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Presenter
Presentation Notes
It is great to be back at the AUCD conference.  It has been many years since I was last here. I get to do one of my favorite things today, talk about how data informs and guides practice. My colleague Jerry Smith talks described my work as making poetry out of data.



Residential Information Systems Project

Presenter
Presentation Notes
RISP is a Longitudinal Study of long term supports and services for people with IDD. It uses data on state operated IDD facilities dating back to 1880, and on Medicaid funded supports and services back to 1977. The project combines historical data from several sources with annual surveys of state directors of developmental disabilities services and administrators of state operated IDD facilities to provide annual updates on the status and trends in those servicesThe Residential Information Systems Project and its companion project FISP is a data Project of National Significance funded by the Administration on Intellectual and Developmental Disabilities which is under the umbrella of the Administration on Community Living in the US Department of Health and Human Services.My presentation looks at what the RISP data tell us.  We will review the status of long terms supports and services in the US, look at historical trends, and discuss key policy implications of the results.



Purpose
 Track status and trends in long term supports and services for people with IDD 

(especially residential and in home supports)
 Nationally
 State-by-state

 Used by federal and state policy makers, and advocates to: 
 Describe impact of policies on people with IDD to Congress, State Legislatures, 

Courts and other stakeholders 
 Compare a state’s performance to the nation or other states 
 Inform decision making
 Advocate for systems change 

 Enhances ongoing programs of research:
 Provides state level data to help explain variability in outcomes
 Provide context for research findings
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Presentation Notes
RISP data are used both nationally and on a state level to track status and trends in LTSS for people with IDD Provide data that can be used by Congress, State Legislatures, Courts and advocates to describe impact of policy on people with IDD, compare performance across states, inform decision making, and advocate for systems changeRISP data are also used by researchers to understand systemic factors that influence research findings and to provide a context for their research.  



1.47% of people in the US had IDD in 2014

1.4 million (29%) are known to or served by State IDD 
agencies
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Presentation Notes
Based on our analyses of data from the 1994/1995 National Health Interview Survey Disability Supplement, RISP and the 2014 census, we estimated that there were approximately 4.7 million people in the United States have an intellectual or developmental disability (1.47% of the population). Of the 4.7 million, 1.4 million are know to state IDD agencies, and type of residential setting was reported by states for 1.2 million people with IDD who receive LTSS. This presentation focuses on those 1.2 million people.



Age of People in State IDD Systems 2014

22 or Older
61%

Birth to 21
39%
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For FY 2012 we began collecting information from states about the age of service recipients with IDD.  In 2014, we estimate that 39% of the people with IDD served by state IDD agencies are children ages birth to 21 years.  The remaining 61% are 22 years old or older.



Living Arrangements of Service Recipients 
in 2014

Family Home
57%

Own Home 1-3
11%

Host/ Foster 
Family 1-3

5%

IDD Group 1-3
6%

IDD Group 4 - 6
11%

IDD Group 7 - 15
5%

IDD Group 16+
3%

Nursing Home, Psychiatric
2%
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In 2014 we estimate that of service recipients with IDD 57% live in the home of a family member. 22% live in their own home, a host or foster family home or a group home shared by three or fewer people with IDD21% live in a group setting shared by four or more people with IDD11% live in group homes of 4 to 6 people5% live in group homes of 7 to 15 people3% live in large institutional settings specifically serving people with IDD2% live in a psychiatric or nursing facilityAs we will soon see, living arrangements for people in 2014 are very different than they were 50 years ago.



Percent of People with IDD Living With a 
Family Member in 2014
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Based on our analysis of the NHIS-D we estimated that of the 4.7 million people of all ages with IDD in the US, 78% lived in the home of a family member. Living arrangements for the 1.2 million people receiving supports through state IDD agencies differ from those not getting services in that only 57% of those individuals lived in the home of a family member.  Living arrangements were also different for IDD service recipients depending on age.  In 2014 we estimate that 85% of children birth to 21 years live in the home of a family member, compared with only 39% of adults lived with family members.As we saw earlier, there are more adults than children getting LTSS, and for adults LTSS funding allows some to live in setting other than the family home. 



Percent Living with a Family Member by State in 
2014
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Presentation Notes
A key and longstanding finding from the RISP project is that states vary tremendously in who they serve and where those people live. For example, the percentage of services recipients who live in the home of a family member ranges from 86% in Arizona to just 17% in Maryland and averaged 57% in 2014. To understand this variability it is important to know that 63% of those served in Arizona are children compared with only 23% of those served in Maryland. A direct comparison of the two states is misleading since their systems are designed differently.The provision of services in the home of a family member is only one of many service delivery system differences across states.  States also vary on other dimension such as type of operation and size of nonfamily settings in which people live. For example, 14 states do not have any state operated IDD facilities of 16 or more people, but 6 states reported more than 1,000 people still living in those settings in 2014 (CA, IL, MS, NJ, NC and TX).



Differences that Matter

Operating Entity
(State vs Non-state)

Setting Type
(own home, family home host or 

family foster homes, group homes 
or institutions)

Funding Authority
(Medicaid Waiver, Medicaid State 

Plan, Other)

Setting Size 
(1-3, 4-6, 7-15, 16+)

How many people? How many 
settings?

Age
0-21 vs 22+
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This slide shows other dimensions along which state IDD systems vary. There are dramatic differences across states in terms of The extent to which LTSS are provided by state employees or by employees of nonstate entities.The funding authorities used and the relative proportion of people getting services through each authority The type of place services are provided (family home, own home, group home) andThe size of nonfamily places where LTSS are provided (1-3, 4-6, 7-15, 16+)When the RISP project began most services for people with IDD were provided in large state operated institutions funded by the Medicaid State Plan ICF/IID option. Today relatively few people continue to receive services in those settings.



Funding Authority (Flavors of Waivers)

Medicaid HCBS Waiver
 1115 Demonstration waivers
 1915(a) – Voluntary managed care
 1915(b) – Managed care 
 1915(b/c) – Managed care 
 1915 (c) Waivers 

 Comprehensive Waivers 
 Capped Supports Waivers
 Model Waivers (e.g., for people with 

special healthcare needs)
 Autism waivers 

 Other Medicaid Waiver Authorities

Medicaid State Plan
 ICF-ID Medicaid Intermediate Care 

Facility for Persons with Intellectual or 
Developmental Disabilities

 1915(i) – State plan HCBS 
 1915(j) – Self-Directed Personal 

Assistance Services 
 1915(k) – Community First Choice
 Other state plan LTSS 
 Other Medicaid Authority

 State IDD Agency
 Other State Agency
 Other

Non-Medicaid funded 
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As Carlie mentioned, the majority of people with IDD receiving LTSS through state IDD agencies receive services funded by one of several Medicaid Home and Community Based Waiver funding authorities. Of the Waiver funding authorities the largest is the1915(c) IDD waivers. There are many types of 1915 (c) Waivers that vary in terms of the amount and type of resources available for each person, and the populations who are eligible to receive services.However the 1915(c) waivers are only one Medicaid funding authority. Services can be authorized under several other Medicaid Waiver authorities.  Examples of other waiver types include demonstration waivers, managed care waivers, and blended waivers.Other Medicaid state plan authorities include  Institutional services offered in Intermediate Care Facilities for Individuals with ID; State plan home and community based options authorized in the 2010 Affordable Act including the 1915(i), (j), and (k), and Other state plan services such as personal care, self-direction, caregiver supports, chore services, and homemaker services.  The eligibility rules differ for each funding authority.  In most states, state plan services are much more widely available than Medicaid Waiver services.Services can also be funded through non-Medicaid authorities such as state or local government programs, and nongovernmental sources.



Number of People with IDD by Funding 
Authority 2014

759,420

341,483
241,922

170,864
76,201

Medicaid
Waiver

Medicaid
State Plan

State Funds No Public
funds

Medicaid
ICF/IID

Includes duplicate counts.  State plan and state 
funds can be combined with other funding authorities
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In 2014 the most commonly used funding authorities for long-term supports and services for people with IDD were:Medicaid Waiver (759,420 people)Medicaid State Plan (341,483)State funds (241,922)ICF/IID (76,201)There were 170,864 people known to state IDD agencies who were not receiving publicly funded LTSS in 2014.



Medicaid Recipients by Age, Residence and 
Funding Authority 2014

162,835

22,977
4,514

215,655

345,450

71,687

Waiver (Family Home) Waiver (Non-Family) ICF/IID

21 years or younger 22 years or older
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Looking specifically at the Medicaid HCBS Waiver and ICF/IID funding authorities we can see major differences in the number of people served and the types of places those individuals lived.Among people getting services funded by a Medicaid waiver about half (51%) lived in the home of a family member, 27% lived in a group residences and the remaining 22% lived in the own home or with a host or foster family.The characteristics of people getting services through various funding authorities varied tremendously.For example, 87% of children getting Medicaid Waiver funded supports lived in the home of a family member compared with only 38% of adults. Fewer people received institutional services in an ICF/IID setting and nearly all of those people were adults (94%)



Average Annual Per Person Expenditures by 
Age, Residence, and Funding Authority FY 2014

$12,978 

$46,046 

$119,198 

$23,865 

$58,839 

$128,359 

Waiver (Family) Waiver (Other) ICF/IID

21 years or younger 22 years or older

Only states reporting expenditures for both children and 
adults are represented here (45 states for Waiver, and 25 
states for ICF/IID).
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Average annual per person costs differed both by age and by living arrangement  The average annual per person expenditures for people getting Waiver funded services while living with a family member was $13 thousand for children and $24 thousand for adultsThe average annual per person expenditures for people getting Waiver funded services while living in another setting were much higher at $46 thousand for children and $59 thousand for adults.  Average annual per person expenditures for people in ICF/IID settings were more than twice as high as for Wavier recipients living in other settings: $119 thousand for children and $128 thousand for adults. These costs per person are estimated based only on states that reported both expenditures and recipients for each type of service. Number of Reporting States: Waiver (45, does not include IN,IA,NJ,ND,RI); ICF/IID (25, does not include AR,CT,FL,HI,ID,KY,MD,MT, NJ,NM,ND,OK,RI, TN,WI,WY). Only states with both Birth to 21 and 22 years + included.



Medicaid Waiting Lists and Utilization FY 2014

209,267

95,999

27,932

Waiting for Medicaid Waiver LTSS

Waiting to move from family home

Getting Targeted Case Management
While Waiting

836,889ICF/IID Plus Waiver Recipients
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The final slide from 2014 shows the number of people waiting for Medicaid funded LTSS.Eight states reported no people with IDD waiting for LTSS (Delaware, District of Columbia, Hawaii, Idaho, Iowa, Massachusetts, North Dakota, Oregon, and South Dakota). In some of these states all eligible people were entitled to get services.An estimated 209,267 people with IDD living in their own homes or with family members had requested and were waiting for Medicaid Waiver funded services.Of the people waiting for services 27,932 (16% received Medicaid funded Targeted Case management services while they waited based on 36 reporting states.13 states reported that people received TCM while waiting for other services, while 23 states reported that no one on their waiting lists received TCMOf the people waiting for services, 96,000 (44%) were waiting for funding to move from the family home to another residential setting.Medicaid Waiver and ICF/IID services would have to grow by an estimated 25% to meet the needs of those waiting. In 2013 the growth required to meeting the needs of those waiting was 29%, 



Longitudinal Trends and 
Associated Milestones



Milestones
1965 • Medicaid Program

1971 • Medicaid ICF/IID

1975 • PL 94-142 Individuals with Disabilities Education Act

1981 • Medicaid Home and Community Based Waiver

1990 • Americans with Disabilities Act

1999 • US Supreme Court Olmstead Decision

2010 • Affordable Care Act (1915i, 1915j, 1915k)

2014 • Home and Community Based Waiver Rule
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Several milestone events have shaped how supports and services are provided to people with IDD.Large publicly funded institutions were the only source of services for people with IDD until well into the mid-20th century.   They were usually funded with state general funds and housed hundreds or thousands of individuals, often in deplorable conditions.  Starting in the 1950s and 1960s parents of people with IDD and other social justice advocates started calling for better services.  Exposes such as Burton Blatt’s A Christmas in Purgatory and Geraldo Rivera’s expose on the Willowbrook institution in New York called the attention of the general population to the condition of these types of facilities and incremental changes started to happen in the 60s – mostly aimed at improving the conditions in these facilities.  Institutions were still the main source of services for people with IDD.https://www.youtube.com/watch?v=p1NXjccd3lwThe 1965 Medicaid program, while not focusing specifically on the needs of people with IDD as it was a general anti-poverty program, is fundamental to later policy changes as a payment source for new funding programs.In 1971 the Medicaid program that funded Intermediate Care Programs started.  This was the beginning of federal involvement in funding services for people with IDD although still with an institutional focus.  This funding was available for residential settings for four or more people.  During the 1970s a large number of smaller institutional settings were opened, with those that housed 6 people being the most common.  In 1976 PL 94-142 was enacted requiring school districts to provide an appropriate education to children with disabilities.  This was the first time children with IDD were able to be educated in their communities and did not have to go to institutions for education.  As these children grew, families and individuals with IDD started demanding living options that allowed people to remain in their communities. In 1981, Congress authorized Medicaid Home and Community Based Services waivers to serve people with IDD in community settings while waiving certain ICF/IID requirements. In the beginning, states were required to show reductions in ICF/IID costs or anticipated costs associated providing HCBS waiver services. States had to show that their total expenditures under Medicaid for HCBS and institutional settings grew no more than would be expected without the waiver. As the number of people in ICF/IID settings dwindled, this requirement was dropped.In 1990, the Americans with Disabilities Act civil rights legislation for people with disabilities passed prohibiting  discrimination in both the public and private sectors based on disability with the goal of making sure that people with disabilities have access to the same opportunities as their fellow citizens. The Olmstead decision followed in 1999 and holds that people should not be required to live in institutions to have their medical needs met unless there are no integrated options available (lack of funding is not seen as an adequate reason for lack of options).The ADA coupled with the Olmstead decision pushed the service system to focus more on individualized supports and services that offer people greater choice and control over their lives.  In 2010 the Affordable Care Act passed. It included provisions for states to use three new Medicaid State Plan funding authorities to fund long-term supports and services provided in home and community based settings. While these provisions have been used differently for different groups of people with disabilities, they provided funding that allowed significant expansion in the number of people getting Medicaid Home and Community Based Services.In 2014 the Centers for Medicare and Medicaid Services finally published the rules governing where and how Medicaid funded home and community based services could be provided. The rule has the potential to profoundly reshape long-term supports and services going forward. The settings provision of the rule prohibits the use of Medicaid HCBS funding for services provided in institutional or institution like settings and articulates specific criteria defining the characteristics of services funded by Medicaid in HCBS settings. Briefly, these rules strengthen the requirements for integration, autonomy, choice and control, and person-centered services.  Institutional settings will not be eligible for HCBS funding. All of the states have submitted transition plans to Medicaid describing what they will do in cases where programs previously funded by Medicaid HCBS will no longer be eligible to use those funding authorities.  States have until 2018 to implement these rules, so the effect remains to be seen.  



Funding Source for LTSS Recipients Living with Family
1998 to 2014
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As federal policies have shifted, so too have the characteristics of LTSS for people with IDD.One of the most dramatic changes since 1998 has been the steady increase in the number of people with IDD who received Medicaid Waiver funded supports while living in the home of a family member.In 1998, only 24% of people receiving LTSS while living with family members were received supports funded by a Medicaid Waiver.  By 2014, 56% of those individuals received Medicaid Waiver funded supports. The number of people receiving Medicaid Waiver funded supports while living with a family member more than tripled from 81,000 in 1998 to more than 371,000 in 2014 (359%).  



LTSS Recipients in Non-Family Settings 
by Operating Entity 1977 to 2014
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Another dramatic change has been in the extent to which LTSS for people with IDD were provided directly by state employees versus those working for nonstate entities. In 1977, when the majority of LTSS recipients with IDD lived in large state operated IDD facilities, 63% of services were provided by employees of state governments. By 1987, 35 states were offering Medicaid Waiver funded supports, and state employees served less than 50% of LTSS recipients. . By 2014 the proportion of LTSS recipients getting services from state employees had delined to only 7%.



People in Non-Family Residential Settings of 
Different Sizes 1977 to 2014
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There were similarly dramatic shifts in the size of the settings in which LTSS recipients not living with family members lived.In 1977, 84% of all people living in nonfamily settings lived in facilities serving 16 or more people.Between 1977 and 1987, the number of people in nonfamily settings of 7 to 15 people and 1 to 6 people grew rapidly. By 1992, more people lived in settings of 1 to 6 people than lived in settings of 16 or more people.The proportion living in settings of 7 to15 people peaked at 19% in 1987 and declined to 12% by 2014. Most dramatically, however the proportion living in settings of six or fewer grew from 8% in 1977 to 79% in 2014.



Medicaid Funded LTSS for People with 
IDD in the US States 1977 to 2013
Moving From
Intermediate Care Facilities 
for Individuals with 
Intellectual Disabilities 
(Dark Green)

To
Home and Community 
Based Waiver Services

(Dark Blue)
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The changeover from using the ICF/IID funding authority to the HCBS Waiver funding authorities occurred at different times in different states.  The next series of slides uses color to indicate the extent to which people lived in ICF/IID settings versus HCBS Waiver funded settings. States serving 100% of Medicaid LTSS recipients in ICF/IID settings are shown in dark green and states serving 100% in HCBS funded settings are shown in dark blue. As the proportion in ICF/IID settings decreased the color of the state changed from dark green to white until it reached 50%.  At 50% the state was shown in white.  As the proportion served in HCBS Waiver funded settings grew from 50% to 100% the changed to blue ending in dark blue when 100% of the people with IDD were served in HCBS Waiver funded settings.These maps were created using the Tableau data visualization software by Lynda Anderson and as soon as the 2014 data are added, the visualization will be available on the RISP.UMN.EDU website where the color changes can be viewed as an animation showing changes from 1977 to 2014.



1977
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In 1977, all of the people with IDD in getting Medicaid funded LTSS were living in ICF/IID settings in every state.



1987
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By 1987, six years after the HCBS Waiver funding authority became available, the first states (CO and AL) began serving more than half of the people with IDD using Waiver funding.



1992
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By 1992 about a quarter of the states surpassed the 50% threshold for HCBS services.



1997

Presenter
Presentation Notes
Five years later in 1997 nearly 80% of the states served 50% or more of the people in HCBS Waiver funded settings.



2007
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By 2007, only Mississippi continued to serve more people in ICF/IID settings than in HCBS Waiver funded settings. Several states had stopped using ICF/IID settings altogether.



2013
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By 2013, the proportion in HCBS Waiver settings exceeded 75% in most states and only Mississippi continued to serve the majority of people in ICF/IID settings.



Medicaid LTSS Recipients with IDD
1977 to 2014
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This graph shows changes in the overall number of people with IDD in the US living in ICF/IID settings or receiving HCBS Waiver funded supports.The number of people in ICF/IID settings increased from 106,166 in 1977 to a peak of 147,729 in 1992 before declining to 77,469 in 2014.The number of HCBS Waiver recipients increased steadily after it was introduced in 1982 and reached 748,585 in 2014 when 90% of Medicaid LTSS recipients with IDD received HCBS Waiver funded supports.



People with IDD in Large State Institutions 
1950 to 2014
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The number of people with IDD living in state operated IDD facilities of 16 or more people grew from  124,304 in 1950 to a peak of 194,650 in 1967. This graph shows how changes in the number of children living in those facilities affected the total.The proportion of PRF residents ages 21 or younger peaked at 49% in 1964 (the year the last baby boomer was born).Much of the decline in the overall population of large PRFs in the first 20 years of deinstitutionalization was a result in a decline in the number of children living in those settings.  The number of children first for several reasons:The last cohort of the baby boom generation reached age 20The number of children admitted to PRFs declined precipitously as free public educational services became available through PL 94-142More children than adults were leaving institutions to live in other settings.Between 1966 and 1973, more than 100,000 adults ages 22 years or older lived in large PRFs. It wasn’t until 1985 that the number of adults shrank to less than 90,000. 11 years later, in 1996, the number of adults declined to less than 60,000. By 2007, only 35,782 adults remained, and by 2014, seven years later that had dropped to 20,853.The proportion of PRF residents 21 years or younger has been less than 5% since 1996.In 2014, only 747 of the 21,600 people in large PRF settings were children ages birth to 21 years (3.5% of the total population).However, in 2014, children and youth up to age 21 were 22% of all admissions or readmissions.



PRF Facility/ IDD Unit Closures and Projected 
Closures in 5-Year Intervals 1960 to 2024 
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A final note on deinstitutionalization, this chart shows the total number of PRF facilities that closed during each 5 year interval between 1960 and 2014, and the projected number to close between 2015 and 2024.The rate of institution closures peaked at 54 between 1990 and 1994. Then after declining for 15 years, the number of closures jumped to 34 between 2010 and 2014. This most recent uptick in closures follows the Great Recession of the late 2000s.By June 30, 2014, 223 PRFs had closed leaving only 150 PRFs still serving people with IDD. Though the raw number of closures may be down slightly between 2015, and 2019, the proportion of facilities closing each year remains high.The total number of closures between 2015 and 2019 is not yet known but 22 closures have been announced.



People in Individualized Services Have 
Better Outcomes

 Family satisfaction
 Individual satisfaction
 Choice
 Skills
 Cost per person
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Why does this matter? Simply, people generally have better lives when they live in individualized residential arrangements.  The body of literature that reports on the experiences of people moving from institutions overwhelming shows that families are more satisfied with community living arrangements, even families who started out as apprehensive or opposed to institutional down-sizing were, in the end, generally satisfied with the quality of life of their family member.  Numerous studies, using the National Core Indicator data as well as other data sources, show that the smaller the person’s living arrangement the more individual’s report being satisfied with their life, having choice and control over day to day decisions in their life, and people also show a higher level of skill attainment.  



RISP 2014 State Profile
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The RISP and FISP websites have many resources allowing users to compare the status and trends in LTSS for persons with IDD across states or to compare the status of a state to the national average. State profiles for each state are available in interactive visualizations as well as in PDF format. Users can build customized charts using state by state data on Medicaid Waiver and ICF/IID recipients and expenditures from 1977 to the present.One page infographics that summarize key findings can be viewed or downloaded.Soon the visualization showing the pattern of change in the percent of LTSS recipients getting Waiver funded supports will be posted soon.Finally, the 2014 annual reports for FISP are available on the FISP website now and the RISP report is due in the coming weeks.



What do the data tell us?

 LTSS for people with IDD are dramatically different 
today than they were 50 years ago and they 
continue to change.

 There are tremendous differences between states 
in how IDD services are designed and delivered.  
People in some states are much more likely to have 
access to home and community based services 
that are tailored specifically for them and that 
support choice and control over those services



What do the data tell us?
 Only about 25% of all people with IDD get IDD LTSS 

and most of those live in the home of a family member.
 Deinstitutionalization has reduced the total number of 

people living in institutions serving 7 or more people to 
just 112,000 in 2014 but
 69,328 people still live in nonstate IDD facilities
 28,002 still live in state IDD facilities
 21,011 still live in nursing homes and 
 At least 2,613 live in psychiatric facilities 



What do the data tell us?
 State differ in how LTSS are provided along the dimensions of

 Type of operation (state or nonstate)
 Funding authority (Medicaid Waiver, State Plan, ICF/IID)
 Setting size
 Type of living arrangement, and 
 Age

 Fair comparisons across states require an understanding of those 
differences

 These differences likely account for much of the variability across states 
in quality outcomes.



For More Information
Sheryl (Sherri) Larson, Ph.D. Principal Investigator
612.624.6024 larso072@umn.edu
Lynda Anderson lla@umn.edu
Research and Training Center on Community Living
Institute on Community Integration (UCEDD) 
University of Minnesota, Twin Cities
214 Pattee Hall, 150 Pillsbury Drive SE
Minneapolis, MN 55455

RISP/FISP MN: Lynda Anderson, Heidi Eichenbacher, Sandy Pettingall, Kristin 
Dean, Jonathan Walz, Shawn Lawler, John Westerman
HSRI: John Agosta, Brittany Taylor, Yoshi Kardell
NASDDDS: Mary Sowers, Mary Lou Bourne, Mary Lee

RISP.UMN.EDU
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