
Pregnancy in people with IDD is 
public health:

Using public health methods to 
improve pregnancy experiences and outcomes 

in people with IDD



Today's Learning Objectives
1. Describe how pregnant people with IDD receive health 

care during pregnancy and describe their health 
outcomes

2. Learn about perspectives of people with IDD about their 
own health and health care experience during 
pregnancy

3. Understand how narrative portraiture methods actively
engage audiences to listen to participants’ voices to 
interpret and draw conclusions



What is public health? 



The first thing that comes to mind when you 
hear public health?



The first thing that comes to mind when you 
hear public health?



So what is public health?



Pregnant people with disabilities are a 
population!





What's good for one pregnant people with 
an intellectual disability, who struggled to 
fight for access, could be good all 
pregnant people with intellectual 
disability. Let's try it!

While one story is important, all 
our stories together are more 
powerful. Let's not forget that!

Teach a doctor to be empathetic to 
people with ID, help a handful of 
people. Mandate teaching medical 
students and help a population.



Epidemiology- the science of public health

• Originally mostly the study of epidemics (not epidermis)
• Now we study most health conditions
• It’s a mix of understanding what makes a population tick and math 

(I will try to spare you the math)



Epidemiology- the science of public health

How do we do epidemiology in this population?
• Use Big Data
• Most pregnant people interact with doctors

• Doctors need to make $, so they charge insurance
• We can look at those insurance bills to see what 

happened to the person
• We can do this with never having to talk to/ bother people

• We do it safely through removing all identifiable 
information



What insurance do we use? Medicaid and 
Medicare



Medicaid

• Public health insurance for low income and disabled adults.
• Can qualify based on income level and/or disability
• Run by the states with money and some rules from the Federal 

Government. 



Medicaid
Medicaid State-Specific Alternative Names / Nicknames

State Alternative Name

Alabama Alabama Medicaid

Alaska DenaliCare

Arizona Arizona Health Care Cost Containment System 
(AHCCCS)

Arkansas Health Care

California Medi-Cal

Colorado Health First Colorado

Connecticut Husky Health, Husky C (for aged, blind or disabled 
persons)

Delaware Diamond State Health Plan (Plus)

Florida
Statewide Medicaid Managed Care Program (SMMC), 
Managed Medical Assistance (MMA) Program, Long-
term Care (LTC) Program

-QUEST

http://medicaid.alabama.gov/
http://dhss.alaska.gov/dpa/pages/default.aspx
https://www.azahcccs.gov/
https://humanservices.arkansas.gov/
https://www.dhcs.ca.gov/
https://www.healthfirstcolorado.com/
https://connect.ct.gov/access/jsp/access/Home.jsp
https://portal.ct.gov/husky
http://dhss.delaware.gov/dss/medicaid.html
https://www.myflfamilies.com/
https://www.flmedicaidmanagedcare.com/
https://medicaid.georgia.gov/
https://medquest.hawaii.gov/
http://www.healthandwelfare.idaho.gov/Default.aspx?TabId=123
https://www.dhs.state.il.us/page.aspx?item=30359
http://www.in.gov/fssa/2408.htm
https://hhs.iowa.gov/programs/welcome-iowa-medicaid
https://www.kmap-state-ks.us/Public/Beneficiary/default.asp
https://chfs.ky.gov/agencies/dms/Pages/default.aspx
http://new.dhh.louisiana.gov/index.cfm/subhome/1
https://www.maine.gov/dhhs/oms/
https://health.maryland.gov/mmcp/pages/home.aspx
http://www.mass.gov/eohhs/gov/departments/masshealth/
http://www.michigan.gov/mdch/0,4612,7-132-2943_4860---,00.html
https://mn.gov/dhs/people-we-serve/adults/health-care/health-care-programs/programs-and-services/medical-assistance.jsp
http://www.medicaid.ms.gov/
https://mydss.mo.gov/healthcare
http://dphhs.mt.gov/
https://dhhs.ne.gov/Pages/Medicaid-Eligibility.aspx
https://www.medicaid.nv.gov/
https://www.dhhs.nh.gov/programs-services/medicaid
http://www.state.nj.us/humanservices/dmahs/clients/medicaid/
https://nmmedicaid.portal.conduent.com/static/index.htm
http://www.health.ny.gov/health_care/medicaid/
https://medicaid.ncdhhs.gov/
https://www.hhs.nd.gov/healthcare/medicaid
http://medicaid.ohio.gov/
http://www.okhca.org/
https://www.oregon.gov/oha/HSD/OHP/Pages/index.aspx
https://www.dhs.pa.gov/Services/Assistance/Pages/Medical-Assistance.aspx
https://dhs.ri.gov/programs-and-services/medicaid-medicare-programs
https://www.scdhhs.gov/
https://dss.sd.gov/medicaid/
https://www.tn.gov/tenncare/members-applicants/eligibility/tenncare-medicaid.html
https://hhs.texas.gov/services/health/medicaid-chip
http://health.utah.gov/medicaid/
http://www.greenmountaincare.org/
https://www.dmas.virginia.gov/
https://www.hca.wa.gov/health-care-services-supports/apple-health-medicaid-coverage
http://dc.gov/service/medicaid
https://dhhr.wv.gov/bms/Pages/default.aspx
http://www.dhs.wisconsin.gov/medicaid/
https://health.wyo.gov/healthcarefin/medicaid/


Medicare

• Insurance for people 65+ with no income requirements
• Some younger people can get it too if they are a dependent of an 

eligible adult or they have specific disabilities. 
• Pregnancy is relatively rare 



What do we know about the epidemiology of 
pregnancy in women with intellectual and 
developmental disabilities?

People with 
IDD are having 
babies (duh) 
and the 
numbers are 
rising (slightly)!



What do we know about the epidemiology of 
pregnancy in women with intellectual and 
developmental disabilities?

There are big 
differences by 
IDD type and 
age



What do we know about the epidemiology of pregnancy 
in women with intellectual and developmental 
disabilities?

Black women with 
IDD were more 
likely to have 
pregnancies but it 
is getting more even 
over time.



What do we know about the epidemiology of pregnancy 
in women with intellectual and developmental 
disabilities?

State matters!



What we struggle to know 

• We can only look at people who were identified by doctors as 
having an intellectual or developmental disability

• We miss people who don’t go to the doctor a lot
• We miss people who may identify as disabled but don’t get diagnosed



Health outcomes from pregnancy are not 
great for mom and kid



Lack of care is a likely cause of poor neonatal 
outcomes

22







So, enough misery



Get people health care early in pregnancy



What are the benefits of insurance before you 
get pregnant
• You had the opportunity to receive some health care for other 

conditions before your pregnancy
• You can build relationships with your doctors
• You don’t have to worry about paper work and signing up while 

pregnant

Why are some people not enrolled?
• Too much money
• State opposition
• Administrative barriers



How many are enrolled preconception? 



Do outcomes differ? 
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What could be going on

• People enrolling later are healthier
• People with more impairment already qualified, less likely to be employed

• We are only looking at live births and there is a lot of pregnancy 
loss



Home and Community Based Services

• Let’s make living in the community easier!
• Extra state Medicaid funds for people with IDD for things like 

transportation, personal care assistants, job coaching
• Cannot be used for child-care
• Varies by state 



How HCBS can help pregnancy 

• You use HCBS services to pay for job training
• You get a part time job

• Now you have more money to take care of yourself and your health

• You use HCBS to hire a personal care assistant
• You are healthier and happier

• That helps your pregnancy!



What is our research missing?

• We can only look at people with medical claims for IDD
• Those self-identified or not diagnosed are not in our data

• We can’t examine all pregnancies, just live births
• Many moms are on private insurance



What should we advocate for?

• Everyone should have good health insurance
• High tides lift all boats

• More HCBS
• HCBS allowable for child-care?



2. Learn about perspectives of people with IDD about 
their own health and health care experience during 
pregnancy



Artwork by Kathleen Coogan https://www.artworking.org/kathleen-coogan

PROMISE IDD Qualitative Study
Policies for Reproductive Outcomes in Medicaid - 

Improving Services for Enrollees with Intellectual and 
Developmental Disabilities

Exploring Pregnancy Experiences

https://www.artworking.org/kathleen-coogan
https://www.artworking.org/kathleen-coogan
https://www.artworking.org/kathleen-coogan
https://www.artworking.org/kathleen-coogan


PROMISE IDD: Qualitative Study Overview

AIM: to investigate health care and legal barriers, opportunities to 
improve pregnancy care, and health outcomes through lived 
experience

Part of a larger national study using large datasets to identify 
healthcare practices and policies that reduce pregnancy complications 
in Medicaid-enrolled women with IDD



Community Advisory Board

• 8 members meet 2-3 times a year
o6 parents with lived experience
o2 work with organizations that support parents with IDD

• Goals
oFeedback on study design, data collection, dissemination
oRecruit participants via networks

• Contributions
oSupport with survey and interview accessibility
oPiloted survey and interview guide
oRecruitment



Objective
Explore the lived experiences of people with IDD during pregnancy 

Focus areas:
o Prenatal care

o Health insurance use (Medicaid)

o Services

o Home and Community Based Service (HCBS) waivers

We will conduct 25-30 interviews with people with IDD to understand 
their pregnancy stories.



Why this research is important

• People with IDD face stigma and inequity in reproductive and 
pregnancy care
oHave a higher risk of gestational diabetes, preterm birth, and being 

hospitalized after delivery

• More young people are being diagnosed with IDD & need better 
care as they reach childbearing age

• Little research shows people with IDD's perspectives about their 
own pregnancy health and healthcare
omany studies rely on caregiver (proxy) reports instead of self-reports



Methods - interviews
Lived experience matters
• perspectives from women with IDD who were:

o pregnant in the past 10 years
o Used Medicaid during pregnancy

Interviews to hear pregnancy stories
• Healthcare: preconception thru postpartum
• Pregnancy planning, health, insurance, care, and support

Timeline mapping of pregnancy experience during interview



Methods - pregnancy timeline

• Interview questions encourage storytelling 
• Timeline created during interviews
• Built in feedback and reflection with 

participants
• Participant reflections about:

o Key events or moments
o Healthcare decisions



What is timeline mapping?

Key experiences and events

Content: what happened

Events are placed in 
chronological order – oldest to 
newest

Structure: over time

Who was involved

Where it happened
What helped or made it harder

Context: the situation

Timeline created during interview

Participants review, comment, 
and reflect

Process: capture & reflect



Timeline Methods – finding meaning together
Participant engagement

• Understand process and see 
blank timeline before interview

• Present timeline for discussion 
• Walk through story to confirm 

accuracy 
• Add new information

• Participants answer reflective 
questions 

• Key events
• Healthcare decisions
• Impactful moments

Timeline creation
• Interview questions encourage 

storytelling 
• Timeline created off screen by 

second study staff during 
interview

• Built in feedback and reflection 
with participants



What is timeline mapping for pregnancy experiences?

Important moments 
Healthcare visits

Support services
Health & wellbeing

Content: pregnancy story

Preconception
Prenatal 

Labor & delivery
Postpartum

Structure: pregnancy stages

Doctors and healthcare workers
Family & support

Health insurance (Medicaid)

Context: influenced by

Participants shape what is included
Reviewed and confirmed accuracy

Highlights what matters most to 
them

Process: shared meaning 
making



Understanding Pregnancy 
Experiences

We have connections to pregnancy and 
disability through lived experience, work, 
family, and community.

We see how pregnancy is shaped by
oFamily and social networks
oCommunities
oHealthcare experiences
oPolicies and programs



Pregnancy Timeline Activity

Timelines share what you have seen, 
experienced, or supported.

First, choose a perspective to draw your 
timeline:

• your own journey
• a journey you’ve supported or 

witnessed
• a system journey: how support is 

supposed to work

Image by StockSnap from Pixabay

https://pixabay.com/users/stocksnap-894430/?utm_source=link-attribution&utm_medium=referral&utm_campaign=image&utm_content=2607160
https://pixabay.com/?utm_source=link-attribution&utm_medium=referral&utm_campaign=image&utm_content=2607160


Pregnancy Timeline Activity

1. Draw key moments in the pregnancy journey
 Such as finding out about pregnancy, prenatal visits, 

birth, postpartum care

2. Identify supports during those moments
 People, services, or systems involved

3. Center lived experience
 Show what it was like, how it felt, what helped, or 

what was hard
 



START
Planning for pregnancy 
or when pregnancy 
became real

END
Postpartum or when 

the pregnancy 
journey feels 

complete

Mapping the Pregnancy Journey



Activity Time



Individual Reflection

Circle where things changed the most 

or took a new direction

Draw an arrow pointing to:
- where support mattered most
- where support was missing 



Debrief

Where on your timeline was support the strongest? 

Where were the biggest gaps? 

Where did the healthcare system, services, or programs 
make things easier? Harder? 



Timeline Template



Timeline Example 1
When care is supportive



Participant reflection: "I got lucky"



Timelines show key events

• Signing up for services:

• Medicaid

• Nutrition assistance

• Prenatal classes

• First Time Mothers Program

Participant reflections confirm their 
importance:

“I got lucky”



“I had like a first-time mother's 
nurse coach thing that 
would come see me… she would 
come with like a packet of what to 
kind of to expect. Like every visit, 
there would be like this monthly 
packet that we would kind 
of fill out… So yeah, I really lucked 
out with her.”



Timeline Example 2
When care is hard to navigate



Participant reflection: 
"I was on my own and I accepted that"



Timelines show key events

• Providers left out important 
information and risks

Participant reflections confirm their 
importance:

“I was on my own and I accepted 
that”



"Well, you could say when I 
noticed they were just going to 
keep me in the dark. I'm like, OK, 
they're going to do their job 
without telling me anything and 
I'm just going to accept that and 
do my job without even also 
telling them anything ‘cause 
there's no reason."

What decision or event changed 
your pregnancy experience?



Analysis
Narrative portraiture to value experience as expertise



Narrative 
Portraiture Analysis

Interview content connected to 
key events, centering 
participant experience

Why we chose this

• centers individual 

expertise

• Pregnancy narratives – 

preconception to 

postpartum

Rodríguez-Dorans, E., & Jacobs, P. (2020). ‘Making narrative portraits: a methodological approach to analysing qualitative 
data.’ International Journal of Social Research Methodology, 23(6), 611–623. https://doi.org/10.1080/13645579.2020.1719609



Narrative Portraiture Analysis
• Method’s goal is to reflect, interpret, and communicate lived 

experiences
• What we look for (our codes):

oCharacters: health care team, social services, family 
o Time: preconception to postpartum
oSpace & circumstances: geographic location, political, social, cultural 

context, ableism
oKey events: interactions with health system, turning points
oPhenomena of interest: narrated pregnancy experience & Medicaid use

• Results are a portrait
• written narrative that emphasizes participant’s voice



Timeline Template

space, circumstances, key events

time

characters



Narrative Portraiture & Timelines

• Timelines capture who, when, and where of key events
• Shows a cascade: follow impact of events or decisions over time

• Inclusive tool to engage participants about their experiences

• Narrative portraiture analysis reflects how and why of key 
events

• Participant portraits are research products – a written 
narrative of their pregnancy experience
• Participants’ words guide the portrait structure

• Meaning is revealed through engagement, not researcher 
interpretation

• Participants are experts on their pregnancy experience



Narrative Portrait: a reading



Pregnancy, disability, and healthcare – lived experience

• What stands out in this portrait? 

• Where does healthcare shape their experience?

• Where does disability identity appear?

• Where does support or a lack of it show up?



Communicating pregnancy stories

• Narrative portraiture is a method to analyze and sit with 
participant experiences

• Audiences are not just observers
• Connect the story to your experiences
• Bring own perspective to interpretation
• Become a witness to experiences typically unseen
• Ask questions and draw conclusions



Thank you!

Contact Info:
Eric Rubenstein, PhD, ScM, erubens@bu.edu 
Ashley Scott, MPH, Sr. Program Manager aascott@bu.edu 

https://sites.bu.edu/rubenstein/promise-idd/

mailto:erubens@bu.edu
mailto:aascott@bu.edu
https://sites.bu.edu/rubenstein/promise-idd/
https://sites.bu.edu/rubenstein/promise-idd/
https://sites.bu.edu/rubenstein/promise-idd/
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