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The National Down Syndrome Congress is committed to providing information to 
individuals with Down syndrome and their families about key issues being discussed in the 
current national debate on health care reforms. Following is a list of terms and a 
description of what each term means. 
 
 
 
HEALTH CARE ISSUES 
 
Preexisting Condition 
 
A “preexisting condition” is a health problem that a person had before his or her health 
insurance coverage started.  (See https://www.hhs.gov/healthcare/about-the-aca/pre-
existing-conditions/index.html) Examples of preexisting conditions include diabetes, 
cancer and thyroid disease. Down syndrome is considered to be a preexisting condition by 
many health care insurers. Individuals with Down syndrome may have co-occurring 
medical conditions – also considered preexisting conditions -- such as hearing loss, 
obstructive sleep apnea, vision problems, heart defects and thyroid disease. (See 
https://www.cdc.gov/ncbddd/birthdefects/DownSyndrome.html) 
 
Prior to the passage of the Patient Protection and Affordable Care Act (also known as the 
Affordable Care Act - ACA) (P.L. 111-148) in 2010, many health insurance policies refused 
to cover expenses relating to preexisting conditions or imposed “waiting periods” before 
these preexisting conditions would be covered. Health insurance plans also routinely 
charged higher rates for people with preexisting conditions. Additionally, many health 
plans imposed coverage maximums that, for people with preexisting conditions, were often 
met very quickly.  
 
The ACA prohibited such exclusions for all health insurance plans. It also prohibited health 
insurance companies from charging higher premiums to people with preexisting 
conditions, capping coverage, and guaranteed that they would be able to renew their health 
coverage. 
 
At the heart of the current dispute regarding preexisting conditions is whether these 
conditions can be used by insurance companies to deny coverage. Proponents of current 
proposals argue that preexisting conditions will still be covered, so long as there is no time 
lapse in coverage. Even if coverage is not denied based on preexisting conditions, insurance 
rates for those with preexisting conditions is very likely to increase so dramatically that it 
would be cost-prohibitive for the affected individual to obtain, maintain or renew health 
insurance. 
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Essential Health Benefits 
 
Essential Health Benefits (EHBs) are ten types of services that all health insurance plans 
must provide to comply with the ACA:  (1) ambulatory patient services; (2) emergency 
services; (3) hospitalization; (4) maternity and newborn care; (5) mental health and 
substance use disorder services including behavioral health treatment; (6) prescription 
drugs; (7) rehabilitative and habilitative services and devices; (8) laboratory services; (9) 
preventive and wellness services and chronic disease management; and (10) pediatric 
services, including oral and vision care. (See https://www.cms.gov/cciio/resources/data-
resources/ehb.html).  Current health care discussions propose to give states the ability to 
waive the federal definition of “essential health benefits” and/or create their own 
definitions.  To cut costs, states are likely to scale back benefits that are not critical to one’s 
health. 
 
Of particular concern for individuals with Down syndrome the category of rehabilitative 
and habilitative services. While rehabilitative services help a person recover from an injury 
or illnesss, habilitative services are health care services that help a person keep, learn, or 
improve skills and functioning for daily living. These services may include physical and 
occupational therapy, speech-language pathology, and other services for people with 
disabilities in a variety of inpatient and/or outpatient settings. (See 
https://www.healthcare.gov/glossary/habilitative-habilitation-services/). Individuals with 
Down syndrome have cognitive, physical and speech delays and benefit from continual 
habilitative services, particularly in early childhood. If coverage of these services is not 
mandated by states or the federal government, insurers are likely to scale back on or drop 
coverage of these services which provide critical enhancements to the quality of life for 
people with Down syndrome. 
 
High-Risk Pools 
 
High-risk pools are programs established by dozens of states prior to the ACA which were 
designed to cover individuals whose preexisting conditions rendered them uninsurable. 
These plans – which were underfunded with high premiums, few choices and limited 
coverage – were often the only options for people with serious preexisting conditions.  
Many individuals with Down syndrome may find themselves in high-risk pools as their only 
option for private health insurance. 
 
Current health care proposals would allocate extra government funding to subsidize extra 
costs or premiums associated with being in high-risk pools, but many critics say that the 
amount of funding proposed is not nearly enough. (See 
https://www.americanprogress.org/issues/healthcare/news/2017/05/02/431698/house
-health-care-plan-not-enough-keep-high-risk-pools-afloat/)  
 
(See http://kff.org/health-reform/issue-brief/high-risk-pools-for-uninsurable-
individuals/; see also https://www.healthinsurance.org/affordable-care-act/risk-pools/)  
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MEDICAID ISSUES 
 
The national debate on health care is intertwined with a discussion of Medicaid. Medicaid is 
the nation’s largest health insurance program for low-income adults, children, seniors and 
people with disabilities, insuring 1 out of 5 Americans.  Over 10 million people with 
disabilities, including Down syndrome, rely upon Medicaid for their health care and access 
to community life. Medicaid is a federal-state cooperative program authorized by Title XIX 
of the Social Security Act (42 USC §§ 1396 et seq).  While 15% of Medicaid enrollees are 
disabled, 42% of the Medicaid expenditures are for enrollees with disabilities.  In addition 
to covering medical care, state Medicaid programs cover a wide-range of services and 
supports for people with disabilities. (See http://kff.org/report-section/medicaid-at-50-
people-with-disabilities/). The potential loss of these services will be devastating to the 
Down syndrome community. 
 
Per Capita Caps/Block Grants 
 
The current national discussion revolves around changing Medicaid from an entitlement 
system to either block grants or per capita caps.  Medicaid is currently an “entitlement 
program,” meaning that if a person meets the eligibility requirements (generally poverty, 
age and/or disability) that person is entitled to the services available under the state 
Medicaid program. States are guaranteed federal matching dollars with no pre-set limit; 
federal funding fluctuates according to enrollment numbers and the needs of the enrollees. 
 
Under block grants, states would receive a fixed amount of federal funding for Medicaid 
that would not be based on enrollment, costs or program needs. There would be no 
guarantee of coverage, and states would be able to use wait lists or caps. Under a per capita 
cap system, the amount of federal funding going to a state would be capped per enrollee 
and not based on health care costs and needs.  It would increase based upon a pre-set 
formula or amount based on either an individual or subgroup of individuals. (See 
http://kff.org/medicaid/issue-brief/5-key-questions-medicaid-block-grants-per-capita-
caps/)  
 
Under both block grants and per capita cap scenarios, federal funding will be limited and 
states will have to make up funding differences to accommodate their populations. As a 
result, states may need to make cuts to support services for people with Down syndrome 
and other disabilities in order to cover the most critical health benefits. 
 
Long-Term Services & Supports 
 
Long-term services and supports (LTSS) is the term for the broad range of services under 
Medicaid to provide assistance to people with disabilities with the activities of daily living 
(such as eating, bathing, dressing, preparing meals, housekeeping, preparing medication). 
They include home health services, transportation and supported employment services. 
LTSS are provided in both institutional and home and community-based settings (HCBS). 
(See http://kff.org/medicaid/report/medicaid-and-long-term-services-and-supports-a-
primer/; see also 
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http://kff.org/medicaid/video/medicaids-role-whats-at-stake-under-a-block-grant-or-per-
capita-cap/) 
 
Home & Community-Based Services Waivers 
 
Since the early 1980s, Medicaid’s role in long-term care for people with disabilities has 
expanded through its “waiver authority” under Section 1915(c), which allows states to 
cover a wide range of long-term services and supports at home and in community settings 
that were formerly only offered in institutions.  
 
Home and Community-Based Services (HCBS) include personal care, home modifications, 
transportation, respite care, case management and housekeeping services.

 

Enrollment in 
these programs can be capped (resulting in long waiting lists for services in most states), 
but they are vital to facilitating access to employment and participation in the community 
for people with Down syndrome. (See 
https://www.medicaid.gov/medicaid/hcbs/authorities/1915-c/index.html; see also 
https://www.cms.gov/Outreach-and-Education/American-Indian-Alaska-
Native/AIAN/LTSS-TA-Center/info/hcbs.html) 
 
If Medicaid funding shifts to a block grant or per capita cap model, it is likely that states will 
cut HCBS waiver programs to pay for the shortfall in federal funding. (See 
http://kff.org/medicaid/issue-brief/medicaid-restructuring-under-the-american-health-
care-act-and-nonelderly-adults-with-disabilities/)  
 
School-Based Medicaid Programs 

School-based Medicaid programs allow school districts to seek payment for providing 
Medicaid services (direct services) to eligible Medicaid-enrolled children. School districts 
rely upon Medicaid funds to provide services to students under the Individuals with 
Disabilities Act (IDEA), such as speech therapy, occupational therapy and physical therapy 
to children who have IEPs, regardless of whether they receive Medicaid services. Services 
such as health screenings, vaccinations and behavioral-health services are also provided to 
Medicaid-eligible children in the school setting under school-based Medicaid programs. 
Although these services comprise only 1% of Medicaid’s annual budget, they are a 
significant portion of federal funding for schools. 

Proposed Medicaid cuts or shifting to a block grant/per capita cap model will result in a 
reduction of the reimbursement school districts receive for these services, because they 
would be forced to compete with other providers for more limited funding. Although 
schools are still required to ensure that students with disabilities have access to necessary 
supports to ensure a free appropriate public education (FAPE) and early intervention 
services under IDEA, current underfunding already makes this very difficult. (See 
https://www.nytimes.com/2017/05/03/us/politics/health-bill-medicaid-special-
education-affordable-care-act.html; see also http://blogs.edweek.org/edweek/campaign-
k-12/2017/05/american_health_care_act_medicaid_alarms_education_grous.html)  
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