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Abstract

Background: Accessible and quality care during the perinatal period is critical for optimal 

maternal and neonatal health. Using the socio-ecological model, the purpose of this study was to 

explore barriers and facilitators that shape the perinatal care experiences of people with intellectual 

and/or developmental disabilities (IDD).

Methods: Semi-structured interviews were conducted with 10 individuals with IDD in Ontario, 

Canada, who had given birth within the last 5 years. Interviews focused on care experiences 

before, during, and after pregnancy. Data were analyzed using a directed content analysis 

approach, and the socio-ecological model guided analysis.

Results: Barriers at the societal (e.g., cultural norms of motherhood), policy/institutional (e.g., 

child protection policies and practices), interpersonal (e.g., inadequate formal and informal 

support), and intrapersonal levels (e.g., internalized stigma) contributed to participants having 

negative perinatal care experiences. Conversely, we identified facilitators on the interpersonal level 

(e.g., positive interactions with perinatal care providers and familial and social service supports) as 

positively shaping participants’ perinatal care experiences.

Conclusions: Findings reveal that the perinatal care experiences of people with IDD are shaped 

by several interrelated factors that largely stem from societal-level barriers, such as dominant 
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(stigmatizing) discourses of disability. To improve the perinatal care experiences of people with 

IDD, there is a need for interventions at multiple levels. These include the development of policies 

to support perinatal care for diverse populations and training care providers to enact policies at the 

institutional and interpersonal levels.

Introduction

Access to health care that is free of attitudinal, communication, and physical barriers is 

a human right (United Nations, 2006). Perinatal care that is accessible and appropriate, 

based on individual social and medical needs, may mitigate risks of adverse perinatal 

outcomes (Laditka et al., 2005; Ronsmans et al., 2006). Yet, multiple intersecting factors 

make accessing appropriate care before, during, and after pregnancy challenging for women 

with disabilities (Davis et al., 2014; Gibson & Mykitiuk, 2012).

Among women with disabilities, those with intellectual and/or developmental disabilities 

(IDD) encounter pronounced barriers accessing health care and are at greater risk for 

perinatal complications than those without IDD (Abells et al., 2016; Sundelin et al., 2018; 

Tarasoff et al., 2020a). IDD encompasses a range of disabilities that manifest during the 

developmental period (e.g., autism spectrum disorder [ASD], Down syndrome, fetal alcohol 

spectrum disorder [FASD], intellectual disability) (Davis et al., 2014; Harris, 2006; Brown, 

Wehmeyer et al., 2017) and are characterized by cognitive challenges and limitations 

in practical, social, or conceptual skills. Individuals with IDD experience significant 

socioeconomic and health disparities, including high rates of poverty, unstable housing, 

low educational attainment, unemployment, violence, and mental illness (Fisher et al., 

2016; Lunsky et al., 2014; Parish et al., 2009). These factors increase risks for perinatal 

complications among women with IDD (Brown, Cobigo et al., 2017; Kim & Saada, 2013; 

Luo et al., 2006; Mitra, Parish, et al., 2015). Given these risks, there is a need to understand 

the perinatal care experiences of women with IDD and how their care experiences may 

shape outcomes. This information can enable stakeholders at multiple levels to develop 

tailored interventions to support women with IDD in the perinatal period.

Several qualitative studies have explored perinatal care experiences of women with IDD, 

showing challenges in accessing and navigating care. These studies have found women 

with IDD experience barriers related to communication and involvement in decision-making 

(Potvin et al., 2016) and lack of adequate informational and emotional support (Llewellyn 

& McConnell, 2002; Potvin et al., 2016). They also highlighted experiences related to 

providers’ negative attitudes about childbearing (Walsh-Gallagher et al., 2012) and scrutiny 

about parenting abilities (Xie & Gemmill, 2018), and maternal anxiety about child custody 

(Höglund & Larsson, 2013). While this emerging literature identifies important factors that 

shape the ability of women with IDD to access equitable perinatal care, these studies are 

limited in several ways. Some only focused on specific aspects of perinatal care (e.g., social 

support; Potvin et al., 2016) or presented findings of women with IDD together with those 

with other disabilities, and thus did not highlight experiences specific to women with IDD 

(Walsh-Gallagher et al., 2012). One study was a thematic analysis of notes in patients’ 

medical records (Xie & Gemmill, 2018), rather than exploring the perspectives of women 

with IDD themselves. Two studies from women’s perspectives were based on small sample 
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sizes (e.g., N=4, Potvin et al., 2016; N=1, Rogers et al., 2017). Therefore, there is limited 

information from the perspectives of women with IDD themselves about how different 

factors shape their overall perinatal care experiences.

Theoretical models inform explanations of behavioral, social, and structural influences on 

processes such as perinatal care experiences and can be a useful guide for research, practice, 

and policy development. The Socio-Ecological Model (SEM) is one such framework 

that describes how health inequity results from an interplay of factors beyond individual 

(intrapersonal) characteristics and behaviors (McLeroy et al., 1988). There are five levels 

of the SEM that shape health care access experiences, including intrapersonal factors 

(e.g., knowledge, attitudes, self-concept), interpersonal factors (e.g., formal and informal 

supports), institutional factors (e.g., health care systems), policy factors (e.g., laws and 

policies), and community factors (e.g., media). Newer iterations of this model also consider 

societal factors (e.g., social and cultural norms) (WHO, 2011). Although the SEM has been 

used as a framework to understand the perinatal care experiences of other marginalized 

groups, such as low-income women (Downe et al., 2009; Sword, 1999) and women living 

with HIV (Onono et al., 2015), to our knowledge, no qualitative study has used the SEM to 

examine factors that shape the perinatal care experiences of those with IDD.

The purpose of this study, therefore, was to use the SEM to examine factors that shape the 

perinatal care experiences of people with IDD in Ontario, Canada.

Methods

This study is part of a larger study examining the perinatal health care experiences of people 

with physical, sensory, and intellectual and/or developmental disabilities who had recently 

given birth in Ontario, Canada. The study received ethics approval from the University of 

Toronto Health Sciences Research Ethics Board. We use the language of “people,” as not all 

participants identified as cisgender women.

Sampling and Recruitment

Convenience sampling was used for recruitment, with practical purposeful sampling 

(Suri, 2011) to attain a range of information-rich experiences considering disability and 

other characteristics, notably race/ethnicity and geography. Study flyers were distributed 

electronically to over 100 organizations and groups that serve people with disabilities and/or 

pregnant and parenting people across Ontario. Participants were also recruited through 

networks of the research team and an Advisory Committee comprising over 30 individuals, 

including clinicians, staff from disability community organizations, provincial policy 

representatives, and women with disabilities, several of whom were parents. Interested 

individuals contacted the study coordinator and were screened by telephone to determine 

eligibility. To participate, individuals had to (a) identify as or be identified (e.g., by a service 

for adults with IDD or via enrollment in a disability-related government assistance program 

that requires an IDD diagnosis) as having an intellectual and/or developmental disability, 

(b) reside in Ontario, (c) be 18 years of age or older, (d) have given birth in the last 

five years, (e) be able to converse in English, and (f) be able to consent to participate in 

research. The criterion of birth within 5 years is consistent with related studies (e.g., Potvin 
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et al., 2016); recall bias has been shown to not be a concern within 5 years postpartum 

(Takehara et al., 2014). To assess capacity to consent, participants were asked questions 

regarding understanding of voluntariness, the right to withdraw consent at any time without 

consequences, and the right to refuse to answer questions (Arscott et al., 1998).

Data Collection

Before the interview, participants provided written consent and completed a demographic 

questionnaire, which included items such as age, relationship status, racial/ethnic 

background, and level of education. Participants completed the questionnaire independently, 

though they had the option of completing the questionnaire with a support person or 

having the interviewers read the questionnaire aloud; for one of the participants who was 

interviewed via Zoom, the interviewers read the questionnaire aloud to the participant.

Using a semi-structured guide that was developed with input from the Advisory Committee, 

qualitative interviews were conducted with 10 individuals with IDD between July 2019 

and February 2020. Six of the interviews were conducted in person and the remainder 

were conducted by telephone or Zoom. Interviews were conducted by a public health 

researcher and a peer researcher (woman with a disability), and averaged about 1 hour in 

duration (range 36–98 minutes). At their request, five participants had a support person (e.g., 

parent, caseworker) present during the interview. These individuals signed a confidentiality 

agreement before the interview. While some support persons actively participated in the 

interviews (e.g., clarifying or adding to participants’ responses), their responses are not 

included herein.

The interviews followed the chronology of the participants’ most recent perinatal care 

experience (if they had more than one pregnancy); participants were asked about the time 

before pregnancy, initiation of prenatal care, care during pregnancy, labour and delivery, and 

the early postpartum period. They were asked about what types of care or services they 

accessed at each stage, if services met their needs, and what they recommended to improve 

care. See Appendix A for a summary of the interview guide.

Participants were reminded throughout the interview that they could take breaks as needed 

and that they were not obligated to answer any question they did not want to answer. 

After the interview, participants received a $50 gift card (e.g., from a grocery store) and a 

list of resources regarding mental health, social services, and violence against women, in 

recognition that interviews might evoke upsetting experiences (e.g., child apprehension).

Data Analysis

Interviews were transcribed intelligent verbatim (e.g., false starts and utterances such 

as “um” were omitted) and were verified by the interviewers for accuracy. Identifying 

information was removed and names replaced by pseudonyms. Guided by a directed content 

analysis approach (Hsieh & Shannon, 2005), the SEM (McLeroy et al., 1988) was used to 

develop the initial coding framework. Two transcripts were first independently line-by-line 

coded by the first and last author to identify emergent codes and constructs associated 

with each level of the SEM that relate to perinatal care experiences. The second and third 

authors also reviewed these two transcripts. Through discussion and coding of two more 
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transcripts, the first and last author modified the coding framework to reflect emergent 

codes, specifically collapsing the institutional and policy levels, and adding a societal level, 

consistent with recent iterations of the SEM (World Health Organization, 2020). The coding 

framework was then constructed in NVivo 10, wherein all data were coded. Theme memos 

were generated and discussed with the larger team.

Several steps were taken to ensure rigor and credibility of the data collection and analysis 

processes and, in turn, the study findings. After each interview, the interviewers wrote 

field notes to capture key points, to highlight similarities and differences in participants’ 

experiences, and to maintain reflexivity and awareness. The notes were reviewed after each 

interview to minimize personal and intellectual biases before interactions with future study 

participants, and reviewed again by the first and last author as part of the data analysis 

process. In addition to having two authors independently code all of the transcripts, analyst 

triangulation (Patton, 1999) was implemented through discussions with the larger research 

team. An overview of the findings was also shared with the study Advisory Committee.

Results

Participants

Participant characteristics are detailed in Table 1. Self-identified IDD included autism, 

cognitive delay, chromosomal abnormalities, and FASD. Four participants identified as 

also having a physical or sensory disability, and several reported experiencing other 

disabilities and health conditions (e.g., anxiety, attention-deficit/hyperactivity disorder, 

learning disability, and depression). Most participants were under the age of 35 years, and 

half were married or in a committed relationship. Most identified as heterosexual and as 

cisgender women. Seven identified as White and only one was born outside of Canada. 

Six resided in large urban centres in southern Ontario, and four in medium-sized and 

small towns in central and northern Ontario. Annual household incomes were low, with 

many participants indicating they received government assistance and lived in subsidized 

housing. Only one participant had completed education beyond high school, and one was 

working (part-time). All but one participant had experienced their most recent birth within 

3.5 years of data collection; two participants were interviewed within 6 months of their most 

recent birth. All participants experienced their most recent birth in a hospital setting. Seven 

participants had two or more children, though at data collection, three did not have all their 

children living with them or in their custody. Four previously experienced a pregnancy loss 

or termination (Table 2).

Findings

We used the SEM to examine factors that shape the perinatal care experiences of people with 

IDD in Ontario (Figure 1). We identified factors that we understood as positively shaping 

participants’ perinatal care experiences (i.e., facilitators) and those that negatively shaped 

them (i.e., barriers) at various levels. We present our findings starting with the societal level 

to the intrapersonal level, as we posit that factors at higher levels influence factors at lower 

levels.
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Societal Level—We identified dominant discourses about disability and cultural norms 

of motherhood as two overlapping societal factors that shaped participants’ perinatal care 

experiences in negative ways.

Barrier: Dominant discourses of disability: Stigmatizing and pathologizing discourses of 

disability (e.g., disability as defective, an individual problem; Haegele & Hodge, 2016) were 

common. Some participants, like Maria, shared that they did not disclose their disability 

to their perinatal health care providers or people generally because they feared how others 

might perceive them or judge their parenting abilities:

“I just hide who I am. I just don’t want people judging. Not that it’s bad, right? But 

people think it’s bad … or people could say, ‘How does she take care of the kids if 

she has a disability?’”

Barrier: Cultural norms of motherhood: Coupled with perceived judgment about their 

“fitness” for motherhood because of disability, some participants experienced judgment from 

others, including health care providers, for not adhering to the cultural norms or expectations 

of motherhood because of their young age or single marital status. Jasmine, one of the 

younger participants, reported that “a lot of people wanted me to give him [baby] up for 

adoption.” Conversely, Corey, who was in their 30s, shared that while health care providers 

“didn’t express any concerns about [their] disability,” they did seem to judge them for 

pursuing parenthood alone:

“He [family physician] seemed a little judgey about the whole no there being a 

dad … The one [obstetrician] here in [my hometown] wasn’t necessarily great 

regarding the whole single thing.”

Policy/Institutional Level—Barriers identified at the policy/institutional level included 

inadequate time for prenatal visits and institutional and organizational policies that classified 

or “red flagged” participants as potentially unfit parents because of their disability.

Barrier: Inadequate time for prenatal visits: Some participants explained it was difficult 

to build a trusting relationship with their perinatal care provider due to the short length 

of prenatal appointments. When comparing their experiences with doctors and midwives, 

Crystal said:

“I like the midwife better than the doctors … with the doctor, I wasn’t able to really 

open up so much about too many things because it was more, ‘Okay, you got 15 

minutes’ compared to ‘Okay, you have 45 minutes.’”

When later asked what providers could do to better to support people with disabilities who 

are pregnant, Crystal recommended that providers “Be more open. Listen to the client. … 

and [don’t be] so rushy-rushy.”

Barrier: Policies and practices concerning child protection: Five participants indicated 

they had involvement with child protection services during their most recent pregnancy 

and/or previous pregnancies, and in a few instances still had open case files. These 

participants were aware of formal and informal policies that might identify or “flag” them as 
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a high-risk or at-risk parent (i.e., potentially unfit or incapable of parenting), and seemingly 

understood how the societal factors described above pervaded these policies:

“I was very quiet about my disability for a long time because back in the day I 

knew Children’s Aid judged people over that … I feel like they red flag you just 

because you might have a disability. They might be like, ‘Oh maybe she can’t take 

care of this kid.’”

(Garima)

Overwhelmingly, participants, particularly those who were working to regain custody 

of an older child while they were pregnant and/or anticipated having to contend with 

child protection services when their child was born, reported that this involvement had a 

detrimental impact on their care experience. Laura described the perinatal period as being a 

“very stressful time because I was also in the middle of getting my oldest home [from child 

protection services],” and that they “had to jump through every hoop you could think” to get 

their child back home.

A few participants described being caught off guard when child protection services became 

involved shortly after their child was born. When asked if child protections services 

explained why they apprehended their baby, Crystal said, “all they said was ‘previous 

history’” and “I was an instant red flag at any hospital in [large city]. It wasn’t even a matter 

of, ‘Hey, prove yourself. Show us that you can do it,’ until after they apprehended her.”

Interpersonal Level—Barriers identified at the interpersonal level included 

communication challenges with perinatal care providers and inadequate informal support. 

Facilitators included positive patient-provider interactions and familial and social service 

supports.

Barrier: Communication challenges: Several participants described poor communication 

with their perinatal care providers. Garima, who was unable to give birth at their preferred 

hospital with a midwife felt disrespected by the obstetrician at the hospital where they 

gave birth as he ignored their birth plan: “I know things can go wrong but it’s like they 

[obstetrician] weren’t explaining anything and they didn’t respect that I had a pregnancy 

plan…” Several other participants also shared that perinatal care providers failed to provide 

adequate explanations for pregnancy and delivery-related processes, which caused them to 

feel frustrated and anxious. Relatedly, some participants shared that their perinatal care 

providers used “doctor terms” or medical jargon that was difficult to understand.

As well, some participants reported an unwillingness to disclose their disability or health 

needs to their care providers as they felt they would not be supported appropriately. These 

participants perceived their care providers to have limited knowledge or training regarding 

disability. For instance, when asked why they did not share their disability with their doctor, 

Danielle said, “[they] probably wouldn’t understand it anyways so I don’t bother.”

Barrier: Inadequate informal support: When asked whom they typically relied on for 

support, several participants only mentioned a few immediate family members, and some 

indicated they had little to no support from the fathers of their children.
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“My mom has always been involved. … [Son’s] dad has never met him. … I get 

money from him but I don’t get like the emotional support or anything. … He’s 

[father of other son] supposed to have, he can have access [to son] but it’s supposed 

to be supervised and he refuses to do it.”

(Laura)

Very few participants shared that they had close friends or other parents who they relied 

on for support; few participants had large support networks. Corey noted that while they 

connected with some peers online, their disability makes socializing in-person with other 

parents challenging:

“It could have been partly because being autistic too. … I feel okay socializing 

online but I’m not somebody who really has friends or likes going to social things 

or anything. … I do have a couple of like parents that I know who are also autistic 

and have kids, so we meet every now and then. But again, we’re not too social.”

Some participants cited lack of trust of others as the reason for having small social 

support networks. For example, Danielle stated, “I don’t have friends. I don’t trust people.” 

Similarly, Garima reported that they “don’t really trust people …. I don’t even invite my 

mom into my house.” Yet, Garima also shared that their mother was one of their only 

supports and did help with childcare occasionally. Most participants commented that having 

more social (family and friends) and informational support, particularly during pregnancy, 

would have made their perinatal care experience better.

Facilitator: Positive interactions with perinatal care providers: Several participants 

described positive interactions with perinatal care providers. Some described their 

providers as “extremely accommodating and caring,” exhibiting “a lot of respect,” “very 

understanding,” and taking the time to explain “everything to me in detail.” In terms of their 

disability, Corey explained how their doctor “was not concerned about me being autistic 

at all. He was like ‘well, I mean, a lot of people who are just a little different happen 

to be autistic,’ and he figured I would be good parenting that way.” Another participant 

was grateful that their doctor had taken time to build a trusting relationship with them. 

Similarly, Crystal, who had a doctor as their primary perinatal care provider for their 

previous pregnancies, had positive things to say about the midwife they worked with for 

their most recent pregnancy:

“She [midwife] was awesome. … She turned off every computer in her office, she 

didn’t write anything down, she was like, ‘Tell me anything you want to tell me, 

even if it’s about Children Aid, just let it loose,’ you know? And I was able to talk 

to her and I didn’t feel like she was writing anything down at the time. So I didn’t 

have to stress that, ‘Oh, no! What is she writing?’ kind of thing. So it kind of made 

me feel more at ease, to know that she was actually sitting there, listening to me.”

Facilitator: Familial and social service supports: Some participants shared that family 

members, notably their own mothers, and friends supported them with practical tasks 

during the perinatal period, including driving and/or accompanying them to appointments, 

communicating with care providers, and purchasing baby supplies. In a few cases, 
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participants’ family members drove them many hours to another, often larger, city to give 

birth.

For some participants, public health nurses and disability-related caseworkers provided 

support, particularly during the postpartum period, such as budgeting, helping to establish 

routines, completing paperwork to access resources and birth certificates, creating a safe 

environment for infants, and supporting participants in regaining custody of their children.

“They [developmental disability support worker] were really helpful. Like, they 

would tell me things that I don’t even know, you know? They would guide me. For 

instance, if I don’t know how to go to [government agency] and do birth certificate, 

like a newborn baby, you know?”

(Maria)

“She [caseworker] helps me with all that and I think that’s kind of another reason 

why [child protection services] felt like they were okay with closing my case 

because they knew I had other support other than them to help me.”

(Garima)

“With my youngest, if I had the supports I do now [things would have been 

different with my older children]. … If I would have had all those supports right 

there in place, it would have probably been a different outcome. But it took me 

to get [the parenting program worker] and the [developmental disability support 

service] worker and every other support involved in order for my [youngest] child 

to be home.”

(Crystal)

Four participants were enrolled in a program for parents with IDD in a large city, wherein 

caseworkers or program therapists provided individualized, home-based parenting training 

and support.

Intrapersonal level—We identified disability and the various ways in which disability 

affected participants’ lives, including how they viewed themselves, as the overarching 

individual-level factors that shaped participants’ perinatal care experiences. As well, 

participants’ socio-demographic characteristics and perinatal health and parenting histories 

were important intrapersonal factors that shaped their perinatal care experiences.

Barrier: Practical challenges related to disability: Having an IDD shaped participants’ 

perinatal care experiences in several ways. For instance, having an IDD meant that some 

participants had difficulty with learning (e.g., “processing new information”) and routines, 

as well as experienced challenges accessing resources and doing other practical things on 

their own. For example, Maria shared: “It’s hard for me to learn something new and quick. 

… It’s hard for me to get around … I have trouble doing or finding out something. … I get 

so anxious doing something so it’s hard for me.” Conversely, for Corey, sensory sensitivities 

shaped their perinatal care experience: “Like with autism … I’ve had issues with noise 

sensitivity and with a lot of sensory issues. I haven’t necessarily liked people touching 

me…”
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Barrier: Internalized ableism: Having a disability shaped how participants viewed 

themselves and how they believed others perceived them. When discussing their disability, 

it became evident that factors at the societal level shaped participants’ views of themselves, 

as their self-concept in relation to disability was predominantly negative. For instance, when 

asked what would have made their perinatal care experience better, Danielle responded, “not 

having the disability that I have.”

Participants seemed to internalize stigmatizing discourses of disability. As a result, several 

decided not to disclose their disability to their perinatal care provider:

“I never told the doctors that I had a disability. … [I] felt ashamed. Felt 

embarrassed. Didn’t want to admit to myself—well, I knew but I was still trying to 

hide it from myself too, at the same time, and I didn’t want people looking at me 

different because I had a disability.”

(Crystal)

Relatedly, some participants reported not asking for help or not asking their provider to 

clarify unclear instructions or simplify confusing terminology out of fear of how their 

provider might perceive them. Experiencing internalized ableism and in turn not disclosing 

their disability, however, seemed justified based on participants’ previous experiences:

“I never really thought it was important to share that with those doctors. You know, 

I was very quiet about my disability for a long time because back in the day I knew 

Children’s Aid judged people over that. But it’s like at the same time I think I was 

kind of in denial about my own disability until I was like, ‘Okay. Maybe they’re 

right. Maybe I can’t handle it.’”

(Garima)

Discussion

Using the SEM as a guiding framework for this qualitative study, we identified 

stigmatizing discourses of disability, policies and practices concerning child protection 

services, communication challenges with care providers, and internalized ableism as factors 

negatively influencing the perinatal care experiences of people with IDD. Although not 

as common, we also identified facilitators or factors that positively shaped participants’ 

perinatal care experiences, such as having familial and social service supports.

Our findings are consistent with prior studies on the perinatal care experiences of women 

with IDD in other high-income countries that focused on factors at specific SEM levels. 

At the societal level, a study in Australia showed that women with IDD experienced 

discrimination during pregnancy (Llewellyn & McConnell, 2002). Similarly, a study of 

mothers with Asperger syndrome in the U.S. found that formal and informal supports, 

including nurses, communicated expectations about how motherhood should be experienced 

and judged participants’ parenting skills (Gardner et al., 2016). At the policy/institutional 

level, mothers with IDD in Sweden reported feeling distressed about custody of their 

newborns; some moved to another municipality to avoid these challenges and expressed 

how they would not have had children if they knew the barriers they would face (Höglund & 
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Larsson, 2013). At the interpersonal level, young mothers with disabilities, including those 

with IDD, in Ireland (Walsh-Gallagher et al., 2012) and mothers with Asperger syndrome 

in the U.S. (Gardner et al., 2016) similarly reported feeling they had limited say in their 

perinatal care and that care was not adapted to meet their needs. Like the case study 

presented by Rogers et al. (2017) and participants in Gardner et al.’s (2016) study, the 

autistic participant in our study also highlighted sensory modulation challenges as impacting 

their perinatal care experience.

The current study, guided by the SEM, contributes to the literature by highlighting barriers 

and facilitators at multiple levels that shape the perinatal care experiences of people with 

IDD. Notably, factors identified at each level do not necessarily stand on their own. Rather, 

participants’ experiences can be understood as an outcome of the interaction of factors 

at various levels, whereby those on the societal level, such as dominant discourses of 

disability and cultural notions of motherhood, inform factors at lower levels. In contrast to 

a biomedical model that emphasizes individual characteristics and in turn individual-level 

interventions (e.g., health behavior change), the SEM acknowledges higher-level factors 

that shape care experiences and outcomes (Sword, 1999). The SEM is also aligned with 

the social determinants of health framework, wherein instead of being understood as an 

individual problem, disability is one of many determinants of health (Krahn & Campbell, 

2011). To understand the perinatal care experiences of people with IDD and ultimately 

improve them, there is a need to consider stigma and how other social determinants of 

health, systems of oppression, and identities, such as race/racism, gender identity, and 

geography may interact with or compound experiences of marginalization for people 

with IDD and shape their perinatal care experiences. Indeed, there is growing evidence 

that racialized women with IDD are at greater risk of adverse perinatal health outcomes 

(Rubenstein et al., 2020; Akobirshoev et al., 2020). A multi-level and intersectional focus is 

consistent with the perinatal health framework for women with disabilities, which suggests 

that pregnancy outcomes of people with disabilities are the result of factors that interact with 

one another across the life course (Mitra, Long-Bellil, et al., 2015; Long-Bellil et al., 2020).

This study has some limitations. Although several participants also had physical or sensory 

disability, our analyses did not address the nuances of having multiple disabilities. Further, 

while we had a sample of ten participants, a sample size larger than (e.g., Potvin et al., 

2016; Rogers et al., 2017) or equivalent to related studies (e.g., Höglund & Larsson, 2013; 

Xie & Gemmill, 2018), we only had one autistic participant in our study. Recruitment of 

autistic people who had given birth within the last 5 years proved challenging and we 

hypothesize that this may be because of gender differences regarding autism presentation 

and diagnosis (Halladay et al., 2015), resulting in many mothers not receiving an autism 

diagnosis until later in life, often at the time of their child’s diagnosis or shortly thereafter. 

Of the eight participants with Asperger syndrome in Gardner et al.’s (2016) study, for 

instance, only two had a formal diagnosis before giving birth and two participants were 

unaware that they had an ASD at the time of their pregnancies. As such, future research 

exploring the perinatal care experiences of autistic people may need to include participants 

with pregnancies beyond the past 5 years. Also absent from our study were individuals 

with Down syndrome. More research is needed on the unique perinatal care experiences 

of individuals with Down syndrome and other IDD, notably those with more significant 
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support needs, as their experiences are largely absent from the literature. While we identified 

societal and policy/institutional factors from participants’ responses, our interview guide 

did not specifically target these factors. Based on our findings, we suggest future research 

further explore these systemic issues. Finally, we highlighted the perinatal care experiences 

of people with IDD from their own perspectives, which are often overlooked. Missing, 

however, is an understanding of perinatal care from the perspective of other stakeholders 

such as physicians and midwives. A greater understanding of provider-identified barriers 

to care for people with IDD during the perinatal period may in turn shed light on policy/

institutional level barriers and how to address barriers at multiple levels.

Implications for Practice and/or Policy

The application of the SEM in our study suggests multi-level intervention strategies. The 

experiences of study participants suggest that policies, including those that are informal or 

implicit, are often influenced by stigmatizing discourses of disability that unfairly penalize 

people with IDD. Policies created and administered by institutions such as hospitals and 

child protection services require revision so that they foster environments that respect the 

reproductive and parenting rights of people with IDD. These efforts should occur in tandem 

with appropriate training for providers who deliver care within these organizations so that 

people with IDD can be better supported during the perinatal period (Brown et al., 2019). 

Indeed, there is a growing body of research advocating for disability-related education and 

training of health and social service providers (Havercamp et al., 2021; Shakespeare & 

Kleine, 2013; Iezzoni & Long-Bellil, 2012). In addition to didactic lectures, researchers have 

found experiential learning through community-based centers and prompts for reflexivity 

enhanced the comfort level and ability of medical and dental students to work with 

patients with disabilities (Anderson et al., 2010; DeLucia & Davis, 2009). Researchers have 

also shown the importance of inter-professional education where providers such as social 

workers, nurses, and physicians benefit from each other’s experiences (Anderson et al., 

2010). There are few tailored training resources related to the perinatal care of women with 

IDD (one example is a toolkit and maternity passport created by researchers in the UK; Cox 

et al., 2020), though there are some pertaining to reproductive health of women with IDD 

broadly, such as the Women Be Healthy 2 curriculum (Dickens et al., 2011; Lunsky, Straiko, 

& Armstrong, 2003). Providers may also benefit from clinical recommendations concerning 

perinatal care for women with IDD in the Primary Care of Adults with Intellectual and 
Developmental Disabilities: 2018 Canadian Consensus Guidelines (Sullivan et al., 2018).

People with IDD require holistic support networks that that incorporate formal and informal 

supports not only during the perinatal period but also before and between pregnancies 

(Tarasoff et al., 2020b). Preconception and interconception supports for women with IDD 

are particularly important as women with IDD have been found to experience preconception 

health disparities (Tarasoff et al., 2020b), to have high rates of mistimed and unintended 

pregnancy (Horner-Johnson et al., 2020), and to experience short inter-pregnancy intervals 

(Brown et al., 2018). While there are some existing postpartum and parenting support 

programs for parents with IDD (e.g., Connections, 2021; Tarleton & Turner, 2015), these 

programs are scant and tend to be limited to large urban centers and focus on parenting 

rather than pregnancy. To better support people with IDD and mitigate risks of negative care 

Khan et al. Page 12

Womens Health Issues. Author manuscript; available in PMC 2022 November 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



experiences and outcomes, it is recommended that perinatal care providers work proactively 

with other health and social service providers (e.g., social workers), IDD organizations, and 

informal supports to ensure there are supports in place for people with IDD early in, or even 

before, pregnancy (Xie & Gemmill, 2018).

Our research also suggests that perinatal health care providers should prioritize patient

centered care using a health equity lens; this includes paying attention to the ways in which 

a patient with IDD may be marginalized and identifying and tailoring care to their learning, 

communication, and sensory challenges and needs (e.g., demonstrate what is meant instead 

of just explaining, use of visual aids) (Abells, et al., 2016; Mitra, Parish et al., 2015; Gardner 

et al., 2016; Long-Bellil et al., 2020; Tint et al., 2021; Sullivan et al., 2018). Attending to 

the specific needs of people with IDD may require longer and more frequent appointments 

(Brown et al., 2019; Sullivan et al., 2018). Perinatal care providers should ask people with 

IDD, and their support persons as appropriate (Sullivan et al., 2018), what works for them 

and what (or who) they may need to feel informed, comfortable, and supported during the 

perinatal period. For autistic parents-to-be this may include a discussion of what features of 

the care setting (e.g., lighting) might trigger unpleasant sensory stimuli, strategizing ways to 

cope with sensory challenges, and, if possible, working to adjust these features to make care 

settings more comfortable (Gardner et al., 2016).

Addressing barriers at the policy/institutional and provider levels can help to alleviate 

barriers at the intrapersonal level such as internalized ableism, which may contribute to 

pregnant and parenting people with IDD avoiding or delaying accessing care for themselves 

and their children and in turn may exacerbate adverse health outcomes. People with IDD 

should feel safe to disclose their disability and disability-related needs, as well as concerns 

regarding their mental health, during the perinatal period without fear of judgement or 

mistreatment. Educating and encouraging perinatal care providers to reflect on and move 

beyond personal bias and assumptions concerning the intersection of pregnancy, parenthood, 

and disability is essential (Rogers et al., 2017) to better support people with IDD in the 

perinatal period. Disability-informed and supportive providers may in turn help pregnant and 

postpartum people with IDD feel empowered.

Conclusion

We identified several factors that may together contribute to negative and positive perinatal 

care experiences for people with IDD. Like a domino effect, many upstream barriers such 

as dominant discourses of disability and cultural norms of motherhood influence barriers 

identified at the policy/institutional, interpersonal, and intrapersonal levels. Although shared 

social and cultural norms may be difficult to address, interventions such as increased 

disability education for perinatal care providers and holistic support networks that take a 

life course approach can optimize perinatal care for people with IDD.
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Refer to Web version on PubMed Central for supplementary material.
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Figure 1. 
Adapted socio-ecological model of factors at four interconnected levels shaping the perinatal 

care experiences of people with intellectual and/or developmental disabilities.
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Table 1.

Select Socio-demographic Characteristics of Study Participants

Characteristic N=10

Disability

 Intellectual and/or developmental disability (IDD)

  Chromosomal abnormality (missing and extra) 1

  Cognitive delay 1

  Fetal alcohol spectrum disorder 1

  IDD - not specified*

  Multiple mild intellectual disabilities 1

 IDD + Physical Disability

  Autistic + Ehlers-Danlos syndrome 1

  Chromosomal abnormality (missing) + scoliosis 1

 IDD + Sensory Disability

  Developmental disability + severe hearing loss 1

  Intellectual disability + legally blind in the right eye 1

Age

 18–25 2

 26–34 7

 35–44 1

Racial/Ethnic Background 
†

 White 7

 Racialized (e.g., Black, Metis, Filipino) 5

Gender Identity

 Woman 9

 Genderqueer or non-binary 1

Sexual Orientation

 Heterosexual 8

 Bisexual or queer 2

Relationship Status

 Single 4

 Married or common-law 5

 Separated 1

Highest Level of Education

 Less than high school 4

 High school 5

 College 1

Annual Household Income (CAD)

 $0–$19,999 5
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Characteristic N=10

 $20,000–$39,999 3

 $40,000 or more
‡ 2

Geographic Place of Residence

 Small town (population < 10,000) 3

 Medium-sized city (population 10,000–100,000) 1

 Large city (population > 100,000) 6

*
Specific IDD or diagnosis not reported. We know these individuals met our study criteria based on where they were recruited from (e.g., program 

for parents with IDD) and/or because they indicated that they received disability-related government assistance (e.g., Ontario Disability Support 
Program, ODSP).

†
Total adds up to more than 10. Two participants identified themselves as White and another racial/ethnic background (e.g., Portuguese).

‡
One participant indicated that their household income was between $36,000 and $48,000 and another indicated that it was between $60,000 and 

$79,999. The latter lived with their mother and received financial assistance through ODSP. Most participants received support from ODSP and 
lived in subsidized housing. Three participants lived in the same home as their parents, and one of these indicated that they pay rent to their parents.
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Table 2.

Select perinatal health and parenting characteristics of study participants (most recent pregnancy unless 

otherwise specified)

Characteristic N=10

Number of children birthed

 One 3

 Two 2

 Three 2

 Four 3

Number of pregnancies

 One 2

 Two 1

 Three 3

 Four or more 3

 More than two but number not specified 1

Pregnancy was planned

 Yes 2

 No 8

Prenatal education course participation (for at least one pregnancy)

 Yes 7

 No 3

Primary perinatal care provider *

 Obstetrician 9

 Nurse practitioner 1

 Midwife 2

Had to travel or relocate to larger city to access specialist or higher level of care during pregnancy and/or for labor and 
delivery

 Yes 3

 No 7

Involvement with child protection services (past or current)

 Yes 5

 No 5

*
Total adds up to more than 10. Some participants had more than one primary perinatal care provider or had their care transferred to a different 

provider (e.g., from nurse practitioner to obstetrician), in some cases to a different city, later in pregnancy.
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