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Position on Maternal Health

Maternal health encompasses the physical, mental, and emotional health and well-being of individuals during pregnancy, childbirth, and the postpartum period. Individuals with intellectual and developmental disabilities (I/DD) may experience significant barriers to accessing comprehensive, accessible, and appropriate maternal health care. These barriers may include limited access to health care providers trained in disability-related needs, inaccessible medical facilities and equipment, communication challenges, discriminatory attitudes, and inadequate access to information and supports necessary to make informed health care decisions.

Individuals with I/DD have the same rights as individuals without disabilities to make decisions regarding reproductive health, pregnancy, childbirth, and parenting. However, individuals with I/DD may encounter assumptions about their ability to become parents, make medical decisions, or care for their children. These assumptions can contribute to discriminatory practices, reduced access to services, and unnecessary interference with individual autonomy and family relationships. Access to appropriate maternal health care must recognize the unique needs, preferences, and circumstances of each individual while promoting dignity, self-determination, and informed choice.

Maternal health care extends beyond pregnancy and childbirth to include postpartum recovery, mental health services, family planning, parenting education, and access to community-based supports. Individuals with I/DD may require individualized accommodations, accessible educational materials, coordinated health care services, and additional supports to navigate maternal health systems successfully. These supports should empower individuals to make their own decisions and participate meaningfully in their health care and parenting experiences.

The Nevada Governor’s Council on Developmental Disabilities (NGCDD) believes that individuals with I/DD have the right to equitable access to comprehensive, accessible, and culturally responsive maternal health care throughout pregnancy, childbirth, and the postpartum period. The Council supports the reproductive rights, bodily autonomy, self-determination, and informed choice of individuals with I/DD, including the right to make decisions about pregnancy, childbirth, family planning, and parenting without discrimination or coercion. Maternal health care providers and systems must recognize individuals with I/DD as active participants in their own care and provide accessible information, reasonable accommodations, and appropriate supports to ensure meaningful participation in health care decisions. The Council further believes that individuals with I/DD who choose to become parents should have access to the resources, services, and supports necessary to promote their health, well-being, and ability to raise their children.

Policy Recommendations:
1. Ensure Equitable Access to Maternal Health Care: Promote policies and practices that ensure individuals with I/DD have equitable access to comprehensive maternal health services, including prenatal care, labor and delivery, postpartum care, reproductive health services, and mental health supports, without discrimination based on disability.
2. Promote Informed Choice and Informed Consent: Ensure individuals with I/DD receive accessible, understandable, and unbiased information about maternal health care, pregnancy, childbirth, medical interventions, reproductive health options, and available supports. Individuals must have meaningful opportunities to ask questions, express preferences, understand potential risks and benefits, and make informed decisions regarding their health care, consistent with applicable law.
3. Support Reproductive Autonomy and Self-Determination: Protect the rights of individuals with I/DD to make decisions regarding reproduction, contraception, pregnancy, childbirth, and parenting. Promote policies that prevent coercion, discrimination, and unnecessary restrictions on reproductive decision-making, including protection against nonconsensual sterilization and other reproductive interventions.
4. Strengthen Provider Education and Training: Encourage comprehensive disability-related training for obstetricians, gynecologists, nurses, midwives, maternal health professionals, and other health care providers. Training should address accessible communication, disability awareness, reasonable accommodations, informed consent, supported decision-making, and respectful, person-centered maternal health care.
5. Ensure Accessible Communication and Health Information: Require maternal health care providers and facilities to offer accessible communication methods, including plain-language materials, alternative formats, qualified interpreters, assistive technology, and other individualized accommodations. Information should be provided in ways that support understanding and informed choice.
6. Recognize and Respect Supported Decision-Making: Promote the use and recognition of supported decision-making agreements and practices within maternal health care settings. Health care providers must recognize that an intellectual or developmental disability does not automatically eliminate an individual's legal authority to make health care decisions. Individuals should be supported in directing their own care to the greatest extent possible, consistent with their rights and applicable law.
7. Improve Access to Postpartum and Mental Health Services: Expand access to postpartum care, maternal mental health services, screening, counseling, and ongoing supports that are accessible and responsive to the needs of individuals with I/DD. Ensure individuals receive understandable information about available services and opportunities to make informed choices regarding their physical and mental health care.
8. Promote the Right to Parent and Access Parenting Supports: Support policies and programs that recognize the rights of individuals with I/DD to become parents and raise their children. Expand access to accessible parenting education, home visiting programs, family support services, adaptive parenting equipment, and community-based resources that promote family stability and independence.
9. Prevent Disability-Based Discrimination in Parenting and Child Welfare Systems: Encourage policies and practices that prohibit assumptions of parental unfitness based solely on disability. Child welfare agencies, courts, and service providers should consider reasonable accommodations, appropriate parenting supports, and individualized assessments when working with parents with I/DD, consistent with child safety requirements and applicable law.
10. Improve Coordination of Maternal Health and Disability Services: Promote collaboration among maternal health providers, Medicaid, public health agencies, disability service organizations, early intervention programs, and community-based providers to ensure coordinated and continuous access to maternal health care and parenting supports.
11. Address Maternal Health Disparities and Intersectional Barriers: Support efforts to identify and reduce disparities experienced by individuals with I/DD, including those who face additional barriers related to race, ethnicity, geographic location, income, language, and other circumstances. Maternal health policies and programs should recognize the diverse experiences and needs of individuals with I/DD and promote equitable access to services.
12. Strengthen Data Collection and Accountability: Encourage the collection and analysis of accessible, appropriately protected maternal health data that includes disability status to identify disparities, evaluate service accessibility, and inform improvements in maternal health outcomes. Data collection should respect individual privacy, informed consent requirements, and applicable confidentiality protections.
13. Expand Access to Affordable Maternal Health Services: Support adequate Medicaid and other health insurance coverage for prenatal, childbirth, postpartum, reproductive, and maternal mental health services. Promote policies that reduce financial barriers and ensure individuals with I/DD have access to necessary accommodations, specialized care, and ongoing supports.
14. Include Individuals with I/DD in Maternal Health Policy Development: Promote the meaningful participation of individuals with I/DD, including individuals with lived experiences of pregnancy, childbirth, and parenting, in the development, implementation, and evaluation of maternal health policies, programs, and services. Their experiences and perspectives should inform decisions that directly affect their health, families, and communities.
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