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Objectives

1: Describe the sexual, reproductive, and perinatal health care 
among women with different disabilities

2: Describe the unmet needs and barriers to care among 
women with disabilities

3: List recommendations to improving perinatal care among 
women with disabilities

3



Outline
• Why?
• Contraceptive use
• Preconception health
• Pregnancy experiences & outcomes
• Provider perceptions
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Historically, women with disabilities 
were restricted from making their own 
choices about starting families. 
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Why?
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Eugenics 
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Involuntary 
sterilization 
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Forced 
institutionalization
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Stigma and 
discrimination
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Are women with 
disabilities still 
restricted from making 
their own choices 
about starting 
families?
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Parents and prospective 
parents with disabilities still 
face stigma regarding their 
decision to have children
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Many states (in the US) have 
laws that allow state child 
welfare agencies to remove 
dependent children from 
disabled parents’ homes 
solely because of their 
disability
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Across the globe, girls and 
women with disabilities are 
still forcibly and 
involuntarily sterilized
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Girls and women with 
disabilities continue to be 
denied of their right to 
experience their sexuality, to 
have sexual relationships and 
to found and maintain families
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Contraceptive Use in 
Women with Disabilities
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Women with disabilities often 
experience disparate treatment 
compared to women without 
disabilities when seeking 
contraceptive care.  



Adolescent and young 
adult women with 
disabilities report lower 
rates of contraceptive 
use 
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Wu J, Zhang J, Mitra M, Parish SL, Minama Reddy GK. Provision of moderately and highly effective reversible contraception to women 
with intellectual and developmental disabilities: Evidence from the Massachusetts all-payer claims database. Obstet Gynecol 
2018;132:565-574.

Long-Acting Reversible Contraception Use (LARC) among 
Women with Intellectual and Developmental Disabilities (IDD)

Women with IDD were half as likely to receive LARC as 
women without IDD 
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Moderately Effective Contraceptive Use among Women with 
Intellectual and Developmental Disabilities (IDD)

Wu J, Zhang J, Mitra M, Parish SL, Minama Reddy GK. Provision of moderately and highly effective reversible contraception to women 
with intellectual and developmental disabilities: Evidence from the Massachusetts all-payer claims database. Obstet Gynecol 
2018;132:565-574.

Women with IDD were less likely to receive 
moderately effective contraception than women 
without IDD 
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WU J, ZHANG J, MITRA M, PARISH SL, MINAMA REDDY GK. PROVISION OF MODERATELY AND HIGHLY EFFECTIVE REVERSIBLE CONTRACEPTION TO WOMEN WITH INTELLECTUAL AND DEVELOPMENTAL DISABILITIES: EVIDENCE FROM THE MASSACHUSETTS 
ALL-PAYER CLAIMS DATABASE. OBSTET GYNECOL 2018;132:565-574.

Did Women with IDD Receive Any 
Reversible Contraception at All? 

Only about 1 in 4 women with IDD received any 
form of reversible contraception 
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Sterilization of Girls and 
Women with Disabilities
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Sterilization Rates by Disability Status

LI ET AL., 2018. | DATASET: NSFG | ALL VALUES ROUNDED TO NEAREST INTEGER

Women with all kinds of 
disabilities were more likely 
to be sterilized at all than 
women without disabilities



Tubal Ligation Rate by Disability Status

LI ET AL., 2018. | DATASET: NSFG | ALL VALUES ROUNDED TO NEAREST INTEGER

Women with all kinds of disabilities were more likely to 
receive tubal ligations than women without disabilities



Hysterectomy Rate by Disability Status

LI ET AL., 2018. | DATASET: NSFG | ALL VALUES ROUNDED TO NEAREST INTEGER

Women with all kinds of disabilities were more likely to 
receive hysterectomies than women without disabilities



Tubal Ligation and Hysterectomy Rate by Disability Status

LI ET AL., 2018. | DATASET: NSFG | ALL VALUES ROUNDED TO NEAREST INTEGER

Women with all kinds of disabilities were more likely to 
receive hysterectomies and tubal ligations than women 
without disabilities
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• Women with both cognitive and 
non-cognitive disabilities were more likely to 
be sterilized than women without disabilities

• Women with cognitive disabilities were more 
likely to be sterilized at a younger age 

• After taking into account race and other 
sociodemographic variables, women with 
cognitive disabilities were also more likely to 
be sterilized than women without disabilities 
or women with non-cognitive disabilities  



Preconception Health of 
Women with Disabilities



Preconception Health

Similar 
proportions of 
women with and 
without disabilities 
experienced 
sexual intercourse 
between ages 12 
and 24. 
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Preconception Health

Among women 
without children, 
women with and 
without disabilities 
report similar 
pregnancy 
intentions and 
desire for children 
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Preconception Health

Women with 
disabilities at 
reproductive age are 
more vulnerable to 
multiple risk factors 
associated with 
adverse pregnancy 
outcomes compared 
to their counterparts 
without disabilities 
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Preconception Health

In contrast to other 
women, women of 
childbearing age with 
disabilities were more 
likely to report 

• fair or poor health, 
• frequent mental distress, 
• less emotional support. 
• less exercise
• higher weight
• smoking in the past 

month, 
• asthma
• diabetes
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Perinatal Health of 
Women with Disabilities
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Continuing healthcare inequities and the 
increased prevalence of pregnancy and 
motherhood among women with disabilities are 
the impetus for research on the perinatal 
health of women with disabilities.  



Pregnancy among 
Women with and 
Without Disabilities

Similar proportions 
of women with 
physical disabilities 
(10.4%) and 
women without 
disabilities (12.6%) 
are pregnant 
(Horner Johnson et 
al 2016)
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Pregnancy among 
Women with and 
Without Disabilities

Adjusting for age, 
women with 
chronic physical 
disabilities and 
non-disabled 
women are equally 
likely to be 
pregnant (Iezzoni 
et al 2015) 
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Smoking, Violence, and Access to Prenatal Care

Compared to 
non-disabled women, 
women with disabilities 
who recently gave birth 
were:

• Smoking

• Physical abuse

• Start prenatal care 
after the first 
trimester

** p<0.01, ***p<0.001 Data Source: 2002-11 RI PRAMS
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Maternal and Birth Outcomes

Compared to 
non-disabled women, 
women at risk for 
disabilities who 
recently gave birth 
were:

• More likely to have a 
preterm birth infant

• Cesarean section

*P<0.05

Infant Outcomes

Maternal Outcomes
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Women with Intellectual and Developmental Disabilities (IDD)

Compared to women without IDD, 
women with IDD 

• Have higher risk of emergency 
department visits and 
hospital stays both before and 
after giving birth

• Are more likely to stay in the 
hospital longer 
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Women with Intellectual and Developmental Disabilities (IDD)

Women with IDD have 
higher risk for pregnancy 
complications and poor 
birth outcomes than 
women without disabilities 
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Compared to 
women without IDD, 
women with IDD 
were almost twice 
as likely to 
experience early or 
threatened labor



Severe Maternal Morbidity

• Severe Maternal Morbidity includes multiple, possibly 
life-threatening outcomes of labor and delivery that 
can significantly affect women’s short- and long term 
health

• Unintended outcomes of the process of labor and 
delivery that result in significant short-term or 
long-term consequences to a woman’s health

• Women in the US have higher rates of SMM than 
women in similar countries 

(BELANOFF, ET AL., 2016; AMERICAN COLLEGE OF OBSTETRICIANS AND GYNECOLOGISTS, SOCIETY FOR MATERNAL-FETAL MEDICINE, 2016; GELLER, ET AL., 2018; CENTERS FOR 
DISEASE CONTROL AND PREVENTION, 2019; KILPATRICK, ET AL., 2014; LAZARIU, ET AL., 2017; LINDQUIST, ET AL., 2015; CENTERS FOR DISEASE CONTROL AND PREVENTION. 
PREGNANCY MORTALITY SURVEILLANCE SYSTEM; CREANGA, ET AL., 2010; HOWELL, ET AL., 2016; HOWELL, ET AL., 2017)



Women with Intellectual and Developmental Disabilities (IDD)

Women with IDD were

•3.5 times higher risk of 
SMM compared to 
non-IDD (unadjusted)

•Adjusting for covariates, 2x 
risk of SMM (RR=1.98, 95% 
CI:1.76 - 2.22, p<0.001 ) 
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Women with Intellectual and Developmental Disabilities (IDD)

Women with IDD

•Adjusting for 
socioeconomic, 
hospital-level, and clinical 
characteristics, 2 times risk 
of maternal mortality 
(RR=2.01, 95% CI: 1.20 - 
3.37, p<0.001) 
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Unmet Needs and Barriers to 
Care: Perspectives of Women 

with Physical Disabilities
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Interviews with Women 
with Physical Disabilities in 
the United States
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Clinician Knowledge and Attitudes

Some clinicians were very 
supportive and respectful

“…she knew how badly we wanted to 
have a baby and was supportive . . .  I 
feel like she treats me like a regular 
patient and like I don’t have a 
disability.”

Some women described being 
viewed by their clinicians as 
non-sexual

“I think probably the weirdest [comment] 
was ... from my doctor….  He asked us 
how we got pregnant, and if we had used 
a turkey baster.”
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Clinician Knowledge and Attitudes

Lack of knowledge about effect of 
disability on pregnancy
“would automatically deliver at 26 weeks and my 
child, if it lives, would be mentally and physically 
disabled…Strictly because I was in a wheelchair 
and I needed care myself..”

Some clinicians had never had 
patient with a disability before
“(I)t just kind of felt like they didn’t know -- I was 
teaching them a lot of things, which is not totally 
uncommon.”
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Accessibility of health care 
facilities and equipment
• “(a)nd after he realized that I only put on like not even 

six pounds through about half of the pregnancy, [he 
said], ‘I’m not worried . . . I can tell by looking at you 
that you’re at a healthy weight, you’re OK.”

• “It’s a pain… pregnant or not.  And it was hard and 
towards the end [of the pregnancy]… I’d get a stool 
and put a stool next to a chair, put a chair next to the 
table, and just kind of stair step my way up there.”
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Need for Information

Interaction of disability and 
pregnancy

“I really didn’t have anybody to turn to, so there 
-was - not much information that I knew about 
pregnancy and having a disability . . . There’s 
nobody I knew -- who was disabled and having 
kids.” 

Appropriate prenatal care 
clinicians

“[Finding a provider] was actually much harder than I 
thought it was going to be.  The first couple 
preconception appointments I had, the OBs were very 
negative.  They of course did not really understand 
SMA, so they were coming in just seeing the disability, 
with some preconceived notions.”
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Barriers to providing perinatal care to 
women with physical disabilities: 

perspective from health care 
practitioners
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Healthcare 
providers lack 

training and 
experience 
relating to 

disability care

• 81% of medical students have no clinical 
training in disability care

• 75% of residents have no clinical 
experience in disability care

• 44% of Ob/Gyn clinics in 4 cities reported 
being unable to provide for people with 
mobility disabilities

Holder M, Waldman HB, Hood H. Preparing health professionals to provide care to individuals with disabilities. 
Int J Oral Sci. 2009;1(2):66-71. 
Lagu T, Hannon NS, Rothberg MB, et al. Access to subspecialty care for patients with mobility impairment: a survey. 
Ann Intern Med. 2013;158(6):441-446 
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Barriers to 
Providing 
Perinatal 

Care

Mitra M, Smith L, Smeltzer SC, Long-Bellil, LM, Moring NS, Iezzoni LI. Barriers to providing 
maternity care to women with physical disabilities: Perspectives from health care practitioners. 
Disability and Health Journal. DOI 10.1016/j.dhjo.2016.12.021 
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Practitioner Level Barriers

▪ Lack of training/education related to 
maternity care and specific clinical needs

▪ Unwillingness in providing maternity care to 
women with physical disabilities 

▪ Inadequate coordination of care between 
practitioners 
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Practitioner 
Level Barriers: 

Lack of 
Training 

“…physicians feel uncomfortable, 
untrained, unprepared, and their offices 
are also equally untrained and 
unprepared…So unfortunately, they 
[patients with disabilities] end up in a 
perinatology office just because they 
have a physical disability, not because 
they truly have an unusual obstetrical 
clinical problem.”
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Clinical 
Practice Level 

Barriers: 
Inaccessible 
Equipment

Accessible exam tables and scales 

• “They sometimes get weighed at their 
other [doctors] that are taking care of 
them…we kind of rely on them, if they 
can’t get out of their wheelchair.”

• “I generally just eyeball. We spend a lot of 
time talking about it.”
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System-Level 
Barriers: 

Scheduling and 
Reimbursements

Pressure to keep appointment times within prescribed 
time slots (often 10 or 15 minutes)

“We are so locked into these 15- and 30-minute slots 
now, in medical practice, that it’s very hard…for any 
one doc[tor] to isolate an hour or an hour and a half for 
a patient visiting. And many of these patients will take 
an hour.”

“You don’t get paid any extra. You do this because it’s 
the right thing to do and you want to do it and you love 
to do it and the patients appreciate it. And that’s why 
you do it. You don’t do it for money. It’s a money loser. 
No insurance company, whether it’s commercial, 
state, or federal is going to pay me more.”
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Need for 
Guidelines 

and 
Evidence-Bas

ed Clinical 
Data

Extrapolating data about non-pregnant 
women and even men with disabilities to 
pregnant women 

On-the-job learning and training 

“…in my general practice almost any decision 
I make…I can [go] to UpToDate or some sort 
of reference, ACOG recommendation, and 
they’ll tell me exactly what to do, but in the 
disability clinic, that’s not the case.”
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Preparing for Patients with Disabilities

• Helpful to know specific, intensive needs of each patient with 
disabilities beforehand 

• Flag visits with helpful information including need for extra staff 
members, special equipment, etc. 

• Increase the length of the scheduled appointment 

• Learn where resources like patient lifts or transfer boards are located 

Dr. John Harris, MD, MSc, McGee Women’s Research Institute, 2019, Presentation at the National Perinatal 
Association Annual Conference, Providence, Rhode Island.
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Providing 
information for 
women and 
healthcare 
professionals

Training for 
providers and hiring 
more providers with 
expertise

Improving 
provider 
communication 
and interaction

Recommendations 



Improving data and 
surveillance

Developing 
appropriate 
interventions and 
guidelines to address 
disparities

Improving physical 
accessibility of 
healthcare 
facilities

Recommendations 
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“I loved every part of it.  I felt very healthy.  I loved when 
I could feel her moving.  … especially the experience of 
growing up with a disability and … having so many 
messages around you about what your body can't do 
and … we need to fix this and this isn't right. … it was 
like a sense of pride … in how well my body did it.”
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Thank You
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