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Abstract 

 

With the Patient Protection and Affordable Care Act (ACA) passed in 2010, U.S. women 

with disabilities stand to benefit from several key provisions intended to enhance access 

to a system that has historically struggled to meet their needs. However, recent 

quantitative and qualitative studies suggest that women with disabilities continue to 

experience gaps in accessing and utilizing sexual & reproductive health (SRH) care 

(Armour et al., 2009; Becker et al., 1997; Iezzoni et al., 2016; Mosher et al., 2017) 

despite advances in the health care coverage of this population (Gavin et al., 2006).  

 

Here in Minnesota, even less is known about SRH experiences and outcomes for 

women with disabilities because few large-scale studies gather detailed information 

about both disability status and access to/utilization of SRH. Even when data is 

collected, a full picture of women with disabilities’ experiences is obfuscated by 

discrepancies in disability definitions as well as data collection limitations. Without 

knowing the full picture of how Minnesota women with disabilities access SRH, 

inequities are likely to persist for this population across the state. This paper focuses on 

assembling a comprehensive picture of quantitative SRH data emerging from Minnesota 

and across the U.S., including a systematic literature review of SRH experiences of 

women with disabilities and a review of Minnesota health disparities reports released 

following passage of the ACA. This review was conducted with specific attention to the 

definitions and data collection methodologies that influence our understanding of SRH 

access for women with disabilities. The paper concludes with a series of 

recommendations for data collection on the SRH needs of Minnesota women with 

disabilities with the hope of developing more effective policy recommendations in the 

future.  
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Introduction & Research Questions 

 

The current body of research suggests that women with disabilities experience barriers 

in accessing sexual & reproductive health (SRH) care due to a complex intersection of 

provider attitudes/knowledge gaps, disability access-related challenges and broader 

societal expectations around sexuality and disability (Dotson et al., 2003) that interrupt 

access to key sexual and reproductive health services, such as contraceptive 

counseling (Becker et al., 1997), pap smears (Armour et al., 2009), and breast 

screenings (Armour et al., 2009). What’s more, research shows that despite increasing 

health care coverage, women with disabilities do not utilize care at the same rate as 

those without disabilities, experience disproportionately adverse birth outcomes (Gavin 

et al., 2006) and postpone care and report dissatisfaction with the care when they do 

receive it (Drainoni et al., 2006; McDoom et al., 2014).  

 

While these gaps have been gleaned from a variety of large-scale surveys as well as 

qualitative studies, the root causes of these gaps remain difficult to fully ascertain and 

have resulted in a moving target for drafting effective policy solutions that address the 

needs of this population. At the state level, data on this topic is even more limited, with 

few datasets collecting detailed information about both disability status and SRH 

access. This paper examines some of these challenges in depth, particularly regarding 

the evolution of disability definitions and data collection efforts to facilitate our 

understanding of SRH access for women with disabilities in Minnesota and at the 

national level. The research questions covered in this paper include: 

 

1. What do current quantitative research analyses say about women with disabilities 

and access to/utilization of sexual and reproductive health (SRH) in Minnesota 

and the U.S.?  

2. What are current methodologies for collecting information about the SRH 

experiences of reproductive-age women with disabilities in Minnesota and across 

the U.S.?  

 

This paper focuses on addressing these questions through a contextual overview of 

legal and policy measures, a systematic literature review of women with disabilities and 

SRH in Minnesota/the U.S., and an analysis of the current data collection 

methodologies for this population/issue. This paper then concludes with a series of 

recommendations for how future progress might be made in this area, particularly in 

Minnesota.   

 

Issue Context 
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The landscape of sexual & reproductive health care (SRH) and disability has evolved 

through a series of legal and policy decisions over the last 100 years. The four events 

outlined below hold particular prominence as they have substantively influenced both 

society’s definition of disability relative to health as well as how medical environments 

should respond to and accommodate disability. While there is effort to build a clearly 

defined and shared measure of disability, there is a contentious, and at times, deeply 

traumatic, history that has further complicated our understanding in this area.  

 

Disability Policies 

 

The four legal/policy events we focus on include: 1) the Buck v. Bell Supreme Court 

decision, 2) Section 504 of the Rehabilitation Act, 3) the Americans with Disabilities Act 

(ADA), including the subsequent ADA Amendments Act, and 4) the Patient Protection 

and Affordable Care Act (ACA).  

 

 
 

Figure 1. Timeline of major legal and policy decisions that have influenced SRH for 

women with disabilities. 

 

Buck v. Bell  
One of the most notorious events involving disability and SRH is the Supreme Court’s 

1927 ruling in Buck v. Bell, which upheld Virginia’s law on the involuntary sterilization of 

people with disabilities by suggesting that “Three generations of imbeciles are enough” 
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(National Public Radio, 2016). This resulted in a wave of forcible sterilizations on up to 

70,000 people with disabilities in subsequent years (National Public Radio, 2016). 

Though Indiana enacted a state-based sterilization law even earlier than Virginia in 

1907, the Supreme Court decision fomented sterilization as an acceptable (encouraged, 

even) approach for managing disability rates with up to 30 other states enacting their 

own laws (Miller & Levine, 2013; National Public Radio, 2016; Tilley et al., 2012a). Buck 

v. Bell remains in place today, though legal scholars suggest other court decisions have 

effectively dismissed this ruling (Miller & Levine, 2013). Even so, a large number of 

research studies and reports reflect on Buck v. Bell’s outsized and lingering influence on 

contraceptive decisions for women with disabilities, particularly those who experience 

multiple marginalized identities (Drainoni et al., 2006; Miller & Levine, 2013; Mosher et 

al., 2018; National Council on Disability, 2012; Roberts, 2013; Smith, 2009; Wu, McKee, 

McKee, et al., 2017).  

 

Tilley et al. (2012b) expand on this and suggest that while involuntary sterilization is no 

longer seen as an acceptable intervention in the U.S. context, “its history sheds light on 

contemporary practices that can be recognized as constituting a continuation of eugenic 

practices by other means (p. 414).” Though this statement may seem provocative, 

Rocking the Cradle: Ensuring the Rights of Parents with Disabilities and Their Children 

reported a growth in state laws limiting the rights of parents with psychiatric disabilities 

between 1989 and 1999 (23 states in 1989 versus 27 states in 1999) and found 

evidence that children are removed from parents with disabilities at higher rates than 

parents without disabilities (National Council on Disability, 2012). While this is not 

exclusively a sexual & reproductive health issue, it points to how longstanding views on 

disability and reproduction have shaped perceptions of women with disabilities and their 

families.  

 

Section 504 and the Americans with Disabilities Act (ADA) 
Both Section 504 and the ADA were influential in several ways:  

1) through clear regulations regarding disability access in health care environments, and 

2) through key definitions regarding disability as a protected class. 

 

Both Section 504 and the ADA indicate that health care providers are responsible for 

providing “full and equal access to their health care services and facilities; and 

reasonable modifications to policies, practices, and procedures when necessary to 

make health care services fully available to individuals with disabilities, unless the 

modifications would fundamentally alter the nature of the services…” (U.S. Department 

of Justice; U.S. Department of Health and Human Services, 2010).  

 

Title II of the ADA addresses programs offered by public entities (including state and 

local governments) and Title III of the ADA addresses places of public accommodation 
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(including private medical clinics and hospitals). Title III specifically requires that existing 

barriers for people with disabilities be removed through readily achievable means and 

that readily achievable alternatives be proposed if barrier removal is not readily 

achievable. Readily achievable is described as “easily accomplishable and able to be 

carried out without much difficulty or expense” and factors involved in determining this 

include: nature/cost of the change required, overall financial resources, the size of the 

business and its staff, the type of operations and more (Disability Law Index - Public 

Accommodations: Readily Achievable Barrier Removal, n.d.).   

 

While these guidelines were developed to build clarity on medical providers’ 

responsibilities, it seems that what is “readily achievable” can vary significantly and 

create a great deal of ambiguity for the both the providers and the individuals looking to 

access their services. This has a ripple effect on sexual & reproductive health, where 

layers of accessibility are crucial to meeting the needs of women with disabilities, 

particularly as it relates to the more invasive and personal nature of SRH care. Case in 

point: a survey of California-based primary care facilities found that just 3.6% of all sites 

had a wheelchair accessible scale and just 8.4% had an adjustable examination table 

(Mudrick et al., 2012).   

 

Section 504 and the ADA are also notable for defining disability more broadly than in 

past legislation. Section 504 effectively recognized disability as a minority group or a 

protected class and built mechanisms to hold recipients of federal funding accountable 

for meeting the needs of people with disabilities in various aspects of community life 

(Mayerson, n.d.). It set the stage for defining disability as a broader group of people 

experiencing discrimination and began to go beyond disability’s impact to the individual, 

looking at how systemic environments could exacerbate disability-related barriers. The 

ADA’s formal definition of disability is a “physical or mental impairment that substantially 

impacts one or more major life activities,” but more importantly, it functions as a broader 

piece of anti-discrimination law that cuts across all tenets of American life, not just 

entities that receive federal funding (ADA National Network, n.d.) (Mayerson, 1992).  

 
Patient Protection and Affordable Care Act (ACA) 
The ACA represents one of the most recent, comprehensive attempts to address health 

care disparities for a variety of marginalized communities. The ACA created meaningful 

change by increasing the number of people with health care coverage, increasing the 

services covered by health insurance and through the incorporation of standards and 

metrics that enhance health care access for people of marginalized backgrounds. More 

specifically, these changes included: 

 

The expansion of Medicaid programs in 31 states as well as the District of 

Columbia. This step is estimated to have given an additional eight million women 
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access to insurance via Medicaid between 2014 and 2017 (The Henry J. Kaiser 

Family Foundation, 2017b, 2017a; Tschann & Soon, 2015). Other estimates 

suggest that more than one in three women with disabilities are now covered by 

Medicaid services (The Henry J. Kaiser Family Foundation, 2017a). While health 

insurance coverage is not the only factor impacting women with disabilities’ 

access to reproductive health care, it can play a large role. 

 

The requirement for health insurance to cover the costs of a variety of women’s 

preventive health services, many of which specifically address reproductive health 

(Tschann & Soon, 2015). Women’s preventive health care services covered under 

the ACA include annual well-woman visits; screenings for cervical cancer, 

STIs/HIV and gestational diabetes; contraceptive counseling/methods/services; 

interpersonal and domestic violence screening/counseling; and lactation 

counseling and breastfeeding equipment (Institute of Medicine of the National 

Academies, 2011). 

 

The development of disability-related standards for medical examination 

equipment in health care environments, an area with substantial implications for 

women with disabilities in accessing SRH services (Mudrick et al., 2012; Office of 

the Assistant Secretary for Planning and Evaluation [ASPE], 2011). 

 

The inclusion of Section 4302, which effectively mandated the inclusion of 

standardized definitions and data collection efforts around ethnicity, race, sex, 

primary language and disability status in national datasets (Dorsey & Graham, 

2011). This recognized the challenge of appropriately addressing health 

disparities without consistent and broadly representative data on marginalized 

populations. .  

 

Disability Measures 

 

Though all of these changes have some relationship to this paper’s discussion of 

disability and SRH, Section 4302 is worth emphasizing since it ensured that data 

collection on disability take place in all federally-supported programs and surveys 

(Kaye, 2011). Following the passage of the ACA in 2010, this meant that surveys like 

the National Center for Health Statistics-sponsored National Survey of Family Growth 

(NSFG), were required to implement a baseline set of disability questions in their 

surveys. Though the nuances of the standard disability questions remain at the center 

of some debate, which is discussed later in this paper, this mandate made it possible for 

many of the studies mentioned in this paper to analyze the intersection of disability and 

SRH in ways we haven’t been able to before.  
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Variations of disability questions on health-focused national surveys prior to the ACA, 

lack of consistency of disability data collection methods across surveys, small sample 

sizes for disability subsets, and limitations in the disability questions themselves have 

long hampered a stronger body of research and thus, potential responses to critical 

challenges for this population (Kaye, 2011; Livermore et al., 2011). In fact, Livermore et 

al. (2011) conducted a review of disability questions on 40 federal surveys, noting there 

were still more the researchers opted not to review. Thus, while there is disability data, it 

is not always particularly informative data.  

 

The ACA-mandated questions (six questions) were initially used in the 2008 version of 

the American Community Survey and have origins in the World Health Organization’s 

(WHO) International Classification of Functioning, Disability and Health (ICF), which 

sought to develop a measure that would encompass both an individual’s specific 

limitations and how those show up in that individual’s interactions with different 

environments (Kaye, 2011). The ICF’s definition becomes an “umbrella term for 

impairments, activity limitations or participation restrictions,” conceiving “a person’s 

functioning and disability… as a dynamic interaction between health conditions 

(diseases, disorders, injuries, traumas, etc.) and contextual factors” (Kaye, 2011).    

 

These particular events highlight that our understanding and frames of disability have 

changed over time and will continue to do so. It follows that any kind of research on 

disability should account for these adjustments in order to accurately represent this 

population and its needs. I discuss this more below.    

 

Evolving Definitions of Disability 

Two models of disability are particularly notable and exist in tension with one another, 

especially in the context of disability and health care.  

 

An individual model of disability focuses on disability at an individual level, identifying 

disability as a deviation from the norm and seeking a fix or a cure to normalize the 

disability and mitigate its impacts (Hendriks, n.d.). This view of disability is common in 

medical environments, often coined the medical model, and can essentially morph 

“health” with “disability,” resulting in differences in how a provider may treat an individual 

with a disability versus an individual without a disability in SRH settings. Janz (2019) 

refers to this as the “‘ableist conflation’ of disability, suffering and death” while Rooted in 

Rights, a national storytelling group focused on disability, describes the intersection of 

disability and health as creating “its own self-fulfilling prophecy, in which disabled 

people slip through the cracks of the healthcare system not because of their disability, 
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but because of the judgments placed upon them by the medical community” (Knight & 

Ladau, 2016). 

 

A social model of disability looks outward at systems/environments and how the 

interaction between an individual and the broader environment can trigger barriers that 

disable individuals (Hendriks, n.d.). The social model is centered on the environment as 

creating barriers, not the individual. Given the general propensity to see able-bodied 

people as the norm, most environments been developed to meet the needs of this 

population, including health care environments.  

 

Attempts have been made to balance these models as a tool for building a more robust 

understanding of disability and its interaction with the world. Thomas (2004) suggests 

that “these two arenas of the study of disability passively coexist rather than actively 

engage with one another…” and proposes a social relational definition of disability that 

accounts for limitations in activity as a result of impairment or illness as well as socially 

imposed barriers. Waxman (1996) suggests that partnerships between research rooted 

in medical frames as well as research rooted in a psycho-social political perspective will 

enhance the work of both groups in addressing the needs of a marginalized community.  

 

The Patient Protection & Affordable Care Act (ACA) built on this and blended 

components of anti-discrimination rooted in civil rights law with health law, or in other 

words, a “health law…with a civil rights effect” (Roberts, 2013, p. 2021). This was a 

meaningful evolution in talking about the intersection of disability and health care, given 

the tension that has emerged over time between medical researchers and communities 

of people with disabilities regarding models and definitions. The ICF definition that 

formed the basis of the ACA’s mandate for including disability in all federally-endorsed 

surveys engages in this balancing act, working to understand both individual functional 

limitations as well as how those limitations show up when engaging with or participating 

in different settings. The ICF refers to this as the biopsychosocial model, an attempt to 

pull from both medical and social models (World Health Organization Geneva, 2002).  

 

As disability definitions evolve, it is critical for data collection efforts to continuously 

recalibrate in order to build a meaningful body of research. As this paper shows, our 

understanding of disability and SRH access post-ACA is limited to those studies that 

include both disability and SRH data, an area that shifted substantially with the ACA’s 

4302 mandate. This paper seeks to synthesize the current body of population-based 

research involving disability and SRH access through a systematic literature review and 

an analysis of the current data collection methodologies for this population/issue, 

described below.  
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Methods 

 

To build a comprehensive understanding of the existing research findings in this area 

(as described in the first research question), I conducted a systematic literature review 

of research studies looking at state- and national-level reproductive health access for 

reproductive-age women with disabilities. I focused on research that incorporated the 

following details:  

 

● Research conducting primary analysis of data (systematic literature reviews were 

not included in the results, but were flagged for additional context). 

● Research utilizing quantitative data analysis of population-based datasets. Any 

research with qualitative analysis was excluded.  

● Research based on U.S. population only. 

● Research focusing on women of reproductive age (falling within age range of 15-

50). 

● Research that covered disabilities and other health conditions prior to 

pregnancy/reproductive health decisions, not disabilities and other health 

conditions acquired during perinatal and post-partum periods. (Note that this only 

included research articles that included “disability,” “disabled” or a variation of 

this term. If a specific diagnosis or medical condition was researched without 

reference to disability, it was not included).  

● Research published post-ACA (2011 and beyond).  

● Research where disability was the key independent variable, not the outcome.  

 

I utilized PubMed for this search process, as it is a comprehensive point of access for 

approximately 30 million citations of biomedical-related research, conducting a search 

using two sets of keywords to ensure broad coverage of this subject area (PubMed 

Overview, n.d.): 

 

Keyword Search #1: Women, Disability and National Survey of Family Growth 

Because of the National Survey of Family Growth (NSFG)’s strength in collecting data 

on both disability status and comprehensive SRH information, I conducted this search 

first in late February 2020. This search yielded eleven total articles with seven articles 

meeting the inclusion criteria listed above. Given the small pool, I proceeded with a 

broader search to incorporate research from other population-based datasets.   

 

Keyword Search #2: Women, Disability and Reproductive Health 

This second search yielded 136 total articles for the search terms, “women,” “disability” 

and “reproductive health.” Four articles had already been found in the previous search 
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on the National Survey of Family Growth and the remaining results were narrowed 

down to five based on their use of population-based datasets where disability was the 

explanatory variable and not the outcome. There were several relevant articles that did 

not utilize population-based datasets. These were not included the systematic literature 

review, but reviewed for potential contextual information.   

 

In total, twelve peer-reviewed research articles met the criteria for this systematic 

literature review, with findings from these articles summarized in the analysis and 

discussion sections below. To better understand the current methodologies for 

collecting information about the SRH experiences of reproductive-age women with 

disabilities (as described in the second research question), I reviewed each study’s 

sample, disability definition(s) used to define the sample and overall findings. Details 

from this review (including dataset, disability definitions and broad findings) are provided 

in the table at the end of this paper. 

 

None of the peer-reviewed articles focused on Minnesota, thus I turned to the grey 

literature to expand on SRH care/experiences for Minnesota women with disabilities, 

primarily Minnesota health disparities reports written post-ACA. While one population 

survey that is administered by each state, the Behavioral Risk Factor Surveillance 

System (BRFSS), is used in some of the peer-reviewed literature to study disability and 

SRH access, Minnesota’s version of the survey does not include an optional component 

on SRH. Thus, in Minnesota, no population survey specifically collects information 

regarding both disability and SRH access. To estimate the rate of specific disabilities in 

reproductive-age women from Minnesota (without any information on SRH), I examined 

a Minnesota sample of the American Community Survey (ACS).  

 

Finally, I compared differences in the findings from different data sources and discussed 

how the limitations in existing data may be influencing our knowledge of women with 

disabilities and SRH access. 

 

Analysis/Systematic Literature Review 

 

The systematic literature review was intended to build an understanding of what current 

quantitative research analyses say about women with disabilities and their access 

to/utilization of sexual and reproductive health (SRH) in Minnesota and the U.S. From 

this, I hoped to build an understanding of the current methodologies for collecting 

information about the SRH experiences of reproductive-age women with disabilities in 

Minnesota and across the U.S. Results from this review are included below.  
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Research Question 1:  Themes in SRH Access/Utilization for Women with 
Disabilities in Literature  
 
Women with Disabilities’ Attributes, Attitudes and Behaviors 
Studies indicated that women with disabilities generally had similar rates of interest in 

eventually becoming pregnant (Bloom et al., 2017) and also exhibited similar values and 

attitudes toward motherhood when compared with peers without disabilities (Shandra et 

al., 2014), though certainty about pregnancy intentions was lower for women with 

disabilities (Bloom et al., 2017). Studies also indicated that women with disabilities 

exhibited similar rates of sexual activity and contraceptive use (as well as a similar 

disuse rate of about 30%), though the types of contraceptive methods varied (Haynes et 

al., 2018) and that women with less severe disabilities were getting pregnant at a rate 

similar to women without disabilities, though women with multiple disabilities were less 

likely to get pregnant at similar rates (Horner-Johnson et al., 2016). Additionally, one 

study found that women with sensory and physical disabilities had no significant 

differences in fecundity when compared with women without disabilities, though women 

with cognitive disabilities were found to have significantly lower fecundity rates (Zhang 

et al., 2019). At the same time, it appeared that women with different types of disabilities 

experienced elevated rates of infertility (no pregnancy after 12 consecutive months of 

attempts) when compared with peers without disabilities (Zhang et al., 2019). 

 

Differences in Contraceptive Education, Options & Choices 
Despite a number of similarities in their attitudes and behaviors, reproductive-age 

women with disabilities, particularly those age 25 – 44, women who were unmarried, 

women who had one or more prior births, non-Hispanic Black women, and women of 

lower socioeconomic status, were significantly less likely than peers without disabilities 

to receive family planning services or receive birth control counseling (Mosher et al., 

2017). Risk for unintended pregnancy was also higher for these groups (Mosher et al., 

2017) with as many as 39% of women with disabilities at risk (Wu, McKee, McKee, et 

al., 2017).  

 

Data from the 2011 – 2013 National Survey of Family Growth indicated that nearly a 

third of all women with sensory and physical disabilities were sterilized as their primary 

method of contraception and that women with disabilities were substantially more likely 

than women without disabilities to be sterilized as their primary form of contraception 

(30.2% of women with disabilities versus 18.8% of women without disabilities) (Wu, 

McKee, Mckee, et al., 2017; Mosher et al., 2018). These findings were even more 

dramatic when combined with other key variables. Medicaid-enrolled women were 41% 

more likely to be sterilized than privately insured women (Wu, McKee, Mckee, et al., 

2017); women with less education were more likely to be sterilized (Wu, McKee, Mckee, 

et al., 2017), women ages 35-44 experienced the highest rates of sterilization (52.8% of 
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women with disabilities versus 34.4% of women without disabilities) (Wu, McKee, 

Mckee, et al., 2017; Mosher et al., 2018), and approximately 41% of all black women 

with disabilities were sterilized (versus 23% of black women without disabilities) 

(Mosher et al., 2018). The 25 – 34 age range also demonstrated high levels of 

sterilization ((29.4% of women with disabilities vs. 15.9% of women without disabilities) 

but this paled in comparison to the 35 – 44 age range (Mosher et al., 2018).  

 

Outcomes Differed by Disability Severity and Type 
Several studies narrowed their sample to study differences across specific disability 

groups. Iezzoni et al. conducted a series of three studies from 2013 – 2014 on chronic 

physical disabilities where chronic disability was defined through a mix of questions 

regarding difficulty completing certain activities as well as how important those activities 

were in functioning independently. These questions were different from the standard 

disability questions recommended by the ACA, but the measures used permitted the 

assessment of differences based on the reported severity level of disability. 

Demographic analysis found that 12.7% of all reproductive-age women (18 - 49) 

reported a chronic physical disability (Iezzoni et al., 2013) and that current pregnancy 

rates were similar for women without disabilities (3.8%) versus women with disabilities 

(2.0%) (Iezzoni et al., 2014a). However, pregnant women with CPD reported being in 

fair or poor health significantly more often than pregnant women without disabilities 

(29.1% vs. 3.2%) (Iezzoni et al., 2014a) and as the severity level of CPD increased, the 

pregnancy rate declined (Iezzoni et al., 2014b).  Among those identified as having CPD, 

women were more likely to be older, black, and divorced with lower levels of education 

and income (Stevens et al., 2016). At the same time, this group was more likely to have 

insurance and repeated access to care (Iezzoni et al., 2013).  

 

Wu et al. (2017, 2017b) analyzed disability populations a bit differently across two 

different studies, focusing on sensory and physical disabilities. These two studies 

removed data involving cognitive disability due to concerns that the National Survey of 

Family Growth (NSFG) question on cognitive disability did not precisely identify this 

particular population and that incorporating this data would dilute the accuracy of results 

for the broader disability population.  

 

Disability and SRH in Minnesota 
A series of Minnesota-based health disparities reports and evaluations released 

between 2012 and 2019 were reviewed for information on disability and SRH outcomes 

in order to obtain a better picture of available information. That review revealed very 

limited information regarding the intersection of disability and SRH access.  

 

The 2012 Minnesota 2020 Statewide Health Improvement Framework briefly referenced 

core indicators on prenatal care and breastfeeding focus, but focused exclusively on 
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race/ethnicity without attention to disability as an intersecting factor (Minnesota 

Department of Health & Health Minnesota Partnership, 2012). The August 2016 Local 

Health Department Practices to Advance Health Equity: Final Report and  

Recommendations from the SCHSAC Advancing Health Equity Workgroup provided a 

detailed definition of health equity for the state of Minnesota and briefly referenced 

disability as a group disproportionately impacted by structural barriers to health 

(Minnesota Department of Health & State Community Health Services Advisory 

Committee, 2016). The 2017 Minnesota Statewide Health Assessment reported 

individuals with disabilities as being more likely to skip a doctor’s appointment due to 

cost (Minnesota Department of Health, 2017). And finally, the 2018 Healthy Minnesota 

2022 Statewide Health Improvement Framework referenced disability as a population 

experiencing inequities and structural barriers to health, but did not provide any specific 

information on SRH access (Minnesota Department of Health & Center for Public Health 

Practice & Healthy Minnesota Partnership, 2018).  

 

In the ten health equity reports reviewed, none included specific information about 

disability and SRH access (Minnesota Department of Health & Center for Public Health 

Practice & Healthy Minnesota Partnership, 2018; Minnesota Department of Health & 

Health Minnesota Partnership, 2012; Minnesota Department of Health & State 

Community Health Services Advisory Committee, 2016; Minnesota Department of 

Health, 2016a, 2016b, 2017, 2019; Minnesota Department of Health Center for Health 

Equity, 2019; Minnesota Department of Health Commissioner’s Office, 2014; MN 

Community Measurement, 2017). Just a few reports made vague references to 

disability and often in the context of aging and disease. This reinforces models 

referenced earlier in this paper that tend to conflate disability with a decline in health.  

 

Differences in Rates of Disability among Reproductive-Age Women 
Disability estimates for reproductive-age women based on the analysis samples from 

the literature review ranged from 9.3% to nearly 17.8%, as shown in Table 1.  

 

Table 1. Primary & Secondary Analysis of Disability Rates from Systematic Literature 

Review.  

 

Research 
Study 

Data Disability Measure Disability Rates 

Wu et al.  
(2017b)  

NSFG (2011 
– 2013) 

Included physical 
and/or sensory 
disabilities; excluded 
cognitive disability.  

9.3% of reproductive-age 
(15 – 44) women had a 
physical and/or sensory 
disability.  
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Shandra et al. 
(2014)  

NSFG (2006 
– 2010) 

Included difficulty with 
activities due to 
physical, mental, or 
emotional problems.  

10% of reproductive-age 
(15 – 44) women with no 
children and 11% of 
reproductive-age women 
with children had a 
disability.  

Horner-Johnson 
et al. (2016)  

MEPS (2008 
– 2012) 

Included limitations in 
physical function 
(movement), vision & 
hearing (sensory), and 
cognition as well as 
multiple limitations.  

12.3% of reproductive-
age (18 – 44) women 
had one or more types of 
disability.  

Iezzoni et al. 
(2013)  

NHIS (2006 – 
2011) 

Chronic physical 
disability included 
those who experienced 
difficulty with a range of 
physical activities due 
to a health problem.  

12.7% of reproductive 
age (18 – 49) women 
had a chronic physical 
disability.  

 
Haynes et al. 
(2018)  
 

BRFSS 
(2013) in 
seven states 
(CT, KY, MA, 
MS, OH, TX, 
UT)  

Included difficulty with 

vision, cognition, 

mobility, self-care, 

and/or independent 

living. Excluded 

hearing difficulties.  

17.1% of reproductive 
age women (18 – 50) 
had a vision, cognition, 
mobility, self-care, and/or 
independent living 
disability.  

Mosher et al. 
(2017)  

NSFG (2011 
– 2015) 

Included difficulty with 
hearing, vision, 
cognition, mobility, self-
care, and/or 
independent living. 

17.8% of reproductive 
age women (15 – 44) 
had a disability.  

 

 

For a point of comparison, a simple data extract from the 2018 American Community 

Survey (ACS) data was conducted for the U.S. and Minnesota. Based on this data, 7% 

of reproductive-age (age 18 - 49) women in the U.S. and 6% in Minnesota had some 

kind of a disability (see Table 2). These estimates further widen the range of disparities 

observed in various data sources.   

 

Table 2. Disability Among Reproductive-Age (age 18 - 49) Women with Disabilities in 

Minnesota & the U.S. Using 2018 ACS Data. 

 

Survey Question 
Disability 

Type 
Prevalence 

in MN  
Prevalence 

in U.S. 
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Because of a physical, mental, or 
emotional condition, does this person 
have serious difficulty concentrating, 
remembering, or making decisions?  

Cognitive 
Difficulty 

3.5% 3.8% 

Does this person have serious difficulty 
walking or climbing stairs? 

Ambulatory 
Difficulty 

1.5% 2.5% 

Because of a physical, mental, or 
emotional condition, does this person 
have difficulty doing errands alone such 
as visiting a doctor's office or shopping? 

Independent 
Living 
Difficulty 
 

2.2% 2.8% 

Does this person have difficulty dressing 
or bathing? 

Self-Care 
Difficulty 

0.8% 1.1% 

Is this person blind or does he/she have 
serious difficulty seeing even when 
wearing glasses? 

Vision 
Difficulty 

0.8% 1.5% 

Is this person deaf or does he/she have 
serious difficulty hearing? 

Hearing 
Difficulty 

0.8% 1.0% 

TOTAL   6.0% 7.0% 

 

In summary, the existing body of research shows that women with disabilities require 

timely access to SRH information and care just like any other reproductive-age 

individual. However, the literature review reveals substantial disparities in this realm, 

despite a series of laws and regulations that have actively worked to reduce disparities 

for this population. While women with disabilities may exhibit many similar traits to their 

peers without disabilities, their access to SRH appears sub-par. This is especially 

concerning given the demonstrated differences we see in women with disabilities’ 

contraceptive options and utilization as well as the limited analysis of this population in 

Minnesota. Finally, there is a very wide range of disability rates among reproductive age 

women observed in the literature which requires examination of the differences across 

disability definitions in the various datasets used in the literature. 

 

Research Question 2: Disability Data Collection Methodologies in the Literature 

 

The twelve articles reviewed used one of four population-based surveys that collect 

data on both disability and reproductive health. These included the National Survey of 

Family Growth (NSFG), the Behavioral Risk Factor Surveillance System (BRFSS), the 

Medical Expenditure Panel Survey (MEPS) and the National Health Interview Survey 

(NHIS). Because each of these datasets have a different way of assessing disability and 
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a different data collection method, I reviewed data collection methodologies before 

discussing how these differences may have impacted findings.  

 

 Table 3. Primary Datasets Used in Systematic Literature Review Articles. 

 

Dataset # of articles utilizing this 

National Survey of Family Growth (NSFG) 7 

Medical Expenditure Panel Survey (MEPS) 2 

Behavioral Risk Factor Surveillance System (BRFSS) 1 

National Health Interview Survey (NHIS) 2 

 
National Survey of Family Growth (NSFG) 
The National Survey of Family Growth (NSFG) began in 1973 with periodic cycles of 

interviews/data collection and moved to continuous interviews/data collection in 2006 

(National Center for Health Statistics, 2016). Run by the Centers for Disease Control 

and Prevention’s (CDC) National Center for Health Statistics (NCHS), it collects detailed 

information from a nationally representative group of women 15 – 44 years of age 

regarding relationships & family, reproductive health, fertility, pregnancy, contraceptive 

behaviors and much more (National Center for Health Statistics, 2016). In more recent 

years, the survey has incorporated men as an independent sample and expanded the 

survey age from 15 – 49 (National Center for Health Statistics, 2016). Results from the 

survey are incorporated into health services, programming and other education efforts 

facilitated by the U.S. Department of Health & Human Services (HHS) (Centers for 

Disease Control & Prevention, n.d.).  

 

In collecting data, the NSFG employs a two-part survey: 1) survey participants are 

interviewed by a trained female interviewer in their home, and 2) survey participants 

engage in a self-conducted questionnaire addressing sensitive questions on a laptop. 

During the in-person interview, questions are asked verbally of the interviewee and 

responses are recorded by the interviewer on a laptop. During the digital questionnaire, 

the interviewee uses headphones to listen to questions and respond directly on the 

laptop (Wu et al., 2017). Previous studies have identified that this likely precludes the 

participation of individuals with more significant access needs for hearing and visual 

loss (Wu, McKee, Mckee, et al., 2017; McKee et al., 2012).  

 

Beginning in 2011, the NSFG incorporated a standard set of disability questions in line 

with the ACA’s Section 4302 mandate. The NSFG disability questions are very similar to 

those used in the ACS, reported in Table 3 above. The ACS adopted these 
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questions/language around disability in 2008 following a 2006 test of the original 

disability questions alongside the newly framed language. This process intended to 

bring the ACS into alignment with a more current model of disability, focused less on the 

presence of a limitation and more on overall impact to day-to-day life (US Census 

Bureau, 2017).  

 

We see this attempt to balance functional limitations, a medical model approach to 

disability, with activity- and environment-based limitations, a social model approach, in 

order to better represent disability populations in the data.  

 

In the NSFG, disability is identified from this series of 6 questions: 

1) Do you have serious difficulty hearing? (DEAF) 

2) Do you have serious difficulty seeing, even when wearing glasses? (BLIND) 
3) Because of a physical, mental, or emotional condition, do you have serious 

difficulty concentrating, remembering or making decisions? (DIFDECIDE) 
4) Do you have serious difficulty walking or climbing stairs? (DIFWALK) 
5) Do you have difficulty dressing or bathing? (DIFDRESS) 
6) Because of a physical, mental, or emotional condition, do you have difficulty 

doing errands alone such as visiting a doctor’s office or shopping? (DIFOUT)  
 
Respondents who replied yes to any of these questions were considered to have a 

disability (U.S. Department of Health & Human Services, n.d.).  

 

Interestingly, the NSFG was not included in the 2011 Disability Data in National Surveys 

report, which sought to build clarity on the types of large-scale data collected relative to 

disability (Livermore et al., 2011). 

 

The Behavioral Risk Factor Surveillance System (BRFSS) 
The Behavioral Risk Factor Surveillance System (BRFSS), facilitated by the Centers for 

Disease Control & Prevention (CDC), is a telephone survey conducted across all 50 

states (Washington, DC included) and three territories. Begun with 15 states including 

Minnesota in 1984, it collects state-based information on health conditions, health risk 

behaviors and access to preventive health services (Centers for Disease Control & 

Prevention, 2014). It includes a standard set of questions asked in all states as well as 

periodic optional modules that individual states can opt into. In Minnesota, BRFSS is 

implemented as a partnership through the CDC and the Minnesota Department of 

Health (MDH) (Minnesota Department of Health, n.d.). BRFSS data was conducted 

exclusively on landlines up until 2008 when cell phone survey capacity was added 

(Centers for Disease Control & Prevention, 2014).  

 

BRFSS began collecting information about disability in 2001 with a two-part question 

involving activity limitations and use of special equipment: 
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1) “Are you limited in any way in any activities because of physical, mental, or 

emotional problems?”  

2) “Do you now have any health problem that requires you to use special 

equipment, such as a cane, a wheelchair, a special bed, or a special telephone? 

(Stevens et al., 2016)” 

 

In 2013, BRFSS moved to the new Health and Human Services (HHS)-recommended 

disability question set, including all but one of the six questions while maintaining the 

original 2-part question. These additional disability questions included: 

3) “Are you blind or do you have serious difficulty seeing, even when wearing 

glasses?” 

4) “Because of a physical, mental, or emotional condition, do you have serious 

difficulty concentrating, remembering, or making decisions?”  

5) “Do you have serious difficulty walking or climbing stairs?”  

6) “Do you have difficulty dressing or bathing?”  

7) “Because of a physical, mental, or emotional condition, do you have difficulty 

doing errands alone, such as visiting a doctor’s office or shopping?”  

 

The omitted question (“Are you deaf or do you have serious difficulty hearing?”) was 

added in 2016 and the original two-part disability question was phased out. Stevens et 

al. (2016) suggest that the hearing disability question was likely withheld in 2013 due to 

the survey’s reliance on the telephone to gather survey data. However, BRFSS 

continues to be delivered exclusively via telephone (landline and cell), so it remains 

unclear why it was not initiated in 2013 as part of the full set of disability questions.  

 

Medical Expenditure Panel Survey (MEPS) 
Begun in 1996 and hosted by the Agency for Quality Healthcare and Research under 

the U.S. Department of Health & Human Services, the MEPS collects detailed 

individual/household information (all individuals in the household or an adult household 

member on behalf of the family) from a sample of the U.S. population on demographic 

variables, health conditions, health care access & use, sources of payment for care, 

satisfaction with care and more (Agency for Healthcare Quality and Research, 2019; 

Agency for Healthcare Research and Quality, n.d.-a). A nationally representative subset 

of families who participated in the National Health Interview Survey (NHIS) the year 

prior are interviewed for the MEPS household survey (Agency for Healthcare Quality 

and Research, 2019). Information collected from households is supplemented by survey 

data from those households’ medical providers (Agency for Healthcare Quality and 

Research, 2019). Another component of MEPS is a public and private sector employer 

survey collecting information about the health insurance those employers offer (Agency 

for Healthcare Quality and Research, 2019). The 1987 and 1996 iterations of this 

survey also included a supplemental component that collected data on some 
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institutionalized populations, though this has not been repeated since (Livermore et al., 

2011; National Medical Expenditure Survey, 1987: Institutional Population Component, 

Facility Use and Expenditure Data for Residents of Facilities for Persons with Mental 

Retardation [Research File 22r], n.d.).  

 

Medical Expenditure Panel Survey data is collected through a series of in-person 

interviews (approximately five) over the course of two and a half years (Agency for 

Healthcare Research and Quality, n.d.-a). Interviews are conducted by an interviewer in 

the home through a computer-assisted personal interviewing (CAPI) process with a 

laptop computer (Agency for Healthcare Research and Quality, n.d.-b). “Showcards” or 

paper copies of definitions/response categories are provided for some specific 

questions during the CAPI process. Periodically, a paper questionnaire (available in 

English and Spanish) is given to supplement questions asked by the interviewer 

(Agency for Healthcare Research and Quality, n.d.-c).  

 

Disability questions from the survey are representative of several key areas: 1) 

individual limitations, 2) the severity of those limitations and 3) impact to daily activities. 

These include: 

● Days of work missed due to illness, injury and/or emotional/mental problems 

● Detailed information about medical conditions precipitating missed work 

● Whether anyone in the household requires personal care assistance 

● Whether anyone in the household experiences physical limitations and how 

much difficulty 

● Whether anyone in the household experiences limitations related to going to 

work/school and/or doing housework 

● Whether anyone in the household experiences limitations to participating in 

social activities and if so, whether that is related to a physical or mental health 

problem 

● Whether anyone in the household uses contacts or glasses, if difficulty seeing is 

still experienced with them and/or if a member is blind 

● Whether anyone in the household uses hearing aids and if difficulty hearing is 

still experienced with these, the severity of the difficulty and/or if a member is 

deaf 

● Whether anyone in the household experiences memory loss, confusion or 

decision-making challenges that impact daily activities 

● Detailed information about other kinds of conditions, such as diabetes, asthma, 

heart conditions, joint pain, arthritis and more (Livermore et al., 2011).   

 

MEPS describes its disability variables as “a subjective assessment of inability to carry 

out work, family, or other social roles that individuals are generally expected to be able 
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to do because of limitations in physical or mental functioning caused by impairments, or 

physical or mental health conditions (Agency for Healthcare Research and Quality, n.d.-

d).  

 

National Health Interview Survey (NHIS) 
Begun in 1957 and managed by the National Center for Health Statistics since 1960, 

the NHIS collects detailed health information from a cross-sectional sample of all 50 

states and Washington, DC (National Center for Health Statistics, 2019). The NHIS is 

able to provide insight on some state and regional metrics, but access to this data is 

limited. In 1994 and 1995, the NHIS implemented a detailed disability questionnaire (the 

National Health Interview Survey on Disability, NHIS-D) in addition to the general NHIS 

survey (Livermore et al., 2011). This version of the survey intended to find a sufficiently 

nuanced disability definition that incorporated various models or measurements of 

disability (Livermore et al., 2011).   

 

Through a detailed in-home interview in which interviewee responses are recorded on a 

laptop, the NHIS collects several layers of information that can inform our understanding 

of disability (National Center for Health Statistics, 2019). These include whether 

respondents: 

● Experience work or play limitations 

● Currently or have previously accessed special education or early intervention 

● Experience specific conditions, such as hearing, vision or physical mobility,  

whether the conditions cause limitations in accessing activities, and whether 

assistive equipment is required 

● Experience difficulty with a series of physical activities without 

assistance/equipment and what conditions cause these difficulties/how long the 

respondent has had the condition 

● Experience difficulty with memory or confusion 

● Have experienced feeling nervous, fidgety, hopeless in the past 30 days and 

whether this impacted daily activities (Livermore et al., 2011; National Center for 

Health Statistics, 2019).  

 

The NHIS has also worked to incorporate a standard set of disability questions, which 

were included starting with the 2010 survey.  

 

Each survey represents a valuable opportunity to gather information regarding disability 

and SRH, though all seem to be doing this in varied ways. The discussion section below 

explores the outcomes of these surveys in more depth.  
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Discussion 

 

Following the systematic literature review, the review of Minnesota health disparities 

reports and a deeper look at the population-based datasets utilized, key areas of insight 

emerged.  

 

Women with Disabilities have Similar Reproductive Health Needs and Interests, 
but Disparities in SRH are Evident 
 

As part of the systematic literature review, we saw that women with disabilities exhibited 

similar needs to women without disabilities when it came to sexual and reproductive 

health care. Research showed that women with disabilities of reproductive age reported 

similar desires to get pregnant (Bloom et al., 2017), similar sexual activity rates (Haynes 

et al., 2018) and were more likely to have insurance coverage than similarly aged 

women without disabilities. Even so, results indicated persistent disparities for this 

population, particularly if individuals had multiple marginalized backgrounds. What’s 

more, there are some specific limitations in the data that could be resulting in an 

underestimation of the disability population further complicating our understanding of 

the disparities. More details on the data limitations are discussed below.   

 

Different Surveys Appear to Yield Different Disability Estimates 
 

In the results section, Table 1 lists disability estimates reported from any of the twelve 

systematic literature review articles that provided an estimate using their analysis 

sample. Interestingly, there was a wide range in disability estimates among 

reproductive-age women, running from 9.3% (in a study focused on sensory & physical 

disabilities) to as high as 17.8%. As mentioned above, some of the differences in 

estimates are clearly due to whether or not the study included cognitive disabilities. 

However, there were still differences in estimates that cannot be explained by 

differences in the disability inclusion criteria. Thus, below I discuss that the differences 

may be due to differences in the survey questions utilized, the interview methodologies 

implemented, and the sampling frame.  

 

Disability Survey Questions 
Stevens et al. (2016) states that “... disability is a complex, multidimensional concept 

that is difficult to fully assess with few questions on a survey. As a result, several 

questions have been used in large-scale population-based surveys that identify different 

aspects of disability and therefore yield different estimates. These differences are partly 

due to inconsistent measurement of disability, but also to variation in survey methods 

(eg, mode of data collection, sampling frame and design)” (p. 5). 
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Recognizing these challenges, Chevarley et al. (2009) conducted research on the 

disability metrics obtained from several large-scale datasets in order to “harmonize” 

disability definitions for the Agency for Healthcare Research and Quality’s National 

Disparities and Quality Reports (NHDR/QR). Chevarley et al. (2009) identified that one 

of the more broadly recognized and well-established disability definitions is the 

International Classification of Functioning, Disability, and Health (ICF), which ultimately 

formed the basis for the six baseline disability questions mandated by Section 4302 of 

the ACA. Key elements of this definition include:  

1. Body Functions & Structures 

2. Activities & Participation 

3. Environmental Factors 

4. Personal Factors 

 

Chevarley et al. (2009) add that MEPS, NHIS and ACS based elements of their 

disability questions on the Activities & Participation component of the ICF disability 

definition. We also know that the NSFG and BRFSS use the six-part question series 

inspired by the ICF/mandated by the ACA while MEPS and NHIS’ questions included a 

series of questions beginning with individual problems/limitations and then going into 

scales of difficulty with completing a variety of activities. It’s surprising to know that the 

definitions/questions utilized for MEPS, NHIS, ACS, NSFG and BRFSS have such 

variation and yet, all questions have origins in the ICF definition.  

 

In the issue context section, we explored two common models used to interpret 

disability – the social and medical models as well as the ICF’s attempt to blend these in 

what is called the “biopsychosocial model.” Looking at the “Body Functions & 

Structures” category of the ICF, there is a centering on the individual’s body and what it 

can and cannot do relative to the “norm.” In effect, this is a medical model category. 

However, the “Activities & Participation” category begins to show how an individual’s 

functions (or functional limitations) line up with a standard set of activities that most 

adults participate in. The functional limitation portion of this reads as more medical while 

the participation component begins to shift to a social modeling of disability. Finally, the 

“Environmental Factors” and “Personal Factors” expand on the broader social contexts 

that are influencing participation and engagement and are more firmly rooted in social 

models (World Health Organization Geneva, 2002).  

 

Looking at the standard set of six disability questions mandated by Section 4302 of the 

ACA for disability data collection, it becomes clear that these six questions are just that, 

a baseline. While this mandate represented an important step in building standard 

disability definitions across datasets, the Disability Rights Education Defense Fund 

(DREDF) suggests that individuals with cognitive, emotional and learning disabilities 
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may be missed in the ACA’s current disability definition (Kaye, 2011). In fact, Wu et al. 

(2017) opted to avoid cognitive disability altogether in their research due to concerns 

that the questions did not reliably determine a cognitive disability without a follow-up 

question verifying a diagnosis or testing that revealed this kind of disability.  

 

Another challenge involving the labeling of disability is that some disabilities and 

conditions are mitigated through assistive technologies, specific accommodations and 

broader inclusive design. As discussed previously, the term “disability” emerges from a 

complicated intersection between an individual and the various environments they 

interact with that can create disabling factors or barriers. This could also reduce an 

individual’s likelihood of identifying as having a disability. For instance, “deaf or serious 

difficulty hearing” can lump individuals who are culturally Deaf and use sign language to 

communicate in the same category as individuals who experience other forms of 

hearing loss due to age, injury, overuse, etc. that may personally be perceived as a 

hindrance, but not necessarily a disability requiring disability-related interventions. To 

make things even more complicated, Deaf individuals who grow up in Deaf families and 

interact primarily in Deaf environments might not relate to the conceptual underpinnings 

of some survey language, given that their barriers are mitigated through full 

communication access in sign language. Darney et al. comment on the particularly 

complicated nature of this, saying “Conceptually, disability is a complex interplay of 

body structures, functions, activities, and participation as impacted by contextual factors 

(World Health Organization, 2001). Diagnoses alone cannot provide information about 

restrictions in functioning or participation and are an imperfect means of attempting to 

identify disability.” 

 

Survey Interview Methodologies 
Interview methodology could have also affected the estimates of disability rates (Mosher 

et al., 2017). The disclosure of a disability can be a deeply personal and vulnerable 

experience, particularly if they have experienced any layers of discrimination in school, 

in jobs and in other community activities. Thus, interviewees may be more reluctant to 

disclose disability-related details over the phone vs. in-person. Moreover, if the survey 

interviewers do not identify as disabled or appear nondisabled, it could be more difficult 

to establish rapport and gain accurate information about disability. Similarly, if the 

survey interviewer is the opposite sex of the interviewee, disclosure of disabilities may 

also be lower.  

 

We also know that some disability populations are wholly excluded from surveys due to 

accessibility needs that are in conflict with broadly established interview methods. Wu et 

al. (2017) called specific attention to issues with the NSFG interview methodology in 

which requirements to wear headphones and respond to questions on a laptop 

prevented deaf/hard of hearing and blind/low-vision individuals from participating 
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(National Survey of Family Growth Staff Member, personal communication, June 21, 

2016). Current practices for interviews, at least for the NSFG, suggest that no individual 

other than the interviewer is permitted into the home, meaning that use of a sign 

language interpreter would not be possible to support communication access for Deaf 

households. In other instances, cards used to add contextual understanding of certain 

questions would not be useful for non-visual interviewees or individuals with reading 

disorders.  

 

Survey Sampling Frames 
Finally, because institutionalized populations are not included in most population-based 

datasets, many individuals with disabilities may be missed in these data. In Minnesota, 

where a group home of four or more individuals with disabilities is recognized as a 

congregate “institutional” setting, this means that more than 10,000 individuals with 

developmental disabilities are automatically excluded from the data (C. Wieck, personal 

communication, February 11, 2019). Additionally, an estimated 1300 individuals with 

developmental disabilities are living in nursing homes and another 1300 are living in 

intermediate care facilities that are excluded from the data (C. Wieck, personal 

communication, February 11, 2019). Incarcerated populations are also typically 

excluded from these survey data. With estimates suggesting up to 40% of inmates may 

have at least one disability, this represents a sizable disability population that is 

overlooked (Chanen, 2016).  

  

Minnesota Data on Disability and SRH Remains Limited Post-ACA  
 

Though there are some persistent data collection limitations regarding national data on 

disability and SRH, there is at least some data and we can credit the ACA and other 

contextual factors for moving the needle on this. However, detailed documentation of 

reproductive health experiences for Minnesota women with disabilities remains 

anecdotal at best, and often compiled with a focus on sexual abuse and assault, not on 

access to and utilization of sexual and reproductive health services. The analysis of 

Minnesota health disparities reports emerging over the last ten years revealed very little 

information about disability, let alone its impact on SRH outcomes, suggesting a series 

of missed opportunities to better understand SRH access. While this collection of data 

on sexual assault rates is undoubtedly important, a full understanding of the issues 

women with disabilities face (and potential policy solutions) appear elusive in the 

absence of state-based data regarding SRH access and utilization. 

 

This tells us the ACA represents a strong step, but not the final step in addressing data 

collection methodologies and disability criteria that are consistent and inclusive, leading 

to a more reliable body of research in this area. In Minnesota, surveys have not 

specifically collected information regarding both disability and SRH access. Though 
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BRFSS has previously included an optional component on SRH, Minnesota did not 

participate in this. As part of the literature review, we saw that women with disabilities 

exhibited interests and needs for sexual and reproductive health access that were 

similar to women without disabilities, including similar desires to get pregnant (Bloom et 

al., 2017), similar sexual activity rates (Haynes et al., 2018) and a greater likelihood of 

having insurance coverage than similarly aged women without disabilities. However, the 

literature review also revealed that research methodologies and ambiguity around 

disability definitions are hindering a strong base of knowledge regarding the SRH 

experiences of women with disabilities at state and national levels. Without knowing the 

full picture of these experiences, solutions for resolving health disparities faced by 

women with disabilities will continue to evade policymakers.  

 

Recommended Next Steps/Policy Changes 
 

Given our current understanding of barriers that exist for women with disabilities in 

accessing SRH at the national level and the limitations that persist in understanding the 

current landscape in Minnesota, this paper proposes a series of next steps and potential 

policy changes that could push the needle in gathering more robust data and beginning 

to meaningfully attain reproductive justice for Minnesota women with disabilities.  

 

Build a better understanding of disability & reproductive health in Minnesota 
through the intentional incorporation of disability in existing channels of research 
 

In the 2013 BRFSS survey, seven states opted to include an addendum on reproductive 

health with twelve reproductive health questions asked of female respondents in 

addition to the standard set of BRFSS questions. Minnesota should explore future 

opportunities to include something similar as it would facilitate state-based information 

on both disability status and elements of SRH access. Doing so in this way would 

require less investment of time and resources by adding onto an already established 

and trusted survey (Haynes et al., 2018).  

 

In 1987 and 1996, the MEPS survey took a similar approach, incorporating an 

institutionalized population supplemental component in the survey (National Medical 

Expenditure Survey, 1987: Institutional Population Component, Facility Use and 

Expenditure Data for Residents of Facilities for Persons with Mental Retardation 

[Research File 22r], n.d.) (Livermore et al., 2011). This was notable given that 

institutionalized populations have historically been systematically excluded from 

population-based surveys, further obfuscating our understanding of disability with 

regard to a variety of topics. Minnesota should explore whether an institutionalized 

component would be viable at a regional/multi-state level via MEPS. It appears state-



28 

level estimates can be a challenge for small sample sizes, so it would be valuable to 

understand capacity for a regional collection effort.  

 

Incorporate deeper representation of disability in state health equity goals, 
priorities and data collection efforts. 
 

I reviewed ten Minnesota health disparities reports between 2012 and 2019, finding that 

general SRH information was limited and the intersection of disability with SRH access 

was virtually nonexistent. Given the ACA’s mandate to collect information on disability 

access in healthcare environments, it would be valuable to review whether Minnesota is 

in line with federal recommendations and to consider building pathways to gather more 

meaningful information on disability in future health disparities reports.  

 

Identify new opportunities to collect state & local information on confluence of 
disability and reproductive health 
 

As discussed, little can be done in the way of policy measures and targeted 

interventions until there is more state-based ownership over this issue and how it 

emerges in the lives of Minnesotans. Potential state committees & task forces that 

appear to share alignment with SRH access and disability and thus may be able to 

engage in more meaningful grant work and information-gathering include (but are not 

limited to): 

○ Maternal & Child Health Advisory Task Force (MCHATF) 

○ Commission of Deaf, DeafBlind and Hard of Hearing Minnesotans 

○ Deaf and Hard of Hearing Services Advisory Committees 

○ Health Services Advisory Council 

○ Medicaid Services Advisory Committee 

○ Minnesota Health Care Financing Task Force 

○ Special Needs BasicCare (SNBC) Advisory Committee 

○ State Advisory Council on Mental Health 

○ Minnesota State Quality Council 

○ Minnesota Council on Disability 

○ Minnesota Governor’s Council on Developmental Disability 

○ Minnesota Statewide Independent Living Council 

 

Though the intersection of SRH access and disability can appear niche at first glance, it 

is an area of huge potential growth for Minnesota and the myriad of committees that 

make up its governance. Establishing a baseline understanding of the intersection of 

SRH access and disability in the state of Minnesota will open opportunities to more 

effectively address health equity in communities that are disproportionately impacted by 
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disability – those of color, with limited education opportunities, limited financial 

resources, and more.  

 

Consider new framework for addressing disability disparities in reproductive 

health that incorporates progressive and intersectional disability models  

 

The Minnesota Department of Health’s 2019 Health Equity Summit report mentions the 

need to move from a medical model of disability to a social model, particularly in health 

care environments. It references the benefits of trauma-informed care in advancing 

health equity and suggests that there needs to be better means of including the 

perspectives of Deaf/Hard of Hearing and disability communities. This represents a 

positive step in shifting Minnesota’s understanding of disability and how it interacts with 

health care environments (Minnesota Department of Health Center for Health Equity, 

2019) and puts Minnesota more in line with the ICF definitions of disability. Further, this 

puts Minnesota in a position to begin moving from a perspective of accessing care to 

utilizing care. In other words, moving from disability and SRH access to disability and 

SRH justice.  

 

Develop best practices for survey tools that automatically incorporate 

accessibility measures when needed 

 

As demonstrated earlier in this paper, a number of women with disabilities are 

automatically excluded due to data collection methodologies that fail to take access 

measures into consideration. Trained interpreters should be permitted to support 

communication access in one-on-one survey interviews, screenreader technology 

should be made available so that low-vision/blind users can complete computer-based 

surveys and more. The state of Minnesota has many leading experts on access 

measures. Accessibility practitioners and researchers need to come together in 

developing methodologies so that the data is more effectively collected. Though there 

may be substantial barriers to making this happen on a national level, Minnesota is well-

positioned to take leadership at the state level.  

 

Conclusion 

 

Persistent research-related challenges can prevent a more robust understanding of 

women with disabilities and their experiences with SRH, making it difficult to identify 

policy-based solutions that can further their access to necessary programs and 

services. Though the ACA represents a step towards addressing long-standing gaps in 

health care, further research is necessary to ensure the ACA’s provisions are 

meaningful for women with disabilities and their access to SRH. Future research may 
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be further served by understanding the views of sexual & reproductive health care 

providers in supporting women with disabilities as well as the types of medical training 

and curriculum that support knowledge and understanding of women with disabilities 

and their experiences. Given the limitations of the National Survey of Family Growth 

(NSFG), comprehensive efforts need to be made in gathering information that is fully 

representative of all women with disabilities, including those who require specific 

accommodations to access information as well as those who are living in residential 

settings.   
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Research Study Disability Definition/Questions Results 

 
Bloom et al., 2017. 
“Fertility Desires and 
Intentions Among U.S. 
Women by Disability 
Status: Findings From 
the 2011-2013 National 
Survey of Family Growth” 

 
NSFG’s six disability-related questions 
(serious difficulty hearing; seeing; 
concentrating, remembering or making 
decisions; walking or climbing stairs; difficulty 
dressing or bathing; difficulty doing errands 
alone such as visiting a doctor’s office or 
shopping) 

The desire to have a baby was similar for women with 
and without disabilities (61% vs 60%). However, 
women without disabilities were significantly more 
likely to intend to have a baby than women with 
disabilities (50% vs. 43%).  

 

Disability or not, women expressed a desire for more 
children they planned to have, but women with 
disabilities had a larger gap between desire and 
intention.  

 
Mosher et al., 2017. 
“Disparities in Receipt of 
Family Planning Services 
by Disability Status: New 
Estimates From the 
National Survey of Family 
Growth” 

NSFG’s six disability-related questions 
(serious difficulty hearing; seeing; 
concentrating, remembering or making 
decisions; walking or climbing stairs; difficulty 
dressing or bathing; difficulty doing errands 
alone such as visiting a doctor’s office or 
shopping) 

Specific sub-groups (women 25-44 years of age, 
unmarried women, women who had one or more prior 
births, non-hispanic Black women, women of lower 
socioeconomic status) experienced substantial 
disparities in receiving family planning services. These 
groups also demonstrated higher risk for unintended 
pregnancy. 
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Mosher et al., 2018. 
“Contraceptive use by 
disability status: new 
national estimates from 
the NSFG” 

NSFG’s six disability-related questions 
(serious difficulty hearing; seeing; 
concentrating, remembering or making 
decisions; walking or climbing stairs; difficulty 
dressing or bathing; difficulty doing errands 
alone such as visiting a doctor’s office or 
shopping) 

Women with disabilities more likely to use female 
sterilization than women without disabilities (30.2% vs. 
18.8%), especially for age ranges 25-34 (29.4% vs. 
15.9%) and 35-44 (52.8% vs. 34.4%). Sterilization 
rates differed based on disability – women with 
cognitive disabilities not significantly different from 
women without disabilities (22.8% vs. 18.8%) while 
sterilization rates for women with both physical and 
cognitive disabilities was significantly higher than 
women without disabilities (35-44: 71% vs. 34%; 25-
34: 29.4% vs. 15.9%). Sterilization was more likely to 
be a contraceptive method for black women with 
disabilities than black women without disabilities (41% 
vs. 23%).   
 
Other contraception differences included: 

• Women 25-34 significantly less likely to use the 
pill as a form of contraception than women 
without disabilities.  

• 14.1% of women with disabilities not using any 
contraceptive method versus 9.5% of women 
without disabilities. (Analysis by each age 
category found the difference to be significant 
for all categories except for 35-44). 

• Women with cognitive disabilities age 15-24 
significantly more likely not to use 
contraception than their peers without 
disabilities (20.4% vs. 10.6%).  
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Haynes et al., 2018.  
“Contraceptive use at last 
intercourse among 
reproductive-aged 
women with disabilities: 
an analysis of population-
based data from seven 
states” 

BRFSS’ five  disability-related questions 
included blind/difficulty seeing, serious 
difficulty with mobility, difficulty with self-care, 
difficulty doing errands alone such as visiting 
doctor’s office or shopping. Hearing difficulty 
information was not collected until the 2016 
iteration of BRFSS.   

Similar rates of sexual activity for women with 
disabilities and women without disabilities, but 
unmarried, younger, nulliparous women with 
disabilities had lower rates of contraceptive use 
compared with peers without disabilities. Other 
contraceptive use differences: 

• Male or female permanent contraception used 
by women with disabilities more than women 
without disabilities (29.6% vs. 23.1%).  

• Women with cognitive or independent living 
disabilities used “moderately effective 
contraception” (ring, oral, injection, or patch) 
less often than women without disabilities. 

• Women with mobility, self-care and 
independent living disabilities more likely to 
use permanent contraceptive methods than 
peers without disabilities. 

• At last intercourse, women with disabilities and 
women without disabilities reported similar 
disuse of contraceptive method (approximately 
30%). 
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Wu et al., 2017.  
“Use of Reversible 
Contraceptive Methods 
Among U.S. Women with 
Physical or Sensory 
Disabilities” 

NSFG’s six disability-related questions 
(serious difficulty hearing; seeing; 
concentrating, remembering or making 
decisions; walking or climbing stairs; difficulty 
dressing or bathing; difficulty doing errands 
alone such as visiting a doctor’s office or 
shopping) 

• 39% of women with disabilities at risk for 
unplanned pregnancy. Yet, women with 
disabilities were more likely than women 
without disabilities to have been counseled not 
to get pregnant, but more likely to have given 
birth than women without disabilities.  

• Women with disabilities were more likely to be 
eligible for highly effective methods of 
contraception, but 40% less likely use 
moderately and highly effective forms of 
contraception than women without disabilities. 

• Other demographic variables significantly 
impacted contraceptive method decisions, 
including age, race and health coverage for 
women with disabilities. Those aged 35-44, 
black women, and/or underinsured/uninsured 
women were all less likely to be using 
moderate and highly effective contraceptive 
methods.   

 
Wu et al., 2017.  
“Female sterilization is 
more common among 
women with physical 
and/or sensory 
disabilities than women 
without disabilities in the 
United States” 

NSFG’s six disability-related questions 
(serious difficulty hearing; seeing; 
concentrating, remembering or making 
decisions; walking or climbing stairs; difficulty 
dressing or bathing; difficulty doing errands 
alone such as visiting a doctor’s office or 
shopping) 

• 28.2% of women with disabilities in the sample 
were sterilized; with the 35-44 age category 
showing the highest percentages of 
sterilization and women with physical and/or 
sensory disabilities more likely to be sterilized.   

• Women with disabilities less likely than women 
without disabilities to use long-acting reversible 
contraceptive (LARC) methods (5.4% vs. 
9.3%). 

• Sterilization was more likely for women with 
less education and those on Medicaid (41% 
more likely than women on private insurance).  
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Horner-Johnson et al., 
2016.  
“Pregnancy among U.S. 
women: Differences by 
presence, type, and 
complexity of disability” 
 
 

Disability was recognized as limitations in 
physical function (movement), vision & 
hearing (sensory), cognition (cognitive) and 
emotional functioning. Emotional functioning 
was not included since MEPS questions did 
not include this.  

• Women with and without disabilities reported 
similar rates of pregnancy. Women with 
disabilities related to seeing, hearing, 
movement and cognition reported similar rates 
of pregnancy to women without disabilities 
while women with multiple disabilities or 
complex limitations were significantly less likely 
to have reported a pregnancy.  

• 69.1% of women reporting disabilities (difficulty 
in specific areas) were considered to have a 
complex limitation.  

 

 
Shandra et al., 2014.  
“Planning for 
motherhood: fertility 
attitudes, desires and 
intentions among women 
with disabilities” 
 

Difficulty with activities (learning, 
communicating, walking, 
carrying, feeding, dressing, toileting, bathing, 
reading, and involvement in family or 
community life) due to physical, mental, or 
emotional problems.  
 
 

• Both women with and without disabilities 
reported similar values/attitudes toward 
motherhood in terms of rewards, happiness, 
and concern about not having children. 

• Desire to have a child and intention to have 
child were similar for women with and without 
disabilities who’d not yet had a child. Women 
with disabilities, however, expressed concern 
about ability to have a child despite their 
intention to do so. 

• Mothers with disabilities were significantly 
more likely than mothers without disabilities to 
want another child, but significantly less likely 
than mothers without disabilities to intend to 
have a child.  
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Iezzoni et al., 2014a.  
“General Health, Health 
Conditions, and Current 
Pregnancy Among U.S. 
Women with and without 
Chronic Physical 
Disabilities” 
 

Chronic Physical Disability (CPD) was 
determined as a result of physical activity 
limitations due to a physical, mental or 
emotional problem or illness (excluding 
pregnancy) Weights were assigned to 
specific physical activity functions and then 
multiplied by the difficulty score to determine 
severity level of the disability.  

• Rates of pregnancy: 3.8% of women without 
disabilities versus 2.0% of women with CPD.  

• Pregnant women with and without CPD 
reported being healthier than their non-
pregnant peers, but pregnant women with CPD 
reported being in fair or poor health 
significantly more often than pregnant women 
without disabilities (29.1% vs. 3.2%).  

• Pregnant women with CPD reported 2 or more 
health conditions in nearly half of all cases. 
 
  

 

 
Iezzoni et al., 2014b.  
“Conditions causing 
disability and current 
pregnancy among US 
women with chronic 
physical disabilities” 

Chronic Physical Disability (CPD) was 
determined as a result of physical activity 
limitations due to a physical, mental or 
emotional problem or illness (excluding 
pregnancy) Weights were assigned to 
specific physical activity functions and then 
multiplied by the difficulty score to determine 
severity level of the disability.  

• 2% of women with chronic physical disability 
(CPD) reported being currently pregnant. As 
the severity of the CPD rose (as indicated by 
the number of times a respondent indicated 
difficulty completing activities), pregnancy rates 
declined.  

• Back/neck problems, musculoskeletal 
problems and arthritis were common causes of 
CPD in women, pregnant or not.  

• 20.8% of all women with CPD reported 2 
causes; 12.7% of women with CPD reported 3 
causes. The common causes of CPD did not 
significantly alter the likelihood of women with 
CPD being pregnant.  
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Iezzoni et al., 2013.  
“Prevalence of current 
pregnancy among US 
women with and without 
chronic physical 
disabilities” 

Chronic Physical Disability (CPD) was 
determined as a result of physical activity 
limitations due to a physical, mental or 
emotional problem or illness (excluding 
pregnancy) Weights were assigned to 
specific physical activity functions and then 
multiplied by the difficulty score to determine 
severity level of the disability.  

• 12.7% of reproductive-age (18 – 49) women 
reported a chronic physical disability (CPD). 

• 3.8% of reproductive-age women without 
disability reported current pregnancy while 
2.0% of reproductive-age women with 
disabilities reported current pregnancy. 
 

• Women with CPD were more likely to: 
o Be older 
o Be Black 
o Be divorced/separated 
o Have less than a high school education 
o Be less likely to have higher education 
o Less likely to have children in their home 
o Less likely to be employed 
o More likely to have lower income 
o More likely to have health insurance 
o More likely to have a repeat source of care 
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Table 5. Results of Minnesota State Health Disparities Reports 
 

 
Zhang et al., 2019. 
“Fecundity and Infertility 
Among Women With 
Disabilities in the United 
States” 

NSFG’s six disability-related questions 
(serious difficulty hearing; seeing; 
concentrating, remembering or making 
decisions; walking or climbing stairs; difficulty 
dressing or bathing; difficulty doing errands 
alone such as visiting a doctor’s office or 
shopping) 
 
Those who expressed difficulty with self-care 
or doing errands such as visiting doctor’s 
office or shopping were not recognized as 
having a disability. All other respondents 
were categorized according to sensory, 
cognitive and physical disabilities.  

• Women with cognitive disabilities had significantly 
lower fecundity rates than women without disabilities. 
However, there was no significant difference in 
fecundity between women with sensory and physical 
disabilities and women without disabilities.  
• Infertility (no pregnancy after 12 months of 
attempting to get pregnant) rates was elevated for 
women with disabilities (47% with sensory disability, 
51% with cognitive disability and 46% with physical 
disability) versus women without disabilities (38%).  
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Year Report Results 

2012 Healthy Minnesota 
2020 Statewide Health 
Improvement 
Framework 

 

Briefly references disability as a function of disease and injury and also talks about the 
social isolation of people with disabilities, particularly disabled youth, and the need for 
post-high school and college transition support. Core indicators on prenatal care and 
breastfeeding focus exclusively on race/ethnicity and do not include disability as an 
intersecting factor. 

2014 Advancing Health 
Equity in Minnesota: 
Report to the 
Legislature 

 

References structural and compound inequities such as mental illness and disability 
that could further exacerbate barriers to health, but go no further in addressing this. 
Other than brief references to sexually transmitted infections (STIs), there is limited 
overall discussion of SRH. 
 

 

2016 Minnesota Department 
of Health’s Community 
Engagement Plan: 
2016-2019 

Addresses health equity and the need to incorporate the cultural wisdom of 
communities in Minnesota, but makes no mention of disability. A community 
engagement plan post-2019 could not be located. 
 

2016 Local Health 
Department Practices 
to Advance Health 
Equity: Final Report 
and  Recommendations 
from the SCHSAC 
Advancing Health 
Equity Workgroup 

Provides a detailed definition of health equity for the state of Minnesota and briefly 
References disability twice as a group that can be disproportionately impacted by 
structural barriers to health. The report also mentions that curb cuts put in place for 
wheelchairs can benefit others as a design mechanism. 
 

 

2016 
– 
2017 

Minnesota Department 
of Health (MDH) 
Strategic Plan: Annual 
Report (2016) and 
Work Plan (2017) 
 

Did not include people with disabilities as a population experiencing disparities and did 
not incorporate disability in any health equity goals. 
 

2017 Minnesota Statewide 
Health Assessment 
 

Reported broad summary statistics regarding disability and included some basic 
information on disability related children, aging, relationships/social isolation, 
employment and education. Sections on sexuality, access to health insurance, access 
to health care, and access to prenatal care made no mention of disability. There was 
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one mention of individuals with disabilities being more likely to skip a doctor’s 
appointment due to cost.  
 

2017 Health Equity of Care 
Report: Stratification of 
Health Care 
Performance Results in 
Minnesota by Race, 
Hispanic Ethnicity, 
Preferred Language & 
Country of Origin 

 

No mention of disability in its health care outcome analyses. 
 

2018 Healthy Minnesota 
2022 Statewide Health 
Improvement 
Framework  
 

This report used the results of the 2017 Minnesota Statewide Health Assessment 
(referenced above) to articulate three key priorities. Disability is referenced as a 
population experiencing inequities and structural barriers to health. The framework 
also indicates that marginalized groups are more likely to experience disability. 
However, the report provides fairly broad details on how the unique needs of 
marginalized groups will effectively be addressed and suggests that different focus 
areas will be selected each year.  

2019 Eliminating Health 
Disparities Initiative: 
Fiscal Years 2015 to 
2018 

This report to the Minnesota legislature included no reference to disability, despite 
detailed information about sexual health outcomes.  
 

 

2019 2019 Health Equity 
Summit  
 

This report references the need to move from a medical model of disability to a social 
model, particularly in health care environments. It references the benefits of trauma-
informed care in advancing health equity. It also suggests that there needs to be 
better means of including the perspectives of Deaf/Hard of Hearing and disability 
communities. The report reads as more of a vision statement for health equity than 
specific targets or timelines. 
 

 

 

 



12 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 


