Pregnancy Intendedness by Maternal Disability Status

and Type in the United States

CONTEXT: Societal views about sexuality and parenting among people with disabilities may limit these individuals’
access to sex education and the full range of reproductive health services, and put them at increased risk for
unintended pregnancies. To date, however, no national population-based studies have examined pregnancy

intendedness among U.S. women with disabilities.

METHODS: Cross-sectional analyses of data from the 2011-2013 and 2013-2015 waves of the National Survey of
Family Growth were conducted; the sample included 5,861 pregnancies reported by 3,089 women. The proportion of
pregnancies described as unintended was calculated for women with any type of disability, women with each of five
types of disabilities and women with no disabilities. Multivariate logistic regression analyses were conducted to exam-
ine the relationship of disability status and type with pregnancy intendedness while adjusting for covariates.

RESULTS: A higher proportion of pregnancies were unintended among women with disabilities than among women
without disabilities (53% vs. 36%). Women with independent living disability had the highest proportion of unintended
pregnancies (62%). In regression analyses, the odds that a pregnancy was unintended were greater among women
with any type of disability than among women without disabilities (odds ratio, 1.4), and were also elevated among
women with hearing disability, cognitive disability or independent living disability (1.5-1.9).

CONCLUSIONS: Further research is needed to understand differences in unintended pregnancy by type and extent of
disability. People with disabilities should be fully included in sex education, and their routine care should incorporate

discussion of reproductive planning.
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Pregnancy intentions of women with disabilities have only
recently been considered in the literature. Two population-
based studies, published in 2014 and 2017, found that
women with disabilities were as likely to want a baby as
women without disabilities."> However, women with dis-
abilities were less likely to report actual intentions to have a
baby in the future, and were less certain about their child-
bearing intentions, than women without disabilities.'?
Some of the uncertainty expressed by such women may be
related to the long history of discrimination experienced by
people with disabilities regarding their rights to have con-
sensual sex and become parents.>* Even today, persistent
perceptions that people with disabilities cannot or should
not have children remain.>®

Societal views about sexuality and reproduction among
people with disabilities may limit these individuals’ access
to sex education and to the full range of reproductive health
services. Compared with women who do not have disabil-
ities, women with disabilities are less knowledgeable about
contraception,’™ less likely to receive family planning ser-
vices'® and less likely to use long-acting reversible contra-
ceptives (IUDs or the implant)!! and oral contraceptive
pills."? These findings suggest that women with disabil-
ities may be at increased risk for unintended pregnancies.
Analyses of two different national data sets found that after
adjustment for social and demographic characteristics,
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women with disabilities were as likely to get pregnant as
women without disabilities.">!'* However, in those data sets,
no information was available on whether the pregnancies
were intended or unintended.

Pregnancy intentions are dynamic and nonbinary,
which presents ongoing measurement challenges for
researchers.”!® For the purposes of this article, and consis-

1719 we use the term

tent with epidemiological conventions,
“unintended” to refer to pregnancies that were not wanted
at all or that were wanted later than the time at which they
occurred. In the general population, women with unin-
tended pregnancies are less likely to receive timely prenatal
care and engage in healthy behaviors during pregnancy,
and are more likely to have preeclampsia, preterm birth
and low-birth-weight infants, than women with intended
pregnancies.’®** Moreover, unintended pregnancies have
substantial effects on women’s physical and mental health
during and after pregnancy, including worsening of preex-
isting conditions.** Thus, unintended pregnancies could be
especially challenging for women with disabilities, many of
whom already have complex health care needs.”” Women
with disabilities are at increased risk for pregnancy compli-
cations, postpartum depression, perinatal hospitalization
and other adverse outcomes,* all of which could be exac-
erbated when pregnancies are unintended. It is therefore
important to understand the intendedness of pregnancies
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among women with disabilities to inform efforts to opti-
mize the timing of their pregnancies and to maximize the
health and well-being of these women and their infants.

One previous study using data from a single state found
that women with disabilities were significantly less likely to
describe their pregnancies as intended than those without
disabilities.?” However, no national population-based
studies have examined pregnancy intendedness among
US. women with disabilities. Further, women with dif-
ferent types of disabilities (e.g., hearing, vision, cognitive,
physical) may not encounter the same barriers to obtain-
ing reproductive health care and information, and thus
may be at differential risk for unintended pregnancy; yet,
no studies have examined whether and how the propor-
tion of pregnancies that are unintended varies by disabil-
ity type. To address these gaps, we examined associations
between the presence and type of disability and pregnancy
intention. We hypothesized that a higher proportion of
pregnancies among women with disabilities than among
women without disabilities would be unintended.

METHODS
Data
We conducted cross-sectional analyses of data from the
2011-2013 and 2013-2015 waves of the National Survey
of Family Growth (NSFG). The NSFG is designed and
administered by the National Center for Health Statistics
at the Centers for Disease Control and Prevention to obtain
national estimates of behaviors and outcomes related to
family life, including marriage, sexual activity, contracep-
tive use and pregnancy.®® Interviews are administered in
person using a combination of computer-assisted personal
interviewing and audio computer-assisted self-interviewing.
The survey utilizes a continuous sampling design over a
two-year period to provide nationally representative sam-
ples of women and men aged 15-44 who reside in civilian
households. Survey procedures include oversampling of
teenagers and minorities to obtain population-based data
for these groups.?” The weighted response rate for women
was 73% in 2011-2013 and 71% in 2013-2015.%°

The NSFG provides data from women in two files. The
female respondent file includes the social and demographic
characteristics of the woman (including information on dis-
ability status and type) at the time of interview, along with
information about her sexual and contraceptive history.
A separate pregnancy file contains retrospective data about
each pregnancy the woman reported. We merged data from
the pregnancy file with those from the female respondent
file to create a single data file, thus linking a woman’s dis-
ability status with each individual pregnancy. Our analyses
included all pregnancies that occurred within the five years
prior to the interview, whether the pregnancy resulted in a
live birth or not; a total of 5,865 pregnancies were reported
as occurring during this time period. Disability data was
unavailable for only four pregnancies (reported by four
women); thus, our final analytic sample included 5,861
pregnancies reported by 3,089 women. Because these were

deidentified publicly available data, institutional review
board approval was not required.

Dependent Variable

Our dependent variable was the proportion of preg-
nancies (out of all pregnancies reported in the last five
years) described as unintended. In accordance with well-

established conventions,!™

we classified pregnancies
that were unwanted or mistimed (occurred too soon but
were not unwanted) as unintended, and categorized
all other pregnancies as intended. The latter category
included pregnancies described as occurring at the right
time (the vast majority of pregnancies in this category)
or later than desired, and small numbers of pregnancies
for which women gave “didn't care, indifferent” and “don’t
know, not sure” responses. Recognizing that some women
acquire disabilities after entering their reproductive years,
we restricted our analyses to pregnancies in the past five
years to reduce the likelihood that reported pregnancies
had occurred prior to disability onset.

Primary Independent Variables

Our independent variables were women’s characteristics.
In our descriptive analyses, these are reported with the
number of women (rather than the number of pregnancies)
as the denominator. We categorized disability status and
type on the basis of responses to six questions on the NSFG
that have been used by the U.S. Census Bureau since 2008
and were adopted in 2011 by the Department of Health and
Human Services as the minimum standard for disability
data collection in population-based health surveys.*® The
questions were “Do you have serious difficulty hearing?”
(hearing disability); “Do you have serious difficulty see-
ing, even when wearing glasses or contact lenses?” (vision
disability); “Because of a physical, mental or emotional
condition, do you have serious difficulty concentrating,
remembering or making decisions?” (cognitive disability);
“Do you have serious difficulty walking or climbing stairs?”
(mobility disability); “Do you have difficulty dressing or
bathing?” (self-care disability); and “Because of a physi-
cal, mental or emotional condition, do you have difficulty
doing errands alone, such as visiting a doctor’s office or
shopping?” (independent living disability).

We created a dichotomous variable indicating whether a
woman answered yes to any of the disability questions. We
also created separate variables for each question to com-
pare women with each disability type and those with no
disabilities. The number of women with self-care disability
was small (1% of the sample), and 80% of these women
also had mobility disability (a greater degree of overlap
than we found between any other two disability variables).
Therefore, we combined self-care disability and mobil-
ity disability to create a “physical disability” variable. Our
variables for individual disability types were not mutually
exclusive; if a woman had more than one type of disabil-
ity, she was included in each of the applicable disability
groups.
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Covariates

In preliminary analyses, we identified covariates asso-
ciated with both disability and pregnancy intendedness
and adjusted for them in multivariate regression analyses.
Covariates included age (categorized as 15-24, 25-34,
35-44), race or ethnicity (white, black, Hispanic and other),
partner status at the time of conception (married or cohabi-
tating vs. single, divorced or other), education (an associ-
ate’s degree or higher vs. no degree), income as a percentage
of the federal poverty level (less than 100%, 100-249%, at
least 250%) and parity (nulliparous vs. multiparous). With
the exception of partner status at the time of conception
(which was reported separately for each pregnancy), covari-
ates were reported once by women at the time of the inter-
view. We considered insurance (private, public, uninsured)
as a possible covariate; however, it was closely associated
with income, raising concerns about collinearity. Of the two
variables, income was more strongly associated with unin-
tended pregnancy; thus, we selected it for inclusion in the
multivariable models.

Analyses
We used chi-square tests to compare women in each disability
group with women without disabilities for each of our covari-
ates. We conducted bivariate analyses with chi-square tests
to assess associations of disability status and type with the
intendedness of pregnancy for pregnancies within the past
five years. In sensitivity analyses, we assessed the associations
between disability status and pregnancy intendedness using
more restrictive time frames (four years, three years, two
years and one year); because the prevalence of unintended
pregnancy by disability status was consistent regardless of
the time frame used (see Sensitivity Analyses Appendix—
Supporting Information), we used the five-year time frame
for our remaining analyses. In addition to the prevalence of
unintended pregnancies overall, we calculated the propor-
tions of pregnancies that were mistimed versus unwanted, by
disability status and type, and used chi-square tests to iden-
tify differences between women with and without disabilities.
Next, we conducted multivariate logistic regression
analyses to examine the relationship of overall disability
and each of the five disability types with pregnancy intend-
edness, while controlling for the covariates. Because the
disability categories were not mutually exclusive, we ran
separate regression models for each disability type; women
with no disabilities were the reference group in each model.
We used Archer-Lemeshow goodness-of-fit tests to assess
model fit; this test is similar to the Hosmer-Lemeshow
goodness-of-fit test but is designed to take into account
survey sampling weights and design.® A significant
F-adjusted statistic would indicate that the fitted model
diverged substantially from the observed data.’! For each
of our models, the F-adjusted statistic was small and the
p value was large, raising no concerns about model fit (see
Regression Analyses Appendix—Supporting Information).
Lastly, because predicted probabilities are easier to inter-
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pret than odds ratios,” we estimated the multivariable
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probability of unintended pregnancy for each disability
group, while holding all other covariates constant.

All analyses were conducted with Stata version 14, using
the survey functions to account for the NSFG’s complex
sampling design. We applied the pooled 2011-2015
weights provided by the National Center for Health
Statistics to make the sample representative of the U.S. pop-
ulation, and used the provided cluster variables to account
for clustering of pregnancies by woman.

RESULTS

Sixteen percent of women reported having a disability
(Table 1). Compared with women without disabilities,
women with disabilities were less likely to be married or
cohabiting (60% vs. 77%) or have a college degree (19% vs.
42%), and were more likely to be living below the federal
poverty line (47% vs. 30%). Overall, women with disabil-
ities were more likely to be nulliparous than their counter-
parts without disabilities (13% vs. 9%); however, women
with physical disabilities or independent living disabilities
did not differ from those without disabilities in this regard.
The proportion of women who were black was twice as
high among those with vision disability than among those
without disabilities (28% vs. 14%), and the proportion
who were Hispanic among those with this disability was
slightly higher (25% vs. 23%).

Of all of the pregnancies in our sample, 39% were unin-
tended, and 17% occurred to women with disabilities
(not shown). Compared with pregnancies among women
without disabilities, a significantly higher proportion of
pregnancies occurring among women with disabilities were
unintended (53% vs. 36%—Figure 1). The proportion of
pregnancies that were unintended was significantly higher
among women in each disability subgroup than that among
women without disabilities, and ranged from 47% among
women with physical disabilities to 62% among women
with independent living disability. In analyses restricted
to unintended pregnancies, we found no differences by
disability status or type in the proportions of unintended
pregnancies that were mistimed versus unwanted.

The odds of unintendedness varied by disability type
(Figure 2). In regression analyses that adjusted for covari-
ates, pregnancies among women with any type of disability
were more likely to be unintended than pregnancies among
women without disabilities (odds ratio, 1.4). We found sig-
nificantly higher odds of unintendedness for pregnancies
among women with hearing disability, cognitive disabil-
ity and independent living disability than for pregnancies
among women without disabilities (1.5-1.9). The odds that
a pregnancy was unintended did not differ between women
with vision or physical disabilities and those without dis-
abilities. The full multivariate results are presented in the
Regression Analyses Appendix.

The predicted probabilities indicated the estimated pro-
portions of pregnancies that would be unintended among
women with and without disabilities, in a population with
characteristics similar to our sample, with all covariates
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TABLE 1. Percentage distribution of women reporting pregnancies in the previous five years, by selected social and
demographic characteristics, National Survey of Family Growth, 2011-2015

Characteristic Disability status Disability type

Nodisability ~ Any disability | Hearing  Vision Cognitive  Physical Independent

(N=2,344) (N=745) (N=96) (N=201)  (N=489) (N=129)  living

(N=144)

Disability status/type 83.6 164 28 49 11.5 3.0 30
15-24 189 29.9 258 315 321 135 319
25-34 53.0 49.0 488 469 472 545 44.0
35-44 28.1 21.0 255 216 20.7 320 241
Race/ethnicity * o
White 541 559 64.1 441 58.0 56.1 57.2
Black 143 17.3 15.6 27.7 125 173 194
Hispanic 233 22.7 16.8 248 241 218 19.0
Other 82 4.1 3.6 35 54 48 44
Married/cohabiting 76.5 59.7 70.2 64.3 56.5 59.2 449
Single/divorced/other 235 403 29.8 357 435 40.8 55.1
Education *X¥ * XXX XXX *¥% *RX
>college degreet 418 185 269 16.4 155 203 104
<college degree 58.2 81.5 73.1 83.6 845 79.7 89.6
Income (as % of federal poverty level) ek * ok K ek *wx
<100 30.1 47.0 40.7 515 49.7 493 547
100-249 30.5 31.7 40.2 283 299 358 35.0
=250 394 214 19.1 20.2 204 149 103
Parity XXX *% * *%
0 85 133 19.0 131 137 8.6 137
1 34.2 319 339 353 311 282 335
=2 573 54.8 47.1 51.6 55.2 63.2 528
Total 100.0 100.0 100.0 100.0 100.0 100.0 100.0

*Significantly different from no disability at p<.05. **Significantly different from no disability at p<.01. ***Significantly different from no disability at p<.001.
tAt time of interview; partner status at conception may have varied by pregnancy. fIncludes associate’s, bachelor’s, master’s, doctoral or professional degree.
Notes: Categories are not mutually exclusive; women could have more than one type of disability. Sample sizes are unweighted counts; percentages are weighted
to represent the U.S. population of reproductive-age women. Percentages may not total 100.0 because of rounding.

FIGURE 1. Proportion of pregnancies that were unintended (mistimed or unwanted), by women’s disability status and type of
disability
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**Significantly different from no disability at p<.01. ***Significantly different from no disability at p<.001. Notes: Percentages are weighted. Unweighted total
number of pregnancies=5,861.

held at the mean (not shown). In this scenario, the esti-
mated proportion of pregnancies that would be unintended
was 36% (95% confidence interval [CI], 33-39%) among
women without disabilities, but significantly higher—44%
(95% CI, 40-48%)—among women with disabilities. The

proportions would also be elevated among some subgroups
of women with disabilities, including those with hearing
disability (46%; 95% CI, 37-56%), cognitive disability
(45%; 95% CI, 40-50%) and independent living disability
(49%; 95% CI, 39-59%). The predicted probabilities for
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women with vision disability (34%; 95% CI, 27-41%) and
physical disability (39%; 95% CI, 29-48%) were similar to
those for women without disabilities.

DISCUSSION

This study is the first to examine unintended pregnancy
in relation to disability in a nationwide population-based
sample of U.S. women. We found that pregnancies among
women with disabilities were more likely to be unintended
than those among women without disabilities. Even after
adjustment for covariates, the odds that a pregnancy was
unintended were higher among women with disabilities
overall, and among those with three types of disabilities
(hearing, cognitive and independent living), than among
women without disabilities.

Our findings regarding unintended pregnancy among
women with difficulty hearing were consistent with research
on sexual risk behaviors in the deaf population. One such
study found that deaf adults were more likely than adults
in the general population to have had multiple sex partners
in the past 12 months.” Although that study also reported
that deaf adults were more likely than adults in the general
population to have used condoms at last intercourse, only
28% did so (and no data were available on use of other
contraceptive methods).> Other studies have found that
deaf college students were less likely to consistently use
condoms than students in the general college population,*
and more likely to rely on withdrawal to prevent preg-
nancy.’ Individuals with difficulty hearing—particularly
deaf users of American Sign Language (ASL)—often have
reduced health literacy, experience poor communication
with health professionals and have limited access to sexual
health information in ASL.**#-7 These factors may serve as
barriers to obtaining knowledge about effective contracep-
tive methods, and may place women with hearing disability
at increased risk for unintended pregnancy.
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FIGURE 2. Adjusted odds ratios (and 95% confidence intervals) from logistic regression analyses examining associations
between disability type and pregnancy unintendedness

Disability type Odds ratio (95% confidence interval)

Any disability 1.42 (1.14-1.78) b—a—

Hearing 167 (1.11-2.51) | — e |

Vision 0.99 (0.70-1.39) b

Cognitive 1.54 (1.20-1.97) F—a—

Physical 122 (0.79-1.89) I [ il

Independent living 1.87 (1.21-2.88) | L =

r T T 1
0.50 1.00 2.00 3.00

Note: Adjusted for age, race and ethnicity, partner status, education, income and parity.

Like women with hearing disability, women with vision
disability also may encounter barriers to accessing informa-
tion about pregnancy and contraception.® However, in our
analyses, the magnitude of the association between disabil-
ity and unintended pregnancy was not as great for women
with vision disability as it was for women in most other
disability groups. Although people with limited vision
may need information in nonwritten formats, they may
experience fewer challenges obtaining and understanding
relevant information than individuals who require ASL
interpreters or those who have cognitive disabilities. It is
noteworthy that the vision disability group had the highest
proportions of women who were black or Hispanic; unin-
tended pregnancy is more common among both of these
racial and ethnic groups than among white women.'""
When we adjusted for race or ethnicity and other social
and demographic characteristics, the odds that a preg-
nancy was unintended were no different for women with
vision disability than for those without disability. Similarly,
although barriers to reproductive services have been noted
for women with physical disabilities,”®** the odds of unin-
tendedness did not differ between women with physical
disabilities and those without disabilities after adjustment
for covariates.

Women with cognitive disability were disproportionately
likely to have social and demographic characteristics asso-
ciated with unintended pregnancy. However, even when
those covariates were adjusted for, the odds of a pregnancy
being unintended were significantly elevated among this
group of women. This finding must be considered within
the context of the United States” history of reproductive
coercion (including forced sterilization) of women with
cognitive disabilities.”> Even today, the rights of women
with cognitive disabilities to decide if and when to become
pregnant and to parent are not widely valued, which con-
tributes to decreased access to and support for sexual and
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reproductive health education and services among this
population.®**! Prior research has suggested that repro-
ductive knowledge may be particularly low among women
with cognitive disabilities.®* In some cases, women with
cognitive disabilities may not receive any information
about contraception or even be aware that they can get
pregnant until a pregnancy occurs.”* These factors may
help explain the relatively high proportion of unintended
pregnancies among women with cognitive disability. To
support optimal timing of pregnancies, the reproductive
potential of women with cognitive disabilities should be
acknowledged, appropriate sex education should be pro-
vided and reproductive planning conversations should be
incorporated into routine care.

The highest proportion and odds of unintendedness were
found for pregnancies among women with independent
living disability. Some of these women may struggle with
the higher-level executive and planning functions that are
important for parenting. They may need significant support
in raising children, yet fewer than half said they were mar-
ried or had a cohabiting partner. Further, more than half
were living in poverty. Financial and community resources
to provide a supportive environment for parenting may be
especially needed for women with independent living dis-
ability. Moreover, targeted efforts are needed to help women
with independent living difficulties engage in proactive
pregnancy planning so that pregnancies are optimally timed.

It is important to emphasize that the concept of “unin-
tendedness” may be qualitatively different for women with
and without disabilities. As noted earlier, previous studies
have found that women with disabilities were as likely to
desire a future pregnancy as those without disabilities, but
less likely to be certain of their intentions to have a child."?
That discrepancy may reflect uncertainty among women
with disabilities about their ability to get pregnant or their
opportunities to do so. Such uncertainty may, in turn, be
influenced by the messages women with disabilities receive
throughout their lives about sexuality and parenthood in
the context of disability. More research is needed on the
factors women with disabilities consider when contem-
plating future pregnancies (including implicit and explicit
constraints on their ability to fulfill their reproductive
desires), and when describing the intendedness of current
or prior pregnancies.

Limitations and Strengths

Our study is limited by the nature of the data source.
NSFG respondents must be able to listen to or read ques-
tions without assistance and respond to survey questions
independently;* thus, some women with disabilities may
not have been included. Further, the survey did not collect
information on the duration of the disability or the timing
of disability onset, so we were not able to determine the
woman’s disability status in relation to when a pregnancy
occurred. Although some disabilities are lifelong, others
are acquired later in life and can be temporary, episodic
or permanent.”* We attempted to mitigate the impact of

uncertainty about the timing of disability by restricting our
analyses to pregnancies that occurred in the preceding five
years. Moreover, we conducted sensitivity analyses with
shorter time frames and found consistent results. However,
it is still possible that disability status for some of the
included pregnancies was miscategorized, that is, some
women who had a disability when they completed the
NSFG may not have had the disability at the time of their
pregnancy. Such miscategorizations would bias our results
toward the null. Important strengths of our study include
the population-based nature of the sample and our pooling
of two waves of data, which provided a sufficiently large
sample to enable us to analyze intendedness in relation to
different types of disability.

Conclusions

We found that women with disabilities had elevated pro-
portions and odds of unintended pregnancy. Research in
the general population indicates that outcomes for both
women and infants are likely to be better when pregnancies
are intended.?**> That may be especially true for women
with disabilities, who may have complex medical situations
and additional support needs. Thus, the greater prevalence
of unintended pregnancy we found among women with dis-
abilities is concerning. Further research is needed to better
understand the reasons for unintended pregnancy among
women with different types of disabilities. It is also impor-
tant to ensure that sex education fully includes individuals
with disabilities; this would require appropriate accommo-
dations (e.g., sign language interpretation, simple language
and clear pictures, tactile models) to facilitate learning.
Routine care for people with disabilities should incorporate
discussion of reproductive planning. In addition, disability-
specific decision support tools may be helpful for engaging
women with disabilities in pregnancy planning.
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