerned by
women and young persons with disabilities.

» Example: There is extensive UN technical guidance on sexuality education which can be
used to develop and assess the quality of a CSE programme. The 2018 UNESCO, ‘Revised
Edition International Technical Guidance on Sexuality Education: An Evidence-
Informed Approach’>%? provides essential guidance to “assist education, health and
other relevant authorities in the development and implementation of school-based and
out-of-school comprehensive sexuality education programmes and materials”.>®* While
the Guidance is not tailored to women and young persons with disabilities, it serves as a
guide on the quality and necessary content of any comprehensive sexuality education
programmes tailored to women and young persons with disabilities.

4. Use participatory teaching methods for personalization of information and strengthened
skills in communication, decision-making and critical thinking. Skills should include
communication, negotiation, and decision-making.>%*

5. Where possible, engage GBV service providers in providing CSE to women and young
persons with disabilities to reduce the risk of exploitation, particularly during humanitarian
emergencies. During emergencies, it is especially effective to have education services take
place in non-education settings to better reach persons with disabilities.

6. Service providers should review and understand the WHQ’s ‘Consolidated Guideline on
Sexual and Reproductive Health and Rights of Women Living with HIV’.>%> |n 2017, WHO
issued a new guideline consolidating existing recommendations to strengthen the
realization of SRHR for women living with HIV. The Guideline offers a women-centred
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approach to improved services that positions women living with HIV as active participants
in, and beneficiaries of, a responsive and holistic health system that is respectful of their
autonomy. When providing services to women and young persons with disabilities living
with HIV, service providers and support staff should adhere to the WHO recommendations
contained in the Guideline.

Spotlight Issue—Comprehensive Sexuality Education for Students
with Intellectual Disabilities

Examples of models and strategies for providing sexuality education for adolescents with
intellectual disabilities include:

Information, Motivation, and Behavioural Skills (IMB) Model — From the Canadian
Guideline for Sexual Health Education, this model utilizes the following three elements:
“Information that is directly relevant to sexual health and is easy to apply in the individual’s
own life; Motivation to use the knowledge to avoid negative sexual health outcomes and
to promote their sexual health; Behavioural skills to carry out the healthy behaviours;
practice and role-play are seen as necessary”.

Direct Instruction Model — Utilizing lessons “designed around small learning increments
and clearly defined and prescribed teaching tasks”.

Using Technology — Computer-based interactive multimedia programmes have been found
to be particularly effective in helping people with intellectual disabilities increase their
knowledge of SRHR-related topics.

“Going through information slowly to ensure that the individuals can process the
information, ask questions, and have discussions.

Practicing the material through role-play, modelling, and rehearsal.
Starting with basic information and moving to more complex issues.
Teaching refusal skills.

Practicing appropriate affection.

Discussing masturbation (i.e., what it is, when it is and is not appropriate)”.>%¢

Note, these suggested models and strategies are drawn from a literature review and have thus
not necessarily been widely evaluated or used. Service providers should engage in further
research as needed.

4.5.3 Indicators

The following are illustrative of indicators that can be used to monitor and evaluate progress in
the provision of rights-based CSE services for women and young persons with disabilities. This is
not an exhaustive list, but rather a few examples demonstrating the level of specificity,

109



subjects, and form for indicators for CSE service provision. Service providers should tailor the
indicators to fit their programme settings and levels, including by specifying at which level and
by whom indicator data should be collected.

® Percentage of young women and men with disabilities aged 15—-24 who correctly identify
ways of preventing the sexual transmission of HIV and who reject major misconceptions
about HIV transmission (female and male).

® Sexuality education materials are available in disability-accessible formats.

® CSE curriculum includes reference to and images of persons with disabilities and addresses
their SRHR.

® Students with disabilities receive CSE, regardless of whether they receive their education in
special education programmes or in inclusive education settings.

4.6 Information, Testing, and Treatment Services for Sexually
Transmitted Infection, including HIV/AIDS for Women and Young
Persons with Disabilities

4.6.1 Issue Overview

Information, testing, and treatment services for sexually transmitted infection (STI), including
HIV, are fundamental to protecting SRHR for women and young persons both with and without
disabilities.>®” Women and young persons with disabilities have the same right to these services
as individuals without disabilities. Essential STI services include: access to accurate information
regarding STls and how to prevent them; access to voluntary methods for prevention,
treatment, and care; vaccination against human papillomavirus (HPV) and hepatitis B; access to
prophylactic treatment for individuals who may have been exposed to sexually transmitted
infections, including survivors of sexual violence; voluntary and confidential testing for sexually
transmitted infections with timely dissemination of test results; counselling and psycho-social
support; and access to affordable antiretroviral medicines for people living with HIV. Common
STls that women and young persons should be informed about and tested for include HIV,
trichomoniasis, gonorrhea and chlamydia infection, syphilis, chancroid, genital herpes and
warts, and hepatitis B.°%8 Access to both male and female condoms and information on how to
properly use condoms are central components of STl information and prevention services.

Stereotypes that women and young persons with disabilities are not at risk for STls and barriers
to accessing STl services can result in women and young persons with disabilities being
excluded from such services. Individuals living with HIV, who may or may not self-identify as a
person with a disability, are also at risk of violations of their SRHR, including their right to
become parents, their right to be free from forced or coerced abortion or sterilization, and their
right to access sexual and reproductive health services.
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4.6.2 Guidelines on Providing Rights-Based STI Services for Women and
Young Persons with Disabilities

The key considerations enumerated here identify common barriers that women and young
persons with disabilities encounter with respect to accessing STl information, testing, and
treatment. The guidelines for action offer guidance for ensuring that rights-based service
delivery of the full array of information, testing, and treatment services for STls are available,
accessible, acceptable, and of good quality. These guidelines for action build on the
Foundational Guidelines for Action identified in Chapter 2 and are not exhaustive but provide a
starting point for developing disability-inclusive services and programmes.

Key Considerations

® Women and young persons with disabilities are often excluded from information campaigns
about STIs due to a variety of factors, including stereotypes, isolation, and the inaccessible
nature of some public education campaigns. The lack of accessible and inclusive CSE
similarly prevents women and young persons with disabilities from knowing how to protect
themselves from STls.

® Stereotypes around the sexuality of women and young persons with disabilities, including
stereotypes that they are asexual, not sexually active, or not sexually desirable, can lead
service providers and support staff to assume that they are not at risk of contracting STls. As
a result, service providers often fail to provide women and young persons with disabilities
with information about STI prevention methods (such as HPV vaccines or use of condoms)
or to inform them about or offer them tests for STIs as part of routine healthcare visits.

® Some family members or caregivers of women and young persons with disabilities do not
want them to learn about sexual and reproductive health, including STls, for fear it will
increase their sexual activity.

® Lack of disability-sensitive regulations and protocols for pre-and post-exposure for
victims/survivors of rape can exclude women and young persons with disabilities from
prophylactic treatment or ST testing, increasing their vulnerability to contracting STlIs and
resulting in STIs going undetected and untreated.

® Women and young persons with disabilities are at heightened risk for harmful practices,
such as child marriage and ‘virgin rape’ that can significantly increase their vulnerability to
STls.% Inadequate laws and policies aimed at preventing and protecting women and young
persons with disabilities from GBV and punishing perpetrators contribute to impunity and
exacerbate these risks.

® Women living with HIV are at particular risk of forced sterilization and forced abortion,
which is only further exacerbated for women with disabilities with HIV.

® \When a woman or a young person with a disability is found to have an STI, service providers
often fail to counsel that woman or young person on how the diagnosis affects other areas
of their SRHR, such as how to have sex safely or how to plan for pregnancy.
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Communication barriers can deny women and young persons with disabilities access to
essential counselling and psychological support when making decisions to undergo STI
testing, treatment, and prevention.

Poverty, physical barriers to ST testing facilities, and isolation can prevent women and young
persons with disabilities from accessing STl testing, treatment, and other related services.

Starting Point—UNAIDS: Zero-Discrimination in Healthcare

UNAIDS has developed the following minimum standards for discrimination-free healthcare
settings based on lessons from the AIDs response:

“Provide timely and quality health care regardless of gender, nationality, age, disability,
ethnic origin, sexual orientation, religion, language, socioeconomic status, or HIV or other
health status, or because of selling sex, using drugs and/or living in prison.

Prohibit mandatory testing or treatment, or coercive practices.
Respect patient privacy and confidentiality.

Link marginalized and most affected populations to additional service providers, peer
support networks or community-based organizations, or legal services when necessary.

Employ clinical providers who ask health questions or perform health intakes to actively
inform people of their rights and provide quality non-judgmental care.

Put in place grievance mechanisms and mechanisms of redress and accountability for
discrimination and violation of the rights of clients.

Ensure participation of affected communities in the development of policies and
programmes promoting equality and non-discrimination in healthcare”.>”°

Guidelines for Action: Availability

1.

Guarantee that accessible services are available for women and young persons with all
different forms of disabilities at each stage in the continuum of STl services (prevention,
testing, link to care, treatment, chronic care).>’! To learn more about strategic
implementation of the continuum of care and priority action areas for combating STls,
review the WHOQO’s ‘Global Health Sector Strategy on Sexually Transmitted Infections,
2016-2021: Towards Ending STIs’.>”2

Create programmes tailored to women and young persons with disabilities on STI
education, support, and counselling services.>”® Improve access to CSE for women and
young persons with disabilities. For more information, see Comprehensive Sexuality
Education for Women and Young Persons with Disabilities (Section 4.5).

Ensure that women and young persons with disabilities have access to accessible
counselling and testing for HIV.

112



Guidelines for Action: Accessibility

1. Offer consultations for women and young persons with disabilities that present accessible
opportunities to learn how STls are transmitted and how to prevent them. The woman or
young person should also be shown how to use a male and female condom and how to
negotiate its use with a partner. As part of this consultation, service providers should also
enquire about potential problems some women and young persons with disabilities may
have with taking certain medicines to treat STls. If the patient is a young person, service
providers can explain to the person’s parents that children who learn about STls, including
HIV, will make safer choices later in life.>”*

2. Promote peer-to-peer and community health worker education programmes to provide
free, disability-sensitive education and information around STls based in the community.

3. Develop accessible, targeted, and non-stigmatizing information and testing campaigns
around STls.>”> For instance, create radio bulletins or accessible informational leaflets.
Integrate women and young persons with disabilities into public information campaigns.

4. Ensure that testing facilities and machines are physically accessible to women and young
persons with any type of disability, including women and young persons who may
experience difficulties with needles or sitting still for periods of time.

5. Offer free or low-cost access to the HPV and Hepatitis B vaccines for low-income women
and young persons with disabilities or those living in poverty.

6. Where resources allow, advocate for subsidized antiretroviral treatment and antibiotics for
individuals who are unable to afford necessary medicines.

7. Where resources allow, offer male and female condoms for free or at a low cost along with
accessible information and training on how to use both types of condoms. Condoms should
be available in health service provider settings as well as other disability-related service
settings.

Spotlight Issue—HPV and Cervical Cancer

Cervical cancer is one of the greatest threats worldwide to women’s lives. The primary cause of
cervical cancer is persistent or chronic infection with one or more of the high-risk types of
human papillomavirus (HPV). Preventing HPV through vaccination is fundamental to curbing
cervical cancer. Service providers must ensure that women and adolescent girls with disabilities
have access to the vaccine. All adolescent girls should receive the vaccine before initiating
sexual activity. Service providers must also be sure to offer the vaccine to women with
disabilities who may have missed out on receiving the vaccine as an adolescent. Since the
vaccine does not protect against all types of HPV, and many women with disabilities may not
have received the vaccine before the onset of sexual activity, service providers should screen all
adolescent girls and women with disabilities for cervical cancer.>”®
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Guidelines for Action: Acceptability

1. Ensure that programmes are tailored to serve populations of women and young persons
with disabilities who may be even more vulnerable to STIs due to isolation or intersecting
forms of discrimination, including women and young persons with disabilities living in
poverty, those living in institutions, women and young persons with disabilities from
indigenous or the LGBTI communities, sex workers, and refugees or internally displaced
persons.

2. Train women and young persons with disabilities to become peer or community health
educators and foster the development of support groups.>’” Look for opportunities to
engage with already existing groups of women and young persons with disabilities.
Community leaders can also work with service providers to ensure STl information, testing,
and treatment services are reaching communities of women and young persons with
different types of disabilities.>”®

3. Train service providers and support staff and implement safeguards to guarantee privacy
and confidentiality of STI counselling and test results, including for those younger than 18
years old. Ensure results are given in private, unless the patient has privately and voluntarily
given their informed consent to allow a companion, family member, or caregiver to stay.>’°

4. Develop education programmes for family members and caregivers to understand the
importance of STl information, testing, and prevention. Train and assist supportive
community leaders, family members, and caregivers on how to conduct outreach to other
families and caregivers of women and young persons with disabilities on the importance of
STl education and testing.>®° Framing such information and education as risk reduction can
help foster support.

Guidelines for Action: Quality

1. Provide accessible, confidential pre-testing counselling to support a woman or young
person with a disability to make her or his own voluntary decision around STl testing and
prevention. Counselling should address the pros and cons of STl testing, what to expect if a
test result comes back positive, and the availability of STl treatment and psychosocial
support.

2. Provide accessible, confidential post-testing counselling. Refer to the WHQ'’s ‘Consolidated
Guidelines on HIV Testing Services’>8! for guidance on the contents of this counselling
depending on the results of the test.

3. Provide accessible, tailored, and appropriate counselling, support, and contraceptives to
HIV-positive women and young persons with disabilities to address their unmet needs
relating to HIV care, treatment, and support.>??

4. Establish coordination and referral systems for women and young persons with disabilities
identified as suffering consequences of violence or abuse. Refer to the WHO'’s
‘Strengthening Health Systems to Respond to Women Subjected to Intimate Partner
Violence or Sexual Violence: A Manual for Health Managers’>3 for practical guidance, in
addition to local legal requirements.
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Spotlight Issue—HIV and Sexual Violence against Women and Young
Persons with Disabilities

Some individuals believe the dangerous and false myth that a person living with HIV can be
cured by having sex with a virgin, also known as ‘virgin rape’. Due to stereotypes that persons
with disabilities are asexual, and therefore presumed to be virgins, women and young persons
with disabilities can be particularly vulnerable to this form of sexual violence. In addition to
referring such crimes to the criminal justice system, it is important to actively dispel this
harmful myth through awareness-raising and public education campaigns and to educate
women and young persons with disabilities about this risk as well as the importance of seeking
timely health services for prophylactic care if they experience sexual violence.>®*

4.6.3 Indicators

The following are illustrative of indicators that can be used to monitor and evaluate progress in
the provision of rights-based STl services for women and young persons with disabilities. This is
not an exhaustive list, but rather a few examples demonstrating the level of specificity,
subjects, and form that indicators on STl service provision should take. Service providers should
tailor the indicators to fit their programme settings and levels, including by specifying at which
level and by whom indicator data should be collected.

® Percentage of women and young persons with disabilities who know their HIV status.

® Percentage of women and young persons with disabilities receiving an STl test on their first
visit to a health provider.

® Percentage of adolescent girls with disabilities immunized against HPV.

® Percentage of women and young persons with disabilities who received an STl test and the
results within the past year.

® Percentage of women and young persons with disabilities who report using a condom the
last time they had sex.

4.7 Access to Other Women’s Health Information and Services for
Women and Adolescent Girls with Disabilities

4.7.1 Issue Overview

Women and adolescent girls with disabilities have a right to access quality essential health
services on an equal basis with men and women without disabilities.>® In addition to the range
of services addressed in the previous sections of these Guidelines, women and adolescent girls
with disabilities require routine access to a range of healthcare services related to their sexual
and reproductive health, including abortion (where legal), pelvic exams, Pap smear tests,
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mammograms, and cancer screenings. Lack of access to care and delays in receiving these
important services or diagnosing potentially terminal illnesses can have serious consequences
for a woman or girl’s health and life.>%

Where abortion is legal, it is critical to ensure that all women and adolescent girls have ready
access to safe, good-quality abortion services.”®” Unsafe abortions account for approximately
13 per cent of all maternal deaths.>®® The WHO estimates that there are roughly 22 million
unsafe abortions each year leading to 5 million complications that result in hospital
admissions,>® which in some circumstances can lead to a woman becoming permanently
disabled.>®® Women and adolescent girls with disabilities have a right to safe and accessible
abortion services, where legal.>®! They also have a right to access post-abortion care regardless
of the legal status of abortion. Women and adolescent girls with disabilities can be subjected to
forced abortion, a form of GBV. For more information about the GBV women and young
persons with disabilities experience, see Guidelines for Gender-Based Violence Service
Provision (Chapter 3).

4.7.2 Guidelines on Providing Rights-Based Health Services to Women and
Adolescent Girls with Disabilities

The fundamental principle for providing quality healthcare services is that women and
adolescent girls with disabilities must always be treated with respect and dignity and
encouraged to communicate their opinions about their own health.>*? The following key
considerations explain the barriers that women and girls with disabilities face in accessing
guality health services. The guidelines for action provide guidance on ensuring that quality,
rights-based services are available, accessible, acceptable, and of good quality for women and
girls with disabilities. These guidelines for action build on the Foundational Guidelines for
Action identified in Chapter 2 and are not exhaustive but provide a starting point for developing
disability-inclusive services and programmes.

Key Considerations

® Exclusion of women and adolescent girls with disabilities from public health promotion and
prevention campaigns and lack of inclusive and accessible information about women’s
health services and needs prevent women and adolescent girls with disabilities from
accessing necessary services and limit their understanding of how such services contribute
to their overall health.

® Lack of clarity about the legal status of abortion and lack of understanding that post-
abortion care must be accessible irrespective of the legal status of abortion can lead service
providers to refrain from providing safe abortion services, where legal, and post-abortion
care, even where necessary to safeguard a woman or girl’s life or health.

® Low education and literacy levels can prevent women and adolescent girls with disabilities
from understanding information about important health services.>*3 For example, women
and adolescent girls with disabilities often lack information about pregnancy, abortion,
where legal, and associated services.>% They may therefore lack the necessary information
to recognize the signs of pregnancy or about services to access in the first trimester, which
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can exacerbate legal, financial, and other barriers if an unplanned pregnancy occurs. For
more information on accessible CSE, see Comprehensive Sexuality Education for Women
and Young Persons with Disabilities (Section 4.5).

Stigma around abortion (where legal), can lead to abuse and mistreatment for women and
adolescent girls with disabilities when they are seeking post-abortion care for
complications.

Women and adolescent girls with disabilities often do not receive cancer screenings and
other essential SRHR services due to a variety of factors, including a lack of competencies at
the service level, lack of disability- and gender-sensitive procedural guidelines, inaccessible
equipment, and insufficient educational resources.>®>

Lack of standardized training for all healthcare service providers and support staff on
adapting and providing services to women and girls with disabilities can exclude women and
girls from essential health services and contributes to provider discomfort.

Medical appointments can often require complex coordination for persons with disabilities
to acquire the necessary transportation and support. However, service providers and
support staff are often not prepared with the accommodations which the person requires,
which results in a woman or girl being turned away or asked to return another day when
services can be made accessible. Not only can this be expensive and time-consuming for the
person with the disability, but it is also discriminatory and can deter use of important health
services.

Inaccessible intake forms and other communication barriers can prevent women and
adolescent girls with disabilities from being able to inform service providers and support
staff about their symptoms, personal and family health history, and experiences, thus
preventing accurate assessment of their health needs and risks. Communication barriers
can similarly prevent service providers and support staff from being able to effectively
communicate about necessary medical exams, diagnoses, and treatment plans with
patients.>%®

Communication barriers can deny women and adolescent girls with disabilities access to
essential counselling and psychological support when making decisions about health-related
matters, such as whether to proceed with chemotherapy.

Physical barriers to both healthcare facilities and medical equipment, such as mammogram
machines, effectively deny women and adolescent girls with disabilities access to essential
and life-saving SRHR services.

Formal and informal user fees for healthcare facilities and the cost of transportation, can
make preventive healthcare financially inaccessible for women and adolescent girls with
disabilities, deterring them from obtaining essential routine healthcare.

Women and adolescent girls with disabilities are often less able to escape in humanitarian
emergency situations and may lose critical medicines or devices in the process.
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Guidelines for Action: Availability

1. Create programmes to improve women and adolescent girls with disabilities” access to
available health services and increase their understanding of their health needs and rights.

» Example: The Canadian Association for Community Living and the DisAbled Women'’s
Network (DAWN) Canada developed the ‘Our Health Matters! Improving Access to
Cancer ldentification & General Healthcare for People with Disabilities & Deaf People
Toolkit’ to address the knowledge gap about healthcare for persons with disabilities and
Deaf people. One module of the Toolkit is aimed at persons with disabilities and
addresses their right to be healthy and various aspects of health, including SRHR. The
other is for healthcare service providers to help them learn about issues affecting access
to healthcare for persons with disabilities and how to proactively address these
issues.>?’

2. Include women and adolescent girls with disabilities in menstrual hygiene management
programmes and when distributing resources. For example, distribution of dignity kits
during humanitarian emergencies. Develop programmes specifically for adult women with
intellectual and learning disabilities to give them the opportunity to understand and ask
guestions about menstrual hygiene management, about which they may have never
received accessible information.

» Example: The Centre for Developmental Disability Health in Australia produced a useful
guide titled ‘Supporting Women: Information and Resources for Carers Supporting
Women with Intellectual Disabilities to Manage their Menstruation’.>®® The guide
contains comprehensive guidance for caretakers about addressing menstruation for
women with intellectual disabilities and potential issues they may encounter ranging
from medical management to legal issues.

3. Advocate for clarity in laws and policies around access to abortion, where legal, for
victims/survivors of sexual violence and ensure that such laws and policies are inclusive of
women and adolescent girls with disabilities.

4. Advocate, as necessary, for national laws and policies to state clearly that access to safe
abortion, where legal, cannot require the consent of a parent, guardian, or spouse.>®?

5. Prioritize and integrate into SRHR services psychological first-aid and other mental health
services for women and young persons with disabilities, especially during emergencies. This
can be done directly or through referrals. According to the ‘Inter-Agency Standing
Committee’s Guidelines on Mental Health and Psychosocial Support in Emergency
Settings’, the fundamental principles of emergency mental health and psychosocial
interventions are: (1) Promote respect for human rights and equity; (2) promote community
participation; (3) do no harm; (4) build on available resources and capacities; (5) integrate
activities and programming into wider systems (such as health programmes, education
programmes, etc.); and (6) develop a multi-layered response.%°
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Guidelines for Action: Accessibility

1. Provide accessible information, education, and counselling for women and adolescent girls
with disabilities on their SRHR, including on contraceptive use to prevent unintended
pregnancy and the availability of safe abortion services, where it is not against the law.%
Ensure that accessible counselling on a range of contraceptive methods and access to a
contraceptive method of choice is available to women with disabilities who seek an
abortion, where legal, or post-abortion care.%?

» Example: In Nigeria, the Deaf Woman’s Association of Nigeria (DWAN) and Ipas Nigeria
implemented a twin-track disability SRHR programme to strengthen the capacity of sign
language interpreters.®%3 Through sensitization workshops focused on information,
communication, and financial barriers and advocacy meetings, the project identified
three key lessons learned for dismantling barriers faced by Deaf women in accessing
SRHR services: “[1] Access to sign language interpreters at sexual and reproductive
health service sites is imperative to promote access to quality services for deaf women
and ultimately reduce maternal morbidity and mortality amongst this population. [2]
Provision of free sign language interpretation services to support deaf women in
accessing health care must be accompanied by advocacy with health facility leadership
to secure buy-in and facilitate policies—including waiving certain costs—that optimize
service use by people with disabilities. [3] Engaging the leadership of various community
members and institutions is crucial to ensure ownership of the project”.%%

2. Adapt services, such as exams, procedures and equipment, to accommodate women and
adolescent girl’s disability-related needs. Where possible, design services utilizing universal
design principles for everything from the service delivery location to gynecological chairs.
Doing so allows for a wider range of usage and not just for persons with disabilities.

» Example: The Keela Cup is an accessible menstrual cup designed by a woman with a
disability to be accessible for women with disabilities.®%

» Example: The manual ‘Table Manners and Beyond: The Gynecological Exam for
Women with Developmental Disabilities and Other Functional Limitations,’ offers
practical guidance for service providers and support staff on how to improve the
experience of a gynecological exam for women with disabilities. The manual covers
guidance for assessing the accommodations required; conducting exams, including
alternative positions and accommodations for various disabilities; and follow-up steps
after the exam.®%

3. Create alternative and creative ways to help women with disabilities better understand
their bodies and procedures through the creation of models or picture guides.

» Example: The ‘Kahani Her Mahine Ki’ kit was created in India and contains a tactile
model and booklet that helps visually impaired girls learn about their bodies and
menstruation.®’

» Example: The Centre for Developmental Disability Health in Australia has produced a
simplified guide on Pap smear tests that service providers can use to help patients with
disabilities called ‘Pap Tests: The Plain Facts’. The guide explains in plain language what
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women with disabilities can expect as part of a Pap smear test and uses drawings to
explain the procedure.®®

4. Train mid-level service providers to provide early safe abortion services, where legal, to
ensure affordability of services and to facilitate access in rural or isolated areas.®%°

5. Ensure abortion services are accessible and quality, where they is not against the law, at the
community level, primary-care facility level, and through referral hospitals.®°

6. Ensure that toilets and latrines are accessible, gender-sensitive, and safe, particularly during
humanitarian emergency situations. This is critical for both the dignity, privacy, and safety
of women and adolescent girls with disabilities and their SRHR and health needs generally.

» Example: Hesperian’s ‘A Health Handbook for Women with Disabilities’ offers the
following suggestions for adapting toilets and latrines to make them easier for women
with disabilities, particularly in low-resource settings:

® “If a person has difficulty squatting, make a simple hand support or a raised seat. Or,
if the toilet is set in the ground, make a hole in the seat of a stool or chair and place it
over the toilet.

® If a person has difficulty controlling her body, make supports for her back, sides, and
legs, and a seat belt or bar.

® Use a rope or fence to guide blind people from the house to the toilet.

® |f a person has difficulty adjusting or removing her clothes, adapt her clothing to
make it loose or elastic. Make a clean, dry place to sit or lie down and dress.

® If a person has difficulty sitting, make moveable handrails and steps”.6!

7. Ensure that any additional costs associated with making essential healthcare services
accessible to women and adolescent girls with disabilities are not passed on to them
through formal or informal user fees.

Guidelines for Action: Acceptability

1. Develop mentoring and experiential training programmes that help service providers and
support staff build confidence and overcome concerns about serving women and
adolescent girls with disabilities.

2. Create model programmes to help providers better serve women and adolescent girls with
disabilities and understand what inclusive programming looks like.

3. Develop orientation procedures that address a woman or adolescent girl’s apprehension or
lack of understanding about an upcoming exam. Examples might include: 6%2

e Communicate the importance of the exam and the steps involved with the process.

® Create illustration guides for exam procedures, particularly gynecological exams, using
pictures, models, or videos.

o Offer the patient a tour of a clinic and the equipment prior to an exam to help increase
their comfort levels.
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® Provide a description of the procedure for the exam and the test results.
® Allow the patient to role play the exam with models or dolls.

Develop widespread community information campaigns to increase knowledge about
women’s health needs and the rights of women and adolescent girls with disabilities.
Campaigns should feature persons with disabilities and target healthcare practitioners,
traditional healers, community and religious leaders, women and adolescent girls with
disabilities, and families and caregivers who may act as gatekeepers to essential health
services.

Develop programmes to combat harmful stereotypes and provider bias, including fear of
complications for women and adolescent girls with disabilities.

Ensure that information is in a format that the patient can understand about surgical and
medical abortion, where legal, and the risks and benefits of each procedure given the
circumstances of her pregnancy and ensure that the patient’s choice of method is
respected.®'3

Provide accessible, confidential pre-abortion counselling, where legal, to support a woman
with a disability to make her own voluntary decision.*

Guidelines for Action: Quality

1.

3.

Develop integrated medical school programmes and basic course materials to train all
medical service providers on the needs and available adaptations to serve women and
adolescent girls with disabilities. These should not be specialized programmes but
integrated into the curriculum to underscore that serving persons with disabilities is the
responsibility of every service provider.

Increase healthcare service provider capacities to screen women and adolescent girls with
disabilities for cancer and other diseases with any necessary accommodations.

Train service providers and input robust safeguards to ensure that women and adolescent
girls with disabilities are not coerced into abortions and that informed consent is always
received.®®> Providers must ensure that all service providers and support staff are trained
accordingly to ensure women and adolescent girls with disabilities are making a free and
informed choice. Women and adolescent girls with disabilities can be pressured to undergo
a procedure or the procedure can be performed without the person’s free and informed
consent. This can take place for a variety of reasons, including misconceptions that women
with disabilities cannot raise children, concern that a woman with a disability may give birth
to a child with a disability, substituted decision-making by the woman’s parents or guardian,
or to cover up sexual abuse. Conversely, women or adolescent girls with disabilities may be
prevented from accessing a desired abortion, where it is not against the law, due to the
prejudiced belief that a woman with a disability cannot make such a decision herself,
substituted decision-making by the woman’s parents or guardian.

Ensure the following minimum required services, as identified by WHO, are met when
women and adolescent girls with disabilities seek abortion services, where it is not against
the law:

121



® “[M]edically accurate information about abortion [where it is not against the law] in a
form the woman can understand and recall, and non-directive counselling if requested
by the woman to facilitate informed decision-making;

® abortion services delivered without delay [where it is not against the law];

e timely treatment for abortion complications, including complications from unsafe
abortion;

® contraception information, services and referrals, to help prevent repeat unintended

preghancy” .16

5. Provide immediate and unconditional treatment of emergency medical care, including post-
abortion care, when needed, irrespective of the legal status of abortion and without regard
as to the patient’s ability to pay for such services.®'’

Putting It into Practice: Improving Breast Cancer Identification

DisAbled Women’s Network (DAWN) Canada and the Canadian Breast Cancer Network
conducted a review of the research and guidance on breast cancer and women with disabilities,
resulting in recommendations around:

1. Adapting the physical environment—buildings and equipment.

2. Adapting or proposing new procedural and practices. For example, patient advocates,
support groups, checklists of healthcare providers.

3. Developing women-centred disability sensitivity training for healthcare providers.

4. Conducting outreach and health/breast cancer awareness and promotion to women with
disabilities.

5. Establishing policy recommendations and reforms. For example, making accessibility a
requirement for accreditation for healthcare facilities or adopting national guidelines for
cancer screenings that address access for persons with disabilities.

The review also identified useful resources and training materials to advance reforms in breast
cancer screenings for women with disabilities.®'8

4.7.3 Indicators

The following are illustrative of indicators that can be used to monitor and evaluate progress in
the provision of rights-based health services for women and adolescent girls with disabilities.
This is not an exhaustive list, but rather a few examples demonstrating the level of specificity,
subjects, and form that indicators for women’s health services should take. Service providers
should tailor the indicators to fit their programme settings and levels, including by specifying at
which level and by whom indicator data should be collected.
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® Sexual and reproductive health services for women and adolescent girls with disabilities are
included in the curriculum for pre-service and in-service training of healthcare service
providers and social service providers.

® Breast, uterine, pelvic, and cervical cancer identification protocols explicitly include women
and adolescent girls with disabilities.

o Healthcare facility has accessible mammogram and ultrasound machines or access to them.

e Healthcare facility has an accessibility needs identification protocol to establish patient’s
accessibility needs and inform the provider of these needs before the patient arrives at the
appointment.

e Women and adolescent girls with disabilities have correct knowledge of the legal status of
abortion.%%°

4.8 Adolescent and Youth with Disabilities’ Access to Health
Information and Services

4.8.1 Issue Overview

The period between ages 10 and 24 is a pivotal time of development for any person, and no less
so for those with disabilities. During that period, adolescent girls and boys experience puberty
and go through significant physical, mental, and emotional changes. To fully realize the SRHR of
young persons with disabilities on an equal basis with young persons without disabilities,
services must be tailored to their health and developmental needs. This requires adolescents
and youth with and without disabilities to have access to age- and developmentally-appropriate
gender- and disability-sensitive education and information and young person-friendly services.
Essential information and services include CSE; contraceptive information, counselling, goods,
and services; STl information, counselling, testing, and treatment; maternal and newborn
health services; and access to safe abortion services (where legal); and post-abortion care.

Adolescents and youth with disabilities are just as likely to be sexually active as their peers
without disabilities, yet they face significant barriers to accessing these essential services. Not
only does this deny adolescents and youth with disabilities the information necessary to keep
themselves healthy and to foster the development of safe and healthy relationships, but it also
communicates to persons with disabilities at a young age that their community does not
prioritize investing in them.

4.8.2 Guidelines on Providing Adolescent- and Youth-Friendly Rights-Based
SRHR Services to Young Persons with Disabilities

The key considerations enumerated here identify common barriers that young persons with
disabilities encounter in accessing essential SRHR services. The guidelines for action offer
guidance for ensuring that rights-based services tailored to the specific needs and
considerations of young persons with disabilities are available, accessible, acceptable and of
good quality. These guidelines for action build on the Foundational Guidelines for Action
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identified in Chapter 2 and are not exhaustive but provide a starting point for developing
disability-inclusive services and programmes.

Spotlight Issue—Understanding Adolescence and Youth

Different stages of adolescence and youth development raise specific vulnerabilities for
adolescent girls and boys, both with and without disabilities. Service providers and support staff
must be cognizant of these age- and development-specific vulnerabilities and ensure that
young persons with disabilities are included in programming addressing these issues. The
following list of vulnerabilities is drawn from UNFPA’s ‘Adolescent Boys and Young Men’
publication:%%°

Early Adolescence: Ages 10-14

Gender-based violence and bullying (girls and boys)

Unintended and unplanned pregnancy (girls)

Unsafe abortion (girls)

Harmful practices (girls)

Peer pressure to become sexually active or abstain from condoms (boys)
Taboos in seeking health services (boys)

Recruitment in violent male peer groups (boys)

No access to SRHR information and service (girls and boys)

Mid-Adolescence: Ages 15-19

® Pressure to embody stereotypical gender roles (submissive for female, dominant for males)
(girls and boys)

Gender-based violence (girls and boys)

Unintended and unplanned pregnancy (girls and boys)

Unsafe abortion (girls)

Harmful practices (girls)

Risk-taking behaviour (boys and girls)

Transactional sex and sex work (girls)

Tobacco, alcohol, and substance abuse (boys and girls, but generally higher for boys)
Depression and suicide (girls and boys)

Body image anxiety (girls and boys)

Taboos in seeking health services (boys)

Exposure to violence in relationships (girls and boys, but girls disproportionately affected)
No or limited access to SRHR information and service (girls and boys)

Sexually transmitted infection (girls and boys, but generally higher for girls)
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Early Adulthood: Ages 20-24

Gender-based violence (girls and boys)

Transactional sex and sex work (girls)

Harmful practices (girls)

Unintended and unplanned pregnancy (girls)

Unsafe abortion (girls)

Taboos in seeking health services (boys)

Gang involvement (boys)

Poor mental health (boys and girls)

Unemployment (boys)

Limited access to SRHR information and service (girls and boys)

Sexually transmitted infection (girls and boys, but generally higher for girls in some settings)
Tobacco, alcohol, substance abuse (boys and girls, but generally higher for boys)

Key Considerations

Lack of participation by, and consideration of the needs of, young persons with disabilities
in the development of national plans, policies, and programmes on SRHR services result in
plans, policies, and programmes that effectively exclude young persons with disabilities
from these essential services.

Policies or laws requiring third-party authorization or notification, such as policies that
require parental consent or notification for young persons to participate in CSE programmes
or to obtain contraception, can effectively deny young persons access to essential SRHR
information and services.®?! Barriers that are only further exacerbated for young persons
with disabilities.

Young persons with disabilities are at heightened risk for harmful practices, which has
serious consequences for their SRHR.%22

Service providers do not receive adequate training on and are not confident with providing
SRHR services to young persons with disabilities.

Adolescent and youth sexuality, especially for persons with disabilities, is often considered a
taboo subject, leading to an environment where sexuality is viewed as something negative
that must be suppressed.

Parents, guardians, or other caregivers can be overprotective and may not want young
persons with disabilities who are in their care to learn about their sexual and reproductive
health for fear it will increase their sexual activity. This type of gatekeeping can prevent
adolescents and youth with disabilities from accessing the SRHR services they need and may
also lead them to hide health conditions.®23> Moreover, adolescents and youth with
disabilities generally lack funds to access or receive healthcare services independent of their
families or caregivers.
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® Adolescents and youth with disabilities fear accessing services because of a perception that
service providers or support staff will scold them, put them through painful procedures, or
violate their confidentiality.®2*

® Lack of discretion or privacy in accessing SRHR services, such as the inability to seek services
without being seen publicly, can deter adolescents and youth with disabilities from seeking
such services. 62

® Adolescents and youth with and without disabilities often lack a way to confidentially
communicate with SRHR service providers and to ask questions. Lack of trust and
communication can lead to proliferation of misinformation about sexual and reproductive
health and rights with attending consequences to their health.

® Negative experiences as a young person with medical service providers can lead persons
with disabilities to avoid important medical care later in life.®2®

Guidelines for Action: Availability

1. Assess the needs of young persons with disabilities in your community and develop
programmes tailored to improve and address their health needs. The WHO’s ‘Global
Accelerated Action for the Health of Adolescents (AA-HA!): Guidance to Support Country
Implementation’®?’ document for policy makers and programme developers offers
important guidance for understanding the needs of adolescents in a country, analysing the
current scope of what is being done, conducting a consultative process to set priorities, and
planning, implementing, monitoring, and evaluating national health programmes. The
document lays out the following systematic approach that can offer service providers both
big and small guidance on how to begin developing effective programmes to serve young
persons with disabilities or assess current programmes for how they serve or do not serve
young persons with disabilities:

® “Section 1: Understanding what is special about young persons and why investing in
them results in long-term societal benefits.

® Section 2: Understanding global and regional young person health profiles.

® Section 3: Understanding what works—the AA-HA! Package of evidence-based
interventions.

® Section 4: Understanding the country’s young person health profile. Undertaking
landscape analysis. Conducting a consultative process for setting priorities based on
explicit criteria.

® Section 5: Planning and implementing national programmes.

® Section 6: Strengthening accountability for young persons’ health: monitoring and
evaluating young person health programmes and priorities for young person health
research”.

® FEach of these sections are underpinned by “Leadership and participation of adolescents
and young people” and “Addressing adolescent health needs in humanitarian and fragile

settings”. 628
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2. Ensure that evidence-based youth-friendly services are available. Train educators on
implementing SRHR guidance for adolescents and youth with disabilities. The WHO
promulgated the following guidance for adolescent-friendly services in ‘Global Standards
for Quality Health-Care Services for Adolescents: A Guide to Implement a Standards-
Driven Approach to Improve the Quality of Healthcare Services for Adolescents’.5%°
Service providers and support staff should use this document to better understand the
standards for the development and provision of youth-friendly services. Although not
explicitly tailored for young persons with disabilities, these standards equally apply, and
service providers and support staff must ensure the following standards are met to ensure
that health services are available. The document lays out eight criteria that inform the
required level of quality in the delivery of services:

“Adolescents’ health literacy.

e Community support.

® Appropriate package of services.
® Providers’ competencies.

e Facility characteristics.

® Equity and non-discrimination.
e Data and quality improvement.

e Adolescents’ participation”.%3°

Guidelines for Action: Accessibility

1. Develop, support, or engage young persons with disability-led organizations and peer
support groups. Programmes like these are critical partners for disseminating SRHR
information and connecting young persons with disabilities with services. These
organizations should be integrated to encourage the development of peer networks and
understanding between young persons with and without disabilities.

» Example: In Israel, the Israel Family Planning Association (IFPA), developed a peer
education programme for young persons with physical and sensory disabilities.®3!
Following a comprehensive sexuality education and training course, the young persons
partnered with peer educators without disabilities to deliver over fifty workshops and
lectures along with counselling and media interviews to other young persons, parents
and professionals.®32 More information about this programme and other good practices
for inclusion of adults and young persons with disabilities in sexual and reproductive
health and rights programmes, is available in the Dutch Coalition on Disability and

Development (DCDD) and Share-Net International’s publication ‘Everybody Matters’.533

2. Offer accessible hotlines tailored for young persons to receive SRHR information and
effective referrals.

3. Offer services in the home or another safe or accessible space within the community, rather
than depending on families or caregivers to bring a young person with a disability to a
facility or clinic to receive services.
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4,

Create programmes and materials that assist young women with intellectual disabilities or
learning disabilities with understanding menstruation and how to take care of monthly
bleeding. Programmes should use plain language and/or easy read documents and allow
young women the time to understand menstrual hygiene. Picture guides can be particularly
useful tool where available.

» Example: Down’s Syndrome Scotland has produced a free booklet titled ‘Let’s Talk
about Periods’ to help girls with disabilities learn about their periods. The booklet is
written in plain language and uses visual aids.%3

» Example: Hesperian’s ‘A Health Handbook for Women with Disabilities’ suggests that a
trusted family member or friend take the following steps to help a young woman who
has trouble understanding or learning to better understand her menstrual cycle:

® Use the same kinds of pads or cloth as are commonly used.

® Show the young woman where the supply of pads is kept.

® Show the young woman where the cloths or pads are thrown out or washed.
°

Show the young woman how to place the pad or cloth in her underwear so that she
can practice using and wearing it.

® Suggest that she may want to consider wearing dark clothing, if she has any, to avoid
stains showing. But explain that getting blood on your clothing during your period is
normal.5%

Guidelines for Action: Acceptability

1.

3.

Invest in developing targeted programmes and conducting outreach services for adolescent
girls and boys with disabilities during the early adolescence period (ages 10-14). This is the
period during which adolescents are most excluded from receiving SRHR information and
services.

Develop programmes for young persons with disabilities to learn about menstruation with
information presented in a clear, direct manner and with opportunities to practice new
skills.®3¢ Concurrently, include young women with disabilities in mainstream menstrual
hygiene management programmes and when distributing resources.

» Example: In Tanzania, Femme International (FI) and Youth with Disabilities Community
Program developed a project in Tanga, a region of Tanzania, to bring FI’s ‘Feminine
Health Empowerment Program’ to girls with disabilities in the community. Tanga girls
with disabilities, particularly those with intellectual disabilities, face difficulties in
understanding the menstruation process especially given the Tanga tradition of learning
about menstruation from a female elder. The programme aims to teach girls and boys
with and without disabilities about how their bodies work, the menstrual cycle, and how
to make safe and healthy SRHR choices.®3’

Develop programmes aimed at engaging young persons with disabilities to promote
expression and involvement in programme development.
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» Example: UNICEF developed the ‘Adolescent Kit for Expression and Innovation,’” along
with associated guidance, to assist service providers and support staff with engaging
young persons in emergencies. The Kit includes guidance, tools, and supplies “to
support country programmes to reach and engage adolescents ages 10—18 affected by
conflict and other crises through education, child protection, youth development and/or
peacebuilding initiative”.%38 To learn more and order the kit, visit
http://adolescentkit.org/.

Work with adolescents and youth with disabilities to create creative tools for sharing
information about SRHR and how to integrate these tools into people’s lives. UNICEF has
identified the following standards to ensure high-quality participation of young persons
with disabilities in the development of youth-friendly health services:

® “Participation of young persons with disabilities is embedded in the culture and
practices of the organization.

® There is a wide range of opportunities for young persons with disabilities to participate
within the organization.

Participation opportunities are inclusive.

Participation activities are accessible.

Young persons with disabilities set the agenda.

Participation is a positive and meaningful experience for young people with disabilities.
Staff have appropriate attitudes, understanding and skills.

Participation is monitored and evaluated.

Participation of disabled young persons brings about change.

The organization shows that it values young persons with disabilities’ participation”.63°

Treat young persons with disabilities who are seeking services with respect and protect
their confidentiality. This is a key issue that adolescents and youth worldwide have
identified as essential to making services youth friendly.®*° Advocate as necessary for laws,
policies, and ethical guidelines that protect the confidentiality of adolescent and youth
patients receiving SRHR services.

Mentor and develop young persons with disabilities to become peer educators to share
SRHR information with other young persons with disabilities.

Create campaigns and programmes that improve understanding and visibility about
sexuality among young persons, including those with disabilities. These should address
discrimination and misconceptions about sexuality and disabilities, such as the myth that
persons with disabilities cannot have fulfilling relationships or an active sex life. Raise
awareness among adolescents and youth with disabilities, along with their families,
caregivers and health personnel, about the rights of young persons with disabilities and the
importance of access to SRHR services.®*

Use technology to share information with young persons with and without disabilities.
Incorporate young persons with disabilities into social media campaigns. Use text messaging
and other messaging services to encourage information and experience sharing among peer
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groups; this has proven particularly effective among Deaf youth. Include mechanisms for
accessing more information through links and codes to encourage deeper learning.54?

Guidelines for Action: Quality

1. Adapt the WHO'’s ‘Core Competencies in Adolescent Health and Development for Primary
Care Providers’®* guidance, in conjunction with young persons with disabilities, to train
healthcare service providers on service provision for adolescents with disabilities.

2. Collect and disaggregate data by age, sex, and disability to assess health services for young
persons with disabilities. The Special Rapporteur on the Right of Everyone to the Enjoyment
of the Highest Attainable Standard of Physical and Mental Health published a report on the
rights of adolescents that details the mental health and SRHR needs of adolescents. The
Special Rapporteur identifies the lack of data disaggregated by age, sex, and disability as
one of the biggest challenges to promoting adolescents’ rights.®** The report also
emphasizes the need for disability- and age-appropriate services.®* The standards laid out
in the report provide additional guidance on how to realize the right to health for young
persons with disabilities.®4®

Humanitarian Emergencies—Young Persons’ Access to Health
Information and Services

Ensure that minimum standards are followed for all services offered and provided to young
persons with disabilities during humanitarian emergencies. UNFPA and Save the Children USA
have developed comprehensive minimum standards and services for adolescent SRHR services
during emergencies, as a companion to the ‘Inter-Agency Field Manual on Reproductive
Health in Humanitarian Settings’.®*’ These guidelines are not tailored to persons with
disabilities, thus service providers should work with young persons with disabilities to
understand how to implement these standards with the adaptations and accommodations
required by young persons with disabilities.

‘Adolescent Sexual and Reproductive Health Toolkit for Humanitarian Settings: A Companion
to the Inter-Agency Field Manual on Reproductive Health in Humanitarian Settings’®4 —
Minimum Initial Service Package:

“Adolescent-friendly clinical services;

Clinical management of survivors of sexual violence;

Treatment and referral of clients with obstetric emergencies;

Standard precautions;

Condom distribution”.®4°

Utilize the following techniques to improve service delivery to young persons with disabilities
during humanitarian emergencies:
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Establish or identify safe spaces for adolescents.®°
Twenty-four seven availability of clinical services.

Private triage areas.

Same-sex service providers and support staff.

Limited vaginal speculum examinations to pre-pubertal girls.

Non-judgmental service providers and support staff trained to ensure privacy and respect
young victim/survivor’s dignity.
Confidential services that do not require parental consent.

Service providers and support staff trained to identify sexual assault in males.%>!

4.8.3 Indicators

The following are illustrative of indicators that can be used to monitor and evaluate progress in
the provision of rights-based SRHR services for young persons with disabilities. This is not an
exhaustive list, but rather a few examples demonstrating the level of specificity, subjects, and
form that indicators around youth-friendly SRHR services should take. Service providers should
tailor the indicators to fit their programme settings and levels, including by specifying at which
level and by whom indicator data should be collected.

® Percentage of young persons with disabilities aged 15-19 with comprehensive knowledge of
HIV/AIDS.%>2

® “Number and distribution of health facilities with basic adolescent-friendly service capacity
per 10,000 adolescents”.5>3

® Percentage of adolescent girls with disabilities between the ages of 9 and 13 years who
have received the HPV vaccine.®*

® Percentage of contraceptives and condoms distributed by age.
e Satisfaction and perception of the service by young persons with disabilities.

® Percentage of service providers trained on providing adolescent-friendly health services to
adolescents with disabilities.
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Chapter 5: Glossary and Resources

5.1 Glossary

Adolescents are boys and girls between the ages of 10 and 19 years old. The period is defined
by the physical, cognitive, behavioural and psychosocial changes taking place during the period
and illustrated by increased sense of self, confidence, and independence.®*>

Capacity generally refers to “a patient’s ability to understand the significant benefits, risks, and
alternatives to proposed healthcare and to make and communicate a healthcare decision. It is
question- and decision-specific and should be documented relative to each decision. Capacity
to consent should be assessed and documented for each treatment or plan of treatment. An
individual is presumed to have capacity to make a healthcare decision, to give or revoke an
advance directive, and to designate or disqualify a surrogate”.®>® However, service providers
and support staff must look to their national and local legal systems and professional standards
for the definition applicable to their practice.

Comprehensive sexuality education (CSE) refers to sexuality education that is rights-based and
assists people with obtaining accurate and age-appropriate information about all aspects of
SRHR; healthy exploration of sexuality; empowerment; and positive thinking about sexuality
and SRHR. CSE also supports the development of positive life skills and relationships.®’

Child marriage, also known as early or forced marriage, occurs when one or both spouses are
below the age of 18, and as such, not yet physically, physiologically, or psychologically ready for
marriage. Nor can the child consent to be formally bound.®>8

Economic violence involves denying a person access to and control over basic financial
resources.® Since many persons with disabilities are not given responsibility over their
finances, persons with disabilities can be at risk of this form of violence.

Female genital mutilation, or female genital cutting, “comprises 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”.®®° Female genital mutilation is broadly recognized as a human
rights violation. 6!

Justice system refers to both formal and informal justice systems. Formal justice systems
involve the State and its agents administering justice through the enforcement and application
of laws. Mechanisms include law enforcement, criminal justice systems, and courts and
judges.®®? Informal justice systems refer to the range of mechanisms varying in formality
involved in access to justice and rule of law but that exist outside of the traditional State justice
structure. Informal justice systems may or may not be connected or recognized by the State.
Mechanisms include systems involved in the “resolution of disputes and the regulation of
conduct by adjudication or the assistance of a neutral third party that [] is not a part of the
judiciary as established by law and/or whose substantive, procedural or structural foundation is

not primarily based on statutory law”.%3
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Forced marriage occurs when one or both spouses have not consented to be formally bound in
marriage. Child or early marriage is a form of forced marriage, but young persons and women
with disabilities over the age of 18 may also be subjected to forced marriage.

Gender-based violence (GBV) are acts of violence “perpetrated against a person’s will and that
is based on socially ascribed (i.e. gender) differences between males and females. The term
‘gender-based violence’ is primarily used to underscore the fact that structural, gender-based
power differentials between males and females around the world place females at risk for
multiple forms of violence. As agreed in the Declaration on the Elimination of Violence against
Women (1993), this includes acts that inflict physical, mental or sexual harm or suffering,
threats of such acts, coercion and other deprivations of liberty, whether occurring in public or
in private life. The term is also used by some to describe some forms of sexual violence against
males or targeted violence against LGBTI populations”.%%

Harmful practices refers to practices, behaviours and attitudes—often grounded in culture,
religion, or superstition—that negatively affect the human rights and fundamental freedoms of
women and young persons with disabilities.®®> Examples of harmful practices include child or
forced marriage, female genital mutilation, and honour killings.

Healthcare service providers offer healthcare services in a systemic way. Examples include
doctors, midwives, nurses, community health workers, and other individuals trained to provide
health services.®®

Health system is defined by the WHO as “all the activities whose primary purpose is to
promote, restore and/or maintain health” and “the people, institutions and resources, arranged
together in accordance with established policies, to improve the health of the population they
serve” 567

Humanitarian emergencies are situations of armed conflict, natural disasters, and other
situations of risk resulting in a need for humanitarian services and often involving internal
displacement or refugee populations.®®® States are required to fulfil their international legal
obligations during emergencies, which includes taking all necessary measures to ensure the
protection and safety of persons with disabilities.®6°

Informed consent is the process of communication between a service provider and a service
recipient that results in the service recipient providing consent voluntarily and without threats,
intimidation, or inducements, for a service, referral, or dissemination of the person’s private
information. The service recipient must receive counselling about the services available and
potential alternatives in a language and form that is understandable to the service recipient.

Legal capacity refers to the right of persons with disabilities to recognition everywhere as
people before the law. Under international human rights law, persons with disabilities have a
right to legal capacity—which is distinct and independent from mental capacity—on an equal
basis with individuals without disabilities. Supported decision-making mechanisms may be
necessary to empower persons with disabilities to exercise their right to legal capacity.®”®
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Medico-legal evidence is medical evidence for use in legal proceedings, particularly relating to
sexual violence. The WHO defines it as “documented extra and ano-genital injuries ... and
emotional state ... as well as those ‘samples and specimens that are taken [from the victim’s
body or clothing] solely for legal purposes.’ Such evidence includes saliva, seminal fluid ..., head
hair, pubic hair ..., blood, urine ..., fibre, debris and soil ...”.6”*

Person with a disability is the person-first language used by the Convention on the Rights of
Persons with Disabilities and “include[s] those who have long-term physical, mental,
intellectual, or sensory impairments which in interaction with various barriers may hinder their
full and effective participation in society on an equal basis with others.”672

Psychological violence refers to behaviour that is controlling, isolating, humiliating or
embarrassing and which causes the person upon whom it is perpetrated psychological
distress.”3

Psychosocial disability is the term used to refer to people with what is otherwise known as a
“mental impairment”. The term psychosocial disability is defined by the World Network of
Users and Survivors of Psychiatry as “the interaction between psychological and social/cultural
components of our disability. The psychological component refers to ways of thinking and
processing our experiences and our perception of the world around us. The social/cultural
component refers to societal and cultural limits for behaviour that interact with those
psychological differences/madness as well as the stigma that the society attaches to labelling us
as disabled”.®”* Although the term “mental impairment” is used in the CRPD to refer to persons
with psychiatric disabilities, the preferred term among persons with psychiatric disabilities is
psychosocial disability.®”> The term has no association with the psychosocial rehabilitation
movement.

Reasonable accommodation is defined by the CRPD as “necessary and appropriate
modification and adjustments not imposing a disproportionate or undue burden, where needed
in a particular case, to ensure to persons with disabilities the enjoyment or exercise on an equal
basis with others of all human rights and fundamental freedoms”.67®

Reproductive health refers to a person’s complete physical, mental and social well-being, not
only the absence of disease or illness, in all matters relating to the reproductive system and to
its functions and processes. Reproductive health includes the ability to enjoy a satisfying and
safe sex life and the freedom and legal capacity to decide if, when, and how often to do so. For
women and young persons with disabilities, this means the right to be free from forced
sterilization, contraceptives and abortion; access to accessible information about reproductive
health and safe, effective, affordable, and acceptable methods of family planning; and the right
to access quality accessible maternal and newborn health services.

Reproductive rights are human rights recognized in national laws, international laws, and
international human rights documents that uphold the rights of all people to decide freely and
responsibly on the number, spacing and timing of their children and to have the information
and means to do so, and the right to attain the highest standard of sexual and reproductive
health. Women and young persons with disabilities, as with all rights-holders, must be free to
make these decisions free of discrimination, coercion, or violence.®””
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Sexual health is defined as “a state of physical, emotional, mental and social well-being in
relation to sexuality; it is not merely the absence of disease, dysfunction or infirmity. Sexual
health requires a positive and respectful approach to sexuality and sexual relationships, as well
as the possibility of having pleasurable and safe sexual experiences, free of coercion,
discrimination and violence. For sexual health to be attained and maintained, the sexual rights
of all persons must be respected, protected and fulfilled”.67®

Sexual violence refers to abusive sexual contact, making a person engage in a sexual act
without consent, and attempted or completed sex acts with a person who is unable to consent
to sexual contact. It can take many forms, including any unintended or non-consensual sexual
act, sexual harassment, and violent acts. A person may be unable to consent due to their
disability (however, having a disability does not mean a person is automatically unable to
consent to voluntary sexual conduct). Other reasons a person may be unable to consent include
that the person is asleep, unconscious, ill, under pressure, or under the influence of drugs or
alcohol.®”®

Supported-decision making refers to regimes that replace substitute decision-making models,
such as guardianship. Supported decision-making “comprises various support options which
give primacy to a person’s will and preferences and respect human rights norms. It should
provide protection for all rights, including those related to autonomy (right to legal capacity,
right to equal recognition before the law, right to choose where to live, etc.) and rights related
to freedom from abuse and ill-treatment (right to life, right to physical integrity, etc.)”.%%
Substituted decision-making models perpetuate power imbalances, which can make women
and young persons with disabilities especially vulnerable to gender-based violence and other
forms of abuse and ill-treatment.%8!

Survivor-centred services are those that “prioritize the rights, needs, dignity and choices of the
survivor—including the survivor’s choice as to whether or not to access legal and judicial
services” .82

Twin-track approach has been defined by the Committee on the Rights of Persons with
Disabilities as: “systematically mainstreaming the interests and rights of women and girls with
disabilities across all national action plans, strategies and policies concerning women, childhood
and disability, as well as in sectoral plans concerning, for example, gender equality, health,
violence, education, political participation, employment, access to justice and social protection”
and “targeted and monitored action aimed specifically at women with disabilities”.®83

Victim/survivor is a person who has experienced or is currently experiencing GBV. There has
been debate about the use of the terms victim and survivor. The UN Secretary-General’s ‘In-
Depth Study on Violence Against Women’ explains that for some, “the term ‘victim’ should be
avoided because it implies passivity, weakness and inherent vulnerability and fails to recognize
the reality of women’s resilience and agency. For others, the term ‘survivor’ is problematic
because it denies the sense of victimization experienced by women who have been the target
of violent crime” .58

Virgin rape, also known as virgin cleansing, is “the belief that people who have a sexually
transmitted infection can rid themselves of the condition by transferring the infective organism
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by having sexual intercourse with a virgin”.®8> A more recent iteration of the practice has been
documented in the targeting of individuals with disabilities by people who believe themselves
to be infected with HIV. %8 |t is believed that individuals with disabilities are targeted because
of the misperception that they are likely to be virgins and are easy targets.

Violence against women is defined as “any act of gender-based violence that results in, or is
likely to result in, physical, sexual or psychological harm or suffering to women, including
threats of such acts, coercion or arbitrary deprivation of liberty, whether occurring in public or
in private life”.%®” This definition includes the many forms violence against women with
disabilities can take, including intimate partner violence, caregiver violence, medical violence
(e.g. forced sterilizations and other procedures, forced medication or overmedication), sexual
violence, psychological violence, economic violence, institutional violence, and violence during
emergencies.

Violence, non-partner is violence committed by a caregiver (non-partner), family member,
friend, acquaintance, neighbour, work colleague or stranger. Frequently, non-partner violence
is committed by a person familiar to the victim/survivor. For persons with disabilities, offenders
can serve in a caregiver role for the person either in the person’s home or in an institutional
setting.

Violence, intimate partner refers to the range of sexual, psychological and physical acts that
can be used against women and young persons with disabilities by a current or former intimate
partner, without that person’s consent. For persons with disabilities, intimate partner violence
is regularly perpetrated by partners who are also caregivers for that person, which can often
prevent such violence being identified.

Young persons refers to girls, boys, young women, and young men from age 10 to 24 years old,
encompassing the globally accepted definitions of adolescents (an age range of 10 to19) and
youth (an age range of 15 to 24).%%8

Youth refers to young women and men from age 15 to 24.5%°
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5.2 Resources

Ann M. Starrs et. al., Accelerate Progress - Sexual and Reproductive Health and Rights for All:
Report of the Guttmacher—Lancet Commission, THE LANCET 7-57 (May. 9, 2018),
https://www.thelancet.com/journals/lancet/article/P11S0140-6736(18)30293-
9/fulltext?code=lancet-site
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