Severe and Multiple Disabilities                     DRAFT FOR DISCUSSION
Call for Action to Address Research Gaps Impacting People with Severe and Multiple Disabilities
[bookmark: _jj2gtjuaufnq]Executive Summary
Individuals with severe and multiple disabilities (SMD) represent a population in the United States that shoulders a disproportionately heavy health burden. SMD refers to combinations of severe physical, intellectual, developmental, sensory, and other impairments. When two or more severe impairments occur together and interact, they create extensive support needs in cognition, communication, mobility, self-care, sensory function, and health management.
Individuals with SMD are often “invisible” in research studies, healthcare systems, and public health data. Their numbers are relatively small, their medical conditions are heterogeneous, and there is little uniformity in the definition and terminology of SMD. Medical records may identify individual diagnoses but rarely capture their combined functional impact.
As a result, it remains difficult to obtain even basic demographic and epidemiological data on the SMD population. whether appropriate healthcare is available to them, or whether they can access the services they need. We do not fully know how many individuals have SMD, where they live, what health conditions they experience, how they use healthcare, whether appropriate healthcare is available, or whether they can access the services they need. These gaps limit the ability of patients, caregivers, advocacy organizations, researchers, healthcare systems, and government agencies to plan programs and allocate resources.
This white paper calls for a research agenda with three goals:
1. Characterize the burdens and needs of individuals with SMD and their caregivers.
2. Analyze the causes of poor health outcomes and unmet needs.
3. Identify, develop, and test interventions that improve health, care, participation, and quality of life.
To achieve these goals requires a clear definition of SMD, better methods to identify the population, stronger data systems, research across the lifespan, and direct involvement from individuals with SMD and their caregivers.
[bookmark: _z04ypt3iplql]


1. Introduction
Individuals with severe and multiple disabilities, defined as combinations of severe physical, intellectual, developmental, sensory, and other impairments, represent a population in the U.S. that shoulders a disproportionately heavy health burden.1 An estimated 25% of U.S. adults have a disability that affects daily functions, with a subset experiencing SMD. 2
These individuals are often “invisible” in research studies because their numbers are relatively small and their medical conditions are heterogeneous. Their specific needs, outcomes, and barriers are often unknown. This limits the development of targeted health programs and efforts to improve patient care.
The National Institutes of Health (NIH) officially recognizes individuals with disabilities as a population experiencing health disparities.3 People with disabilities are more likely to live in poverty and face major employment barriers.4 In addition, they experience higher rates of chronic conditions compared with the general population.5-10 Among those living with disabilities, individuals with SMD face the highest level of health challenges.5-7,11 
Despite their clear clinical needs and high healthcare use, individuals with SMD are not systematically tracked in clinical or claims systems as a distinct group. There is also little uniformity in the definition and terminology of SMD.12 Existing research focuses heavily on children, even though many children with SMD enter adulthood and many adults acquire SMD later in life.
As a result, major knowledge gaps remain. These gaps range from basic epidemiological information to the delivery of medical care, community services, caregiver support, and quality of life.
[bookmark: _5wg6vrg9d97w]2. Defining Severe and Multiple Disabilities
SMD refers to the presence of multiple severe, profound, and irreversible disabilities associated with extreme dependency.
Two or more severe impairments, when they occur together and interact, create extensive support needs in areas such as cognition, communication, mobility, self-care, sensory function, and health management. The combination produces functional limitations that are more complex than any single impairment alone. Individuals with SMD typically require ongoing, intensive assistance across several areas of daily life.
Developmental disabilities that begin in childhood usually persist across the lifespan. The need for assistance may increase with age because of secondary health conditions, physical decline, and cumulative wear on physical systems.13 Some adults acquire functionally comparable combinations of severe impairments later in life. Causes may include traumatic brain injury, stroke, degenerative neurological disease, severe infection, or multiple trauma. These conditions can produce similarly extensive needs in mobility, communication, self-care, health management, and independent daily living.
A working definition of SMD should therefore include both childhood-onset and acquired conditions. It should focus not only on diagnoses but also on the interaction among impairments, the resulting functional limitations, and the level of support required.
[bookmark: _fv9vac1wx86i]3. Identification in Education and Invisibility in Adult Systems
Prior to 1970, individuals with SMD were largely excluded from public education. Since the passage of the Individuals with Disabilities Education Act (IDEA),14  this subpopulation within the larger disability population has been more clearly identified and systematically tracked in the K–12 system.
Schools must identify eligible students, maintain individualized education programs, and report annual counts to the federal government. In most states, schools also document services and outcomes through age 21 or 22. Students identified under severe or multiple disability categories account for an estimated 1.5% to 2% of students served under IDEA. The education system therefore provides a structure for identifying and tracking many children with SMD. Comparable systems do not exist after school exit.
In healthcare and adult service systems, individuals with SMD are often invisible as members of a distinct group. There is no equivalent national registry or mandatory tracking category for severe and multiple disabilities. Medical records use specific diagnostic codes for individual conditions, such as cerebral palsy, intellectual disability, epilepsy, or blindness. These codes rarely capture the combined functional impact of several severe conditions.
Adult tracking occurs only indirectly through fragmented sources. These include Supplemental Security Income and Social Security Disability Insurance applications, state Medicaid waiver caseloads, institutional records, and broad disability surveys. Each system uses different definitions and eligibility criteria. No single source provides a clear picture of the SMD population.
This fragmentation creates gaps in data on health outcomes, service use, aging-related changes, transitions, and mortality.
The lack of information also creates barriers for patients, caregivers, advocacy organizations, and government agencies seeking and allocating resources. Specially Adapted Resource Centers (SPARC), an organization that supports individuals with SMD, has experienced these barriers firsthand. Despite repeated attempts, SPARC could not obtain a clear count of individuals with SMD in local communities to support program expansion.
In another example, a SPARC participant had three emergency room visits within six months after aging out of the school system. Fragmented care contributed to these visits. This case shows how the loss of school-based supports and poor coordination across adult systems can lead to preventable healthcare use.
[bookmark: _uv3vs5i8umuj]4. Health and Healthcare Burdens
In 2023, NIH officially recognized people with disabilities as a U.S. health disparity population. NIH noted that people with disabilities experience disparities in health outcomes, access to healthcare services, and health risk behaviors compared with people without disabilities.3,13
Individuals with disabilities experience disproportionately high rates of chronic disease, poverty, unemployment, and barriers to healthcare. Those living with SMD face particularly high levels of medical complexity and unmet healthcare needs.15,16
Population-level research focused specifically on adults with SMD remains limited. However, related literature on intellectual and developmental disabilities,17-26 medically complex children and adults,27-33 neurological disability,34-41 and long-term caregiving42-45 provides strong evidence of the health burdens experienced by this population.46
Adults with severe disabilities experience higher rates of chronic physical and mental health conditions, greater healthcare use, more frequent hospitalization, and reduced life expectancy compared with the general population. Many receive care from several clinicians and health systems. Primary care, specialty care, behavioral health, rehabilitation, home care, and community services often do not work together.
Poor coordination can delay care and increase emergency visits, hospitalizations, repeated testing, and caregiver stress. Individuals with SMD may also have difficulty communicating symptoms or changes in health. Healthcare facilities may lack accessible examination equipment. Clinicians may lack training in disability care. These barriers can make routine and preventive care difficult to obtain.
Federal protections such as the Americans with Disabilities Act and the Olmstead decision established important rights related to accessibility and community integration. However, many states, including Virginia, are not in full compliance with these requirements.47,48 Individuals with SMD continue to experience disparities in access to coordinated healthcare, community-based services, independent living supports, transportation, and participation in society.49
These barriers often interact. Transportation problems may delay medical care. Limited home services may increase caregiver strain. Inaccessible facilities may reduce preventive care. Communication barriers may lead to incomplete assessment or medical error. Research must examine these factors together rather than treating each as a separate problem.
[bookmark: _xhu8edmuqngp]5. Caregiver Burdens
The burden of SMD extends beyond the individual.
Research on adults with disabilities consistently shows high caregiver burden and unmet support needs.50,51 Adelman and colleagues described caregiving burden as strongly associated with depression, social isolation, financial stress, and poor caregiver health.52 Kilmer, using U.S. national surveillance data, reported that caregivers of adults with chronic conditions or disabilities had worse outcomes across several mental and physical health measures than non-caregivers. These included higher rates of depression and poor health status.53
Studies focused on adults with disabilities and multimorbidity also report high levels of psychosocial strain.54  Chan and colleagues found that caregiver burden increased as dependency and daily care needs increased.55 Choi, Lee, and Yu identified social isolation, prolonged caregiving hours, financial strain, and lack of social support as major contributors to caregiver burden among families supporting adults with chronic disabling conditions.56
Families may provide care for decades. They schedule appointments, manage medications, provide personal care, communicate with healthcare and service agencies, and respond to emergencies. They may also make decisions about housing, guardianship, finances, and long-term care.
Caregivers themselves age. Many families worry about what will happen when they can no longer provide the same level of assistance. Yet there is limited research on how families prepare for these transitions, which services reduce caregiver burden, or which models of support protect both the individual and the caregiver.
[bookmark: _eordqenqw4py]6. A Growing but Limited Research Base
Research interest in SMD has grown steadily over several decades and has accelerated since 2020.
We carried out PubMed searches using several related concepts. These included intellectual disability combined with multimorbidity; intellectual disability combined with complex or multiple disabilities; intellectual and developmental disabilities combined with high support, severe, or profound needs; and profound intellectual and multiple disabilities.
All searches showed a clear increase in publications over time. The broadest search identified more than 1,350 publications. Across the search strategies, we identified approximately 2,000 papers spanning five decades. This still represents only a small fraction of the biomedical literature as PubMed now adds more than 1 million new publications each year.
Together, the existing literature suggests that individuals with SMD and their caregivers experience substantial and often inadequately addressed medical, psychological, social, and financial burdens across the lifespan. However, many studies use small samples, focus on one diagnosis, study children, or draw participants from one institution or service system. Few population-level studies treat SMD as a distinct group.
Nevertheless, it remains difficult to obtain even basic demographic and epidemiological data on the SMD population.
[bookmark: _6jrr44nm8wp]7. Major Research Gaps
[bookmark: _j3kstf8ykyfw]7.1 Definition and Terminology
There is no widely accepted research or clinical definition of SMD.
Researchers use terms such as multiple disabilities, profound intellectual and multiple disabilities, complex disability, medical complexity, and high support needs. These terms describe overlapping populations but do not always identify the same individuals.
The lack of a common definition makes it difficult to compare studies, estimate population size, identify individuals in existing data, or translate findings into policy and practice. A useful definition must capture the interaction among severe impairments. Diagnoses alone are not enough. The definition should also include function, communication, dependency, medical complexity, and support needs.
[bookmark: _aj0qrys6nte4]7.2 Basic Demographic and Epidemiological Data
The number of children and adults living with SMD in the United States is unknown.
Existing surveys often do not collect enough information to distinguish individuals with multiple severe and interacting impairments from the broader disability population. Clinical and claims data may contain diagnosis codes but lack information on function and support needs.
We also lack reliable information on age, race and ethnicity, geography, income, living setting, causes of disability, healthcare use, and mortality.
Without these data, communities cannot estimate need or plan services.
[bookmark: _h7q0n54y4a8m]7.3 Adult and Lifespan Research
Existing research focuses heavily on children and school-based services.
Much less is known about adulthood, aging with SMD, adult-acquired SMD, and the transition from pediatric to adult care. We also know little about the effects of aging out of school-based services, changes in living arrangements, aging caregivers, or end-of-life care.
Research often treats childhood and adulthood as separate cohorts. For individuals with SMD and their families, needs continue across systems and across the lifespan.
[bookmark: _3hah11qyzsem]7.4 Fragmented Data Systems
Healthcare, education, Medicaid, disability, and social service systems collect different information for different purposes.
Medical records may document diagnoses but not communication needs, functional limitations, caregiver support, or level of dependency. Education records may contain detailed information about function and services but become difficult to access after school exit. Medicaid data may document paid services but not unmet needs or unpaid caregiving.
No single system captures the full experience of individuals with SMD.
[bookmark: _wtzotrr5b4d0]7.5 Causes of Poor Outcomes
Existing studies describe high levels of illness, healthcare use, and caregiver burden. 
Possible causes include underlying medical complexity, multiple chronic conditions, polypharmacy, poor access to preventive care, fragmented healthcare, inaccessible facilities, communication barriers, transportation problems, poverty, limited insurance coverage, shortages of home and community services, and caregiver strain.
These factors may interact. Research must identify which factors contribute most to poor outcomes and which can be changed.
[bookmark: _6y60e1mf59ch]7.6 Effective Interventions
There is limited scientific evidence on which interventions improve health and quality of life for individuals with SMD.
Some programs provide care coordination, transition planning, home and community services, caregiver support, or accessible communication. However, few have been tested in large or diverse populations.
Studies also use different outcomes. Some measure healthcare use. Others measure function, caregiver burden, or quality of life. The field lacks a common set of outcomes that reflect the priorities of individuals with SMD and their caregivers.
[bookmark: _r9kcw1xde17h]7.7 Inclusion in Research
Individuals with SMD are often excluded from clinical research because of communication barriers, cognitive impairment, consent concerns, transportation limitations, or complex medical conditions.
These exclusions may simplify study procedures, but they also remove individuals with some of the greatest health needs. Caregivers and community organizations are also not consistently included in study design or priority setting.
Research methods must support alternative communication, proxy reporting when needed, supported decision-making, and the practical needs of participants and caregivers.
[bookmark: _zaj6ftnxtn1r]8. Research Agenda
A coordinated research agenda should focus on three areas.
[bookmark: _p4l8dlmn42fu]8.1 Characterize Burdens and Needs
We need to characterize the SMD population and what burdens they experience.
Research is needed to estimate the number of children and adults with SMD, describing their demographic characteristics, diagnoses, functional limitations, communication needs, living settings, and levels of dependency.
Research is needed to measure healthcare use, including emergency room visits, hospitalizations, outpatient care, rehabilitation, home care, and long-term services. It should identify unmet needs in healthcare, transportation, housing, employment, communication, and community participation.
Caregiver outcomes must be included, including physical and mental health, financial strain, employment effects, caregiving hours, social isolation, and access to respite and other supports.
Studies need to examine how needs change after school exit, during transitions between health systems, and as individuals and caregivers age.
[bookmark: _u1zjb53p9q58]8.2 Analyze Causes
Research needs to identify the clinical, healthcare-system, social, and environmental factors that lead to poor health, high healthcare use, reduced quality of life, and caregiver burden.
We also need to examine the effects of multimorbidity, polypharmacy, poor access to preventive care, communication barriers, inaccessible facilities, limited clinician training, fragmented care, transportation problems, poverty, and shortages of community services. These factors should not be studied only in isolation. For example, a medical problem may become an emergency because a caregiver could not reach the appropriate clinician, transportation was unavailable, or the individual could not communicate early symptoms.
Modifiable factors that can be changed through policy, clinical care, or community services should be prioritized.
[bookmark: _lrxzjiyozf0f]8.3 Identify, Develop, and Test Interventions
More research is needed to identify, develop, and test interventions that improve health, care coordination, community participation, quality of life, and caregiver health.
Potential areas include coordinated care, transition planning, home and community-based services, care navigation, accessible communication, clinician training, emergency care plans, caregiver education, respite care, and assistive technology. Interventions should be evaluated through outcomes that matter to individuals with SMD and their caregivers, such as avoidable emergency visits, hospitalizations, access to preventive care, quality of life, caregiver burden, community participation, cost, and mortality.
Further studies should examine whether effective programs can be implemented across different healthcare systems, states, and communities.
[bookmark: _cxo9c9zexfuu]9. Calls for Action
[bookmark: _h8749fkte3y]Action 1: Establish a Working Definition of SMD
Federal agencies, researchers, clinicians, advocacy organizations, individuals with SMD, and caregivers should develop a shared working definition.
The definition should include the number and severity of impairments, functional limitations, medical complexity, and support needs. It should include both childhood-onset and acquired conditions.
[bookmark: _tqws7d4ky62v]Action 2: Develop Methods to Identify SMD in Existing Data
We need to identify and characterize individuals with SMD in electronic health records, claims data, Medicare and Medicaid data, disability surveys, education records, and social service data.
[bookmark: _susv4nnq55na]Action 3: Build National and State Surveillance Capacity
Federal and state agencies should collect regular data on the number, characteristics, and needs of individuals with SMD.
Surveillance should include adults as well as children, taking into consideration individuals who acquire SMD later in life.
[bookmark: _e54k1j7lt2n]Action 4: Link Data Across Systems
Data from healthcare, education, Medicaid, disability, housing, transportation, and social service systems should be linked to allow for the development of multifaceted, longitudinal datasets. Data linkage must protect privacy and should involve individuals with SMD, caregivers, and community organizations in decisions about data use.
[bookmark: _2m8bdqhm8fuk]Action 5: Increase Adult and Lifespan Research
More research funding is needed for aging and SMD, acquired SMD, transitions from pediatric to adult care, loss of school-based services, long-term services, and caregiver outcomes.
[bookmark: _49np9f5nhtvp]Action 6: Include Individuals with SMD and Caregivers in Research
Clinical research studies should include individuals with SMD and their caregivers by providing communication supports, accessible materials, flexible study procedures, and appropriate use of supported decision-making and proxy reporting.
[bookmark: _e7ov2pp7p86e]Action 7: Fund Intervention and Implementation Research
Funding agencies should support studies that test care coordination, transition programs, caregiver support, home and community services, assistive technology, and disability-competent healthcare.
Studies should examine whether an intervention works, for whom it works, and under what conditions. They should also examine cost, equity, implementation, and long-term use.
[bookmark: _klkw81cjs8yt]Action 8: Build an SMD Research Network
A research network could connect individuals with SMD, caregivers, researchers, healthcare systems, community organizations, and government agencies.
The network could support shared definitions, common measures, multisite studies, data standards, training, and dissemination. It could also help smaller community organizations participate in research and connect local experience with national data.
[bookmark: _qroub8950753]10. Conclusion
Individuals with SMD experience substantial medical, functional, psychological, social, and financial burdens. Their caregivers often provide intensive support for many years.
Yet this population remains difficult to identify, count, study, and serve. We lack a uniform definition. We lack national surveillance. We lack linked data across healthcare, education, and adult service systems. We also lack strong evidence on which interventions improve outcomes.
The existing evidence is sufficient to show that the burden is substantial. It is not sufficient to determine how many individuals are affected, which problems are preventable, which services work, or how resources should be allocated.
Research must move beyond individual diagnoses and examine how severe impairments interact across the lifespan. It must also move beyond documenting disparities. Research should identify their causes and test ways to reduce them.
A clear definition, better data, direct input from individuals with SMD and caregivers, and sustained support for intervention research can improve health, patient care, community participation, and quality of life.
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