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ABSTRACT ARTICLE HISTORY

We present a framework developed through disability and reproductive health expert Received 28 February 2025
consensus to guide the adaptation of interventions for healthy life trajectories to meet Revised 25 August 2025
the needs of women with disabilities. We conducted a scoping review of support Accepted 30 October 2025
available for women with disabilities, in-depth interviews with experts from the disability KEYWORDS

and reproductive health sectors, and a group consensus-building process for framework Disability; women;
development with expert participants from the disability and reproductive health reproductive health;
sectors. Findings identified challenges to disability-inclusive care in reproductive health framework; support
services. Recommendations include tailored actions to specific stakeholders within their

scope of practice to work toward disability-inclusive health care for persons with

disabilities.

Background

It is estimated that globally, 1.3 billion people (one in six) live with some form of disability (World
Health Organization [WHO], 2022). The United Nations (UN) Convention on the Rights of Persons
with Disabilities (CRPD) defines disability as “long-term physical, mental, intellectual or sensory
impairments which in interaction with various barriers may hinder [a person’s] full and effective
participation in society on an equal basis with others” (United Nations (UN), 2006, p. 1). Additionally,
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the International Classification of Functioning, Disability and Health (ICF) considers impairments,
activity limitations, and participation restrictions as contributing toward the conceptualization of
disability. It recognizes the interaction between a persons health condition(s) and their contextual
factors (environmental and personal) (World Health Organization (WHO), 2001). Ensuring the inclu-
sion and advocacy of persons with disabilities within policies is important from a human rights
perspective to promote disabled persons’ fundamental dignity, while simultaneously fostering health
equity and societal inclusion. The CRPD (UN, 2006) states that for persons with disabilities to have
autonomy in making their own decisions, including sexual and reproductive, support mechanisms
should be available.

People with disabilities are entitled to the same sexual and reproductive health rights (SRHR) as
non-disabled people, yet these rights are not being realized. While barriers to accessing SRHR services
are well-documented, effective implementations to address these challenges for people with disabilities
remain limited (Hameed et al., 2020). The WHO defines reproductive health as a state of “complete
physical, mental and social well-being and not merely the absence of disease or infirmity, in all
matters relating to the reproductive system and its functions and processes” (WHO), 2024, p. 1).
This includes having the capability to reproduce and the autonomy to make decisions related to doing
so. Reproductive decisions include questions regarding contraception, abortion, sterilization, fertility
treatment, antenatal care, methods of birth, and breastfeeding (Albertyn et al., 2023).

During the International Conference on Population and Development Programme of Action (United
Nations, 2014), it was stipulated that everyone should be able to make reproductive and sexual health
decisions free of discrimination, coercion, or violence. Support services must also be affordable,
acceptable, accessible and of quality. However, people with disabilities, across different types and
severities, report experiencing barriers to accessing health services and facing disparities in terms of
equal access to support and care ((WHO) & World Bank, 2011). This is especially true for women
with disabilities who experience difficulties in finding appropriate health care that addresses their
needs (Nguyen et al., 2022). The Sustainable Development Goals (SDG) (United Nations (UN), 2015)
have indicated and prioritized the inequalities of the gender gap between women and men in accessing
sexual and reproductive health resources. Recent data on SDG 5.6.1 reveals persistent disparities in
women’s ability to make informed decisions regarding their reproductive health, with women with
disabilities and other marginalized groups often facing greater barriers (Nandagiri, 2023). These bar-
riers include limited access to information and health-care services, and a lack of autonomy in decision
making, leading to inequities in reproductive health outcomes.

An important element to address in decreasing health inequities is the urgent need for
disability-inclusive health systems (Kuper et al., 2024). In this article, we present collaborative work
from the Healthy Life Trajectories Initiative (HeLTI) that addresses how this consortium’s recommen-
dations can account for and be responsive to the need for disability-inclusive health care. We present
a core expert consensus framework developed to answer the question: “What is required to meet the
needs of women with disabilities in reproductive health research and care for healthy life
trajectories?”

The Healthy Life Trajectories Initiative (HeLTI)

This article was informed by the umbrella studies from HeLTI, including, more specifically, the
Trajectories sub-study of HeLTI South Africa. HeLTI is a study commissioned by the World Health
Organization (WHO) and the national research councils of South Africa, India, China, and Canada.
This four-phase complex behavior change randomized controlled trial is designed to test whether
complex interventions spanning the preconception, pregnancy, infancy, and early childhood periods
influence child adiposity at age five alongside assessing secondary outcomes related to early childhood
development and maternal health. The Trajectories study is a sub-study of HeLTI that uses social
science and bioethics methodologies to determine whether and how interventions in social systems
account for decreasing inequities in health effectively.
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Interventions in the four HeLTI cohorts are designed to be contextually responsive and adaptable
to the wide variability in people’s life circumstances. Modeled on the continuum of care approach
(Stephen & Walzer, 2023), HeLTT interventions are delivered by health workers modeled on the
existing system in each context: in Canada, by public health nurses, in India and South Africa by
community health workers, and in China by clinic nurses, so that cohorts can demonstrate the via-
bility of intervention delivery in the respective primary care health systems of each country. While
trial findings and recommendations will be reported in a step-wise fashion as each phase of the
four-phase intervention trial is concluded (Draper et al., 2023; Norris et al., 2022), the Trajectories
sub-study examines a range of questions related to health equity in concert with the trial that will
inform these recommendations to ensure that they promote health equity. Here we present a frame-
work for incorporating a disability lens in healthy life trajectories as an important aspect of achieving
health equity.

In this article, we present collaborative work with the HeLTI that addresses how this consortium’s
recommendations can account for and be responsive to the need for disability-inclusive health care.

Theoretical Framework

For this disability framework, the focus was specifically on (biological) women with disabilities who
have the intention to become mothers (i.e., planned pregnancies), especially when thinking of family
planning support services.

Understanding what support is needed for women with disabilities for healthy life trajectories
requires consideration of many different health conditions, personal factors, and environmental factors.
For this purpose, both the biopsychosocial model and the ecological model were used.

The biopsychosocial (BPS) model is based on the systems theory (Adler, 2009) considering three
components of an individual i.e., bio (biology); psycho (psychological), and social aspects (Hatala,
2012) incorporated in the individual’s interpersonal relationships (Kaplan & Coogan, 2005). Within
this model, the bio focuses on the genetic, biochemical, and physical factors of a person. The psycho
(psychological) focuses on the developmental, psychological, and psychopathological aspects of an
individual. Finally, the social focuses on family systems, diversity, governments, social justice, and
culture (Hatala, 2012).

In contrast, the biomedical model assumes that a complex medical issue can only be solved by a
biological or physical cure and is mainly focused on treating disease. Engel (1977) advocated for a
model that would be more all-encompassing and consider a person’s physical health in terms of the
psychological and social context, as well as consideration for the persons biological process. The
biopsychosocial model puts the patient at the center of their care.

Relating to the social aspects of the biopsychosocial model, Bronfenbrenner’s socio-ecological model
considers the interaction of the environment with the individual, with a series of systems that fit into
one another. The influence on the individual becomes more specified and concentrated as the different
systems fit into one another (Bronfenbrenner, 1979) and their relationship with one another is discussed.

We also adopted an intersectional approach. The concept of intersectionality has its roots in feminist
scholarship and activism and arose initially to consider the interaction between race and gender, with
the recognition of the disadvantage and oppression faced by Black women in the United States (Crenshaw,
1991; Dudley, 2006). Although early publications on intersectionality focused on gender and race, recent
literature has moved toward addressing people’s situations when they identify with other disadvantaged
groups, such as negatively marked sexualities, nonconforming genders, ethnicities, religions, social class,
and/or having impairments and associated disability status. A gender lens has been applied within
disability studies to some extent (Morris, 1991; Thomas, 1997). More recently, feminist disability studies
(Naples et al., 2019; Piepmeier et al., 2014) have examined how women with disabilities’ bodies are
viewed, assumptions about their sexuality, and expectations about their competence in fulfilling tradi-
tional gendered domestic roles as partners, mothers, or caregivers (Wickenden, 2023). Persons with
disabilities may often not be recognized as having other identities as well (Wickenden, 2023). The
intersectional approach is valuable in analyzing social structures, emphasizing that the dominant
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biomedical frame used in global health disregards Indigenous and other sources of knowledge, and
overlooks health inequities (Kapilashrami & Hankivsky, 2018; Rogers & Kelly, 2011; Weber &
Parra-Medina, 2003). To address health inequities, it is important to understand how structural deter-
minants and peoples’ access to opportunities and resources may lead to structural discrimination (Eger
et al., 2024).

For example, there is a bidirectional relationship between disability and poverty (Braithwaite &
Mont, 2009); one potentially increases the risk of the other (WHO & World Bank, 2011), resulting
in a cycle (Yeo, 2005) that is hard to disrupt. Understanding this, along with the challenges faced
by women with disabilities (such as fewer employment opportunities), is crucial for developing tar-
geted interventions and policies aimed at breaking the cycle of marginalization and promoting equity
and inclusion.

Methods

Modeled on Davis et al’s (2019) practical framework, we developed a framework for incorporating
a disability lens into recommendations for healthy life trajectories using a stepwise approach. Davis
et al. (2019) recommended a similar stepped approach to developing a practical framework for
researchers selecting qualitative methods to be used within randomized controlled trials (RCTs) of
public health interventions. Aligned with Davis et al. (2019), this study included conducting (1) a
scoping review of support available for women with disabilities, (2) in-depth interviews with academics
from both the disability and reproductive health sectors, and (3) a group consensus-building process
for framework development through monthly meetings with expert participants from the reproductive
health and disability sector. The study did not focus on specific disabilities but aimed to foreground
the need for disability-inclusive services in reproductive health care.

Our scoping review helped identify potential experts within the field and potential interview dis-
cussion points to explore with researchers. In-depth interviews were utilized to synthesize expert
opinions and experiences from the disability and reproductive health sector. The expert participants
in this study were also invited to be coauthors on the final article to ensure that the framework was
developed and refined through a group decision-making process. Participants in the study did not
include persons with disabilities as direct service users. However, consideration was given for experts
to also include those with experience in working with persons with disabilities. The lead author is
also a person with a physical disability.

Step 1: Scoping Review

The scoping review maps the research on disability support for family planning and reproductive
health for women with disabilities. The review was guided by the research question “What is the
extent and nature of research on the support available for women with disabilities during precon-
ception, pregnancy, and early childhood?” We conducted a search strategy across two databases

» o«

(Medline and Scopus). The search terms that were utilized include “disability,” “disabled persons,”

» o« » o«

“women with disabilities,” “preconception,” “reproduction,” “pregnancy,” “early childhood,” “family
planning,” “perinatal care,” “mental health,” “reproductive health,” “mental health,” “social support”
and their variations, e.g., “disabled,” “disability,;” “disab” These results were then screened first by
abstract and then full text for finalization.

A scoping review (Muller-Kluits et al., n.d.) was conducted to map the research done in the field
of family planning and reproductive support for women with disabilities and identify any existing
gaps in knowledge. The Joanna Briggs Institute (JBI) approach (Peters et al., 2020) for scoping review
methodology was used. JBI is an international evidence-based health-care organization that works
with 90+ universities, health facilities, and nongovernmental organizations. JBI considers evidence-based
health care as decision making that considers the feasibility, appropriateness, meaningfulness, and
effectiveness (FAME) of health-care practices with overarching principles of culture, capacity, com-
munication, and collaboration. It provides guidance on conducting systematic and scoping reviews.
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Table 1. Inclusion and exclusion criteria of scoping review.

Support for women with disabilities for healthy life trajectories from preconception to early childhood: A scoping review

Outcome Include Exclude
Evidence based on outcomes to understand Evidence that does not include understanding
support for women with disabilities from support for women with disabilities from
preconception to early childhood preconception to early childhood

Study design Qualitative, quantitative, mixed methods, Opinion pieces (commentary), editorials,
research synthesis (scoping and systematic unpublished work, general reviews, book
reviews), government policies, reports, reviews
literature review Observation and prevalence studies

Guidelines for health-care providers Protocols only
Time period (Jan) 2013-2023 (Dec) Any studies not in the inclusion period
Language English Any studies not in the inclusion language

A subsequent abstract and full-text review by the research team was done for the final selection
of included studies. Table 1 outlines the inclusion and exclusion criteria that guided the review of
articles. Relevant data regarding the included studies were then identified. Thereafter, NVIVO 14 was
utilized to do a thematic analysis of the key findings of these studies, as discussed in this article.
The search strategy aimed to locate published studies from January 2013 to March 2023 (when the
search was conducted) to represent the current picture of support for women with disabilities.

Step 2: Expert Participant in-Depth Interviews

Expert interviewees were selected by purposive sampling (Creswell & Poth, 2018; Maree, 2016) and
snowball sampling (Maree, 2016), utilizing the author list from the scoping review, HeLTI researcher
database, and the UK Preconception Network Database. This formed a sample of 15 experts as well
as a pilot study across the disability and reproductive health sectors. Experts were based in regions
including the Americas, Asia, Europe, Oceania, and Africa. Experts were split into expertise-related
cohorts, consisting of disability experts (Cohort 1), HeLTI researchers (Cohort 2), and reproductive
health researchers (Cohort 3). Table 2 provides a breakdown of expert participant characteristics.
Data collection was done using semi-structured interviews (Creswell & Poth, 2018; Maree, 2016).
A literature review and the scoping review guided the themes for the interview schedule, which
focused on support for women with disabilities for healthy life trajectories from preconception to
early childhood. Where relevant, certain questions were adapted to align with the expertise of the
participant. For example, disability experts were able to provide a human-rights perspective, con-
tributing to the discussion on how to ensure fair and equal access and integration for women with
disabilities. On the other hand, reproductive health researchers and experts provided input from
a medical perspective, adding consideration for specific comorbidities and health conditions and
how these could impact women with disabilities. Interviews were conducted in English, consisted

Table 2. Breakdown of experts and regions of research focus.
Cohort The main region of research focus Position

Pilot study—disability expert

Disability expert

Disability expert

Disability expert

Disability expert

Disability expert

Disability expert

Healthy Life Trajectories Initiative (HeLTl)
researcher

HelTI researcher

HelTl researcher

HelTI researcher

HelTl researcher

HelTI researcher

Reproductive researcher

Reproductive researcher

Reproductive researcher

Multi-country but focus on Africa
Africa (various countries)

United Kingdom (UK)/Africa
Canada

Australia/New Zealand

Finland

Ireland/Africa

Canada/China

UK/South Africa (SA)
UK/SA

SA

China

Canada/China

UK
Australia/Pakistan
UK

Professor
Postdoctoral fellow
Associate professor
Associate professor
Associate professor
Professor
Professor
Professor

Professor
Professor
Associate professor
Professor
Professor
Postdoctoral fellow
Associate professor
Postdoctoral fellow
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of open-ended questions, were audio-recorded and transcribed verbatim, and de-identified
(Maree, 2016).

Data were thematically analyzed to discover underlying meanings and patterns of themes (Babbie,
2007) to understand a social or human problem (Creswell, 2014), in this case, support for women
with disabilities in accessing reproductive health care. Broad themes were identified that aligned with
the biopsychosocial and socio-ecological models. This allowed for consideration of personal, psycho-
logical, and social aspects influencing the healthy trajectories of women with disabilities. Furthermore,
within the social aspects, the analysis considered the different social interactions/relationships from
more direct (such as partners, families, and peers) to more indirect (such as systems and policies).
The discussion points were further thematically analyzed. The differences and similarities between
the different participants’ answers were identified by NMK and MP. The themes were further the-
matically analyzed utilizing NVIVO-14. Expert participants were invited to participate in framework
development and to coauthor but did not have access to raw interview data. Experts were presented
with findings of the analysis as the basis for drafting a framework. The data from the interviews
were qualitatively analyzed.

Expert participants provided voluntary written consent to the research prior to interviews and
were informed that they could withdraw participation at any time. Participants were informed that
their identifying particulars, including signed consent forms and lists linking names to research codes
(e.g., Cohort One Participant One), would be stored separately from the research data itself, which
is identified only by a code number or pseudonym (Maree, 2016). Data stored electronically were
password protected (Anastas, 2013). Names of participants were, as far as possible, not mentioned
during the audio-taped interviews. Participant names were removed during transcription, and only
pseudonyms were subsequently used (Given & Munhall, 2008). This study was approved by the Ethics
Committees of King’s College London (LRM-23/24-21561) and the University of the Witwatersrand
(M210257).

Step 3: Framework Development and Group Consensus Process

Both the scoping review (step 1) and the expert participant interviews (step 2) were integral to
informing the initial development of the disability framework. However, it was through further exten-
sive group discussion and consensus-building that the framework was crystallized. This included
consulting and discussing recent literature on disability-inclusive health systems, including the Missing
Billion framework (Kuper et al., 2024),

The Missing Billion (referring to the estimated 1.3 billion people with disabilities worldwide)
framework describes the components required to create a disability-inclusive health system. It iden-
tifies 90 good practices across components of the health system and service delivery components.
This includes that health services must have accessible facilities and well-trained staff with the skills
and knowledge to provide acceptable and quality care. Furthermore, health systems must supply the
necessary support to protect rights and autonomy, such as rehabilitation, assistive technology, and
accessible specialist services (Kuper et al,, 2024). This Missing Billion framework, as part of the
literature review, guided the development of the drafts for discussion during the plenaries for con-
sensus building.

The consensus-building process occurred with bimonthly plenary sessions and asynchronous feed-
back from expert participants. All participants from the interviews were invited to be part of this
consensus building; however, some opted not to continue in the process due to other commitments.
Nonetheless, more than half of the interviewees were part of the consensus building, with other
experts recommended by participants to be included on their behalf. Drafts of our disability frame-
work were shared with experts prior to the plenaries to allow for expert feedback and commentary,
and the plenaries allowed for further discussion to reach consensus on the framework content. The
draft framework was reviewed by expert participants a total of four times to reach consensus. Expert
plenaries produced a set of recommendations to draw attention to the reproductive health and dis-
ability intersection for life course interventions.
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Findings: Toward a Disability Lens in Healthy Life Trajectories

We identified five overarching key challenges for the provision of disability-inclusive care in repro-
ductive health services: (1) the gap between policy rhetoric and implementation of disability-inclusive
care; (2) overcoming stigma and discrimination; (3) health-care provider knowledge about the inter-
actions between disability, pregnancy, and comorbidities; (4) addressing infrastructural and accessibility
issues in health-care facilities; and (5) provision of holistic care, which encompasses addressing support
needs related to current living circumstances and family situation.

Scoping Review

The scoping review resulted in the inclusion of 119 studies. Most studies were conducted in high-income
countries (47%), with fewer representing low- and middle-income settings, highlighting the need to
include more studies in these countries in future. There were also some studies (n=30) that were
not country-specific or were multinational. The disability focus of the studies included in the review
varied (see Figure 1), with physical disabilities being the focus. The review revealed persistent barriers
to reproductive health equity for women with disabilities (see Figure 2). Recommendations highlighted
in the literature included: integrating disability-specific content into health-care education, training
health-care professionals to address the needs of women with disabilities, and improving accessibility
in health-care services and communication. Despite increased focus on sexual and reproductive health
care for persons with disabilities in the past decade, the findings underscore the need for more
geographically and contextually diverse research to better address the reproductive health needs of
women with disabilities (Muller-Kluits et al., n.d.).

Interview Findings

The interviews revealed key challenges impacting reproductive health equity for women with disabil-
ities. These challenges are discussed below:

NUMBER OF PUBLICATIONS

Not specified

Various

Physical

Neurological

Intellectual/ Learning/ Developmental

Visual

Hearing

o
(&)

10 15 20 25 30 35 40 45 50

Hearing = Visual = '™e!ectaV Neurological ppysical | Various Not
Learning/ specified
Developmental
® Number of Publications 3 6 22 2 45 23 18

Figure 1. Impairment focus of different publications in scoping review (n=119).
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Adjusting to motherhood role: *Health Challenges
Experiences of Women with *Pregnancy and childbearing

disabilities eInfant feeding and childcare

eFacing stigma, bias and judgement
Barriers to support *Informational

negatively impacting women eLack of Support
with disabilities oSystemic Barriers

*Physical Accessibility

*Relevant Communication
eInclusive Service Delivery
Training of service providers
*Person-centred care and support

Recommendations based on

i d facilitators t gl s : :
experlencezfgporetz S «Utilising assistive devices, aids and technology

eSocial Support
eCollaborative work: Stakeholders and persons with
disabilities

Figure 2. Summary of findings (scoping review).

Challenge 1: The Gap between Policy Rhetoric and Implementation of Disability-Inclusive Care

A significant theme of the expert interviews was the gap between policy rhetoric and practice. One
participant highlighted that, even though there have been many policies focusing on disability inclu-
sion after the ratification of the CRPD (UN, 2006), there are challenges in terms of the implemen-
tation of these policies in different contexts.

Health and rights and all those things are mentioned. But this is more of rhetoric. When one looks at
where these things are being implemented, you know practiced, you don’t really find them.

Expert participants also agreed that a contributing factor to the lack of implementation of these
policies is the lack of monitoring the progress of implementation systems for support services, as
well as the lack of health professionals’ education and knowledge about disability.

Challenge 2: Stigma and Discrimination

Expert participants also discussed the need to overcome stigmatization and discrimination within the
health sector to improve the health outcomes of the population. Women with disabilities often expe-
rience attitudinal barriers and stigma in terms of their sexual health choices (Carew et al., 2024).
They also often experience this in terms of being able to make decisions about their own body
concerning reproductive health care services. These past experiences are barriers to accessing support
services because they might discourage them from going to services in fear of experiencing these
attitudes.

Its quite unfortunate that we are still at a point where people frown upon someone with a disability being
pregnant. (C1P1)

Expert participants noted the challenge of taboos around discussing sexuality, given that women
are often first defined by their disability. As mentioned before, women with disabilities frequently
face discrimination related to sexuality and parenting. Health-care providers ask inappropriate ques-
tions of pregnant women who have disabilities:
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They are certainly not understood and not viewed as being a whole woman potentially or as having equal
rights. One of the most common questions that health-care workers would ask is how? How did you become
pregnant? And it is completely inappropriate. And yet one of the most common questions women with any
form of disability are asked. (C1P2)

While families are often supportive, expert participants also agreed on the challenges of how
families dealt with questions related to sexuality. Health care providers and families might tacitly
manage the question of fertility for a disabled relative, and interviewees agreed that there was still
an acceptance of forms of forced birth control or forced sterilization in several countries. In a South
African Study, it was found that the family caregivers of young adults with intellectual impairments
did not prioritize support for their sexual autonomy alongside other needs (Kahonde et al., 2019).
In another study in Sierra Leone including women with and without disabilities as participants the
stigma influencing choices women with disabilities feel they have regarding their sexual health choices
was highlighted. This included the stigma felt regarding women with disabilities as being perceived
as burdens and childless women with disabilities being perceived as pitiable. Participants indicated
facing conflicting demands both to have children and to abstain from childbearing. These demands
were perceived as reasons why women with disabilities made choices regarding accessing sexual and
reproductive health services (Carew et al., 2024).

As others noted, for the pregnant woman with a disability, the questions and fears that may sur-
round pregnancy and childbirth are amplified by a fear of being treated differently, of being judged,
of how this will shape the pregnancy and birth experience, and of the potential of being deemed
unfit to parent. Given the extensive literature on how birth experiences affect outcomes for both
mothers and children, this is an important challenge to address in ensuring disability-inclusive and
affirming care in reproductive health.

Expert participants all mentioned that health professionals’ lack of education and knowledge about
disability and the spectrum of disability greatly impacts access to care and amplifies stigma. One
participant recommended that the health professional does some reflective work and make a con-
scious effort to work toward a disability-inclusiver approach when supporting women with
disabilities.

How best can we achieve that maybe from day one, when someone chooses to become a nurse or a doctor
or whatever, that they have it, this mindset shift. Of knowing that my services are not just for able-bodied
people? (C1P1)

Health-care providers may lack knowledge; they may avoid discussions of sexual and reproductive
health due to not feeling competent in how to manage the difficult conversations and may lack the
skills to provide empathic support to disabled patients and their families. As one interviewee recalled
concerning a child with a club foot:

The general doctor in the nursery doesn’t want to announce the diagnosis to the parents, so the pediatrician
is invited to consult. ... Oh, the pediatrician doesn't want to advise the parents, so then the geneticist is
called in to consult. The geneticist is trained to give probabilities of recurrence of illness to the parents. So
the geneticist doesn’t really have much to say about what the experience is for the parents, of having a child
you know, and what this will mean for their lives, for the child’s life. (C2P1)

Especially important is that in early life events “set a family on a trajectory ... if it is not well
managed then what is already an extremely challenging situation for the family can become disas-
trous” (C2P1).

Challenge 3: Recognition of Comorbidities

Another commonality across expert interviews was the need for recognition of the multiple possible
interactions between a disability, comorbidities, and reproductive health. Expert participants agreed
that the first point of departure for supporting women with disabilities was the consideration of their
health conditions, comorbidities, and impairments that may affect them during their reproductive
health journey. They emphasized the consideration for chronic conditions (such as heart problems,
hypertension, HIV, and hepatitis) as well as injuries (such as pelvic fractures) that can have an impact
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on the overall health and pregnancy of the woman with a disability. In this regard, there might be
further medical or surgical interventions required to support the reproductive journey.

People with disabilities are more likely to experience both physical and mental health conditions on top of
the disability. And so I think in preconception care, we talk a lot about management of physical and mental
health, and that would equally apply to people with disabilities as well. (C1P3)

For example, one interviewee highlighted the potential interactions between obesity and disability,
where there is a bidirectional relationship between conditions that may worsen the other. This example
is especially pertinent given that obesity is increasingly common and comes with its own implications
for reproductive health.

Expert participants also acknowledged the importance of considering the specific needs of women
with psychosocial disabilities. The necessity for emotional support in this regard was emphasized in
ensuring that the mother remains confident in their role. Another aspect that was highlighted by
experts within this study was the possible occurrence of past violence and trauma, which may con-
tribute to their emotional well-being throughout the reproductive journey. Alhusen et al. (2023) found
in a U.S.-based study that participants with self-reported disabilities in the survey had experienced
higher rates of intimate partner violence (IPV) than their peers without disabilities. This included
the preconception and pregnancy stages. They argue that these findings support the need to screen
women with disabilities for IPV during reproductive health care. The authors further state that this
should also be accompanied by providing appropriate, accessible information, resources, and referrals.

In sum, there was a reiteration that careful attention is required to the specific circumstances of
each person and that providing holistic reproductive health care must be disability inclusive, not only
because it respects the reproductive rights of all women, but because the provision of excellent care
requires an understanding and an awareness of disability and the potential interactions with comor-
bidities and with pregnancy.

Challenge 4 Addressing Infrastructural and Accessibility Issues in Health-Care Facilities

Expert participants all cited challenges related to the issues regarding physical and informational
accessibility within health-care facilities for women with disabilities seeking reproductive health care.
Interviewees cited basic infrastructural failures in some of their clinical settings, such as not having
accessible examination tables or physically accessible clinics.

Obstetric and pediatric and other kinds of maternal child health services are not set up with the needs of
parents with disabilities in mind. You know anything from ultrasound machines and examination tables that
aren’t accessible to, for example, we talked to a participant whose baby was admitted to the neonatal inten-
sive care unit and she couldn’t visit him because she couldn’t get her wheelchair in there. ... Obstetricians’
offices don't have accessible weighing scales, and so the husband is asked to lift their wife onto the scale
and hold them, they step off and then the husband is weighed and they subtract the husband’s weight from
the combined weight, which is such an infantilizing way of measuring someones weight, right? (C1P3)

While in some cases specialist services are needed for specific disabilities, there was also a focus
on how primary care might be better adapted to be disability inclusive. Experts have agreed that
another aspect for consideration is ensuring support in its various forms are accessible to women
with disabilities. This includes accessible communication, universal design, assistive devices, and
technology.

Expert participants discussed aspects of accessible communication and universal design. First, in
ensuring communication is accessible, the format in which it is done should be the best suitable for
the needs of women with a disability and their families. For example, if their first language is sign
language, communication should be provided in this format. This might require further support from
a sign language interpreter. Another example could be to write down information where a sign lan-
guage interpreter is not available. Besides the format of communication, the language (jargon) used
to explain the interventions or health information to women with disabilities must be in such a way
that it is understandable. For women with language or learning barriers, the use of pictures and
shorter sentences might be helpful to help them understand the content shared. No assumptions of
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their understanding should be made and rather it should be confirmed throughout the
consultation.

Another matter raised during the interview discussions was the consideration for confidentiality
where additional support was required, such as a sign language interpreter. It would be important
to maintain confidentiality when additional people are in the room to assist with communication
and to communicate this to all stakeholders involved.

Expert participants in this study raised the importance of physical accessibility of support, which
can be addressed through the implementation of universal design principles in all aspects of infra-
structure, technology, equipment, and general community environments. A practical example of this
could include lowering baby changing tables for women in wheelchairs (Litchman et al., 2019).

Expert participants also mentioned assistive devices and technology for women with disabilities.
This could be in terms of assistive devices that could support their health and their caregiving role,
or even technology such as apps that could provide support or information to them. One such
example that was mentioned was the use of 3D printing for people who have a visual impairment
to assist them in following the fetus development. Support toward access to these devices and tech-
nologies could make a tremendous contribution to ensuring that women with disabilities are able to
fully participate in motherhood.

Challenge 5: Provision of Holistic Care Which Encompasses Addressing Support Needs Related to
Current Living Circumstances and Family Situation

Experts mentioned that one of the challenges is to be able to provide care that considers the patient
in terms of both their specific needs as well as their environment, including the impact of their
social environment, i.e., their relationships.

So I think this is hard lesson and it's been the lesson that I've only slowly come to learn myself that we
have to see all what we do in terms of peoples relationships. (C1P6)

An additional challenge mentioned by many expert participants was that families were often the
primary source of support, but that this could come with its own challenges.

I think health-care access for women with disabilities generally needs a supportive family environment as
well, and whether that is immediate caregivers or whether this is a supportive spouse or a supportive parent,
it is a supportive close family unit as well as community understanding, and then as well as a service that
is disability inclusive. (C1P2)

Family support was cited as very important, with a relative sometimes acting as the coordinator
for a relative’s care, but families could also interfere with care. Living circumstances were also cited
as an important contributor to their overall quality of life, and expert participants mentioned the
need for attention to the intersection between disability and poverty.

We want to treat the impairment, we want to treat the health condition, but we don't really look at what
are really important in people’s lives, having a good, safe place to live and having money in order to buy
the essentials for life. (C1P6)

Participants agreed that social support is often provided by family, partners, siblings, friends,
and the broader community. Taking on the role of a caregiver (including being the mother of a
child) can be emotionally draining and when a child is born with a disability, the caregiver has to
take on a variety of responsibilities that require physical, emotional, social, and financial resources.
Not only are they usually responsible for the physical care of their child, but they must also coor-
dinate their child’s complex medical, educational, and developmental interventions while still bal-
ancing family needs of other family members (Murphy et al., 2007). Expert participants acknowledged
that family structures look different across different contexts, and these different contexts may
impact the specific role that each family member plays in providing social support, but experts all
agreed that the family and/or partners all play an important role in ensuring the woman with a
disability feels confident in their role as a mother and providing care to their child. Another layer
of social support acknowledged by expert participants was the role peers play to women with
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disabilities, specifically in this context. Having a support network with people who have similar
experiences and have learned how to cope with the different challenges can provide vital support
throughout the trajectory of both the women with the disability as well as their child. Peers without
disabilities can also play a supportive role to women with disabilities, such as accompanying them
to appointments.

Acknowledging and supporting these roles and responsibilities would be important to women with
disabilities. This would assist with navigating not only their own medical and social needs but also
the needs of their child. Just like all new mothers, social support would be required to help with
the new caregiving role. For women with disabilities, this might further include assistance with
adaptations to fulfill the caregiving role as well as escorting them to appointments.

Participants also acknowledged the need for attention to cultural context. This aligns with ensuring
that service providers have the relevant knowledge and skills to acknowledge different customs and
beliefs. In some cultures, multigenerational cohabitating living arrangements are the norm, where
grandparents play an active role in the caregiving of the children. Service providers should have
compassion and understanding for different cultural contexts and the possible impact they can have
on the support available for parents with disabilities and be aware that family caregivers of those
with disabilities are often far more knowledgeable about the disability than the practitioner, especially
when it comes to support requirements.

The challenges identified by experts were ultimately (1) the gap between policy rhetoric and
implementation of disability-inclusive care, (2) stigma and discrimination, (3) recognition of comor-
bidities, (4) addressing infrastructural and accessibility issues in health-care facilities, and (5) provision
of holistic care, which encompasses addressing support needs.

Recommendations and Framework

Responding to the five challenges outlined above, we developed five recommendations in the process
of consensus-building and framework development. Reproductive rights include a range of reproductive
decisions, the provision of comprehensive reproductive health services, and the right to nondiscrim-
ination in making decisions and accessing services (Albertyn et al., 2023). Women with disabilities
continue to experience inequalities in accessing resources. The gap between policy rhetoric and the
implementation of disability-inclusive care needs to be addressed by policymakers and providers, and
by including persons with disabilities and their families in the planning and implementation of ser-
vices. Infrastructural and accessibility issues in health care facilities need to be addressed by policy-
makers and providers with a bottom-up approach where planning includes the voices of women with
disabilities and their families. Our framework thus includes the five challenges identified above, and
in the process of consensus building and framework development we developed five recommendations
in response to them (as shown in Table 3).

In addition to providing recommendations to the above challenges, our framework identifies spe-
cific key stakeholders to respond to these challenges and recommendations. These stakeholders include
policymakers, health professionals, social workers, community health workers, families, and peers. It
is also important to note the role that women with disabilities themselves play in ensuring their own
health trajectories. Table 3 outlines specific roles these stakeholders can play in contributing to the
healthy life trajectories of women with disabilities.

Recommendation 1: Closing the Gap

In closing the gap between rhetoric and implementation, researchers noted that there needs to be
mechanisms put in place to ensure that not only practice but also research is disability inclusive. The
nature of research studies often has a de facto exclusion of any research participants with disabilities,
given that this might constitute a vulnerability or breach of research ethics. One suggestion was that
ethics applications should include questions related to disability inclusion, such as how a study might
include individuals with disabilities, and, if so, how any concerns could be addressed so that current
research better reflects the diverse needs of the population. The authorship argues that persons with
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Table 3. Framework—roles and responsibilities for reproductive support to women with disabilities.

Challenge

Stakeholder

How to support women with disabilities

1. Addressing the gap between policy rhetoric Policymakers

and implementation of disability-inclusive
care

2. Overcoming stigma and discrimination

3. Health-care provider knowledge about the
interactions of disability and pregnancy
and comorbidities

4. Addressing infrastructural and accessibility
issues in health-care facilities

5. Provision of holistic care which
encompasses addressing support needs
related to current living circumstances and
family situation

Health professionals

Training institutions

Researchers

Health professionals
Social workers
Community health workers

Families

Peers

Women with disabilities
Researchers

Health professionals

Policymakers

Families
Peers
Women with disabilities

Community health workers

Families

Peers

Women with disabilities

Involvement of women with disabilities and
their families in policy development and
active monitoring of policy implementation
along with other stakeholders responsible
for the implementation of policy

Increased training for disability awareness,
disability-focused support and
accommodations where needed (e.g.,
accessibility and universal design principles),
and codeveloped training with women with
disabilities

Include a disability-inclusive curriculum that
would capacitate future professionals with
the necessary skills and expertise to
support women with disabilities according
to their specific needs with a
disability-inclusive approach

Assisting with policy brief analysis to identify
gaps to address further policy development
and providing relevant recommendations

Increased training for disability awareness

Active integration into the community and its
resources for women with disabilities to
have support for healthy life trajectories
and assisting with motherhood role

Advocating for women with disabilities to
minimize misconceptions about abilities

Prioritizing research that provide insight on
lived experience through participatory
research methods that include the service
user (in this case, women with disabilities)
as part of the research process

Increased training for disability awareness and
disability-focused support to understand
specific support needs

Involvement of women with disabilities and
their families in policy development and
active monitoring of policy implementation

Advocating for women with disabilities to
minimize misconceptions about abilities.
Providing practical support such as lowering
baby changing tables

Bringing cultural competence expertise and
providing a bottom-up approach to service
delivery to women with disabilities

Partner and family involvement from
preconception throughout life trajectories to
support motherhood role

Peer support from lived experiences of women
with disabilities becoming mothers

Developing their own health literacy for better
comprehension of health care provided

disabilities should not merely be excluded from research studies, but it should be acknowledged that
the inclusion of people with disabilities would contribute to a holistic understanding of the research
topic being explored.

Recommendation 2: Overcoming Stigma and Discrimination

The need for appropriate health professions training for managing the sexual and reproductive care
of women with disabilities is clear. Stigma and discrimination can be addressed through training to
understand women with disabilities’ needs and capabilities. Interdisciplinary health-care provider training
about the interactions of disability and pregnancy and comorbidities, and how best to support the
diverse health-care needs of women with disabilities, is required. Ensuring that holistic care is provided,
which encompasses addressing support needs related to current living circumstances and family situ-
ations, also requires community health workers to bring their cultural competence expertise. To further
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support understanding persons with disabilities and minimizing stigma, we recommend that curricula
be codeveloped with women with disabilities to ensure that their needs are being addressed.

Experts have found that having difficult conversations with women with disabilities can be chal-
lenging and overwhelming and is often merely avoided, potentially adding to the misconception and
stigmatization that the information is not relevant for persons with disabilities. These conversations
could be related to their health and considerations during pregnancy. One of the expert participants
in this study referred to the utilization of the Healthy Conversations Skills (Hollis et al., 2021) as a
valuable tool in supporting clients (or patients) in creating behavior changes where necessary, based
on the social cognitive theory (Bandura, 1977). This theory is motivated by self-influence, including
self-monitoring of one’s behavior, judgment of one’s behavior and affective self-reaction. These con-
versation skills provide a platform for active learning and participation in choices, in contrast with
historical methods where behavior change was mostly encouraged through advice and instruction
during health-care consultations.

Recommendation 3: Addressing Comorbidities

Women with disabilities may have specific needs concerning the planning of delivery, childbirth
recovery, and support during the postpartum period. Conditions that impair mobility, for example,
could impact recovery from labor or cesarean delivery. Pregnancy can worsen a disability or even
result in new impairments that then interact with existing ones. Management of medication during
pregnancy is an important concern. All the advice and support needed for a healthy pregnancy, labor,
infant feeding, and postpartum care require consideration and necessary adjustment to a woman’s
circumstances.

Expert participants discussed the range of mental health effects of pregnancy that might also
require attention, such as anxiety. When a woman experiences a health condition that stems from
their pregnancy or could influence their pregnancy, it often leads to feelings of stress and anxiety.
This is also true for women with disabilities as well because they must delegate aspects of their
physical health and caregiving to someone else. Some challenges that women with disabilities have
reported experiencing during pregnancy include falls that they are not able to recover from, difficulties
emptying their bladder and problems positioning catheters, as well as bowel management problems
(Tezzoni et al., 2015).

Like their peers without disabilities, experts further realized the influence of prenatal distress on
the overall physical health of the mother and the fetus, therefore stressing the importance of ensuring
that there is sufficient recognition of their psychological needs.

Recommendation 4: Accessibility

Accessible information is central to supporting women with disabilities from preconception to when
their child is in early childhood development (and onward). Relevant information should be shared
with women with disabilities throughout the process (from family planning information, during birth,
and in caregiving) to understand how best to navigate their health and the health of their infant and
to be able to make informed decisions. Ensuring appropriate health literacy and understanding goes
beyond providing information but engaging with the person to ensure their understanding of the
information being shared. Families should also be involved with this as a support mechanism, while
still allowing women with disabilities to make their own informed decisions within their
capabilities.

Complementary to accessible information, the principles of universal design are aimed at creating
products and environments that are easily used by everyone in the best possible manner without
adaptation (Center for Universal Design, 1997). The principles include design that is useful to persons
with diverse abilities (equity), accommodates individual abilities (flexibility), is easy to understand
(simple and intuitive), communicates necessary information effectively to the user (perceptible infor-
mation), minimizes hazards and the adverse consequences of accidental or unintended actions (tol-
erance for error), can be used comfortably with minimum exhaustion (low physical effort), and
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provides appropriate size and space for use regardless (size and space for use) (Watermeyer, McKenzie
& Swartz., 2019).

Recommendation 5: Addressing Support Needs

Where there is a partner for the woman with a disability, they can play a vital role in supporting
women with disability from the family planning phase. Partners can be involved and should be
included with women with disabilities in the education and awareness process throughout the preg-
nancy. Other family members, such as parents and siblings and the partner’s family, all play a sup-
porting role for women with disabilities.

Within the community, various resources and support systems can be utilized to provide guidance
and support to women with disabilities from preconception to early childhood development. One
such support system acknowledged by expert participants in this study is the role of the (community)
health worker who, in different contexts, may hold different roles and descriptions. They provide a
range of support such as listening and emotional support to achieve a specific goal with the woman
with a disability. Certain communities might also have outreach programs where support would be
provided to women with disabilities by nurses.

Interviews highlighted the importance of considering the relationships that surround women with
disabilities. This includes the acknowledgement that women with disabilities are often more vulnerable
to abusive relationships. It further acknowledged that pregnancy can be a high-risk period for intimate
partner violence. It was noted that within certain contexts with complex community dynamics (i.e.,
cultural and/or political), support should be provided through a trauma-informed lens, understanding
intergenerational trauma, historical trauma, and trauma related to poverty factors. People within these
contexts, including women with disabilities, have often experienced social injustices in terms of access
to education and employment opportunities.

Access to community support might rely on the woman with a disability and her family’s socio-
economic background. Many might rely on the general public health system for health care support.
Expert participants emphasized the usefulness of the community-based-rehabilitation (CBR) approach
([WHOQ] et al.,, 2010). This approach emphasizes the mobilization of informal support such as com-
munity health workers and family support.

Implications for Practice

The above recommendations guide specific stakeholders to address the challenges for supporting
women with disabilities for healthy life trajectories. Guided by the biopsychosocial model and eco-
logical model, it considers personal factors in terms of comorbidities and person-centered care
according to specific needs of women with disabilities. It also considers the psychological (mental
health) support required as well as the societal support from social support (e.g., family and peers)
to societal (environmental support) such as infrastructural and accessibility issues and policy imple-
mentation. This is important as disability is conceptualized through the consideration of impairments,
activity limitations, and participation restrictions, recognizing the interaction between a person’s health
condition(s) and their contextual factors (environmental and personal factors) (WHO, 2001). A key
overarching consideration for the recommendations discussed is ensuring overall accessibility for all
women with disabilities. All support and services should ensure accessibility for women with different
impairments in alignment with universal design principles.

Table 4 provides specific examples for consideration in addressing accessibility for women with
specific impairments.

In essence, the frameworks show the importance of ensuring that services are accessible and can
further be summarized through the use of the acronym ACCESS. Support to women with disabilities
should be Appropriate, be Culturally competent, use Clear communication, be Equitable, have
Sustainable initiatives and include continuous Skills training (this includes skills training of health
professionals, families, and women with disabilities). Figure 3 provides a summary of how the use,
information, and space should include consideration of ACCESS.
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Table 4. Examples of support for women with different disabilities to increase accessibility and overall support.

Cognitive/Learning/

Mobility Visual Hearing Mental
Use Simple and intuitive Access to relevant Guidance on Guidance on Guidance setting up
use that is assistive devices and relevant use of relevant a routine to assist

equitable, flexible,
and requires low
physical effort

@
e

Space Space that ensures
accessibility
Information Perceptible

information that
is in a format

that is clear and
understandable

technology

Support for caregiving

- Feeding adaptation
techniques

- Lowering of the
changing table

A consultation room
that is physically
accessible in terms
of universal design
principles

- Consider size as

- Accessible entrances

- Minimal effort

Guidance on infant
room design to
ensure accessibility

Using language that is
understandable and
relatable.

Refraining from overuse
of specific jargon or
acronyms

A quiet

technology, technology to
e.g., baby support infant
monitors care

A well-lit

consultation
room that allows
for interpretation
of lip reading
(where relevant)

consultation
room where
there are
minimal other
sounds that
can distract
from the
conversation

Appropriate use of Sign language/

Braille. written text/
3D printing of subtitles to
sonograms videos.
When using an
interpreter,

consider aspects
of confidentiality

with infant care
e.g.,, use of
pictures to guide
the routine and
emergency
numbers
displayed

A quiet consultation
room where there
are minimal other
sounds that can
cause discomfort
or distress

Using language that
is understandable
and relatable.

Consider the use of
relevant pictures
and videos where
relevant

SKILLS TRAINING

Figure 3. Framework implementation through ACCESS.
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Conclusion

In this article, we have presented the results of a scoping review, expert interviews, and consensus-building
exercise on the specific challenges of disability inclusive care in reproductive health services. This
has allowed us to develop a disability-oriented framework to life course health which includes specific
recommendations to the various stakeholders who might respond to these challenges. While some of
the authors and expert participants live with disabilities themselves, including the first author, a
limitation of this article is that it does not include direct consultation with lay-person service users.
Not having the voices of service users, that is, women with disabilities, does limit the findings and
recommendations, as there might be other challenges and recommendations that may not have been
identified by experts but might have been included from a user perspective. Future research should
aim toward exploring the lived experiences aligned with frameworks such as this one to get a greater
understanding of meeting the needs of women with disabilities. The paper did not focus on providing
recommendations for specific disabilities but foregrounded the need for disability-inclusive services
in reproductive health care. The broad range of disabilities included in the discussions and the broad
range of contexts provided a general overview and helped to identify overall similarities, providing
general guidelines that can be considered in different contexts with different access to resources. Our
recommendations are not exhaustive but should be used alongside frameworks such as the Missing
Billion framework (Kuper et al., 2024) to assist policymakers, clinicians, and researchers to consider
the specific requirements of disabled populations when designing and implementing life course inter-
ventions. There are a huge number of people living with disabilities in the world today, and even
those not living with disability are likely to experience it at some point in their lives. Thus, ensuring
the healthy life trajectories of all people must necessarily include a life course approach that is dis-
ability inclusive.
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