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Abstract: Although sexuality, reproductive health, and starting a family are human rights that should
be guaranteed for all citizens, they are still taboo issues for people with intellectual disability (ID),
and even more so for women with ID. This paper systematically reviews the current qualitative
and quantitative evidence on the rights of people with ID in regard to Articles 23 (right to home
and family) and 25 (health, specifically sexual and reproductive health) of the Convention on the
Rights of Persons with Disabilities (CRPD). A systematic review of the current literature, following
PRISMA 2020, was carried out in ERIC, PsychInfo, Scopus, PubMed, ProQuest, and Web of Science.
In all, 151 articles were included for review. The studies were categorized into six themes: attitudes,
intimate relationships, sexual and reproductive health, sexuality and sex education, pregnancy, and
parenthood. There are still many barriers that prevent people with ID from fully exercising their
right to sexuality, reproductive health, and parenthood, most notably communicative and attitudinal
barriers. These findings underline the need to continue advancing the rights of people with ID,
relying on Schalock and Verdurgo’s eight-dimensional quality of life model as the ideal conceptual
framework for translating such abstract concepts into practice and policy.

Keywords: Convention on the Rights of Persons with Disabilities (CRPD); intellectual disability;
sexuality; fertility; parenthood; motherhood; sexual rights; sexual health; sex education

1. Introduction

Since the adoption of the Convention on the Rights of Persons with Disabilities
(CRPD) [1], the global commitment to equality, dignity, and freedom for people with
disability, as adopted by the States Parties, has been apparent, creating a new discourse
and causing a paradigm shift [2–4]. This paper focuses on the state of the art of two specific
rights of the CRPD: home and family (Article 23) and sexual and reproductive health
(Article 25).

Article 23 (home and family) refers to the right to have opportunities to meet people,
establish relationships, have friends, have a partner relationship and choose their sexual
orientation; to marry and found a family, which includes retaining their fertility on an
equal basis with others, making their own reproductive and sexual choices, and deciding
the number of children to have; to keep their own children with them; to receive sexual
information, guidance, and support and care for their children; to be able to adopt and
foster and to access assisted reproduction; to access non-discriminatory support in sexuality;
and to receive comprehensive sex education programs.

Article 25 (health) discusses the right to health, highlighting indicators and personal
outcomes associated with good physical health (including sexual health); prevention; access
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to appropriate information on health-related issues; promotion of health behaviors in acces-
sible formats; shared decision-making; supervised, justified and adjusted medication or
medical treatment; and health screenings and being tested for sexually transmitted diseases.

These above-mentioned CRPD articles (Articles 23 and 25) argue that sexuality is a
central aspect of human functioning, present throughout life [5], that cannot be denied or
compromised based on disability. They also establish the right of people with intellectual
disability (ID) to make free, responsible, and non-discriminatory decisions regarding par-
enthood [6]. Sharing the CRPD’s principles and philosophy, the Sustainable Development
Goals (SDGs), with their central promise to “leave no one behind”, define the actions
that all countries must take to improve health and reduce inequality, recognizing that the
inclusion of people with disabilities is fundamental to sustainable development [7]. As
discussed by Gómez et al. [8], there is a close relationship and overlap between the SDGs
and the CRPD Articles. In particular, Article 23 (respect for home and family) and Article
25 (health) of the CRPD fit with the SDGs of good health and wellbeing (SDG3), and Article
6 (women with disabilities) fits with the SDG on gender equality (SDG5). Likewise, several
authors [2,3,8,9] have suggested that the quality of life (QOL) construct provides a valid
framework from which to operationalize, measure, and implement the CRPD Articles [10].

The QOL model proposed by Schalock and Verdugo [11] is one of the most widely
accepted and cross-culturally validated models of QOL [12], and it is used widely interna-
tionally in policy development, support provision, organization transformation, systems
change, and outcome evaluation [13]. According to this conceptual framework, QOL en-
compasses eight core domains (rights, self-determination, social inclusion, interpersonal
relationships, personal development, emotional wellbeing, material wellbeing, and phys-
ical wellbeing) that interact with each other and reflect the degree to which people have
experiences that are valued to them. The QOL construct has recently been merged with the
supports paradigm to produce the Quality of Life Supports Model (QOLSM), in which the
QOL construct serves as a guide to obtain valuable information about what is important in
a person’s life, while the supports paradigm provides guidance on how to achieve valued
outcomes [2–4].

The right of all persons with disabilities to marry and start a family received its
first serious discussion at the international level during the drafting of the Declaration
of General and Special Rights of Mentally Retarded Persons in 1971 [14]. Sexual and
reproductive health rights, for their part, are important for human happiness and wellbeing.
Reproductive health addresses the broad determinants of women’s and men’s autonomy
in reproductive decision-making and focuses on the legal, social, and ethical contexts in
which these decisions are made [15].

There is no doubt that there have been important advances in the recognition of the
rights of persons with disabilities in recent decades. However, despite the commitment
of most countries to these rights, people with disabilities continue to experience multiple
levels of discrimination [16], and people with ID, in particular [17], form one of the most
vulnerable groups [18]. This statement provides the basis for the objectives and research
questions of the present review.

This paper aims to synthesize the current qualitative and quantitative evidence related
to the content of Articles 23 (home and family) and 25 (health, specifically sexual and
reproductive health) of the CRPD, focusing exclusively on people with ID. The main
research question focuses on the current status of persons with ID with respect to these
two rights: Is the right to home and family and the right to the sexual and reproductive
health of people with ID respected? In other words: (a) what are the attitudes toward the
sexuality of people with ID?; (b) what barriers and facilitators do people with ID encounter
in exercising their right to home and family?; and (c) what barriers and facilitators do
people with ID encounter in exercising their sexual and reproductive rights?
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2. Materials and Methods

The current review was conducted according to the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses (PRISMA-P) tool and reported in line with PRISMA
guidelines [19].

2.1. Search Strategy

Potentially relevant studies were identified by an initial search and reference retrieval
conducted by the first author in February 2022 using a single-line-search strategy based on
free-text search terms in three relevant databases: Web of Science, ProQuest, and Scopus,
which include PubMed, Elsevier, Education Resource Information Center (ERIC), and
PsycInfo.

Search terms were introduced into six independent Boolean searches, as indicated
in Table 1. The search strategy was limited to including these terms in English in the
title, keywords, or abstract information. We filtered the results by selecting peer-reviewed
publications and studies published in scientific journals.

Table 1. Boolean terms used in the six searches carried out in the databases.

Search 1
intellectual disabilit* OR intellectual impairment OR mental retardation
OR developmental disabilit* OR learning disabilit* OR down syndrome*

OR fragile x* AND marriage OR marital OR couple OR spouse

Search 2

intellectual disabilit* OR intellectual impairment OR mental retardation
OR developmental disabilit* OR learning disabilit* OR down syndrome*
OR fragile x* AND “family planning” OR “contraceptives methods” OR

contraception OR “birth control”

Search 3

intellectual disabilit* OR intellectual impairment OR mental retardation
OR developmental disabilit* OR learning disabilit* OR down syndrome*
OR fragile x* AND women OR woman AND maternity OR motherhood
OR mother OR maternal OR mothering OR pregnancy OR pregnant OR

parenthood OR parents OR parenting

Search 4

intellectual disabilit* OR intellectual impairment OR mental retardation
OR developmental disabilit* OR learning disabilit* OR down syndrome*
OR fragile x* AND “romantic relationship” OR “close relationship” OR

“intimate relationship” OR boyfriend OR girlfriend

Search 5

intellectual disabilit* OR intellectual impairment OR mental retardation
OR developmental disabilit* OR learning disabilit* OR down syndrome*
OR fragile x* AND woman OR women AND “menstrual education” OR

“menstrual support” OR “reproductive health”

Search 6
intellectual disabilit* OR intellectual impairment OR mental retardation
OR developmental disabilit* OR learning disabilit* OR down syndrome*

OR fragile x* AND sterili* OR “forced sterili*”
Note: * symbol includes singulars, plurals and other combinations to broaden the scope of the search (e.g.: sterili*:
sterilized, sterilization).

2.2. Eligibility Criteria

All authors agreed on the eligibility criteria for studies to be included in the systematic
review. These criteria are detailed in Table 2.
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Table 2. Criteria agreed upon by the authors for the inclusion of studies in the review.

Study design

Empirical studies: Any qualitative, quantitative, or
mixed-method observational study containing attitudes,
interventions, and primary or secondary data analysis

published in peer-reviewed scientific journals.

Aim of the study

Studies about issues relating to Article 23 (home and family)
or Article 25 (health, specifically sexual and reproductive
health) of the CRPD: This includes studies covering such

diverse topics as affective, loving, or intimate relationships;
marriage or living as a couple; maternity, paternity, founding
a family, and bearing children; family planning, contraception,
and sterilization; sexual and reproductive life; relationships

and sex education.

Participants and sample

Two types of studies according to participants: (a) Studies
whose participants were people with ID (including those with
specific syndromes such as Down Syndrome or Fragile X) and

studies that clearly described a subgroup with ID; and(b)
Studies whose participants were family members, caregivers,

or health providers of people with ID.

Language Studies written in English or Spanish.

2.3. Study Selection

Following PRISMA guidelines and using the inclusion and exclusion criteria, studies
were selected in three consecutive phases: (1) identification, (2) screening (divided into two
phases), and (3) inclusion.

After carrying out six independent searches in three databases, we identified 2784 records.
A total of 281 duplicated records were eliminated before the screening phase, leaving 2503
articles eligible for inclusion.

In the first phase of screening, all remaining records were checked by title and abstract
according to the inclusion criteria: 2103 articles were eliminated because they were not
related to the topic and aim of this review, were not empirical, or were not related to people
with ID. To give the review greater validity, an interrater agreement was carried out in
this phase. Two authors independently reviewed 30% of the entries (n = 750). One of the
authors coded all the entries, and the other coded the 30%. Both results were compared,
and the percentage of agreement was calculated to be 94.04%. In all, 400 articles passed this
first cutoff.

The second phase of screening involved a full-text review of the 400 references for fur-
ther examination and eligibility determination. A total of 249 articles were excluded. A new
interrater agreement was performed in this second phase, following the previous procedure.
Again, 30% of the records (n = 121) were reviewed, this time reaching 90.75% agreement.

In both screening phases, agreements and disagreements were identified. Disagree-
ments were discussed by jointly reviewing the inclusion and exclusion criteria and reaching
a consensus. Where a consensus could not be reached, a third author was called in to make
a final decision.

In the end, 151 articles—all written in English—were included for coding and analysis
in the present review. The procedure is summarized in Figure 1.
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Figure 1. Flow diagram.

As mentioned previously, six independent searches were carried out. The final number
of articles selected in each of these searches was: Search 1: Marriage (n = 24); Search 2:
Family (n = 34); Search 3: Parenthood (n = 59); Search 4: Intimate relationships (n = 18);
Search 5: Menstruation (n = 50); and Search 6: Sterilization (n = 11). Note that the total
yield of the searches was greater than the total number of items because some items were
returned by more than one search.

2.4. Synthesis Methods

The articles were described based on the following variables: (a) the objectives of
the study; (b) localization; (c) characteristics of study participants; (c) type of study and
design; and (d) main results. Given the large number of papers included, it was considered
appropriate to categorize them in order to analyze them. From the categorization of study
objectives and results, six major themes (and their respective subthemes) emerged (Table 3).
These categories roughly aligned to the six searches carried out, although the same article
could be classified under more than one thematic area, and the same article could be found
within several subthemes of the same thematic area.
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Table 3. References included in the review organized by themes.

Theme
(n Studies)

References Included in This Review
(Numbers Used in the Reference List)

Attitudes
(n = 17) [20–36]

Intimate Relationships
(n = 30) [22,37–65]

Sexual and Reproductive Health (SRH)
(n = 47) [21,35,62,66–109]

Sexuality and Sex Education
(n = 28) [21,33,56,62,110–133]

Pregnancy
(n = 33) [134–166]

Experiencing Parenthood
(n = 4) [167–170]

The Results section describes the articles included in the review, organized by theme
and subtheme. A schematic synthesis of each of the six themes, including the most relevant
information from each of the papers, is annexed as Supplementary Materials.

3. Results
3.1. Characteristics of Reviewed Studies

A total of 151 articles published between 1976 and January 2022 were included for
review. A sizable number of articles (n = 22; 15%) were published in 2020 and 2021. Only
eight of the papers (5%) were published before 2006, the year the CRPD was adopted. Bates,
Brown, and McCarthy were the most prolific authors (n = 5 each). The 151 articles were
published in a total of 84 scientific journals, with Sexuality and Disability featured as the
main journal of choice.

The studies were carried out across different geographical locations: 63 (42%) were
conducted in Europe, with the United Kingdom (UK) in the lead (n = 30; 20%) followed
by Sweden (n = 9); 49 studies (32%) were from America, of which 36 were conducted in
the United States of America (USA), eight in Canada, and four in Mexico; 18 studies (12%)
were carried out in Asia, with India and Nepal leading the investigations (n = 4 for each
country); 13 studies (9%) were conducted in Africa, with South Africa leading the way
(n = 4), followed by Uganda (n = 3); and 13 studies (9%) were from Oceania, with Australia
being the most prolific (n = 11). With regard to methodology, 72 of the investigations were
quantitative (47%), 68 were qualitative (45%), and 12 used mixed methods (8%). Most of the
quantitative studies employed questionnaires (n = 62; 90%); four of these used the ASQ-ID
scale developed by Cuskelly and Bryde [171], and two opted for the 64 vignettes proposed
by Esterle et al. [172]. The remaining quantitative studies were based on national surveys
or clinical registries, many of them having a cross-sectional or predefined cohort design.
Regarding the details and characteristics of the samples, 113 studies surveyed participants
with ID and 38 surveyed proxies only (healthcare workers, family members, and carers).

Concerning the participants with ID, the vast majority were women: 8 studies focused
exclusively on women or adolescent girls, while three studies included male participants
only. Of the 36 studies that included both male and female participants, male participants
were the majority in 11 of them, female participants were the majority in 5 of them, and
both genders participated equally in 20 of them. For the remaining six articles, whose
participants were children or young people with ID, the gender was not specified. Most
of the studies (n = 83; 55%) did not indicate the participants’ severity of ID. Of those that
did specify this aspect (n = 33), almost all (n = 30; 90.90%) included participants with mild
and/or moderate ID and much less frequently participants with severe (n = 9) or profound
(n = 5) ID. Only one study focused exclusively on people with severe and profound ID [88].
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A total of 92 studies specified the participants’ age range. Among these, almost all (n = 75;
81.52%) focused on adult life (the most frequent age range was 20–40 years old), but only 12
studies included participants above 60 years old. Conversely, 17 studies included younger
participants (7–20 years old), with a greater participation of girls in 11 of them.

When the study focused on proxies, the most frequent roles or relationships with
people with ID were family members, such as mothers or parents (n = 12); staff carers
(n = 11); health service providers, such as general practitioners (GPs), OB–GYNs, midwives,
or social workers (n = 10); and teachers (n = 5).

Further, 36% of the studies (n = 55) compared the participants with ID with other
participants with other types of disability (e.g., physical disabilities, hearing and/or visual
impairment, autism spectrum disorder, mental health illnesses) or without disability.

Of all the articles, 75% (n = 113) obtained their data directly from people with ID. Of
this 75%, 19 studies also included the participation of proxies who acted as informants on
behalf of the people with ID and completed or complemented the information provided by
them. These proxies–informants were mainly primary caregivers (i.e., family members),
staff, carers, teachers, and health service providers (i.e., GPs and midwives).

3.2. Attitudes toward the Sexuality of People with ID

Of the 17 studies that dealt with this aspect, 10 studies relied on quantitative methods,
with 5 studies using the ASQ-ID and ASQ-GP questionnaires [171] and 2 studies using the
64 vignettes designed by Esterle et al. [172]. With the exception of one study, all had been
conducted and published after 2010.

Only three studies included participants with ID. Participants in the remaining studies
were healthcare personnel (n = 3), family members (n = 4), caregivers (n = 5), students
(n = 2), and the general population (n = 2).

The results were grouped into further subthemes according to the topic that partici-
pants were giving their opinion on: sexual freedom, sexuality, marriage, sterilization, and
parenthood. A common thread running through many studies was the recognition of the
impact of religion, culture, and gender on attitudes toward the sexuality of people with
ID [22,23].

3.2.1. Attitudes toward Sexual Freedom

Sexual freedom refers to the sexual and reproductive rights recognized by the IPPF
International Planned Parenthood Federation Declaration [167] and encompasses the op-
portunity for individuals to have control and decide freely on matters related to sexuality.

The majority of studies reflected a negative attitude toward sexual freedom for people
with ID compared with people without ID. It was generally seen as more acceptable for
women with ID since men were considered to have less control over their impulses and
sexual behaviors [23,24].

3.2.2. Attitudes toward Sexuality

Attitudes toward the sexuality of people with ID were conservative [36], and talking
openly about sexuality was a taboo subject, even more so when talking about LGBT people
with ID, for whom the door seemed to be “definitely closed” [22].

Among the families of people with ID, there was considerable heterogeneity in opin-
ions [28]. Participants expressed sympathetic views in some of the studies [23,24,34,35],
acknowledging that sexuality is a right for all people and that it is a “human need to feel
loved emotionally and physically” [22], although it was recognized that women with ID
face numerous social obstacles and cultural taboos. However, for other participants, the
sexuality of people with ID elicited negative attitudes [20,32]. Some of them reported that
it was unnecessary to attend to the sexuality of people with ID, whom they regarded as
asexual (or, on the contrary, hypersexual) and having no interest in sexual activity, with the
added caution that sex education could awaken the very behaviors to be limited [29].



Int. J. Environ. Res. Public Health 2023, 20, 1587 8 of 29

3.2.3. Attitudes toward Marriage

Even though marriage is central to the faith and culture of many people, a large
number of participants opposed marriage for people with ID. This resistance was related
not only to the abilities of people with ID but also to the consequences of marriage, ranging
from an increased risk of abuse (especially for women with ID) to two people with ID
marrying and placing a double burden on families [26].

That said, some family members, especially mothers, wanted their children with ID
to marry and believed that marriage was a source of peace of mind for them and their
children as a guarantee of future care [34].

3.2.4. Attitudes toward Sterilization

In all articles related to this topic, attitudes in favor of sterilization were highlighted,
especially among physicians, older physicians in particular [24]. Considering disability
as an irrevocable biological phenomenon, these informants neglected the biological and
psychosocial dimensions of people with ID and considered sterilization to be an acceptable
method of blocking fertility [32]. Physicians stated various situations when this practice
would be recommended: when parenting presents a significant psychological health risk;
when the individual is in a long-term relationship; when the individual resides long-term
with family; or when there is a risk that the condition could be passed on to a child.

3.2.5. Attitudes toward Parenthood

Relatives’ misconceptions led to the view that people with ID do not need affectionate
or intimate relationships and love, and therefore, they are not suitable candidates for
marriage or parenthood. Some also regarded the grandchildren as a burden on the family
because they felt that their children with ID were incapable of caring for others [26,29].

Students in disability-related undergraduate courses showed more positive attitudes
toward disability parenthood, with greater acceptance among younger students [25]. Staff
workers, however, were less supportive of parenting for people with ID [23,35]. In their
view, even if people with ID had the skills to be good parents, they could become over-
whelmed by the difficulties of parenting. Doctors [24,34] highlighted some reasons why
they were against people with ID becoming parents: society bears significant and ongoing
costs in supporting their parenting role; there are limited services available to support
the individual in their parenting role; the individual is vulnerable to sexual abuse; the
individual has demonstrated ongoing hypersexuality or inappropriate sexual behavior; the
individual is not considered to have the ability to raise a child (even with support); or the
individual is unable to manage sexual hygiene.

Among the general population, there were a variety of attitudes, with the majority
valuing parenthood for people with ID as long as certain conditions were met: a long-term
relationship, a partner without ID, and support from their families [30].

3.3. Intimate Relationships

All articles categorized into this theme (n = 30) were published from 2006 onwards.
Most (n = 24) included participants with ID, and in 18 of them, this population represented
100% of the sample. In the majority of studies, the participants were over 18 years old.
In 17 articles (56.6%), participants of both genders were included. Only six studies (20%)
specified the participants’ level of ID: the most frequent level was mild-to-moderate, while
only one study included people with severe ID and profound ID.

Four subthemes were identified: (a) desires and expectations; (b) barriers and facilita-
tors; (c) marriage; (d) violence and abuse; and (e) interventions.

3.3.1. Desires and Expectations

Seven articles collected information on the desires and expectations that people with ID
have about affective and intimate relationships [37–43]. These studies were all qualitative
and included males and females between 16 and 60 years old.
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The participants suggested that up to 50% of people with ID were chronically lonely,
despite people with ID recognizing love as an essential element for their wellbeing [41].
Being surrounded by people was perceived as meaningful, and love was even defined as a
prerequisite for a good life. It was also considered to be every human being’s right. When
thinking about the future, all participants hoped they would have love in their lives [42].

Romantic relationships were highly significant to women as they functioned as a
productive nexus for understanding gender in their lives. Developing their roles—or
aspirations—as “girlfriend”, “fiancée”, “bride”, and “wife” positioned the women as
desirable, capable, and lovable [43]. Having a partner suggested a sense of normality and
being an ordinary member of society [38].

3.3.2. Barriers and Facilitators

Sixteen of the articles on this theme identified barriers or facilitators that people with
ID encounter when initiating or maintaining intimate and affective relationships with other
people [22,37,41,44–56]. Eleven studies included only people with ID as participants, while
five focused on the perceptions of carers (either family or staff). One reason people with ID
found it hard to have relationships was because, in general, they felt they were treated like
children [37]. Support workers stated that they did not feel that people with ID were truly
treated with the same human rights as everyone else: “It is still the old culture rippling on.
It is all about risk” [45]. In order to support the human rights of this population, stopping
the perpetuation of this stereotype was pointed out as an urgent need [50].

Barriers identified by people with ID included lack of understanding; vulnerability to
abuse and organizational barriers such as restrictive attitudes and behaviors by support
staff and relatives; lack of guidance and support from families and staff; and societal beliefs
and attitudes (e.g., asexual, childlike, vulnerable to abuse).

The environment seemed to exert a considerable negative influence. Parents wanted
to safeguard the wellbeing of their children in a hostile world, although this mindset would
hold back adult children with ID from being included in society, in order to keep them
safe from harm [48]. Support workers emphasized the lack of support and guidance from
organizations, which made them reluctant to take any risks and, thus, limited the support
they could provide to people with ID [45,52]. They reported that policy guidance in this
area was “unclear” and “restrictive” and identified with feelings of being “unsupported”
and “frustrated” when working with the issues of sexuality and intimate relationships.
Staff spoke of their internal conflict of wanting to protect the individuals they supported
while also promoting their autonomy [22].

Professional support and family support for relationships were mentioned as facilita-
tors [41,46].

3.3.3. Marriage

Five articles dealt with marriage and people with ID [57–61]. Three of these five
articles included participants with ID: one study covered all degrees of severity, and two
studies compared the results with people without ID.

The marriage themes dealt with in the articles fell into two subcategories: (a) visions
and beliefs about the right to marry for people with ID [59–61], and (b) concerns about
forced marriages [57,58].

The marital status and housing profiles of adults with ID differed considerably from
the general population [59]. Women with ID encountered many social barriers [60] and
were more than twice as likely as women without ID to report being single (i.e., sepa-
rated, divorced, or widowed). Half of the women with ID were single in their fifties in a
population-based analysis conducted in Canada [61].

As for forced marriages, there was a lack of understanding among frontline workers
and commissioners. Adequate guidelines and materials were often not incorporated into
local government and national health service policies and strategic plans [57]. The overall
risk of forced marriage was higher for people with ID, especially in particular cultural



Int. J. Environ. Res. Public Health 2023, 20, 1587 10 of 29

contexts [57,60]. Parents tended to support the marriage of daughters with ID as a means of
alternative caregiving as they needed to make plans for the future life of their daughters [60].
Around half of all forced marriages took place when the victim was aged between 16 and
21. Although forced marriage is considered an issue that predominantly affects young
women, recent data suggest that men with ID are equally likely to be forced to marry [58].

3.3.4. Violence and Abuse

Five articles were classified within this subtheme [60,62–65]. All of them used a
qualitative methodology and included participants with ID, and the results were compared
with people without ID or with other disabilities. The articles discussed the violence and
abuse perpetrated by and experienced by people with ID.

From an ecological systems perspective, multiple risk factors across different contexts
influenced the prevalence of dating violence for adolescents. Experiencing maltreatment
was one of the strongest predictors of victimization and violence perpetration in dating
relationships. Adolescents with borderline-to-mild ID were found to have access to fewer
resources for developing healthy relationships and, therefore, might be more susceptible to
violence and abuse, either as the perpetrator or the victim. When compared with youths
without ID, a greater percentage of youths with borderline-to-mild ID had threatened to hit
their partner (16% vs. 6%), had thrown something at their partner (28% vs. 7%), or had a
partner that had pushed, shoved, or shaken them (29% vs. 7%) and had threatened them in
an attempt to have sex (12% vs. 1%) [64].

Further, social attitudes and behaviors that viewed women as weak and dependent
revealed the unequal power relations between men and women, rendering women more
vulnerable to violence. About half of the women with ID had experienced sexual abuse or
harassment [62].

People with ID were also more likely to report non-partner physical and sexual
violence experiences. For all women with ID, parents and other family members were
the main perpetrators of physical violence. Strangers were the main perpetrators of both
physical and sexual violence against men with ID [63].

The absence of intimacy was not the only problem encountered by women with
ID. Inadequate sex education and social services, insufficient family supervision, and an
unbalanced marriage structure increased the risks of sexual abuse for women with ID.
Therefore, ironically, marriage not only increased the risk of sexual abuse for women with
ID but also made it legitimate and imperceptible [60].

Finally, one study [65] reported on an intervention called the Friendships Dating Program
for Adults with IDD (FDP), based on the idea that safety training alone is not enough
to prevent interpersonal violence. Participants were given a questionnaire at different
time points (before the intervention, just after the intervention, and 10 weeks after the
intervention). It was observed that the FDP had the potential to increase the size of
social networks and reduce interpersonal violence. This study also demonstrated the
community’s capacity to provide evidence-based services that help people with ID to
develop healthy, safe relationships.

3.4. Sexual and Reproductive Health (SRH)

Of the 47 articles within this theme, a considerable number were published in the USA
(n = 14) and the UK (n = 8). Almost half (n = 23) used a qualitative methodology. Only five
were published before 2006, while most (n = 40; 87%) were conducted in the last decade.

The vast majority of the studies (n = 35) included participants with ID, of which
15 compared results with people without ID or with other disabilities. Regarding the
characteristics of the participants with ID, the participation of women was much more
frequent (23 articles included female participants only), with the most common age range
between 20 and 40 years old. Six articles reported on participants with severe ID and four
reported on people with profound ID, making this the theme with the highest number of
participants with this level of severity.
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Five subthemes were identified: (a) barriers and facilitators; (b) menstrual health man-
agement (MHM); (c) contraceptive choices; (d) sterilization; (e) human immunodeficiency
virus (HIV) and sexually transmitted infections (STIs).

3.4.1. Barriers and Facilitators

Most of the articles (n = 23) fell into this subtheme. Fourteen studies included partici-
pants with ID (they were the only participants in eight of them). The remaining nine articles
involved caregivers or healthcare personnel (GPs, OB–GYNs, or midwives). Therefore,
when compiling a list of barriers and facilitators, a distinction can be made between those
encountered by people with ID themselves in their access to SRH and those encountered
by caregivers or support workers.

Barriers and Facilitators Encountered by People with ID

Many participants perceived that the disadvantages faced by women with ID were not
just because of their impairment but were due to the intersection of discrimination based on
gender and disability [73]. Results showed that SRH services did not respond well in terms
of the 6 A’s—approachability, acceptability, availability, accommodation, affordability,
and appropriateness—reflecting the social dynamics [77]. Barriers can be classified as
socioeconomic, structural, and attitudinal [79,84]. Socioeconomic barriers encompassed a
lack of empowerment, a lack of family support, and cultural and religious factors.

Structural barriers comprised long distances to health facilities and the inaccessibility
of buildings (e.g., poor condition of pavements around health facilities, no access ramps,
no automatic doors).

Attitudinal barriers were wide-ranging and included (a) negative and judgmental atti-
tudes toward sexual activity; (b) the social acceptability of service users: in the participants’
narratives, disability intersected with age, pregnancy, marital status, educational status,
and impairment type; (c) interpersonal characteristics of the providers: studies highlighted
that people were cared for not as “person first” but rather as “disability first”; stigmatiza-
tion and unprofessional behaviors from healthcare providers; perception that SRH was
necessary for married people only; (d) perceptions of gendered barriers to the National
Disability Insurance Scheme (NDIS) related to motherhood, childcare, and other caring
responsibilities; (e) male GPs were often cited as barriers; and (f) GPs often communicated
in ways participants could not understand.

From the perspective of the ecological model, some studies have proposed outcomes
that would facilitate access to SRH. At the micro level, the facilitators consist of education
opportunities and community participation in awareness-raising activities. At the meso
level, they concern family members and service providers being trained on the diversity of
experiences of people with disabilities and SRH rights, coupled with better accessibility
of basic infrastructure as well as information and services. At the macro level, the key
facilitator cited was the need to move beyond a policy on “paper” toward the implemen-
tation of tangible measures [76]. Other relevant enablers included good relationships
with the surrounding community and family members to enable access, the interpersonal
characteristics of the service providers, and the use of trained service providers to enhance
respectful communication skills [81].

Barriers and Facilitators Encountered by Carers and Health Service Providers
Among the challenges encountered by professionals, communication barriers stand

out above all, as well as the feeling of not having sufficient training to attend to the needs
of women with ID adequately [67,71,75,82].

Despite these barriers, many health professionals (especially midwives) expressed
their desire to provide the best care and, to do so, the following strategies were suggested:
(a) focusing on building a relationship with the women and gaining their trust; (b) never
questioning the fact that women with ID are pregnant or want to become mothers; (c) main-
taining a positive attitude toward women with ID while acknowledging their additional
needs [67]; (d) extending the appointment time to ensure that the women receive optimal
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information and support and gain a feeling of trust and security; (e) adapting individual
counseling according to the women’s abilities and needs; (f) using pedagogical methods,
such as clear, simple words and questions, repetition, short sentences, pictures, models,
easy-to-read brochures, and a recap of what was said [71]; (g) providing adequate infor-
mation when the person with ID is mature enough to discuss the topic and repeating
the information as much as needed; and (h) providing individuals with ID with practical
knowledge and skills, using plain language and providing practical examples [35].

3.4.2. Menstrual Health Management (MHM)

Eight articles dealt with MHM [87–94]; all involved the experiences of women with
ID. In seven studies, the participants were women or adolescents with ID, with the degree
of severity specified in three of them. In four of the studies, the information on the MHM
of participants with ID was obtained from other informants, usually mothers. In contrast
to previous themes, the age range was between 11 and 19 years.

MHM challenges faced by caregivers included the inability to communicate about the
start of menstruation, the refusal to wear sanitary napkins, and not maintaining personal
and menstrual hygiene [90]. The majority of parents/guardians did not receive adequate in-
formation regarding the menstrual care of girls with ID [91]. Parents did not have sufficient
knowledge and skills to manage the sexual behaviors of the adolescents, and they showed
no interest in receiving education in this regard [87]. Some of the mothers believed that
educating adolescent girls on their genital health would increase their sexual motivation.

The inability to manage menstruation by adolescents with ID was statistically sig-
nificantly related to the degree of ID [90]: Girls with mild ID were independent; those
with moderate ID required supervision and training for independent menstrual care; and
women with severe ID were fully dependent on their caregivers for maintaining menstrual
hygiene [89].

3.4.3. Contraceptive Choices

We identified 13 studies within this subtheme [35,69–71,82,84,95–101]. Nearly half
(n = 6) were conducted in the UK. Nine articles included participants with ID (in seven,
they represented 100% of the sample) and three involved other important actors in the
lives of people with ID, such as workers, midwives, or family planning consultants. In
the nine studies involving people with ID, all participants were women with ID, but only
four studies specified the level of ID, with mild ID being the most common. Two articles
included participants with severe ID and one with profound ID.

Most participants indicated they had varying levels of control regarding their sexuality
and reproductive health decisions [70]. The most remarkable feature of the participants’
responses regarding their use of contraception was a lack of autonomy. The vast majority
of the women had not been given any accessible information about contraception. More-
over, for most of them, it was the norm to be accompanied to medical appointments by
staff or their mothers [97]. Consequently, they felt that important decisions about their
contraceptive use were largely made by others, mainly by GPs, staff in disability services,
and parents [95,96,100,101].

Staff agreed that the initiative to discuss contraception often came from parents and
staff, more rarely from the individuals themselves, especially if they had a more severe
level of ID [35]. Caregivers, including family members and residential facility staff, played
an important role in contraceptive selection and access [101]. Culture, religion, and the
woman’s financial situation played a significant role in contraceptive choices [70].

Women with ID usually began to take contraception when they were not sexually
active, and decisions were made on two bases, either to manage menstruation or to avoid
pregnancy risk (related to fear of abuse) [84,95]. By far, the most widely used form of
contraception was the contraceptive implant, commonly known as the Depo-Provera
injection, followed by the pill and the IUD [97,101]. Not having to handle tablets made
things easier for caregivers [35].
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3.4.4. Sterilization

Seven studies were included in this subtheme [21,62,66,102–105]. All participants were
women with ID, with an average age between 20 and 30. Four studies included participants
with ID, although, in two of them, they were part of a larger sample of women with other
disabilities or without disabilities. The remaining three studies involved other stakeholders,
such as doctors, family members, or support staff from specialized centers.

Women with ID had the greatest risk of undergoing sterilization. The results sug-
gested that nontherapeutic hysterectomy continues to be a common procedure performed
in females with ID [104,105]. OB–GYNs expressed strong views regarding routine contra-
ception and sterilization for women with ID [66], indicating that the procedure might be
warranted for both men and women with ID when [102] (a) it is in the best interests of the
person; (b) the person cannot raise a child; (c) the person lacks the capacity for reproductive
decision-making; (d) the person is incapable of giving informed consent; or (e) the person
cannot provide valid consent to a marriage contract.

The consequences of a hysterectomy were usually explained to the parents in terms
of “better quality of life” and as a safe surgical procedure [105]. Sterilizations were also
justified as a way to prevent sexual abuse, even though, in reality, the procedure only
prevents pregnancy, not abuse [62]. Women with ID who were more likely to be sterilized
were younger had less education, were on a low income, and were not married [103].

3.4.5. HIV and STIs

Three of the four studies in this subtheme were carried out on the African continent
and were based on quantitative methods. All studies included males and females with ID,
together with people with other disabilities (n = 2) or without ID (n = 2). Only one study
specified the level of ID (i.e., mild to moderate), and the age ranged from 12 to 64 years.

Having ID was significantly associated with lower levels of knowledge about HIV
transmission. This was related to inadequate exposure to HIV information at home and
school because parents and teachers often lacked the expertise to give such information or
had the fear that it would encourage promiscuity. People with ID believed that HIV could
be transmitted through kissing or even sharing a toilet or cup. However, compared with
women with ID, men with ID reported better access to HIV information through parents,
siblings, friends, and teachers [107]. People with ID face significant barriers to knowl-
edge about HIV, including misconceptions about sexual activity, misinformation, negative
community beliefs and attitudes among service providers, and literacy challenges [108].
Facilitators identified comprised participatory responses to stigma, employing messages
relevant to persons with ID and increasing this group’s active and visible participation in
intervention activities [108].

On the other hand, people with ID had significantly lower odds of an STI diagnosis [109].
HIV testing prevalence was similarly lower among people with ID, with non-significant
gender differences [106].

3.5. Sexuality and Sex Education

This theme is made up of 28 articles. The vast majority (n = 22; 78.5%) were published
in the last decade. Twenty studies included participants with ID (who represented 100%
of the sample in 10 of the articles). In the others, people with ID were part of a larger
sample that also comprised people without ID, allowing comparison between both groups.
Of the eight articles whose samples were not composed of people with ID, the participants
tended to be mothers, health professionals, or teachers. Although most studies included
participants of both genders, more participants were female. Nine studies specified the
level of ID, with mild ID being the most frequent. One study included participants with
severe ID, but none included participants with profound ID.

The following subthemes were identified: (a) knowledge; (b) barriers and facilitators;
(c) sexual intercourse experiences; and (d) interventions.
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3.5.1. Knowledge

Ten articles were categorized into this subtheme [21,56,62,110–116]. Four studies
involved people with ID (representing 100% of the sample in two of them), while the
sample was composed of health workers or staff in two studies.

The research highlighted personal autonomy and agency as fundamental for the devel-
opment of gender and sexual identities [62]. Accessible information and education about
sexuality and relationships were also needed for young people with ID [111]. Although
all participants had received sex education once or twice during their life [50], the results
showed an extremely low level of knowledge about sexuality and sexual intercourse, with
especially limited knowledge about pregnancy, contraception, and STIs [110,113–115]. The
topics mentioned do not cover the entire area of sexuality [56].

An education program for adolescents with disabilities must cover topics such as body
parts as well as physical and physiological changes. In this regard, doctors reported that
available sexual knowledge assessment tools for people with ID were essentially all similar
in structure and content. However, with publication dates ranging between 1994 and 2006,
all need to be brought up to date as they tend to miss essential sexuality topics [116].

3.5.2. Barriers and Facilitators

This subtheme is made up of nine articles [118–124]. Six studies included men and
women with ID but did not specify the degree of ID. Four studies included other partici-
pants in the sample, mainly teachers (n = 3). The barriers and facilitators identified came
from people with ID and the educational staff working with them.

The studies highlighted the following as barriers [119,123,124]: the systemic restriction
of access to information about sexual and reproductive health and rights (SRHR); the
lack of sex education training; unsupportive home environments, combined with low
socioeconomic status and cultural upbringing; overprotective families; perceived conflict
between informants’ values and religious ideologies; not enough training for specialists;
and the age of educators (younger educators perceived themselves to be more flexible
and able to challenge thinking, social beliefs, and norms as they saw themselves as more
accepting of change because they were “open and broad-minded”).

The studies identified the following as facilitators [117]: consideration of individual
differences; cooperation with parents; choosing appropriate environments; sanitation rules;
and receiving information from a same-sex specialist.

The school environment was a crucial contextual factor that could function as an
enabler or a barrier [119]. Participants highlighted three characteristics in particular:
(a) organizational features, including leadership style and management; (b) school facilities
and infrastructure; and (c) the teacher–student relationship.

3.5.3. Sexual Intercourse Experiences

Four articles fell into this subtheme. Three [126–128] were quantitative and had been
carried out in the USA. The other paper [125] was qualitative and had been conducted in the
UK. The four articles included males and females with ID, mostly adolescents (12–17 years).
In all studies, the sample was also composed of people without ID or with other disabilities.

Those with ID were more likely to report a very early sexual debut (12–14 years)
and to talk about birth control, but they were less likely to use condoms when they used
contraceptive methods [128]. Girls with severe ID who did not use contraception at their
first experience of sexual intercourse were also much more likely to want a pregnancy [127].

3.5.4. Interventions

Five studies were included [129–133]. Spain stands out as the country with the highest
number of interventions (n = 2.). Most of the studies were qualitative (n = 3) and two were
quantitative. All were carried out with people with ID (the participants were male and
female in four of them, while one targeted adolescent girls exclusively). All interventions
addressed mild-to-moderate ID.
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In an intervention with a Real-Care-Baby (RCB) simulator [133], students described the
educational material in favorable terms and found that most of what they learned was new
information. They generally voiced appropriate and realistic expectations about parenthood
and stated that the combination of theoretical knowledge and practical experiences helped
them to grasp the notion of parenting.

In another intervention with people with ID [129], groups were set up to discuss issues
related to sex education and relationships. Participants’ general experience was positive.
They preferred the groups to be facilitated by male and female administrators together and
also to have the sex education sessions before the relationship sessions (which helped them
better explore the sessions through a knowledge base of sexuality topics and terminology).

Another empirical study [132] carried out with people with ID offered evidence
demonstrating the usefulness of a brief intervention program to improve the knowledge
and attitudes toward consensual and responsible sexual relationships.

The fourth intervention with people with ID [130] created feminist dialogue groups,
which were found to have a positive impact on the lives of adolescent girls with ID,
specifically by promoting preventive interactions that would protect them from gender-
based violence in their relationships.

The remaining intervention [131] targeted mothers of girls with ID. The training was
more effective when conducted in face-to-face participatory groups rather than reading
a manual alone, despite a manual being created specifically for this purpose. The results
showed that the mean scores of mothers’ awareness, attitude, and self-efficacy in caring for
the sexual health of their daughters with ID were significantly higher after the intervention.
The results also showed that one month after the intervention, the mean score was higher
in the “group training” participants.

3.6. Pregnancy

This theme was made up of 33 articles. The vast majority were quantitative and based
on medical records or large health survey databases. Only three were qualitative. Only two
studies were published before 2006, and the other 31 were published from 2012 onwards.
Participants in all studies were women with ID, with an average age ranging between
20 and 40 years, and only three studies specified the degree of ID (mild in all of them,
moderate in two, and severe in one). In four studies, women with ID represented 100% of
the sample. In the remaining cases, their results were compared either with other women
without ID (n = 25) or with other disabilities (n = 12).

Four subthemes were identified: (a) the profile of women with ID who become
pregnant; (b) their prenatal, pregnancy, and postnatal health; (c) birth outcomes; and (d)
barriers and facilitators encountered during pregnancy.

3.6.1. Profile of Pregnant Women with ID

Women with ID who became pregnant tended to have the following characteristics:
they were under 20 years old; they were living in low-income neighborhoods and rural
areas; their ethnicity was non-Hispanic Black or Hispanic; they had public health insur-
ance; and they were not married [134,135,140,143–145,150,155,156,158]. They were also at
increased risk for rapid repeat pregnancy within a year of a live birth [144].

3.6.2. Health Conditions before, during, and after Pregnancy

Women with ID generally received inadequate prenatal care [152], sometimes be-
cause they had difficulties identifying the signs of pregnancy [164]. They also tended to
have modifiable risk factors, such as alcohol use, tobacco use, and obesity [149,150,152].
They had more complications during the pregnancy (gestational diabetes, preeclampsia,
eclampsia, venous thromboembolism, and severe obstetric morbidities, such as placental
abruption) [135,140,143,145,146,148,150,153,155,156,158–160] but were less likely to receive
cervical cancer screening [134]. Preexisting health conditions and maternal complica-
tions explained some of the elevated occurrences of labor inductions and cesarean sec-



Int. J. Environ. Res. Public Health 2023, 20, 1587 16 of 29

tions [142,162,163]. Findings also identified a pattern of unlabored cesarean deliveries that
did not appear to be medically indicated [138]. This finding raises the possibility that ID
may be treated as an indication for C-sections in many cases. In this sense, the research
studies that have analyzed this issue point out that there is a clear need for healthcare
professionals (especially gynecologists and obstetricians) to carefully weigh up the benefits
and risks of such surgery in order to recommend the most appropriate course of action
to a patient with ID. This assessment and the subsequent recommendation have been
highlighted among the most important aspects of care for patients and mothers-to-be with
ID [138,142,162].

3.6.3. Birth Outcomes

Of the live births recorded, the babies of women with ID were more likely to be born
preterm, to be small for their gestational age, to experience neonatal morbidity, to die in
the first month of life, or to be more frequently admitted to a neonatal intensive care unit.
Stillbirth was almost four times more prevalent, and perinatal death was more than four
times more common [151].

Women with ID had a particularly high risk for custody loss: 1 in 20 newborns of
women with ID were discharged to child protective services immediately after the birth
hospitalization. Furthermore, children of mothers with ID had a three times higher risk of
being exposed to injuries, violence, and child abuse compared with children of mothers
without disabilities [166].

3.6.4. Barriers and Facilitators

The barriers most frequently cited by the women participants with ID included the
following: negative attitudes and judgments of healthcare staff about their pregnancy [139];
communication barriers, especially because of biomedical jargon [162]; feeling pressure to
demonstrate their ability to be good mothers [139,154,157,162,165]; and loss of control [139].
In general, women with ID who were also members of ethnic minority groups faced greater
barriers to healthcare access and received lower quality services [134].

Facilitators included the following: finding support and positive attitudes among
healthcare staff; having a good support network (both family and professional); and
empowering knowledge (content, amount, and accessibility) [154].

3.7. Experiencing Parenthood

This last theme was made up of four studies [167–170], all of which were published
after 2019. All were qualitative, and the results were obtained through in-depth or semi-
structured interviews. Two focused on the experience of mothers, one on the experience of
fathers, and one on the experience of daughters whose mothers had ID.

Mothers with ID participating in the studies included in this theme [167,168] were
threatened by domestic violence, and neither of the two articles focused on positive experi-
ences. For many of the participants, domestic violence also marked the beginning of their
motherhood (e.g., violent conceptions). The experience of violence posed two major threats
for women, namely, the possibility of losing custody of their children and the barriers
they faced because of triple discrimination (being a woman, having ID, and being a victim
of violence).

Fathers with ID [169] mentioned the challenges of parenthood, both logistically (e.g.,
paying bills) and emotionally (e.g., dealing with tantrums), which sometimes made them
feel insecure. Much of the support they received was focused on non-parenting aspects
and was more directed at mothers, making them feel a sense of exclusion.

Daughters of mothers with ID [170] highlighted that their childhood had been filled
with neglect, deprivation, anxiety, responsibility overload, and a lack of stability and
support. The daughters emphasized how their childhood experiences of having a mother
with ID had influenced their life decisions and their health into adulthood. In this study,
the researchers pointed out that these participants, then in their 40s and 50s, had grown up



Int. J. Environ. Res. Public Health 2023, 20, 1587 17 of 29

in a social context and at a time in history when child protection social services were not
what they are today. In other words, the consequences of having a mother with ID can be
closely linked to the lack of support due to the functioning of the system 30 years ago.

4. Discussion

By synthesizing current qualitative and quantitative evidence related to Articles 23
and 25 of the CRPD, this review set out to ascertain whether the right to home and family
and the right to sexual and reproductive health of people with ID is respected. To answer
this question, the review summarizes what the scientific literature says about attitudes
toward the sexuality of people with ID and also what it says about barriers and facilitators
that people with ID encounter in exercising their right to home and family and their sexual
and reproductive rights.

The 151 articles reviewed show that interest in the rights covered by Articles 23
and 25 of the CRPD has been growing since 2006, the year the Convention was adopted.
These topics attracted limited research attention prior to the CRPD. In terms of the topics
addressed before 2006, there was a marked focus on SRH and on contraceptive choices in
particular. The topics broadened considerably after 2006. Although there was still a clear
focus on SRH, the research became more centered on the barriers and facilitators faced by
people with ID, and this aspect was particularly relevant for papers published after 2010.

Despite the progress that has been made, the results of this review show that there are
still many barriers and much work to be done in order to guarantee the fulfillment of these
rights for people with ID. Gómez et al. [10,16] have highlighted the many situations of
rights abuse that still occur today, from the perspective of people with ID themselves and
from that of the professionals working with them and their families. For women with ID,
the situation is further compounded. This group faces greater discrimination on the basis
of their disability but also their gender. With their femininity considered as “defective”
and with families and people in their close network regarding them as “eternal girls” [173],
access to their rights is further restricted.

Like any other person, people with ID are sexual beings. Although the common rights
stipulated by the CRPD are increasingly respected [174], there is still frustration, uncertainty,
and stigma. The results presented in this review suggest that community attitudes are
skeptical about people with ID becoming parents. As some research has pointed out [175,176],
those with power, authority, and influence over women with ID usually consider it their
responsibility to try to prevent them from having children. Other factors influencing attitudes
toward the sexuality of people with ID include age (with older respondents holding fewer
liberal attitudes), knowledge and education, cultural norms, and religious beliefs.

One crucial aspect that has emerged from this review is that people with ID want to be
emotionally attached to others. Affectionate relationships are a symbol of a good life and
give a sense of normality [177]. There are, however, many barriers that make it difficult
for this population not only to enter into a loving relationship with another person but
also to maintain it. These findings are in line with the concerns raised by other researchers
about people with ID being stigmatized and isolated [178]. When it comes to supporting
needs, this review finds that relationship support tends to focus all the attention on risk
and vulnerability to abuse, especially for women [179]. There is a dilemma that exists
among staff, who want people to have relationships but fear for their safety. In addition,
staff feel like they are “walking the tightrope” when they have little or no training and no
knowledge of organizational policy.

One observation in relation to marriage is the value it has for many cultures, which
increases the risk of people with ID being forced into a marriage, sometimes because
parents of people with ID believe that marriage may cure their offspring’s disability [180].
Most studies have reported that abuse in people with ID (mostly girls and women) is more
likely to come from a known person [181], and forced marriages seem to provide the perfect
setting for these acts to take place or to be hidden and even legitimized. If the barriers to
intimate relationships can perpetuate violence against and the abuse and forced marriages
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of people with ID, it is then crucial that the removal of these barriers is prioritized and
included within policies and strategic plans.

Sexual and reproductive health (SRH) is a vital but often neglected and stigmatized
aspect of healthcare for people with ID [182]. Studies included in this review have doc-
umented barriers to healthcare access for people with ID across the life spectrum. Other
empirical investigations [183–185] have discussed similar barriers to those identified in
this review, highlighting three major categories: (a) individual characteristics, such as
gender, socioeconomic factors, sociocultural norms and beliefs, and severity or degree of
ID; (b) nonmedical systemic factors, such as architectural designs or infrastructure; and (c)
providers’ attitudes, perspectives, and appreciation of the needs of people with ID. Lack
of skills and awareness training for health professionals, communication barriers, and
stigmatizing attitudes represent the main barriers to SRH access.

One of the overarching findings of this review is that women with ID encounter bar-
riers in their access to SRH. This is consistent with previous studies [186], which found
that male participants were less likely than female participants to experience unmet sup-
port demand. Many women with ID are capable of playing an active and central role
in healthcare decision-making but often feel excluded from decisions and believe that
health professionals underestimate their abilities. This is especially true when it comes to
decisions about contraception or family planning [187]. The phrase “informed compliance
rather than informed choice” aptly describes the situation of many women with ID when
decisions are being made about their reproductive health [176]. The results from our review
coincide with findings from similar research, showing that women with ID tend to take
contraception when they are not sexually active to prevent pregnancy, manage menstrua-
tion, and, disturbingly, protect against abuse [188,189]. However, it is important to reiterate
that contraception or sterilization does not prevent sexual abuse [183]. Moreover, most
adolescents with ID have unique medical, technical, and social needs, particularly in the
area of menstrual hygiene [190,191]. There is a lack of social support and information about
how to care for another person’s menstrual cycle. Menstrual care is viewed as a private
issue, and this results in carers feeling overwhelmed and isolated, as other studies have
also highlighted [192–196].

Additionally, the social perception of people with ID as asexual leads to them being
excluded from sex education. People with ID sometimes internalize the message that
any sexual expression is unacceptable based on people’s attitudes and behaviors toward
them (including overprotective attitudes and behaviors) [197]. Furthermore, caregivers
are usually unaware of—or disapprove of—the person with ID engaging in sexual activity,
leading them to believe that talking about certain topics may awaken behaviors they want to
keep dormant [198]. Research has shown that, compared with people without disabilities,
people with ID have limited knowledge of sexuality-related topics. Sex education is
essential and must be provided, considering individual differences and in cooperation with
parents, since it is clear that adults with ID engage in sexual relationships and have sexual
intercourse [199,200].

When it comes to pregnancy, one of the conclusions to be drawn from most of the
studies reviewed is that women with ID are considered to be a risk group. They are less
likely to receive prenatal care during the first trimester, which usually leads to C-section
deliveries. In addition, women with ID tend to be younger, less educated, and on lower
incomes compared with pregnant women without ID [201,202]. Communication barriers,
deficits in health information, negative attitudes toward pregnancy in women with ID,
and a lack of knowledge and awareness among healthcare professionals were identified
as key issues in the scientific literature [203–206]. Midwives reported having insufficient
training or time during appointments to provide adequate support to women with ID [207].
Furthermore, many participants in the reviewed studies felt that they could not take
motherhood for granted, having to prove to the authorities and to some family members
that they were able to be suitable parents.



Int. J. Environ. Res. Public Health 2023, 20, 1587 19 of 29

Despite the many positive aspects of parenthood, such as increased satisfaction and
self-esteem, and the fundamental role it plays in developing a positive identity, a sense of
femininity, and motivation and meaning in life, the reviewed literature does not devote
much attention to parents with disabilities and this kind of experience. Parenting is a
social construct, and therefore, there is an ideal parenting model. Disability is so closely
associated with dependency and social isolation that people find it difficult to imagine
a person with ID at the center of family life in the role of the primary caregiver [208],
an argument that may be underlying the fact that the included studies only highlight
the difficulties and risks of parenthood in people with ID. Although not all maternity
experiences are connected to domestic violence, it is noteworthy that two of the four studies
included in this topic take this factor into account. Domestic violence is a determinant factor
in the decision to remove children from families headed by parents with ID, and indeed the
biggest fear of parents with ID is losing custody of their child to statutory care [209,210].
In the case of child removal, parents with ID reported feeling unfairly treated, powerless,
and unsupported [207,209]. From the other angle, when we look at the perspectives of
children whose parents have ID, we can identify a variety of obstacles that might prevent
the children from receiving proper care, including limited awareness of the child’s needs,
the child having to take care of family members, and, above all, a lack of support from
their families and institutions. When good support is provided early, parents with ID care
successfully for their children [211].

This systematic review has some limitations. First, relevant studies may have been
missed from the review despite the inclusion of general and specific descriptors. During
the search procedure, to determine which articles met the inclusion criteria, the researchers
considered a large number of search terms, but these specific terms may have biased the
selection of articles and important studies could have been overlooked. It is, therefore,
important to notice the potential presence of both selection and reporting biases. Second,
given that participants with severe and profound ID are under-represented in the studies,
the conclusions drawn cannot be extrapolated equally to them. Similarly, it would be
useful to study gender differences in greater depth, increasing the number of studies with
a similar number of male and female participants. On topics such as parenthood, for
instance, there is scant empirical literature that collects narratives from the point of view
of fathers, so it would also be important to consider this aspect in future research. Finally,
more robust research methodologies could be used since the tendency in most studies is
to include very small convenience samples of people with ID, and in many stances, data
were collected for a different initial purpose than the study they subsequently appeared in,
leaving relevant information uncollected. Additionally, more exhaustive filtering of the
date study publication dates would enable a more in-depth analysis of the issues dealt
with before and after the CRPD. Finally, the large number of studies found, although this is
a noteworthy aspect given the extensive information reviewed, can also be considered a
limitation. This issue has made it necessary to organize the results into categories. However,
more specific systematic reviews may also be necessary to address each topic detected, or
we should even consider carrying out meta-analyses beyond a systematic review.

Despite these limitations, this review has strengths worth mentioning. First, this is
a reproducible and reliable review following the most recent PRISMA guidelines, thus
reducing variability and uncertainty and making it possible to manage scientific information
to obtain conclusions on this relevant topic. The high percentage of interrater agreements
should also be pointed out. Second, this review deals with two hugely important CRPD
rights that span a wide range of subthemes covered in a large number of studies. These
two strengths have enabled the authors to present the current scientific knowledge on
this topic and thus address the objectives and questions that were initially raised. The
conclusions contribute to scientific progress by responding to the gaps and needs detected
and by proposing new directions and improvements for future research.
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5. Conclusions

Effective implementation and monitoring of the CRPD for people with ID is a clear
and imperative priority in most countries [10]. For this to become a reality, a holistic
understanding of sexual and reproductive health and rights is required, recognizing that
“good” sexual and reproductive health is not simply the state of being free from disease or
injury but rather “a state of physical, emotional, mental and social wellbeing concerning all
aspects of sexuality and reproduction” [176]. Consequently, the achievement of good health
outcomes is indisputably based on the respect and promotion of human rights, including
the right of all persons to be respected for their bodily integrity, privacy, and personal
autonomy; the right to freely define their sexuality, including sexual orientation and gender
identity and expression; the right to decide if and when they are sexually active, to choose
their sexual partners, and to have safe and pleasurable sexual experiences; and the right
to make decisions about related matters, such as sexual relations, marriage, civil union,
divorce, contraception, sterilization, and termination of pregnancy, with access throughout
their lives to the information, resources, services, and support necessary to achieve all of
the above, free from discrimination, coercion, exploitation, and violence [176,212].

To contribute to scientific progress by addressing the gaps and needs detected in
this review, the quality of life (QOL) paradigm, in particular, the Quality of Life Supports
Model [213], is the most appropriate conceptual framework for translating concepts as
abstract as self-determination, equity, accessibility, or inclusion into practice and policy. It
is also the ideal theoretical space to promote the effective fulfillment of the principles and
rights contained in the CRPD, facilitating the simultaneous action of both individuals and
the environments in which they live [4,10,214]. Gómez et al. [215] followed this premise
and theoretical framework in order to develop useful indicators to operationalize, measure,
and implement the Articles of the Convention on the Rights of Persons with Disabilities
(CRPD). Verdugo et al.’s [214] and Lombardi et al.’s [8] papers gave clues to achieving this
goal. Verdugo et al. [214] presented an initial proposal to organize the 26 CRPD Articles by
QOL domain, with Articles 23 and 25 linked to the interpersonal relationships and physical
wellbeing domains. Likewise, Lombardi et al. [8] described the international consensus on
the relationship between the core quality of life indicators and the articles of the CRPD, and
Gómez et al. [9,10] reported the Spanish consensus indicators for its assessment. Following
these statements, Table 4 summarizes the relationship between these Articles of the CRPD with
the QOL domains and indicators, including the main themes found throughout this review.

Table 4. Relationship between Articles 23 and 25, QOL domains, and the review’s main themes.

CRPD Articles QOL Domain Based on
Verdugo et al. [214]

QOL Indicators Based on
Gómez et al. [9,10] and

Lombardi et al. [8]
Topics and Subtopics

23
(Respect for home and the

family)
Interpersonal relationships

Right to set up their own family
Right to be a parent

Dating and intimacy with persons
of choice

Attitudes
Intimate Relationships

Pregnancy
Sexuality and Sex Education

Experiencing Parenthood

25
(Health) Physical wellbeing

Physical status
Nutritional status

Chronic conditions

Attitudes Toward Sterilization
Sexuality and Sex Education

Sexual and Reproductive Health (SRH)
Pregnancy

Note: italics refers to the specific subtopics included in the Attitudes topic linked to Article 25 and the physical
wellbeing domain.
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110. Brkić-Jovanović, N.; Runjo, V.; Tamaš, D.; Slavković, S.; Milankov, V. Persons with intellectual disability: Sexual behaviour,
knowledge and assertiveness. Slov. J. Public Health 2021, 60, 82–89. [CrossRef] [PubMed]

111. Frawley, P.; Wilson, N.J. Young people with intellectual disability talking about sexuality education and information. Sex. Disabil.
2016, 34, 469–484. [CrossRef]

112. Isler, A.; Beytut, D.; Tas, F.; Conk, Z. A study on sexuality with the parents of adolescents with intellectual disability. Sex. Disabil.
2009, 27, 229. [CrossRef]

113. Isler, A.; Tas, F.; Beytut, D.; Conk, Z. Sexuality in adolescents with intellectual disabilities. Sex. Disabil. 2009, 27, 27–34. [CrossRef]
114. Olaleye, A.O.; Anoemuah, O.A.; Ladipo, O.A.; Delano, G.E.; Idowu, G.F. Sexual behaviours and reproductive health knowledge

among in-school young people with disabilities in Ibadan, Nigeria. Health Educ. 2007, 107, 208–218. [CrossRef]
115. Pownall, J.; Wilson, S.; Jahoda, A. Health knowledge and the impact of social exclusion on young people with intellectual

disabilities. J. Appl. Res. Intellect. Disabil. 2020, 33, 29–38. [CrossRef]
116. Thompson, V.R.; Stancliffe, R.J.; Wilson, N.J.; Broom, A. The content, usefulness and usability of sexual knowledge assessment

tools for people with intellectual disability. Sex. Disabil. 2016, 34, 495–512. [CrossRef]
117. Girgin-Büyükbayraktar, Ç.; Konuk-Er, R.; Kesici, S. According to the opinions of teachers of individuals with intellectual

disabilities: What are the sexual problems of students with special education needs? How should sexual education be provided
for them? J. Educ. Pract. 2017, 8, 107–115.

118. Gürol, A.M.; Polat, S.; Oran, T. Views of mothers having children with intellectual disability regarding sexual education: A
qualitative study. Sex. Disabil. 2014, 32, 123–133. [CrossRef]

119. Hanass-Hancock, J.; Nene, S.; Johns, R.; Chappell, P. The Impact of contextual factors on comprehensive sexuality education for
learners with intellectual disabilities in South Africa. Sex. Disabil. 2018, 36, 123–140. [CrossRef]

120. Löfgren-Mårtenson, L. The invisibility of young homosexual women and men with intellectual disabilities. Sex. Disabil. 2009, 27,
21–26. [CrossRef]

121. Menon, P.; Sivakami, M. Exploring parental perceptions and concerns about sexuality and reproductive health of their child with
intellectual and developmental disability (IDD) in Mumbai. Front. Sociol. 2019, 4, 58. [CrossRef] [PubMed]

122. Murphy, C.; Lincoln, S.; Meredith, S.; Cross, E.M.; Rintell, D. Sex education and intellectual disability: Practices and insight from
pediatric genetic counselors. J. Genet. Couns. 2016, 25, 552–560. [CrossRef]

123. Nelson, B.; Odberg, K.; Emmelin, M. Experiences of teaching sexual and reproductive health to students with intellectual
disabilities. Sex Educ. 2020, 20, 398–412. [CrossRef]

124. Wheeler, P. ‘I count myself as normal, well, not normal, but normal enough’ Men with learning disabilities tell their stories about
sexuality and sexual identity. Tizard Learn. Disabil. Rev. 2007, 12, 16–27. [CrossRef]

125. Baines, S.; Emerson, E.; Robertson, J.; Hatton, C. Sexual activity and sexual health among young adults with and without
mild/moderate intellectual disability. BMC Public Health 2018, 18, 667. [CrossRef]

126. Cheng, M.M.; Udry, J.R. Sexual experiences of adolescents with low cognitive abilities in the U.S. J. Dev. Phys. Disabil. 2005, 17,
155–172. [CrossRef]

127. Shandra, C.L.; Chowdhury, A.R. The first sexual experience among adolescent girls with and without disabilities. J. Youth Adolesc.
2012, 41, 515–532. [CrossRef]

128. Shandra, C.L.; Shameem, M.; Ghori, S.J. Disability and the context of boys’ first sexual intercourse. J. Adolesc. Health 2016, 58,
302–309. [CrossRef] [PubMed]

129. Box, M.; Shawe, J. The experiences of adults with learning disabilities attending a sexuality and relationship group: “I want to get
married and have kids”. J. Fam. Plann. Reprod. Health Care 2014, 40, 82–88. [CrossRef] [PubMed]

http://doi.org/10.1080/1177083X.2014.953185
http://doi.org/10.1097/AOG.0000000000002778
http://www.ncbi.nlm.nih.gov/pubmed/30095774
http://doi.org/10.24875/GMM.M19000206
http://doi.org/10.3389/fpubh.2021.746399
http://doi.org/10.1080/09540121.2014.923811
http://doi.org/10.7448/IAS.16.1.17331
http://www.ncbi.nlm.nih.gov/pubmed/23394898
http://doi.org/10.1080/09638288.2018.1498138
http://www.ncbi.nlm.nih.gov/pubmed/30282493
http://doi.org/10.2217/cer-2019-0011
http://doi.org/10.2478/sjph-2021-0013
http://www.ncbi.nlm.nih.gov/pubmed/33822835
http://doi.org/10.1007/s11195-016-9460-x
http://doi.org/10.1007/s11195-009-9130-3
http://doi.org/10.1007/s11195-009-9107-2
http://doi.org/10.1108/09654280710731566
http://doi.org/10.1111/jar.12331
http://doi.org/10.1007/s11195-016-9458-4
http://doi.org/10.1007/s11195-014-9338-8
http://doi.org/10.1007/s11195-018-9526-z
http://doi.org/10.1007/s11195-008-9101-0
http://doi.org/10.3389/fsoc.2019.00058
http://www.ncbi.nlm.nih.gov/pubmed/33869381
http://doi.org/10.1007/s10897-015-9909-6
http://doi.org/10.1080/14681811.2019.1707652
http://doi.org/10.1108/13595474200700003
http://doi.org/10.1186/s12889-018-5572-9
http://doi.org/10.1007/s10882-005-3686-3
http://doi.org/10.1007/s10964-011-9668-0
http://doi.org/10.1016/j.jadohealth.2015.10.013
http://www.ncbi.nlm.nih.gov/pubmed/26706851
http://doi.org/10.1136/jfprhc-2012-100509
http://www.ncbi.nlm.nih.gov/pubmed/23788115


Int. J. Environ. Res. Public Health 2023, 20, 1587 26 of 29

130. De Mello, R.R.; Soler-Gallart, M.; Braga, F.M.; Natividad-Sancho, L. Dialogic feminist gathering and the prevention of gender
violence in girls with intellectual disabilities. Front. Psychol. 2021, 12, 662241. [CrossRef] [PubMed]

131. Goli, S.; Noroozi, M.; Salehi, M. Comparing the effect of two educational interventions on mothers’ awareness, attitude, and
self-efficacy regarding sexual health care of educable intellectually disabled adolescent girls: A cluster randomized control trial.
Reprod. Health 2021, 18, 54. [CrossRef]

132. Gutiérrez-Bermejo, B.; Flores, N.; Amor, P.J.; Jenaro, C. Evidences of an implemented training program in consensual and
responsible sexual relations for people with intellectual disabilities. Int. J. Env. Res. Public Health 2021, 18, 2323. [CrossRef]

133. Randell, E.; Janeslätt, G.; Höglund, B. A school-based intervention can promote insights into future parenting in students with
intellectual disabilities—A Swedish interview study. J. Appl. Res. Intellect. Disabil. 2021, 34, 471–479. [CrossRef] [PubMed]

134. Akobirshoev, I.; Mitra, M.; Parish, S.L.; Moore Simas, T.A.; Dembo, R.; Ncube, C.N. Racial and ethnic disparities in birth outcomes
and labour and delivery-related charges among women with intellectual and developmental disabilities. J. Intellect. Disabil. Res.
2019, 63, 313–326. [CrossRef]

135. Akobirshoev, I.; Parish, S.L.; Mitra, M.; Rosenthal, E. Birth outcomes among US women with intellectual and developmental
disabilities. Disabil. Health J. 2017, 10, 406–412. [CrossRef]

136. Andrews, E.E.; Powell, R.M.; Ayers, K.B. Experiences of breastfeeding among disabled women. Women Health Issues 2021, 31,
82–89. [CrossRef]

137. Bacharach, V.R.; Baumeister, A.A. Direct and indirect effects of maternal intelligence, maternal age, income, and home environment
on intelligence of preterm, low-birth-weight children. J. Appl. Dev. Psychol. 1998, 19, 361–375. [CrossRef]

138. Biel, F.; Darney, B.; Caughey, A.; Horner-Johnson, W. Medical indications for primary cesarean delivery in women with and
without disabilities. J. Matern. -Fetal Neonatal Med. 2020, 33, 3391–3398. [CrossRef]

139. Bradbury-Jones, C.; Breckenridge, J.P.; Devaney, J.; Kroll, T.; Lazenbatt, A.; Taylor, J. Disabled women’s experiences of accessing
and utilising maternity services when they are affected by domestic abuse: A critical incident technique study. BMC Pregnancy
Childbirth 2015, 15, 181. [CrossRef]

140. Brown, H.K.; Cobigo, V.; Lunsky, Y.; Vigod, S. Reproductive health in women with intellectual and developmental disabilities in
Ontario: Implications for policy and practice. Healthc. Q. 2019, 21, 6–9. [CrossRef]

141. Brown, H.K.; Cobigo, V.; Lunsky, Y.; Dennis, C.L.; Vigod, S. Perinatal health of women with intellectual and developmental
disabilities and comorbid mental illness. Can. J. Psych. 2016, 61, 714–723. [CrossRef] [PubMed]

142. Brown, H.K.; Kirkham, Y.A.; Cobigo, V.; Lunsky, Y.; Vigod, S.N. Labour and delivery interventions in women with intellectual
and developmental disabilities: A population-based cohort study. J. Epid. Comm. Health 2016, 70, 238–244. [CrossRef] [PubMed]

143. Brown, H.K.; Potvin, L.A.; Lunsky, Y.; Vigod, S.N. Maternal intellectual or developmental disability and newborn discharge to
protective services. Pediatrics 2018, 142, e20181416. [CrossRef]

144. Brown, H.K.; Ray, J.G.; Liu, N.; Lunsky, Y.; Vigod, S.N. Rapid repeat pregnancy among women with intellectual and developmental
disabilities: A population-based cohort study. Cmaj 2018, 190, E949–E956. [CrossRef]

145. Clements, K.M.; Mitra, M.; Zhang, J.; Parish, S.L. Postpartum health care among women with intellectual and developmental
disabilities. Am. J. Prev. Med. 2020, 59, 437–444. [CrossRef] [PubMed]

146. Darney, B.G.; Biel, F.M.; Quigley, B.P.; Caughey, A.B.; Horner-Johnson, W. Primary cesarean delivery patterns among women with
physical, sensory, or intellectual disabilities. Women Health Issues 2017, 27, 336–344. [CrossRef] [PubMed]

147. Gaskin, K.; James, H. Using the Edinburgh Postnatal Depression Scale with learning disabled mothers. Commun. Practit. 2006,
79, 392.

148. Gleason, J.L.; Grewal, J.; Chen, Z.; Cernich, A.N.; Grantz, K.L. Risk of adverse maternal outcomes in pregnant women with
disabilities. JAMA Netw. Open 2021, 4, e2138414. [CrossRef] [PubMed]

149. Ha, S.; Martinez, V. Associations between disability and infertility among US reproductive-aged women. Int. J. Env. Res. Public
Health 2021, 18, 3202. [CrossRef] [PubMed]

150. Höglund, B.; Lindgren, P.; Larsson, M. Pregnancy and birth outcomes of women with intellectual disability in Sweden: A national
register study. Acta Obstet. Gynecol. Scand. 2012, 91, 1381–1387. [CrossRef] [PubMed]

151. Höglund, B.; Lindgren, P.; Larsson, M. Newborns of mothers with intellectual disability have a higher risk of perinatal death and
being small for gestational age. Acta Obstet. Gynecol. Scand. 2012, 91, 1409–1414. [CrossRef]

152. Horner-Johnson, W.; Biel, F.M.; Caughey, A.B.; Darney, B.G. Differences in prenatal care by presence and type of maternal
disability. Am. J. Prev. Med. 2019, 56, 376–382. [CrossRef]

153. Malouf, R.; Henderson, J.; Redshaw, M. Access and quality of maternity care for disabled women during pregnancy, birth and the
postnatal period in England: Data from a national survey. BMJ Open 2017, 7, e016757. [CrossRef]

154. Malouf, R.; McLeish, J.; Ryan, S.; Gray, R.; Redshaw, M. ‘We both just wanted to be normal parents’: A qualitative study of the
experience of maternity care for women with learning disability. BMJ Open 2017, 7, e015526. [CrossRef]

155. Mitra, M.; Akobirshoev, I.; Parish, S.L.; Valentine, A.; Clements, K.M.; Simas, T.A.M. Postpartum emergency department use
among women with intellectual and developmental disabilities: A retrospective cohort study. J. Epidemiol. Comm. Health 2019, 73,
557–563. [CrossRef]

156. Mitra, M.; Parish, S.L.; Akobirshoev, I.; Rosenthal, E.; Simas, T.A.M. Postpartum Hospital Utilization among Massachusetts
Women with Intellectual and Developmental Disabilities: A Retrospective Cohort Study. Matern. Child Health J. 2018, 22,
1492–1501. [CrossRef]

http://doi.org/10.3389/fpsyg.2021.662241
http://www.ncbi.nlm.nih.gov/pubmed/34093356
http://doi.org/10.1186/s12978-021-01112-z
http://doi.org/10.3390/ijerph18052323
http://doi.org/10.1111/jar.12810
http://www.ncbi.nlm.nih.gov/pubmed/33022799
http://doi.org/10.1111/jir.12577
http://doi.org/10.1016/j.dhjo.2017.02.010
http://doi.org/10.1016/j.whi.2020.09.001
http://doi.org/10.1016/S0193-3973(99)80045-8
http://doi.org/10.1080/14767058.2019.1572740
http://doi.org/10.1186/s12884-015-0616-y
http://doi.org/10.12927/hcq.2019.25748
http://doi.org/10.1177/0706743716649188
http://www.ncbi.nlm.nih.gov/pubmed/27310242
http://doi.org/10.1136/jech-2015-206426
http://www.ncbi.nlm.nih.gov/pubmed/26449738
http://doi.org/10.1542/peds.2018-1416
http://doi.org/10.1503/cmaj.170932
http://doi.org/10.1016/j.amepre.2020.03.011
http://www.ncbi.nlm.nih.gov/pubmed/32605865
http://doi.org/10.1016/j.whi.2016.12.007
http://www.ncbi.nlm.nih.gov/pubmed/28109562
http://doi.org/10.1001/jamanetworkopen.2021.38414
http://www.ncbi.nlm.nih.gov/pubmed/34910153
http://doi.org/10.3390/ijerph18063202
http://www.ncbi.nlm.nih.gov/pubmed/33808812
http://doi.org/10.1111/j.1600-0412.2012.01509.x
http://www.ncbi.nlm.nih.gov/pubmed/22881406
http://doi.org/10.1111/j.1600-0412.2012.01537.x
http://doi.org/10.1016/j.amepre.2018.10.021
http://doi.org/10.1136/bmjopen-2017-016757
http://doi.org/10.1136/bmjopen-2016-015526
http://doi.org/10.1136/jech-2018-211589
http://doi.org/10.1007/s10995-018-2546-6


Int. J. Environ. Res. Public Health 2023, 20, 1587 27 of 29

157. Mitra, M.; Parish, S.L.; Clements, K.M.; Zhang, J.; Simas, T.A.M. Antenatal hospitalization among US women with intellectual
and developmental disabilities: A retrospective cohort study. Am. J. Intellect. Dev. Disabil. 2018, 123, 399–411. [CrossRef]

158. Mueller, B.A.; Crane, D.; Doody, D.R.; Stuart, S.N.; Schiff, M.A. Pregnancy course, infant outcomes, rehospitalization, and
mortality among women with intellectual disability. Disabil. Health J. 2019, 12, 452–459. [CrossRef]

159. Murthy, G.V.S.; John, N.; Sagar, J. Reproductive health of women with and without disabilities in South India, the SIDE study
(South India Disability Evidence) study: A case control study. BMC Women Health 2014, 14, 146. [CrossRef]

160. Parish, S.L.; Mitra, M.; Son, E.; Bonardi, A.; Swoboda, P.T.; Igdalsky, L. Pregnancy outcomes among US women with intellectual
and developmental disabilities. Am. J. Intellect. Dev. Disabil. 2015, 120, 433–443. [CrossRef]

161. Potvin, L.A.; Lindenbach, R.D.; Brown, H.K.; Cobigo, V. Preparing for motherhood: Women with intellectual disabilities on
informational support received during pregnancy and knowledge about childbearing. J. Dev. Disabil. 2020, 25, 1–15.

162. Redshaw, M.; Malouf, R.; Gao, H.; Gray, R. Women with disability: The experience of maternity care during pregnancy, labour
and birth and the postnatal period. BMC Pregnancy Childbirth 2013, 13, 174. [CrossRef] [PubMed]

163. Rubenstein, E.; Ehrenthal, D.B.; Mallinson, D.C.; Bishop, L.; Kuo, H.H.; Durkin, M. Pregnancy complications and maternal
birth outcomes in women with intellectual and developmental disabilities in Wisconsin Medicaid. PloS ONE 2020, 15, e0241298.
[CrossRef] [PubMed]

164. Shin, J.E.; Cho, G.J.; Bak, S.; Won, S.E.; Han, S.W.; Bin Lee, S.; Oh, M.J.; Kim, S.J. Pregnancy and neonatal outcomes of women with
disabilities: A nationwide population-based study in South Korea. Sci. Rep. 2020, 10, 1–8. [CrossRef] [PubMed]

165. Tarasoff, L.A.; Lunsky, Y.; Chen, S.; Guttmann, A.; Havercamp, S.M.; Parish, S.L.; Vigod, S.N.; Carty, A.; Brown, H.K. Preconception
health characteristics of women with disabilities in Ontario: A population-based, cross-sectional study. J. Women’s Health 2020, 29,
1564–1575. [CrossRef]

166. Wickström, M.; Höglund, B.; Larsson, M.; Lundgren, M. Increased risk for mental illness, injuries, and violence in children born to
mothers with intellectual disability: A register study in Sweden during 1999–2012. Child Abus. Negl. 2017, 65, 124–131. [CrossRef]

167. Collings, S.; Strnadová, I.; Loblinzk, J.; Danker, J. Benefits and limits of peer support for mothers with intellectual disability
affected by domestic violence and child protection. Disabil. Soc. 2020, 35, 413–434. [CrossRef]

168. McCarthy, M. ‘All I wanted was a happy life’: The struggles of women with learning disabilities to raise their children while also
experiencing domestic violence. J. Gender-Based Viol. 2019, 3, 101–118. [CrossRef]

169. Symonds, J.; Abbott, D.; Dugdale, D. “Someone will come in and say I’m doing it wrong.” The perspectives of fathers with
learning disabilities in England. Br. J. Learn. Disabil. 2021, 49, 23–33. [CrossRef] [PubMed]

170. Weiber, I.; Tengland, P.A.; Berglund, J.S.; Eklund, M. Everyday life when growing up with a mother with an intellectual or
developmental disability: Four retrospective life-stories. Scand. J. Occup. Ther. 2019, 27, 418–430. [CrossRef]

171. Cuskelly, M.; Bryde, R. Attitudes towards the sexuality of adults with an intellectual disability: Parents, support staff, and a
community sample. J. Intellect. Dev. Disabil. 2004, 29, 255–264. [CrossRef]

172. Esterle, M.; Muñoz Sastre, M.T.; Mullet, E. Judging the Acceptability of Sexual Intercourse Among People with Learning
Disabilities: French Laypeople’s Viewpoint. Sex. Disabil. 2008, 26, 219–227. [CrossRef]

173. Björnsdóttir, K. Resisting the Reflection: Identity in Inclusive Life History Research. DSQ 2010, 30, 18. [CrossRef]
174. International Planned Parenthood Federation. Sexual Rights: An IPPF Declaration. Available online: https://www.ippf.org/

sites/default/files/sexualrightsippfdeclaration_1.pdf (accessed on 31 October 2022).
175. MacLachlan, M.; Mannan, H.; Huss, T.; Munthali, A.; Amin, M. Policies and processes for social inclusion: Using EquiFrame and

EquIPP for policy dialogue: Comment on “Are sexual and reproductive health policies designed for all? Vulnerable groups in
policy documents of four European countries and their involvement in policy development”. Int. J. Health Policy Manag. 2016,
5, 193. [CrossRef]

176. Mayes, R.; Llewellyn, G. Mothering differently: Narratives of mothers with intellectual disability whose children have been
compulsorily removed. J. Intellect. Dev. Disabil. 2012, 37, 121–130. [CrossRef]

177. Carter, A.; Strnadová, I.; Watfern, C.; Pebdani, R.; Bateson, D.; Loblinzk, J.; Guy, R.; Newman, C. The sexual and reproductive
health and rights of young people with intellectual disability: A scoping review. Sex. Res. Soc. Policy 2021, 19, 372–390. [CrossRef]

178. Van Asselt-Goverts, A.E.; Embregts, P.J.C.M.; Hendriks, A.H.C. Structural and functional characteristics of the social networks of
people with mild intellectual disabilities. Res. Dev. Disabil. 2013, 34, 1280–1288. [CrossRef]

179. Wiegerink, D.J.; Stam, H.J.; Ketelaar, M.; Cohen-Kettenis, P.T.; Roebroeck, M.E.; Transition Research Group South West Nether-
lands. Personal and environmental factors contributing to participation in romantic relationships and sexual activity of young
adults with cerebral palsy. Disabil. Rehabil. 2012, 34, 1481–1487. [CrossRef]

180. Barger, E.; Wacker, J.; Macy, R.; Parish, S. Sexual assault prevention for women with intellectual disabilities: A critical review of
the evidence. Intellect. Dev. Disabil. 2009, 47, 249–262. [CrossRef]

181. Beber, E.; Biswas, A.B. Marriage and family life in people with developmental disability. Int. J. Cult. Ment. Health 2009, 2, 102–108.
[CrossRef]

182. Pan, S.M. Prevalence of sexual abuse of people with intellectual disabilities in Taiwan. Intellect. Dev. Disabil. 2007, 45, 373–379.
[CrossRef]

183. Eastgate, G. Sex and intellectual disability: Dealing with sexual health issues. Aust. Fam. Physician 2011, 40, 188–191. [PubMed]
184. Gott, M.; Galena, E.; Hinchliff, S.; Elford, H. “Opening a can of worms”: GP and practice nurse barriers to talking about sexual

health in primary care. Fam. Pract. 2004, 21, 528–536. [CrossRef] [PubMed]

http://doi.org/10.1352/1944-7558-123.5.399
http://doi.org/10.1016/j.dhjo.2019.01.004
http://doi.org/10.1186/s12905-014-0146-1
http://doi.org/10.1352/1944-7558-120.5.433
http://doi.org/10.1186/1471-2393-13-174
http://www.ncbi.nlm.nih.gov/pubmed/24034425
http://doi.org/10.1371/journal.pone.0241298
http://www.ncbi.nlm.nih.gov/pubmed/33108397
http://doi.org/10.1038/s41598-020-66181-9
http://www.ncbi.nlm.nih.gov/pubmed/32514114
http://doi.org/10.1089/jwh.2019.8273
http://doi.org/10.1016/j.chiabu.2017.01.003
http://doi.org/10.1080/09687599.2019.1647150
http://doi.org/10.1332/239868019X15475690594298
http://doi.org/10.1111/bld.12351
http://www.ncbi.nlm.nih.gov/pubmed/33664626
http://doi.org/10.1080/11038128.2018.1554087
http://doi.org/10.1080/13668250412331285136
http://doi.org/10.1007/s11195-008-9093-9
http://doi.org/10.18061/dsq.v30i3/4.1286
https://www.ippf.org/sites/default/files/sexualrightsippfdeclaration_1.pdf
https://www.ippf.org/sites/default/files/sexualrightsippfdeclaration_1.pdf
http://doi.org/10.15171/ijhpm.2015.200
http://doi.org/10.3109/13668250.2012.673574
http://doi.org/10.1007/s13178-021-00549-y
http://doi.org/10.1016/j.ridd.2013.01.012
http://doi.org/10.3109/09638288.2011.648002
http://doi.org/10.1352/1934-9556-47.4.249
http://doi.org/10.1080/17447140903205317
http://doi.org/10.1352/1934-9556(2007)45[373:POSAOP]2.0.CO;2
http://www.ncbi.nlm.nih.gov/pubmed/21597526
http://doi.org/10.1093/fampra/cmh509
http://www.ncbi.nlm.nih.gov/pubmed/15367475


Int. J. Environ. Res. Public Health 2023, 20, 1587 28 of 29

185. Humphery, S.; Nazareth, I. GPs’ views on their management of sexual dysfunction. Fam. Pract. 2001, 18, 516–518. [CrossRef]
186. Stokes, T.; Mears, J. Sexual health and the practice nurse: A survey of reported practice and attitudes. BMJ Sex. Repr. Health 2000,

26, 89–92. [CrossRef]
187. Mavromaras, K.; Moskos, M.; Mahuteau, S.; Isherwood, L.; Goode, A.; Walton, H.; Smith, L.; Wei, Z.; Flavel, J. Evaluation of the

NDIS. Int. J. Care Caring 2018, 2, 595–597.
188. McCarthy, M. Exercising choice and control–women with learning disabilities and contraception. Br. J. Learn. Disabil. 2010, 38,

293–302. [CrossRef]
189. McCarthy, M. Contraception and women with intellectual disabilities. J. Appl. Res. Intellect. Disabil. 2009, 22, 363–369. [CrossRef]
190. Chou, Y.C.; Lu, Z.Y. Deciding about sterilisation: Perspectives from women with an intellectual disability and their families in

Taiwan. J. Intellect. Disabil. Res. 2011, 55, 63–74. [CrossRef] [PubMed]
191. Jeffery, E.; Kayani, S.; Garden, A. Management of menstrual problems in adolescents with learning and physical disabilities. Obs.

Gynaec. 2013, 15, 106–112. [CrossRef]
192. Gomez, M.T.; Carlson, G.M.; Van Dooren, K. Practical approaches to supporting young women with intellectual disabilities and

high support needs with their menstruation. Health Care Women Int. 2012, 33, 678–694. [CrossRef]
193. Chou, Y.C.; Lu, Z.Y.J. Caring for a daughter with intellectual disabilities in managing menstruation: A mother’s perspective. J

Intellect. Dev. Disabil. 2012, 37, 317–338. [CrossRef] [PubMed]
194. Lin, L.P.; Lin, J.D.M.; Chu, C.M.; Chen, L.M. Caregiver attitudes to gynecological health of women with intellectual disability. J.

Intellect. Dev. Disabil. 2011, 36, 149–155. [CrossRef] [PubMed]
195. Lin, L.P.; Lin, P.Y.; Chu, C.M.; Lin, J.D. Predictors of caregiver supportive behaviors towards reproductive health care for women

with intellectual disabilities. Res. Dev. Disabil. 2011, 32, 824–829. [CrossRef]
196. Thapa, P.; Sivakami, M. Lost in transition: Menstrual experiences of intellectually disabled school-going adolescents in Delhi,

India. Waterlines 2017, 36, 317–338. [CrossRef]
197. Wilbur, J.; Torondel, B.; Hameed, S.; Mahon, T.; Kuper, H. Systematic review of menstrual hygiene management requirements, its

barriers and strategies for disabled people. PloS ONE 2019, 14, e0210974. [CrossRef]
198. Kothari, J.; Raturi, R. The Right to Health of Persons with Disabilities in India: Access to and Non-Discrimination in Health Care for

Persons with Disabilities, 1st ed.; Human Rights Law Network: New Delhi, India, 2014.
199. Bernert, D.J. Sexuality and disability in the lives of women with intellectual disabilities. Sex. Disabil. 2011, 29, 129–141. [CrossRef]
200. Gil-Llario, M.D.; Morell-Mengual, V.; Ballester-Arnal, R.; Díaz-Rodríguez, I. The experience of sexuality in adults with intellectual

disability. J. Intellect. Disabil. Res. 2018, 62, 72–80. [CrossRef] [PubMed]
201. Lippold, T.; Burns, J. Social support and intellectual disabilities: A comparison between social networks of adults with intellectual

disability and those with physical disability. J. Intellect. Disabil. Res. 2009, 53, 463–473. [CrossRef] [PubMed]
202. Goldacre, A.D.; Gray, R.; Goldacre, M.J. Childbirth in women with intellectual disability: Characteristics of their pregnancies and

outcomes in an archived epidemiological dataset. J. Intellect. Disabil. Res. 2015, 59, 653–663. [CrossRef]
203. Mitra, M.; Parish, S.L.; Clements, K.M.; Cui, X.; Diop, H. Pregnancy outcomes among women with intellectual and developmental

disabilities. Am. J. Prevent. Med. 2015, 48, 300–308. [CrossRef]
204. Lawler, D.; Lalor, J.; Begley, C. Access to maternity services for women with a physical disability: A systematic review of the

literature. Int. J. Childbirth 2013, 3, 203–217. [CrossRef]
205. Prilleltensky, O. A Ramp to Mothering. In Motherhood and Disability; Palgrave Macmillan: London, UK, 2004; pp. 152–180.

[CrossRef]
206. Smeltzer, S.C.; Sharts-Hopko, N.C.; Ott, B.B.; Zimmerman, V.; Duffin, J. Perspectives of women with disabilities on reaching those

who are hard to reach. J. Neurosci. Nurs. 2007, 39, 163–171. [CrossRef] [PubMed]
207. Bradbury-Jones, C.; Breckenridge, J.P.; Devaney, J.; Duncan, F.; Kroll, T.; Lazenbatt, A.; Taylor, J. Priorities and strategies for

improving disabled women’s access to maternity services when they are affected by domestic abuse: A multi-method study
using concept maps. BMC Pregnancy Childbirth 2015, 15, 350. [CrossRef] [PubMed]

208. Höglund, B.; Larsson, M. Struggling for motherhood with an intellectual disability—A qualitative study of women’s experiences
in Sweden. Midwifery 2013, 29, 698–704. [CrossRef]

209. Parchomiuk, M. Social context of disabled parenting. Sex. Disabil. 2014, 32, 231–242. [CrossRef]
210. Gould, S.; Dodd, K. ‘Normal people can have a child but disability can’t’: The experiences of mothers with mild learning

disabilities who have had their children removed. Br. J. Learn. Disabil. 2014, 42, 25–35. [CrossRef]
211. Mayes, R.; Llewellyn, G. What happens to parents with intellectual disability following removal of their child in child protection

proceedings? J. Intellect. Devl. Disabil. 2009, 34, 92–95. [CrossRef] [PubMed]
212. Tarleton, B.; Ward, L.; Howarth, J. Finding the Right Support?: A Review of Issues and Positive Practice in Supporting Parents with

Learning Difficulties and Their Children, 1st ed.; Baring Foundation; University of Bristol: London, UK, 2006.
213. Dewson, H.; Rix, K.J.; Le Gallez, I.; Choong, K.A. Sexual rights, mental disorder and intellectual disability: Practical implications

for policy makers and practitioners. B. J. Psych. Adv. 2018, 24, 386–397. [CrossRef]

http://doi.org/10.1093/fampra/18.5.516
http://doi.org/10.1783/147118900101194328
http://doi.org/10.1111/j.1468-3156.2009.00605.x
http://doi.org/10.1111/j.1468-3148.2008.00464.x
http://doi.org/10.1111/j.1365-2788.2010.01347.x
http://www.ncbi.nlm.nih.gov/pubmed/21121994
http://doi.org/10.1111/tog.12008
http://doi.org/10.1080/07399332.2012.684812
http://doi.org/10.3109/13668250.2011.651615
http://www.ncbi.nlm.nih.gov/pubmed/22320310
http://doi.org/10.3109/13668250.2011.599316
http://www.ncbi.nlm.nih.gov/pubmed/21843029
http://doi.org/10.1016/j.ridd.2010.10.015
http://doi.org/10.3362/1756-3488.17-00012
http://doi.org/10.1371/journal.pone.0210974
http://doi.org/10.1007/s11195-010-9190-4
http://doi.org/10.1111/jir.12455
http://www.ncbi.nlm.nih.gov/pubmed/29159891
http://doi.org/10.1111/j.1365-2788.2009.01170.x
http://www.ncbi.nlm.nih.gov/pubmed/19302469
http://doi.org/10.1111/jir.12169
http://doi.org/10.1016/j.amepre.2014.09.032
http://doi.org/10.1891/2156-5287.3.4.203
http://doi.org/10.1057/9780230512764_8
http://doi.org/10.1097/01376517-200706000-00007
http://www.ncbi.nlm.nih.gov/pubmed/17591412
http://doi.org/10.1186/s12884-015-0786-7
http://www.ncbi.nlm.nih.gov/pubmed/26707500
http://doi.org/10.1016/j.midw.2012.06.014
http://doi.org/10.1007/s11195-014-9349-5
http://doi.org/10.1111/bld.12006
http://doi.org/10.1080/13668250802688348
http://www.ncbi.nlm.nih.gov/pubmed/19234984
http://doi.org/10.1192/bja.2018.40


Int. J. Environ. Res. Public Health 2023, 20, 1587 29 of 29

214. Verdugo, M.Á.; Navas, P.; Gómez, L.E.; Schalock, R.L. The concept of quality of life and its role in enhancing human rights in the
field of intellectual disability. J. Intellect. Disabil. Res. 2012, 56, 1036–1045. [CrossRef] [PubMed]

215. Gómez, L.E.; Monsalve, A.; Morán, M.L.; Alcedo, M.Á.; Lombardi, M.; Schalock, R.L. Measurable Indicators of CRPD for People
with Intellectual and Developmental Disabilities within the Quality of Life Framework. Int. J. Environ. Res. Public Health 2020,
17, 5123. [CrossRef]

Disclaimer/Publisher’s Note: The statements, opinions and data contained in all publications are solely those of the individual
author(s) and contributor(s) and not of MDPI and/or the editor(s). MDPI and/or the editor(s) disclaim responsibility for any injury to
people or property resulting from any ideas, methods, instructions or products referred to in the content.

http://doi.org/10.1111/j.1365-2788.2012.01585.x
http://www.ncbi.nlm.nih.gov/pubmed/22672317
http://doi.org/10.3390/ijerph17145123

	Introduction 
	Materials and Methods 
	Search Strategy 
	Eligibility Criteria 
	Study Selection 
	Synthesis Methods 

	Results 
	Characteristics of Reviewed Studies 
	Attitudes toward the Sexuality of People with ID 
	Attitudes toward Sexual Freedom 
	Attitudes toward Sexuality 
	Attitudes toward Marriage 
	Attitudes toward Sterilization 
	Attitudes toward Parenthood 

	Intimate Relationships 
	Desires and Expectations 
	Barriers and Facilitators 
	Marriage 
	Violence and Abuse 

	Sexual and Reproductive Health (SRH) 
	Barriers and Facilitators 
	Menstrual Health Management (MHM) 
	Contraceptive Choices 
	Sterilization 
	HIV and STIs 

	Sexuality and Sex Education 
	Knowledge 
	Barriers and Facilitators 
	Sexual Intercourse Experiences 
	Interventions 

	Pregnancy 
	Profile of Pregnant Women with ID 
	Health Conditions before, during, and after Pregnancy 
	Birth Outcomes 
	Barriers and Facilitators 

	Experiencing Parenthood 

	Discussion 
	Conclusions 
	References

