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The Case for Inclusion
2019

The Case for Inclusion is a tool that gives us glimpses at how well each individual state is
performing overall, how each state matches up against other states regarding key data measures
and, most importantly, the policies and practices of top-performing states that may be considered
as best practices.
Individuals with I/DD, including the young and the aging, want and deserve the same opportunities
and quality of life as everyone else in our country. Yet some states do much better than others in
demonstrating the needed political will and implementing the sound policies and focused funding
necessary to achieve this ideal.
A significant addition to the 2019 report includes incredibly sobering data about the magnitude of
the Direct Support Professional workforce crisis. The inclusion of this issue recognizes that in the
absence of a stable, qualified direct support workforce, states will struggle to reduce waiting lists,
and to support people to experience community integration – to be included, supported and
empowered.
At a high level, this snapshot shows how Medicaid services have changed over the past decade
(from 2005 to 2016). For the most part, services for people with I/DD served by Medicaid have
grown and outcomes have improved significantly.
 Recipients of Home and Community-Based Services have increased from 433,000
served to 807,000 individuals (86 percent increase).
 Spending for HCBS has doubled from $17.2 billion to $35.4 billion. Institutional
spending has dropped from $12.1 billion to $10.5 billion.
 Medicaid Buy-In programs have expanded from 33 to 48 states.
 Family support services have increased from 396,000 to 594,000 families served (up 32
percent).
 Participation in National Core Indicators has doubled, from 24 states to 47 states for
the quality assurance program.
 Large, isolating state institutions have decreased in number from 176 to 140, and the
number of individuals living in these institutions has been cut in half, from 39,000 to
19,000 people.
 The number of individuals served in their own homes has increased from 101,000 to
147,000 (45 percent increase).
 The number of individuals served in their families’ homes has increased from 533,000
to 714,000 (33 percent increase).
 The number of individuals served in shared living/host homes has increased from
35,000 to 64,000 (82 percent increase).
However, a couple negative trends are evident over the last decade (2005 to 2016):
 Competitive employment participation has dropped from 24 percent to 19 percent of
individuals served.
 Waiting lists have tripled from 138,000 to 424,000.
Certainly, there is more work to be done, but advocates should step back and celebrate the
significant improvements and promising trends over the past decade before continuing their
tireless work to make community inclusion a cornerstone of the experience of people with I/DD in
America.
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Thirty-three states, meet the 80/80 Home and Community Standard, which means that at least 80
percent of all individuals with I/DD are served in the community and 80 percent of all resources
spent on those with I/DD are for home (less than 7 residents per setting) and community support.
Those that do not meet the 80/80 standard are Arkansas, Delaware, Florida, Illinois, Indiana, Iowa,
Louisiana, Mississippi, New Jersey, North Carolina, North Dakota, Ohio, Oklahoma, South Carolina,
South Dakota, Texas, Utah and Virginia. Delaware, Oklahoma, Utah and Virginia are very close to
meeting this standard. In fact, 46 states serve at least 80% of all individuals in the community (on
the Home and Community-Based Services waiver).
As of 2016, fifteen states report having no state institutions to seclude those with I/DD, including
Alabama, Alaska, Hawaii, Indiana, Maine, Michigan, Minnesota, New Hampshire, New Mexico, Oklahoma, Oregon, Rhode Island, Vermont, West Virginia and Washington, D.C. Another 10 States have
only one institution each (Arizona, Delaware, Idaho, Montana, Nevada, North Dakota, South Dakota,
Tennessee, Utah and Wyoming). Since 1960, 234 of 374 state institutions have been closed, including 10 in 2015 alone, according to the University of Minnesota’s Research and Training Center on
Community Living. Another 12 are projected to close by summer 2021, of the 140 still operating in
2016.

Read the full report: http://caseforinclusion.org
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Enhanced Respite Services for Children Ages 8-21
ESSB 6052 Report January 2019
EXECUTIVE SUMMARY
In the 2015-2017 biennial budget and continued thereafter, the Washington State Legislature provided
funding for the Developmental Disabilities Administration (DDA) to develop eight enhanced respite beds for
children with developmental disabilities who are age eight or older but under age twenty-one and enrolled in
school. The intent is to provide statewide, short-term, community-based, enhanced respite services as an
alternative to using respite services in an institutional setting.
To comply with requirements from the Centers for Medicare and Medicaid Services (CMS), the DDA must
provide respite services in an integrated setting that supports client access to community activities.
Legislative Charge
In 2011, the Washington State Legislature amended Chapter 71A.20 RCW under Second Substitute Senate Bill
5459. The bill directed the Department of Social and Health Services to establish state-staffed community
crisis stabilization services. The bill further directed that no person under age 16 may be admitted to receive
services at a Residential Habilitation Center (RHC) and no person under age 21 may be admitted to receive
services at a RHC “unless no service options are available in the community” and that “such admission is
limited to the provision of short-term respite or crisis stabilization services.”
Families continue to identify out-of-home respite as one of their greatest needs to continue to provide
supports in the family home. For families raising children with complex behavioral support needs, it is
important to have out-of-home respite available to meet the needs of the child while providing therapeutic
supports to both the child and the family.
As part of the 2015 legislative session, the Washington State Legislature passed Engrossed Substitute Senate
Bill 6052, appropriating funds for the establishment of eight enhanced respite beds for children. These
services are intended to provide families and caregivers with a break in caregiving, the opportunity for
behavioral stabilization of the child, and the ability to collaborate with the state to develop a personcentered service plan that allows the child to remain in his or her family home.
Engrossed Substitute Senate Bill 6052 requires the DDA to develop a respite utilization report by January 2,
2016, and each year thereafter. The report must include:
1) The number of children who have used enhanced respite services in the fiscal year; and
2) The location and number of days per month that each respite bed was occupied.
SUMMARY
DDA created a stand-alone model to mitigate disruption to clients who permanently reside in the homes
where enhanced respite services may be provided. Additional barriers service providers identified include:
• Locating and licensing homes;
• Hiring and retaining staff who meet licensing requirements;
• Supporting clients during school hours when the client is accessing enhanced respite services outside of
their home district and unable to access educational services in the district where the enhanced respite
services are available.
DDA was funded to provide eight enhanced respite beds. As the cost of service in the stand-alone model is
higher, the program capacity was adjusted to seven beds statewide to accommodate the program need and
budget limitations. Costs are higher in the stand alone- model due to the contractor’s inability to utilize any
economies of scale with their current staffing structure. The reason for the creation of the stand-alone
model are explained in the “barriers to access” section above.
As suggested by the high utilization rates, families continue to rely on enhanced respite services. They often
identify the service as being a key factor in their ability to continue meeting their child’s needs in their own
home. DDA will work to develop additional enhanced respite sites within the budgetary and legislative
allowances. Additional locations would be useful to families so that they do not have to leave their local
communities to access the enhanced respite services.
Read the full report: www.dshs.wa.gov/sites/default/files/DDA/dda/documents/2018%20Legislative%20
Report%20Enhanced%20Respite%20Services%20for%20Children.pdf
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Overnight Adult Planned Respite
ESSB 6052 Report January 2018
EXECUTIVE SUMMARY
In the 2015-2017 biennial budget, the Washington State Legislature passed ESSB 6052 appropriating
funds to the Developmental Disabilities Administration (DDA) for the development and
implementation of eight planned respite beds for adults age 18 and older with developmental
disabilities. The intent of this service is to provide short-term, community-based planned respite
services across the state as an alternative to using services in a Residential Habilitation Center
(RHC). To comply with requirements from the Centers for Medicare and Medicaid Services (CMS),
DDA must provide respite services in an integrated setting that supports client access to
community activities.
Legislative Charge
DDA began providing Overnight Planned Respite Services (OPRS) in January 2016 after the
legislature funded eight community respite beds for families across the state. OPRS provides
access to short-term respite in a DDA contracted and certified residential setting and is available
to eligible DDA clients. These services provide families and caregivers with a break in caregiving
and create additional capacity to serve the short-term needs of adults with developmental
disabilities. ESSB 6052 requires DDA to develop a respite utilization report annually.
The report must include:
1) The number of individuals who have used community respite in the fiscal year; and
2) The location and number of days per month that each bed was occupied The majority of DDA
clients with developmental disabilities are supported by their families in the community. DDA’s
mission is to provide services to individuals in the community and is prioritizing increasing
statewide respite options for families who are in need of a break in caregiving. Some families
utilize RHCs for respite care; however, the number of beds to provide respite in the RHC
setting is limited and comes at a high cost. It is also very inconvenient for families to use who
do not live in close proximity to one of the four RHCs.
SUMMARY
Overall, the feedback from families that have utilized the OPRS has been positive and families
appear to find it a useful and desirable service. Use of this service is not yet at the desired
utilization. More service providers are needed in a greater variety of locations. In order to recruit
additional service providers, the legislature will have to fully fund both the 24-hour staffing
expectation and the funds necessary to maintain the residence.
Read the full report: www.dshs.wa.gov/sites/default/files/DDA/dda/documents/2018%20Overnight%20Adult%
20Planned%20Respite%20Legislative%20Report.pdf
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2020 Advocate’s Notebook—The Arc of Washington State 888.754.8798 www.arcwa.org

Family Mentor Project
Annual Report: JULY 2018 - JUNE 2019
Note: Residential Habilitation Centers (RHC) may be an Intermediate Care Facility (ICF), a Skilled
Nursing Facility (SNF) or a combination of both.
Residential Habilitation Centers (RHC)/ Roads to Community Living (RCL)
Transitions Completed:






FIRCREST – 3 ICF / 0 SNF – 3
RAINIER – 6 (ICF ONLY)
YAKIMA VALLEY SCHOOL – 2 (SNF ONLY)
LAKELAND – 0 ICF / 0 SNF – 0
OTHER- ADDITIONAL RCL – 3

RHC/RCL Families and Self-Advocates
In-Process to Transition:





FIRCREST – 3 ICF / 4 SNF – 7
RAINIER – 18 (ICF ONLY)
YAKIMA VALLEY SCHOOL – 2 (SNF ONLY)
LAKELAND – 0 ICF / 0 SNF – 0

Total RHC Transitions Complete and In-Process to Transition = 41

Pre-Admission Screening and Resident Review (PASRR)/Skilled Nursing Facility (SNF)/
Developmental Disabilities Administration (DDA)/Home Care Services (HCS) Families
and Self-Advocates
Transitions Complete for:




REGION 1 – (DDA) - 2 (HCS) – 1
REGION 2 – (DDA) - 12 (HCS) – 12
REGION 3 – (DDA) - 4 (HCS) – 1

Total Transitions Complete for PASRR/SNF/DDA = 18
Total Transitions Complete for PASRR/SNF/HCS = 14
Additional RCL Families and Self-Advocates = 4
Total number of families assisted in Transition = 77
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Early Support for Infants and Toddlers (ESIT) Detailed Funding Model
Executive Summary

2019 Report to the Washington State Legislature

In response to proviso language included in the FY 2021-2022 biennial budget, the Department of Children,
Youth & Families (DCYF) is reporting on a funding model to identify the amount and methodology annual
allocations that must be appropriated in the Omnibus Appropriations Act after July 1, 2020, for early
intervention services, which DCYF oversees. This funding model was developed in consultation with the
Office of the Superintendent of Public Instruction (OSPI), the Office of Financial Management (OFM), the
Caseload Forecast Council (CFC), legislative fiscal staff and with advice and assistance from various stakeholder groups and the applicable committees of the State Interagency Coordinating Council (SICC).1 This
report summarizes the background of the program, the proposed funding model and plans for the transition
of the state funding from OSPI to DCYF.
The recommendations for the transfer of funding outlined in this document reflect feedback from families,
service providers and other stakeholders. The transfer will rectify current misalignment of funding and
regulatory authority, create minimal disruptions in the current system and support using the Early Support
for Infants and Toddlers (ESIT) caseload forecast for appropriations. This approach reflects best practice
and meets federal service delivery requirements under Part C of the federal Individuals with Disabilities
Education Act (IDEA).
Necessary statutory changes identified to-date include an amendment to Revised Code of Washington
(RCW) 28A.155.065 to relieve school districts from their obligation to provide or contract for early
intervention services and transfer the duty to DCYF. Additionally, the school district funding formula as
outlined in RCW 28A.150.390 will be referenced and/or replicated in the DCYF chapter of the Omnibus
Appropriations Act. These actions are intended to retain the requirement for early intervention services to
be available as a matter of state statutory right consistent with federal IDEA regulations.
In addition to finalizing identification of the necessary statutory changes through the Office of the Attorney
General, DCYF recommends the following:
1. State appropriations calculations based on actual individual, district-calculated, annual K-12
basic education allocation (BEA) rate for each child’s resident school district multiplied by 1.15.
These data are identified on line V on the State Summary of the Special Education Allocation
Report 1220.2 This will promote stability by reflecting the current methodology and support the
abilities of early intervention provider agencies to forecast for budget purposes.
2. Funding caseloads based on the ESIT CFC forecasted child count which includes the total
number of children with active Individualized Family Service Plans (IFSP), for children enrolled
year-round (12-month service delivery cycle), as required by federal law.
3. Eliminating the statutory requirement that school districts provide or contract for ESIT
services.
Recommendations in this report maintain the current methodology for calculating funding per ESIT
participant and also recommend funding a caseload forecast that averages four percent higher than the
forecast that is currently funded. A higher forecast would result in roughly 400 additional children each
year as compared to the current forecast, or an additional $3,675,804 million in the 2020-21 school year.
These recommendations support the overarching desired result of ensuring that all eligible infants and
toddlers and their families receive high-quality comprehensive services that meet their individual needs
and increase their potential for school readiness and participation in home and community life.
Conclusion
Because of the collaborative nature of the field and the culture and history of early intervention in
Washington State, there is a recognition that DCYF must work hand-in-hand with local communities to
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address the needs of some of the most vulnerable children and families. DCYF’s partnership with OSPI
at the state level, and local school districts and other service providers at the community level, is both
a clearly articulated requirement in federal law and key in addressing the needs of children with
developmental delays and disabilities from birth through 21 in the state of Washington. There is a shared
commitment to ensure positive outcomes for all young children and their families.
First-year transition plans, including the cost implications for moving from a school-year based program to
a fiscal year-based program, and the need for two months of funding to remain with OSPI to honor existing
school district obligations, are currently under development by partner agencies. Additional transition
planning will include how early intervention funds will be disbursed to early intervention provider agencies,
and the need for timely reimbursements to ensure continuity of early intervention services for infants,
toddlers and their families.

Read the full report:
https://www.dcyf.wa.gov/sites/default/files/pdf/reports/ESIT_Detailed_Funding_Model_Report.pdf
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Employment and Community Inclusion Services
for People with Developmental Disabilities
January 2019 JLARC Report to the Legislature
The 2017 operating budget directed the Joint Legislative Audit and Review Committee (JLARC) to
evaluate employment and community inclusion services for persons with developmental disabilities. The
Developmental Disabilities Administration (DDA) oversees services through program agreements with county
developmental disability authorities. Most counties contract with private companies to provide services. DDA
prioritizes individual employment services Individual supported employment services assist clients with
finding jobs in integrated community work places that pay at least minimum wage. DDA prioritizes this
service over other employment and community inclusion services.
Washington leads the nation in helping clients get jobs. However, few of them meet DDA’s objective of
earning a living wage. Compared to other states, Washington has the highest percent of clients enrolled in
integrated employment services. The goal of individual supported employment services is gainful
employment, which DDA defines as clients' achievement of, or progress towards, earning enough money to
meet their living expenses.
JLARC staff analyzed client data and found that 10% of clients earned a living wage (i.e., more than the
federal poverty level). DDA does not directly measure quality of life outcomes for its employment and
community inclusion programs DDA intends that its services provide quality of life benefits for clients, such
as choice, relationships, integration in the community, and competence. However, DDA does not measure
quality of life outcomes, so it is unable to systematically determine if clients are receiving them. Although
measuring quality of life outcomes is challenging, specialists in the field identify best practices, included in
this report.
DDA does not verify or track whether individuals are offered the choice to switch to community inclusion
services By law, DDA clients cannot receive employment and community inclusion services at the same time.
Nearly all clients start with employment services. After nine months, the law requires DDA to offer
community inclusion services to clients. DDA does not verify whether it meets that mandate.
Stakeholders told JLARC staff that the service system is complicated JLARC staff interviewed a variety of
stakeholders about the process of requesting, authorizing, and receiving employment and community
inclusion services. Clients and families reported that they had challenges navigating the system and
understanding both the programs we reviewed and the broader system.
Legislative Auditor recommends developing a system to measure quality of life outcomes and implementing
statutory requirements for community inclusion The Legislative Auditor makes three recommendations. DDA
should:
1. Develop a system to measure quality of life outcomes for its clients.
2. Ensure that eligible clients are offered the choice of community inclusion after nine months in employment services.
3. Report to the Legislature on its efforts to strengthen and expand the community inclusion program, including an analysis of provider capacity and rate structure. The Department of Social and Health Services
concurs with these recommendations.
REPORT DETAILS
1. DDA's service authorization process: DDA authorizes employment and community inclusion services
based on client needs and available state funds.
2. DDA prioritizes individual employment services: The Developmental Disabilities Administration
prioritizes individual supported employment over other employment services and community inclusion
services.
Employment and Community Inclusion (Page 1 of 2)
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3. Many employed, few earn living wage: While Washington leads the nation in helping clients get jobs,
few of them meet DDA’s objective of earning a living wage

4. DDA does not measure quality of life outcomes: DDA does not directly measure quality of life outcomes for its employment and community inclusion programs
5. DDA does not verify if clients are offered community inclusion: State law requires that DDA clients
be given the choice to transition to community inclusion services after nine months. DDA does not verify or
track whether the mandate is met.
6. Stakeholders share experiences: Stakeholders told JLARC staff that the service system is complicated.

Read the full report: http://leg.wa.gov/jlarc/reports/2018/DDA/f/print.pdf
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No Excuses

Shining a light on abuse and neglect of people with developmental disabilities in Washington’s institutions

Disability Rights Washington—July 2017
A Letter from the Executive Director:
People with disabilities are abused and neglected every day across Washington. That does not mean it
should be tolerated. Every person should be safe in their own home, no matter who they are or where they
live. No excuses.
Abuse can happen anywhere, but it is particularly disturbing when it occurs in a place specifically designed
for the purpose of providing a safe place to receive treatment. Washington’s Residential Habilitation
Centers are run by our state government to serve people with developmental disabilities. These institutions
have a track record of seriously harming and neglecting their residents.
This report is a catalogue of failures and tragedies that occurred in our staterun institutions in the single
calendar year of 2016. You will read that people who expected to be safe in their homes choked to death,
were sexually assaulted, nearly drowned, suffered from medication errors, and were denied the very
treatment they moved to the facility to get. And these are just some of the awful wrongs that were
reported to, and corroborated by, state investigators during that time. There is no way to know how many
other abuses happen when investigators are not present. There can be no excuse for the travesties
described in this report, and no excuse for tolerating more of the same in the future. We cannot allow
people with developmental disabilities to be abused, neglected, isolated, and ignored.
We must all actively work to end abuse and neglect. It does not happen on its own. It was abuse and
neglect in state institutions that motivated Congress to create a network of protection and advocacy
agencies across the country in 1975, and Disability Rights Washington has served as our state’s protection
and advocacy agency for more than 40 years. This gives us the power to show the public what problems
exist, as we did in this report, but our federal authority does not provide us the power to make the system
change. It is up to the public – that is, each one of us – to demand better from our government that runs
these facilities and force them to change their ways.
While reading this report is disturbing, I hope it motivates you to act. If it does, please email facilities@
dr-wa.org to let us know what you are doing to help in this fight and find out how you can coordinate with
others who are standing up for change.
Mark Stroh, Executive Director
Disability Rights Washington

Introduction
In Washington, over 800 people with developmental disabilities live in four state-run institutions called
Residential Habilitation Centers (RHCs). People living in institutions have sacrificed a life in the community
for assurances of safety and the supports to provide them with meaningful skill building activities. However,
according to dozens of reports from 2016 that Disability Rights Washington reviewed, the people in these
facilities are subjected to conditions that fall below minimum standards for safety and clinical support. In
just the past calendar year, failures at these institutions have left at least one person dead, at least two
people sexually assaulted, and others seriously harmed or nearly dead.
The State is responsible for surveying these institutions to determine whether or not each institution meets
federal standards for operation. Under these standards, at least two basic conditions must be met: people
must be safe and people must receive appropriate treatment. Washington is failing on both fronts. The
State’s own surveyors have found that people living in these state-run institutions are in danger and the list
of potential harm is long: sexual assault, choking, malnourishment, a lack of medical care, and even death.
Simultaneously, people living in Washington’s institutions are being denied the skills training that these
facilities exist to provide.
This harm is preventable. The circumstances that led to the choking death of one man were not isolated.
Similarly, the lack of supervision that led to the near drowning of another man can be seen in hundreds of
pages of surveys across all four RHCs. After a staff person sexually assaulted a woman one day, the same
staff again assaulted another woman the following day.
“No Excuses” sheds light on the pattern of unsafe conditions and lack of treatment in Washington’s RHCs, as
identified in the State’s own surveys. While most of this information is publically available, it is apparent
that the ongoing problems are not widely known nor discussed. This report synthesizes a single year’s worth
of information to call attention to the serious harm that continues to occur. These systemic failures
endanger people with developmental disabilities in all of the RHCs and cannot continue, as there are no excuses for these failures.
Conclusion
This report presents a mere snapshot of the conditions in Washington’s staterun RHCs. It highlights only
No Excuses (Page 1 of 2)
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some of the failures that the State’s own RCS identified in its surveys over the past year. Remarkably, the
moments of staff neglect—leaving residents without services and attention—occurred during the few days a
year when RCS was on-site and observing a few select people.
Often, RCS found repeat violations from other surveys. It is impossible to know how many more violations
happened during the hundreds of days and nights when RCS was not around, or how the hundreds of people
whom RCS does not meet are being treated.
These failures are not new. For example, Fircrest, Rainier and Lakeland Village all received a denial of
payment for new admissions in the 2015 calendar year. In each instance, RCS determined that the facility
was out of compliance with federal law regarding minimum standards, including failures to protect clients
and provide active treatment.
The lack of care in these RHCs results from systemic neglect of people with developmental disabilities. In
2016 alone, foreseeable and documented conditions led to the death of at least one man, the sexual assault
of at least two people, and many others were at risk of serious harm or death. Appropriate medical and
skill building care was not provided to countless people while they were isolated in these institutions. In
many cases when abuse was discovered, sustainable measures were not taken to prevent future abuse. All
the while, people who are being harmed are not receiving the skills training that they live in RHCs to
receive.
Abuse and neglect of vulnerable persons must stop. We can all agree on that. The safety of people living
in RHCs is a persistent problem. It is also a fundamental concern for the developmental disabilities
community. This community recognizes its responsibility to see the end of abuse wherever it occurs, and
this report makes it clear that neglect and abuse are unacceptably common in Washington’s institutions.
The persistent unsafe and substandard therapeutic conditions are inexcusable and must stop.
Disability Rights Washington calls for the convening of a group of individuals with disabilities, their family
members, guardians, friends, advocates, and state officials and policymakers. This group should identify
the systemic root causes of abuse and neglect of people in our State’s institutions, and then identify and
implement solutions. These solutions must ensure that the women and men in these institutions are safe
and get the full benefit of the services they deserve.
About the Author
Reisha Abolofia is a staff attorney on Disability Rights Washington’s Treatment Facilities Program. Reisha
advocates for the effective delivery of treatment in humane and therapeutic conditions for people with
disabilities in facilities. She received a Bachelor of Arts from the University of Washington in 2009 and a
Juris Doctor from Gonzaga University School of Law in 2014.

Read the entire report: www.disabilityrightswa.org/no-excuses-shining-light-abuse-and-neglect-peopledevelopmental-disabilities-washingtons
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No More Excuses

Shining a spotlight on abuse and neglect of people with developmental disabilities living at Rainier

Disability Rights Washington—January 2018

A letter from the Executive Director
Rainier, a Residential Habilitation Center, is a dark place. State surveyors have found that:






People are left for hours on end with nothing to do and no human interaction;
People are treated inhumanely as staff bark orders at them when they do not do as staff want;
People do not have safe food to eat that meets their swallowing needs, and staff do not know how to
properly perform the Heimlich maneuver, putting residents at risk of dying every time they eat each
day; and
People died from what is believed to be improper medical care.

All of this happened in just the last year.
These are not merely opinions or unsubstantiated assertions. All of these serious problems were observed
and recorded by state officials investigating the conditions and care at Rainier. The persistent issues
resulted in the federal government deciding in late December to decertify one of Rainier’s programs for
failing to meet federal legal requirements to provide minimally adequate care. Notably, the serious
problems occurred while Rainier staff knew state investigators were on site and watching them. I am deeply
troubled by not only these examples of seriously poor care, but also the question of what happens on the
days no one is watching.
Our state is paying for and directly operating Rainier. The conditions at Rainier are unacceptable and
cannot continue. Every person should be safe in their own home, no matter who they are or where they
live. Rainier residents are not safe, and it is despicable that taxpayers are the owners and operators of such
a facility. The residents of Rainier must be kept safe and given the services they need and are legally
entitled to receive. This is just the bare minimum of the law, and it is simply human decency.
The neglect must end now. No more excuses.
I know reading this report is disturbing. I hope, however, that the discomfort it causes you as a reader
motivates you to act to help those who have to live in these conditions at Rainier every day. If it does,
please email facilities@dr-wa.org to let us know what you are doing to help in this fight and to find out how
you can coordinate with others who are standing up for change.
Sincerely,
Mark Stroh
Executive Director
Introduction
Washington State pays for and operates a place with a history of neglect and abuse of people with
developmental disabilities called Rainier. Currently, approximately 310 people live in this institution and
have sacrificed a life in the community to receive safe and appropriate care. Year after year, however,
residents of Rainier live in danger. Death, verbal abuse, and careless medical attention are just some of the
serious harms people face. All the while, Rainier fails time after time to provide the treatment it exists to
provide.
The state is responsible for surveying Rainier to determine whether or not the institution meets federal
standards for operation. Under these standards, at least two basic conditions must be met: people must be
safe and people must receive appropriate treatment. Rainier is failing on both fronts, and it is not an
isolated failure. In 2017 alone, the state’s own surveyors have found that people living in Rainier are in
constant danger of choking to death, treated with disrespect, and left for hours and hours alone with
nothing to do. Simultaneously, people at Rainier are being denied the skills training that Rainier exists to
provide and receives federal and state money to provide. These failures are so pervasive that the federal
government recently decided that it would decertify a portion of the institution and no longer pay for its
services.
No More Excuses sheds light on the pattern of unsafe conditions and lack of treatment occurring at
Rainier, as identified in the state’s own surveys. While most of this information is publically available,
it is apparent that the problems continue and meaningful change is needed. This report synthesizes a
single year’s worth of information to call attention to the serious harm that continues to occur. These
systemic failures endanger people with developmental disabilities and cannot continue, as there are no
excuses for these failures.
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Conclusion
The current conditions at Rainier cannot be viewed in a vacuum. There is a clear pattern of significant
harm occurring at Rainier, and the abuse and neglect cannot continue.
2015:
Rainier received a denial of payment for new admissions for a portion of Rainier when RCS determined it
was out of compliance with federal law regarding minimum standards, including failures to protect clients
and provide active treatment. Rainier’s failure to follow one man’s necessary, documented dietary needs
led him to choke to death. Instead of ensuring the safety of residents with dietary restrictions, another
man choked to death one year later. The risk is preventable, but today, countless men and women are at
risk of choking.
2016:
RCS imposed a denial of payment for all new admissions to a portion of Rainier for 11 months based on
Rainier’s non-compliance of federal conditions for participation. Surveys from 2016 reveal residents
throughout Rainier faced a long list of dangerous conditions. A Rainier resident choked to death, at least
one Rainier resident was sexually assaulted by a Rainier staff, and a Rainier resident nearly drowned. All
the while, Rainier staff repeatedly failed to provide the active treatment the institution exists to provide,
and men and women sat day after day with nothing to do.
2017:
Approximately 310 adults with developmental disabilities currently live at Rainier, and every single
resident lives at risk of abuse, neglect and even death. In December, after a long record of failures to
provide active treatment and protect its residents, the federal government decertified a portion of Rainier
due to pervasive and uncorrected deficiencies. People are treated with disrespect and without dignity.
After repeated citations, Rainier continues to fail to provide active treatment. In the 2017 calendar year
alone, RCS sent two letters finding immediate jeopardy to Rainier’s residents. Finally, near the end of
2017, RCS consulted with Centers for Medicare & Medicaid Services and because of ongoing noncompliance,
decertified a portion of Rainier.
This report only highlights some of the problems that deeply affect the everyday lives and safety of people
living in Rainier. Disability Rights Washington’s history is rooted in the need to prevent and combat abuse
and neglect in institutions, following the harrowing exposé in the 1970s of the Willowbrook State School,
an institution in New York. Congress created organizations like Disability Rights Washington to serve as
“protection and advocacy systems” to ensure watchdogs existed in conditions of facilities housing the
nation’s citizens with disabilities. As evidenced in No Excuses and in this report, however, grave conditions
persist at Rainier and excuses continue to be made for why residents are regularly denied a safe, dignified,
supportive home. Over 40 years later, people with developmental disabilities should not continue to face
warehousing in institutions where they do not receive necessary treatment to live independently in unsafe
and abusive conditions.
The ongoing harm to residents and the federal government’s decision to decertify confirms that much
more needs to be done to keep the people living at Rainier safe and to provide them with the treatment they need. This will take strong and effective leadership from the state to take responsibility for
the shameful pattern of abuse and neglect that has occurred over the last several years. A change
needs to happen now. No excuses.
About the author
Reisha Abolofia is an attorney on Disability Rights Washington’s Treatment Facilities Program. Reisha advocates for the effective delivery of treatment in humane and therapeutic conditions for people with disabilities in facilities. She received a Bachelor of Arts from the University of Washington in 2009 and a Juris
Doctor from Gonzaga University School of Law in 2014.
Read the entire report: www.disabilityrightswa.org/reports/no-more-excuses/
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No Excuse for Exclusion:

Segregation and Subminimum Wage at Rainier

Disability Rights Washington—October 2018
Introduction
The state of Washington should not employ people with developmental disabilities in segregated settings at
less than minimum wage, but that is exactly what Washington is doing in its state-run institutions.
Washington State’s Developmental Disabilities Administration (DDA) holds itself out as a national leader in
supporting individuals with developmental disabilities living in the community to work in integrated
settings and earn minimum wage or better. DDA sets policies and provides funding to private companies to
deliver a variety of employment supports that help people with developmental disabilities secure and
maintain good jobs. In a few state-run facilities, DDA delivers employment support directly, not through
these private employment support providers. In these state-run facilities, DDA does not offer the same
services to their clients that similarly situated clients living in the community would get.
This report provides a summary of Disability Rights Washington’s investigation into the employment
services at one such facility, Rainier located in Buckley, Washington. The report compares the services
at Rainier to services that are successfully used in the community for people with the same type of
employment support needs.
The report shows that despite being well aware that people with developmental disabilities can and
deserve to be employed in community settings, in highly rewarding jobs of their choosing, making at least
minimum wages, the state does not deliver supports to make that a reality for the people who are in their
custody and directly employed by them. Instead, residents of state facilities are relegated to work in
isolated locations, doing a limited number of tasks that are not individualized to their needs or interests,
earning less than minimum wage. Washington knows it can do better to support and pay its workers with
developmental disabilities because it knows how to achieve those outcomes for people with developmental
disabilities in the community receiving state funded employment supports from private companies and
employed by private employers at minimum wage or more. There is no excuse for excluding people with
developmental disabilities from adequate support and pay.
Conclusion
The services DDA provides at Rainier are inferior to the services provided in the community. At Rainier, the
employment supports are inconsistent to the goals, values and principles that DDA holds out for people
living in the community. The residents of Rainier who are supported to get a job by the state and who also
work directly for the state are told they must work in segregated settings, have a limited number of job
options, and work few hours for less than minimum wage. In short, when Washington State’s DDA directly
supports and employs workers with disabilities it does the exact opposite of what it expects from private
companies when they provide employment supports or employ workers with disabilities in the community.
The state of Washington should stop providing services to residents at Rainier in a way that is counter to
their own guidelines and goals for the state. In the community, DDA is capable of designing and running a
statewide system of individualized employment supports for individuals with developmental disabilities to
ensure that they are working in integrated settings, in jobs that are individualized to their personal needs
and interests, and earning at least minimum wage. The facilities that DDA is in charge of overseeing and
administering should provide resident workers the same services. The state should stop employing people
in sheltered workshop settings, move away from group support employment to individualized employment,
prepare resident workers for entry into the larger workforce in the community, and never pay a state
worker less than the state minimum wage. No resident worker should be left to work in the same position
for years without gaining additional skills, especially when their support staff already recognize they have
capacity to learn additional skills.
This report highlights the on-going failures to prepare residents of Rainier for independence and life in the
community. DDA appropriately places great value on supporting the people they serve as they pursue
opportunities for work, build relationships with non-staff individuals, and choose who supports them in
their pursuits. Many residents of Rainier are not benefiting from these values, as they are only working
with paid staff and other residents in a limited number of segregated work environments. Furthermore, the
isolation of the work offered at Rainier is not lost on the residents, as the most sought after job is the
mobile crews. Individuals that are already working on the mobile crews state that going to town is one of
the best parts of the job. This suggests that it is not just the type of work being offered that is enticing, it
is the fringe benefit of leaving Rainier.
This report adds to the desolate picture painted by other recent reports by Disability Rights Washington.
Rainier has serious life or death health and safety issues and a significant lack of habilitative, skill building
treatment. This has resulted in the federal government repeatedly citing Rainier for violating the law and
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taking progressive corrective action against the state for these failures. To these failures can be added one
more. Rainier does not support employment for its residents that includes them in the community or fairly
compensate them for their labor.
About the author
Brian McQuay is an investigator for Disability Rights Washington’s Rights Investigation and Accountability
Program. The program investigates the extent to which individuals with disabilities retain their basic rights
to make personal and financial decisions and how people in positions to assist them in exercising those
rights respect, protect, and facilitate the individual’s expressed interests.

Read the entire report: www.disabilityrightswa.org/reports/no-excuse-for-exclusion/
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Chaotic and Dangerous:

How the State’s poor management of Rainier harms residents with developmental disabilities
May 2019

This report, Chaotic and Dangerous, summarizes The Rainier School’s (Rainier) failures over
calendar year 2018. Approximately 310 people with developmental disabilities currently live at
Rainier and sacrifice a life in the community to receive safe and appropriate care. Last year,
Rainier’s failures were so pronounced and serious that the state and federal agencies that oversee
Rainier decertified two of Rainier’s Program Area Teams (PATs), one in May of 2018 (PAT C), and
another in August of 2018 (PAT A), due to non-compliance with federal standards. This is in
addition to the decertification of another PAT in December of 2017 (PAT E). Decertification means
that the federal government stops providing Medicaid funding to the facility. Under federal
standards, at least two basic conditions must be met in order to receive funding: people must be
safe and people must receive appropriate treatment.
As of publication of this report, PAT E is back in compliance but PAT A remains decertified.
Rainier PAT C was re-inspected by RCS and has very recently been recertified. It is not yet clear
whether PAT C’s recent recertification involves corrective actions. It is also not clear what will
happen in the long term to the residents of PAT A.
In 2018, the state entered into a deal with the federal government to keep PAT E certified while
it addressed its deficiencies. One of the conditions of this deal required the state to hire an
independent consultant to review Rainier. The consultant’s assessment was scathing, describing
the leadership of the Developmental Disabilities Administration (DDA) and Rainier as chaotic.
This should come as no surprise to anyone who has looked closely at Rainier in recent years. In
2017, Disability Rights Washington (DRW) released a report entitled No Excuses that exposed a
pattern of unsafe conditions and lack of treatment in Washington’s four Residential Habilitation
Centers (RHCs). One of the four RHCs examined in No Excuses was Rainier. DRW found Rainier to
present especially serious problems, and thus wrote two more reports in 2018 focusing exclusively
on Rainier: No More Excuses and No Excuses for Exclusion. No More Excuses demonstrated how
Rainier continued to endanger the lives of people with developmental disabilities and failed to
provide necessary treatment for its residents. No Excuses for Exclusion focused on how residents
at Rainier are denied high-quality employment and skill building supports that other clients of the
DDA get every day. As a result, Rainier residents are excluded from community integrated jobs,
paid subminimum wage, and assigned tasks in isolated locations that are not individualized to
their abilities.
This year, DRW again revisited the status of care and treatment at Rainier. We looked to a variety
of sources, including a report conducted by a state-contracted outside consultant that examined
organizational deficiencies at Rainier. Ultimately, DRW concluded that systemic failures, such as
disorganized leadership and lack of critical communication, persist at Rainier. These failures
continue to seriously endanger people with developmental disabilities and it is imperative that
the state address the current situation immediately. The state is risking the health and safety of
Rainier residents and is disregarding its own liability for both individual and systemic failures.
Conclusion
Despite numerous reports and warnings, and the loss of CMS certification, Rainier has not improved vital conditions for Rainier residents and continues to expose residents to the risk of death
or serious injury. It also fails to provide residents with services that could ultimately enable them
to live more independently in a less restrictive setting, including in the community close to family. More recently, serious questions have been raised about whether Rainier is protecting residents’ rights when moving them. Evidence indicates that all these deficiencies are structural in
nature rather than the result of a few bad actors. The state must take immediate action in order
to protect residents and provide them the services they need and deserve and to which they are
legally-entitled.

Read the entire report: https://www.disabilityrightswa.org/reports/chaotic-and-dangerous/
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Developmental Disabilities Ombuds Annual Report
November 2019 Report to the Legislature

Executive Summary
The Legislature created an independent Office of Developmental Disabilities Ombuds (DD Ombuds) to
monitor and report on services to persons with developmental disabilities. The DD Ombuds has the
authority to investigate complaints, monitor services, and report on State services utilized by children and
adults with developmental disabilities. The DD Ombuds also has the duty to make recommendations for
service improvement to State agencies, the Governor and the Legislature. A summary of the DD Ombuds
recommendations to the Governor and Legislature is below, followed by summary of the work of the DD
Ombuds for the state fiscal year (SFY 2019).
Policy Recommendations to the Legislature and Governor
Recommendations are based on analysis of complaints, monitoring, Developmental Disabilities Ombuds (DD
Ombuds) systemic issue identification and reports.
Recommendation 1. - Secure rights of people who use DDA services
Problem: Currently, there is no one section of Washington law that spells out the rights of those who
utilize DDA services. Further, people who use DDA services may have different rights depending on where
they live and receive services. This is confusing, difficult to navigate, and creates barriers to problem
solving.
Proposal: Spell out the rights of people who use DDA services in statute as proposed in HB 1651 and SB
5843. They establish certain rights for clients of the Department of Social and Health Services Developmental Disability Administration. They specify the right to participate in service planning, access service and
healthcare information, file complaints and grievances, privacy, confidentiality, access to advocates, and
rights upon termination of services.
Recommendation 2. - Prevent inappropriate hospitalization of children and adults with developmental
disabilities.
Problem: Hospitals are being used as crisis placements for children and adults with developmental
disabilities across the state. Individuals with developmental disabilities spend weeks or months in a
hospital, which is often traumatizing to both the individual and hospital staff, because DDA cannot locate
available residential supports with staff to provide care.
Proposal: Make changes to the service system to ensure individuals with developmental disabilities
have access to services that prevent inappropriate hospitalization:
a. Fund increased diversion bed, emergency respite or other bed capacity so individuals with
developmental disabilities have an appropriate placement available if they experience a crisis and
need residential services.
b. Require DDA to expand the data collected about all people with developmental disabilities who
are taken to the hospital.
c. Expand the number and types of specialized providers.
d. Direct DDA to identify and remove barriers to utilization of behavioral support.
Recommendation 3. - Improve services for youth with intellectual/developmental disabilities in foster
care

Problem: There are children and youth with developmental disabilities in the Title IV-E foster care
system that could be served better. There are concerns about how the lack of DDA-paid services might
disadvantage youth with developmental disabilities while they are in Title IV-E foster care placements and
while they are transitioning from a foster care setting to an adult residential setting. The DD Ombuds
gathered information about how other states serve children with developmental disabilities in foster care
in its report “Improving Services for Youth with Intellectual/Developmental Disabilities in Foster Care.”
Proposal: Create policy and legislative solutions to any gaps in services experienced by children with
developmental disabilities served by Title IV-E foster care in Washington State.
a. Medicaid Waivers - Investigate if and how DDA waiver services may improve access to specialized
services for youth with developmental disabilities in Title IV-E foster care.
b. Service Coordination between State Agencies - Investigate options for better service coordination
between DDA and DCYF at both the individual and systemic levels.
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c. Screening and Eligibility - Research and develop protocols for automatic screening for developmental disabilities when a child or youth enters the Title IV-E foster care system; Create a system where
identification of developmental disability by DCYF is referred to DDA for application and eligibility
determination.
d. Transition out of Foster Care Services Investigate how many months before transition out of foster care the planning process needs to
begin;
Ensure all DDA eligible youth are screened for developmental disability and DDA eligibility upon
entering the foster care system;
Produce caseload forecast of the number of children and youth who will transition out of Title
IV-E foster care to DDA services;
Investigate if and how DDA waiver services improve access to specialized services for youth with
developmental disabilities in Title IV-E foster care and/or consistency of services as children and
youth move between service settings.
e. New License to Extend Age for Foster Care Homes - Research possible licensure options for
continued placement of youth with developmental disabilities in foster care homes after the age of 21;
Recruit and retain foster care families to provide continued services for youth with developmental
disabilities past age 21.
f. Developmental Disability Certification for Foster Care Homes - DCYF and DDA develop foster care
family training/certification for serving children and youth with developmental disabilities; DCYF
recruit, train and retain foster care families to care for children and youth with developmental
disabilities.
Recommendation 4. - Identify and close gaps in mental health services for people with developmental
disabilities
Problem: The integration of Medicaid health care and behavioral health care has created gaps in
mental health services for individuals with developmental disabilities.
Proposal: Create a mental health service system inclusive of people with developmental disabilities.
Support HB 1394 Sec. 10 workgroup generated recommendations regarding proposals to identify and
examine current gaps in mental health services for children and adults with developmental disabilities.
The workgroup is in progress to address children mental health services, adult mental health services,
transitions between children and adult mental health services, and linkages between mental health
services and DDA services.
Recommendation 5. - Invest in quality community supports and services for children and adults with
developmental disabilities to reduce use of crisis services.
Problem: The long-term service system in Washington State is ranked as one of the best in the country.
Not so for individuals with developmental disabilities: Washington state ranks 37th in the country for fiscal
effort for services for individuals with developmental disabilities according to the 2017 State of the State
Report.
Proposals:
1. Mandate caseload forecasting for DDA community supports and services.

2. Increase direct service workers wages in supported living to reduce turnover and increase retention
of well-trained staff.
3. Modify RCW 74.34 to clarify definitions, give authority to APS to share information with law
enforcement and some state agencies, and clarify APS authority to share information with DD Ombuds.
(DSHS request legislation)
4. Address the needs of the 13,000 clients DDA has identified who asked for services but are waiting by
increasing availability of waiver services.
Read the entire report: https://ddombuds.org/wp-content/uploads/2019/10/DD-Ombuds-Annual-Report-SFY-201910.31.19-Final-1.pdf
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DD Ombuds Expansion Plan
October 2019
Expansion Plan Introduction
RCW 43.382.005 (5) requires the Office of the Developmental Disabilities Ombuds to create a plan to
expand the DD Ombuds services and submit it to the Legislature. “The developmental disabilities ombuds
must consult with stakeholders to develop a plan for future expansion of the ombuds into a model of
individual ombuds services akin to the operations of the long-term care ombuds.”
The Developmental Disabilities Ombuds Program
In 2016, the Washington State Legislature created an independent Office of Developmental Disabilities
Ombuds (DD Ombuds) to investigate complaints, monitor and report on services to persons with
developmental disabilities.
The DD Ombuds visits people where they live or where they receive their services to provide
information, listen to their concerns, and help resolve complaints. The DD Ombuds also takes
complaints by phone and through a website complaint form, but recognizes many people with
developmental disabilities do not have access to the phone or internet. Some people with developmental
disabilities are isolated and do not have the resources or awareness necessary to reach out for assistance.
Therefore, the DD Ombuds approach is to provide services and take complaints in person as much as
possible.
The DD Ombuds State office operates out of Seattle and there are three Regional offices located in
Seattle, Olympia and Spokane. Staffing includes 5.5 FTE including the State DD Ombuds, Regional DD
Ombuds, Legal Counsel (required by contract), Self-Advocacy Educator and a part time Office
Assistant. DD Ombuds staff are trained, must follow service protocols and strict confidentiality
procedures. The annual budget is $610,850 from a state appropriation of $643,000. The DD Ombuds can
respond to complaints from people with developmental disabilities or their legal representatives or initiate
complaints on its own initiative. There are currently over 48,000 clients of the Developmental Disabilities
Administration (DDA) and, could be up to 225,000 people with developmental disabilities in the state.
The Ombuds Model
The Long Term Care Ombuds is a well-established, well respected program serving residents of long-term
care facilities. The DD Ombuds modeled its program after the LTC Ombudsman Program with a focus on
going to people to meet them face-to-face to listen to concerns and assist with complaint resolution.
Although the populations served by each program differ, there are similarities. Many people do not have
access to a phone or the internet and depend on in-person visits. Many people do not know their rights,
and may not know how to resolve their concerns without assistance. Ombuds programs are focused on the
rights of the person served and provide person-centered, complaint based services.
Stakeholder Input
The DD community supports the expansion of the DD Ombuds program to serve more people with
developmental disabilities and their families. There is recognition that by expanding the DD Ombuds work
at the individual complaint level and the systemic level, the service systems can be improved and people
better served.
Stakeholders support expansion to better reach diverse communities, rural communities and isolated
residential settings. The majority of stakeholder survey respondents are supportive of the use of volunteer
DD Ombuds as they will extend the reach of the program across the state.
Stakeholders expressed support for more coordination with parent groups and with self-advocacy groups.
Advocates support the hiring of people with developmental disabilities to provide peer education,
outreach, and support peers to develop skills to be their own advocate.
Stakeholders supported the use of volunteers to monitor services, provide information about resources,
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and handle low-level complaints. Some stakeholder preferred paid positions instead of volunteers, others
stated that volunteers must be well-trained and supervised. Several mentioned the need for a volunteer
coordinator to ensure a solid volunteer program.
The Expansion Plan
The DD Ombuds modeled its program after the LTC Ombudsman Program with a State Ombuds and Regional
offices but does not yet have the resources to implement a volunteer program. The DD Ombuds Program
also has a self-advocacy educator to inform people with developmental disabilities about their rights and
how to address their concerns about their services. The expansion plan details the model of regional
offices, paid DD Ombuds and well-trained DD Ombuds volunteers, an additional self-advocacy educator and
a volunteer coordinator.
The plan proposes a graduated increase in paid staff and use of volunteers over the next three biennium.
Phase one would be to stabilize the certainty of the funding for the program by moving the DD Ombuds
budget into the maintenance budget. Then in SFY 2022-2023 a volunteer coordinator, self-advocacy
educator and three DD Ombuds are added. Staffing is increase by 3 DD Ombuds and an Office Assistant the
next two biennium.
Summary
The Developmental Disabilities community supports the expansion of the DD Ombuds program to serve
more people with developmental disabilities and their families. There is recognition that by expanding the
DD Ombuds work at the individual complaint level and the systemic level, the service systems can be
improved and people better served.
Stakeholders support expansion to better reach diverse communities, rural communities and isolated
residential settings. The majority of stakeholder survey respondents are supportive of the use of volunteer
DD Ombuds as they will extend the reach of the program across the state.
The DD Ombuds modeled its program after the LTC Ombudsman Program but does not yet have the
resources to cover the State or to implement a volunteer program. The expansion plan details the model of
regional offices, paid DD Ombuds and well-trained DD Ombuds volunteers, an additional self-advocacy
educator and a volunteer coordinator.
The plan proposes a graduated increase in paid staff and use of volunteers over the next three biennium.
Phase one would be to stabilize the certainty of the funding for the program by moving the DD Ombuds
budget into the maintenance budget. Then in SFY 2022-2023 a volunteer coordinator, self-advocacy
educator and three DD Ombuds are added. Staffing is increase by 3 DD Ombuds and an Office Assistant the
next two biennium. The Volunteer coordinator is responsible for recruiting and training the target number
of volunteers to work with DD Ombuds staff. The result will bring an increase in the number and diversity of
people who have access to the DD Ombuds and services to assist them with their concerns. The DD Ombuds
will also have increased capacity to address systemic issues and advocate for service improvements.
Betty Schwieterman, State Developmental Disabilities Ombuds
833.727.8900 ext.209
betty@ddombuds.org
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Improving Services for Youth with
Intellectual/Developmental Disabilities in Foster Care
September 2019
In Washington State, developmental disability services are administered to eligible clients by the
Developmental Disabilities Administration (DDA). Title IV-E foster care services are administered by the
Department of Children, Youth, and Families (DCYF) to children and youth who are removed from their
homes for reasons of abuse or neglect. Washington State provides an enhanced state health insurance
benefit to children and youth in Title IV-E foster care to meet their physical and behavioral health needs.
Children being served in DCYF Title IV-E foster care, including children and youth with developmental
disabilities, use this enhanced insurance benefit to obtain supports and services for any unmet needs. For
this reason, DDA does not generally provide paid supports to eligible children and youth with developmental
disabilities who are in Title IV-E foster care.
There is another population of children and youth who are placed in out of home residential care but are
not part of the Title IV-E foster care system. These children are placed out of home solely due to their
developmental disability and not due to abuse or neglect. In these cases, youth are placed in a DDA-funded
foster care setting, called voluntary placement, and receive DDA-paid services. Voluntary placement is a
separate and distinct service from Title IV-E funded foster care.
During the 2019 legislative session, the Washington State House of Representatives’ Human Services and
Early Learning Committee held a work session on youth with developmental disabilities that are served by
the child welfare system. During this work session, a group of advocates articulated serious concerns about
how youth with developmental disabilities are being served by the Title IV-E foster care system. The
advocates brought concerns about how the lack of DDA-paid services might disadvantage youth with
developmental disabilities while they are in Title IV-E foster care placements and while they are transitioning from a foster care setting to an adult residential setting. The advocates brought these concerns to the
Washington State Legislature and the public to raise awareness and to ask for a legislative response.

Moving Forward
There are children and youth with developmental disabilities in the Title IV-E foster care system that could
be served better. The DD Ombuds is hopeful that the above information is helpful to both the advocacy
community and policy makers. The information from other states can be a resource for identifying
improvements in Washington’s system for supporting and coordinating services for youth with
developmental disabilities in Title IV-E foster care; for creating a smooth and productive transition
between Title IV-E foster care and DDA services; and for supporting foster care families that serve children
and youth with developmental disabilities. To recap, the DD Ombuds proposes that stakeholders,
advocates, and state agencies explore the following next steps:








Medicaid waivers - Investigate if and how DDA waiver services may improve access to specialized services for youth with developmental disabilities in Title IV-E foster care and/or consistency of services as
children and youth move between service settings.
Service Coordination between State Agencies - Investigate options for better service coordination
between DDA and DCYF at both the individual and systemic levels; Create opportunities for cross training between DCYF and DDA case managers.
Screening and Eligibility - Research and develop protocols for automatic screening for developmental
disabilities when a child or youth enters the Title IV-E foster care system; Create a system where identification of developmental disability by DCYF is referred to DDA for application and eligibility determination.
Transition to Adult Services - Solicit policy recommendations from the current workgroup comprised of
developmental disabilities advocates and foster care advocates looking at the issues posed by transition
from foster care to adult services; Investigate how many months before transition the planning process
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needs to begin; Ensure all DDA eligible youth are screened for developmental disability and DDA eligibility upon entering the foster care system; Produce caseload forecast of the number of children and
youth that will transition out of Title IV-E foster care to DDA services based on data from DDA eligibility
assessments; Investigate if and how DDA waiver services may improve access to specialized services for
youth with developmental disabilities in Title IV-E foster care and/or consistency of services as children
and youth move between service settings.
New License to Extend Age for Foster Care Homes - Research possible licensure options for continued
placement of youth with developmental disabilities in foster care homes after the age of 21; Recruit
and retain foster care families to provide continued services for youth with developmental disabilities
past age 21.
Developmental Disability Certification for Foster Care Homes - DCYF and DDA develop foster care
family training/certification for serving children and youth with developmental disabilities; DCYF recruit, train and retain foster care families to care for children and youth with developmental disabilities.

Read the full report: https://ddombuds.org/wp-content/uploads/2019/10/DD-Ombuds-Foster-Care-ReportFinal.pdf
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Stuck in the Hospital
December 2018
The Office of Developmental Disabilities Ombuds (DD Ombuds) is a private, independent office focused on
improving the lives of persons with developmental disabilities in Washington State. The legislature gave the
DD Ombuds the duty to monitor procedures and services provided to people with developmental
disabilities; review facilities and residences where services are provided; resolve complaints about services;
and issue reports on the services provided. The following is a report on a systemic issue the DD Ombuds
identified through its provision of services to people with developmental disabilities in Washington State.
People with developmental disabilities are stuck in hospitals
In spring of 2018, the DD Ombuds began receiving complaints about adults with developmental disabilities
stuck in a hospital without any medical need. Most of these individuals were Developmental Disabilities
Administration (DDA) clients who had been receiving residential services. Some individuals went to the
hospital for a medical condition, but when they were ready for discharge, they had no place to go because
their residential services provider had terminated their services. Other individuals were dropped off at the
hospital by a provider who could no longer manage their care. These individuals with developmental
disabilities then spent weeks or months in a hospital because DDA could not locate available residential
placement with staff to provide care. As a result, these individuals had to live in hospitals while waiting for
residential placement.
Hospital staff are not trained to provide support to people with developmental disabilities and hospitals are
often stressful living environments. Many complaints the DD Ombuds received reported the safety of the
staff and DDA client were in jeopardy, and the DDA client’s mental health was declining in the hospital
setting. Additionally, hospitals reported that, because there was no medically necessary reason for the
individual’s hospital stay, there was no mechanism for hospitals to be reimbursed for costs of housing
individuals awaiting residential placement. This situation is dangerous for the individuals involved and
costly to the medical system.
Hospitals as crisis placements
The following section contains client stories and quotes from hospital staff regarding hospitals as crisis
placements for people with developmental disabilities. These stories and quotes highlight situations in
which a person with developmental disabilities was forced to live in a hospital setting, because their
community provider could no longer support them and DDA could not provide an appropriate crisis placement for the individual. Hospitals could not discharge individuals until another placement became
available, leaving individuals in hospitals for weeks or months.
Policy Recommendations
This is a preventable problem. Changes can be made to the service system to ensure individuals with
developmental disabilities have access to services that keep them in the community and prevent
inappropriate hospital stays. Crisis beds can be available so they do not have to live in hospitals while
awaiting residential placement. If individuals are dropped off at the hospital, services need to be in place
to provide safe, timely, discharge to placements in the community.
1. Determine the Scope of the Problem


The volume of complaints received by the DD Ombuds shows that the unnecessary hospitalization of
people with developmental disabilities is a systemic issue, but there is not enough data available to
determine the full scope of the problem or to guide long-term strategic investments. DDA does not
currently track this information and neither do the hospitals. Changes need to be made to collect
sufficient data about people with developmental disabilities who are taken to the hospital. Data
needs to be collected to determine why DDA clients are being dropped off at hospitals without a
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medical need, how long they are hospitalized, and to where they are discharged. Use this data to
inform additional systemic solutions.
Specific recommendations:
 Require an incident report when a DDA client is taken to a hospital or other medical institution for
any reason.
 Require an incident report when a service provider terminates services to or discharges a DDA
client.
 Improve DDA incident report tracking system to capture data on inappropriate hospitalizations,
length of stay and discharge locations.
 Develop mechanism to track when a person with a developmental disability is unable to access a
bed in a mental health facility when referred by a designated crisis responder for involuntary
treatment.
2. Invest in community resources to prevent and address crisis

A. Expand the number and types of specialized providers. Complaints to the DD Ombuds highlight
difficulties individuals and their caregivers encounter in accessing additional supports to prevent
further decline in health or behavior. Individuals and their caregivers reported that it is very difficult
to obtain any services from specialty providers, such as mental health or behavior assessment;
medication management; or technical assistance and consultation, to address a change in behavior.
Problems with access to these services arise due to lack of service capacity or due to the provider’s
inexperience with people with developmental disabilities. This indicates DDA needs to expand the
number and types of specialized providers it contracts with so DDA clients, caregivers, and support
staff can access specialists and get support at the first signs of behavior change or decline. Specific
recommendations: DDA contract directly with specialists who can provide the following services
throughout the state:






Psychological assessments, such as Full Scale Intelligent Quotient (FSIQ) and risk assessments;
Technical assistance and consultation on behavior supports for family caregivers, staff, and
medical providers;
Behavior supports and personal care for people with developmental disabilities living in
hospitals;
Therapeutic mental and behavioral health services; and
Medication management.

B. Increase direct service professionals’ wages. Residential providers need to be able to hire and retain skilled staff to work with individuals. Issues of turnover and new staff training contribute to a provider’s ability to identify changes in their clients and to adapt appropriately to the client’s needs.
Specific recommendations:


Increase financial investment by the state in residential service providers so they can hire and maintain
a highly skilled and stable workforce to support individuals with developmental disabilities.

3. Increase capacity of crisis placements for individuals with developmental disabilities
DDA crisis diversion beds are a community residential placement designed to provide services to individuals
in crisis so they do not have to be hospitalized or institutionalized. The individuals the DD Ombuds worked
with have struggled to access diversion placements due to lack of bed capacity. As a result, individuals are
not able to access diversion beds before they are hospitalized, or are not able to be discharged to a
diversion bed from the hospital. Specific recommendations: Increase diversion bed capacity so individuals
with developmental disabilities have an appropriate placement available if they experience a crisis and
need residential services.
Read the full report: https://ddombuds.org/wp-content/uploads/2019/10/DD-Ombuds-Hospital-Report-12.10.18-Final.pdf
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‘Move to Oregon.’
One advocate’s advice to families of developmentally disabled
By AUSTIN JENKINS
As families of people with developmental disabilities in Washington struggle to get access to state-paid
services, there’s a renewed push to link funding increases to growth in population.
Currently, nearly 14,000 people who meet the state’s criteria as developmentally disabled are not
receiving services. They’re on what’s known as the no-paid services caseload.
More than 400 of them have formally requested services, but have been told none are available because
Washington caps the number of Medicaid waivers it provides to people with developmental disabilities.
By contrast, Oregon makes developmental disability services an entitlement for those who meet eligibility
requirements.
Washington currently ranks 30th in the nation for developmental disability services, according to a 2019
report called “The Case for Inclusion.” At the same time, Washington is experiencing 15 percent annual
growth in the number of people who qualify as developmentally disabled, according to the state’s
Developmental Disabilities Administration (DDA).
Advocates in Washington say access to services is so limited they advise families to look elsewhere for
help.
“I tell them to move to Oregon, I tell them to move to another state, do not come to Washington because
we don’t have the supports people need,” said Sue Elliott of the Arc of Washington State in testimony
Monday before the Joint Legislative Executive Committee on Planning for Aging and Disability Issues.
Democratic state Sen. Emily Randall, who co-chairs the aging and disabilities committee and whose sister
was born with severe developmental disabilities, said Monday she plans to introduce legislation for the
2020 session to tie funding for developmental disabilities services to the forecasted need for those
services.
“I think this is a time where we’re addressing this civil rights issue in a new way and with new eyes,”
Randall said.
Longer term, Randall said she’s interested in restoring funding that was cut during the Great Recession to
hire case managers to work with individuals on the no-paid services caseload.
The Department of Social and Health Services (DSHS), which oversees developmental disabilities services
in Washington, is also recommending case managers be brought back.
“The real story with the no-paid caseload is we don’t know much about what they need or want,” said
Beth Krehbiel, the acting chief of DSHS’s office of Medicaid eligibility.
Even when families do receive a Medicaid waiver for services, they can experience challenges navigating
the system.

Lindsey Topping-Schuetz recently learned her three-year-old son Owen, who was born with two rare
chromosomal abnormalities, will receive Medicaid-paid services. The family had previously been
denied three times. But getting those services lined up is proving difficult.
“Since we were approved for his waiver, I have really had to be very aggressive with DDA to try to find out
what in fact we are entitled to and how to get those things started,” Topping-Schuetz said.
Noah Seidel with the Office of Developmental Disabilities Ombuds told the aging and disabilities
committee that families often experience a disquieting delay between getting qualified for services and
being assigned a case manager.
“If they don’t yet have a case manager, they feel like they get lost in the system,” Seidel said. “We’ve
heard from folks who .... know they’ve been accepted, but then a few months pass and they haven’t
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heard from their case manager yet.”
Part of the issue may be the typical DDA case manager is juggling an average of 75 clients. Randall said
she would like to reduce those caseloads.
Another challenge facing families of the developmentally disabled is finding qualified caregivers.
Topping-Schuetz said she and her husband did a “happy dance” after learning Owen would finally get
access to services. But then they started talking to other families with Medicaid waivers and learned
there’s a shortage of qualified caregivers.
“All of the families who were on the waiver let out the big ‘oh, but now you have to find care [warning],”
Topping-Schuetz said. “It’s very frustrating, it’s very disappointing, it’s confusing.”
www.nwnewsnetwork.org/post/move-oregon-one-advocate-s-advice-families-developmentally-disabled
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Are developmental disability services
a constitutional right in Washington?
By AUSTIN JENKINS September 30, 2019
For years, families of the developmentally disabled in Washington and their advocates have been
frustrated that services in an institution, like one of the state’s Residential Habilitation Centers (RHCs),
are an entitlement, but services in the community are not.
Further fueling their frustration has been the fact the budget for Washington’s Developmental Disabilities
Administration (DDA) doesn’t automatically increase as the state population increases.
“When we grow, our services do not grow with the population,” explained Evelyn Perez, the assistant
secretary for DDA, at a recent legislative work session.
Beginning in the late 1990s, the state faced a series of lawsuits challenging Washington’s care for people
with developmental disabilities. One of those lawsuits led to the creation of special 30-bed units, known
as Habilitative Mental Health units, at the state’s two psychiatric hospitals.
Settlements in a separate pair of lawsuits filed in 1999 and 2001, on behalf of people with developmental
disabilities, resulted in funding increases and additional rights for people seeking services. But those
lawsuits did not establish new entitlements.
In recent years, the state of Washington has increased funding for developmental disability services with a
focus on moving people out of the state’s psychiatric hospitals and the RHCs. In 2017, the state even
briefly eliminated the waitlist for the Individual and Family Services Medicaid waiver, which provides
community-based services for children and adults who live at home.
Even so, demand for services continues to exceed funding, developmentally disabled people
are languishing in hospitals with nowhere to go and the health, safety and welfare of clients in
state-supported, in-home care is sometimes at risk.

Historically, when lawyers have sued on behalf of developmentally disabled people in Washington they’ve
done so under federal law, such as the Americans with Disabilities Act. But when families talk about the
rights of their loved ones, they sometimes point to something else: Article XIII of the Washington state
Constitution.
Article XIII requires the state to foster and support institutions for “youth who are blind or deaf or otherwise disabled” and for people “who are mentally ill or developmentally disabled.” “If we didn’t owe them
anything at all, why is there … Article XIII,” asked Carolyn Guinotte, whose 30-year old son Alan is severely
autistic, mostly non-verbal and currently waiting to discharge back into the community from Western
State Hospital. “We didn’t have to do this, we did it because we are good human beings, we care.”
Article XIII is what former state Supreme Court Justice Phil Talmadge, who now practices appellate-level
law, calls an “overlooked” provision in Washington’s constitution. “People always think of a constitution
as a restriction on what can be done, rather than a prescription about what has to be done and in fact our
state constitution has been seen as being prescriptive,” Talmadge said.
Most prominently, Article IX of Washington’s constitution makes it the “paramount duty” of the state to
amply fund public schools. In 2007, a coalition sued the state under that provision and ultimately
prevailed after a yearslong legal battle. In that case, known as the McCleary lawsuit, the Washington
Supreme Court retained jurisdiction and held the Legislature’s feet to the fire, even going so far as
to impose sanctions. In the end, the case resolved with the Legislature dedicating billions of dollars in new
investment for public schools.
Article XIII is not as cut and dried as Article IX. Even so, Talmadge thinks there could be an opportunity to
sue the state under Article XIII on behalf of people with either developmental disabilities or psychiatric
needs. “It is prescriptive, it says you have to do this, it isn’t like you have a choice,” Talmadge said.
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One question the courts would have to grapple with is what the framers meant by “institutions.” A narrow
interpretation might find the state is obligated only to provide institutional-level care, such as in the
RHCs. But Talmadge thinks an argument can be made for a broader interpretation.
“I think with the change to a deinstitutionalized structure, what we’re talking about is really quality
services for mentally ill and developmentally disabled people, that’s what the framers had in mind,”
Talmadge said. “And I think a legitimate argument can be made that the state has failed its obligation to
those populations.” Talmadge isn’t the only legal expert in Washington who has eyed Article XIII with an
eye toward whether it could become the basis for a lawsuit on behalf of vulnerable people.
“I have always thought that there is an opportunity to bring a legal action based on Article XIII, but it
would have to be very carefully thought through and structured,” said Hugh Spitzer, a University of
Washington law professor and state constitutional law expert.
Spitzer calls Article XIII a "cousin" to Article IX and, like Talmadge, takes a more expansive view of the
term “institutions” in the constitution. “An institution doesn’t mean it has to be a five-story brick building
with 500 people living there,” Spitzer said. But Spitzer also says suing under Article XIII could present
some potential legal hurdles, including a historic reluctance on the part of the state Supreme Court to get
too prescriptive about how the Legislature should fulfill its obligation under that provision.
Spitzer points to a 1925 case where Pierce County challenged the state for requiring it to pay for the care
of low-income, mentally ill people. In that case, according to Spitzer, the court said the state had a lot of
flexibility in how it met its duties under Article XIII because of language in that provision that said the
state’s mandate was “subject to such regulations as may be provided by law.”
“The courts have been skittish about pushing the Legislature too hard under this constitutional provision,”
Spitzer said. Nonetheless, Spitzer said he has long believed Article XIII creates either an entitlement or a
right for people with mental illness or developmental disabilities, and that potential plaintiffs would
“have a leg to stand on” if they sued. “The state can’t just sit around and not do something if you’ve got
a bunch of people who aren’t cared for,” Spitzer said.

Currently, Disability Rights Washington (DRW), a legal advocacy group, is suing the state over access to
care for developmentally disabled clients who are “being stranded” in hospitals because community-based
services are not available.
The lawsuit alleges the state of Washington is violating the rights of clients under three federal laws and
under the Olmstead ruling, a landmark 1999 U.S. Supreme Court decision that requires the integration of
people with disabilities into the community when appropriate.
The DRW lawsuit, however, does not challenge the state under Article XIII. David Carlson, director of
advocacy for DRW, said there’s a general reluctance to bring state-level constitutional challenges because
federal disability laws are so strong. “To try to figure out something that was written that long ago and
what it is supposed to mean is going to be a difficult thing,” Carlson said. “And it may just replicate what
is already out there.” At the same time, Carson acknowledged that federal courts have been reluctant to
create an entitlement to community-based services for people with disabilities. For instance, he said,
states are allowed to put a per-capita limit on “waiver slots,” which are Medicaid-funded services for people who waive their right to institutional care.
Carlson added that he was “intrigued” by the idea of an Article XIII-based legal challenge, but said that it
seemed “kind of like waiting for the grand slam.”
Article VIII lawsuit or not, Carolyn Guinotte just wants better services for her son Alan who she said could
have avoided psychiatric hospitalization if he’d had access to the supports he needs in the community. “I
say it’s time for a change, it’s time to get real with this,” Guinotte said. “This is a serious matter.”
https://www.nwnewsnetwork.org/post/are-developmental-disability-services-constitutional-rightwashington
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13,000+ Washingtonians qualify for developmental disabilities
services, but don't get them
By AUSTIN JENKINS September 26, 2019
Three years ago, Lindsey Topping-Schuetz became a first-time mother when her son Owen was born. He
was six weeks early and went immediately to the neonatal intensive care unit, where he spent the next
103 days.
But that was just the beginning of Owen’s challenges and the family’s stresses. Owen was born with two,
rare chromosomal abnormalities, including Cri-du-chat syndrome, also known as “cat's cry” syndrome.
In the short-term, Owen required around-the-clock care. He came home from the hospital attached to
monitors and a feeding tube.
In the long term, he faced a lifetime of physical and cognitive limitations that would likely require
intensive care and therapies. He might never walk or talk.
During Owen’s first year at home, Topping-Schuetz requested services through Washington’s Developmental Disabilities
Administration (DDA). In 2018, when Owen was 2 years old, he was evaluated and found to meet DDA
eligibility. In fact, Owen was determined to have such acute needs that he technically qualifies for
institutional-level care, which can be an entitlement in Washington.
But there was never any question that his family wanted to care for him at home. Subsequently, a case
manager determined that Owen and his family would benefit from services such as in-home nursing care,
respite care, and specialized medical equipment and supplies.
Then came the surprise: even though Owen was qualified, there were no paid services available because
the Medicaid waiver program they were applying for, known as Basic Plus, was capped.
“I had no idea that you could have a child that was so significantly disabled with a black-and-white
diagnosis and for the state to not do more to provide support,” said Topping-Schuetz.
Topping-Schuetz and her family were not alone. The state of Washington has more than 13,000
developmentally disabled people on its “No Paid Services Caseload.” About half of them are children.
They are individuals, like Owen, who meet the criteria for state services, but don’t get them because the
waivers are not an entitlement. The caseload also includes people who have not requested or have
declined services, according to DDA.
“We have a certain number of waivers that are funded and that’s what we have to stay within,” said
Evelyn Perez, the assistant secretary who oversees the DDA at the Washington Department of Social and
Health Services.
Perez recently told a panel of state lawmakers that demand for these services is growing by more than 10
percent a year.

“We don’t come even close to the amount of individuals that are coming through our doors,” Perez said.
It’s not a new problem. Since at least the 1990s, demand for community-based DDA services in Washington
has exceeded funding. After the U.S. Supreme Court ruled in 1999 that people with developmental
disabilities should be served in the community, in the least restrictive environment, lawsuits were
filed against the state, including by the Arc of Washington, an advocacy group. That lawsuit was settled in
2007, with a promise by the state to increase funding for community-based supports.
But the problem didn’t go away. By 2014, The Seattle Times reported the “No Paid Services Caseload” had
swelled to 14,600 people. That same year, Washington lawmakers funded an additional 5,000 slots with
one-time money.
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Since then, the state has continued to grow and demand for services has not let up. Washington currently
ranks 30th in the nation for developmental disability services, according to a 2019 report called “The Case
for Inclusion.” By contrast Oregon, where services are an entitlement for those who meet eligibility
requirements, ranks second in the nation.
“After a while you get sort of angry because you see how state government supports other people and the
system for people with developmental disabilities just stays,” said Sue Elliott, the former head of DDA
who is now the executive director of the Arc of Washington.
After Owen was born, Topping-Schuetz quit her job at Weyerhaeuser to stay home with him. Her husband,
Ben, works for the City of Tacoma. In many ways, Topping-Schuetz said, they’re lucky. The family has
good health insurance. They have extended family nearby. Still there have been financial challenges. And
attending to Owen’s special needs can feel overwhelming at times.
“It’s exhausting. I’m tired. It’s a 24/7 gig,” Topping-Schuetz said.
Caring for Owen requires her to wear several hats – she’s his mother, his nurse and his therapist.
“We didn’t want or expect that the state would just take care of us, but we had hoped that they would
support us to provide a better and best life for Owen, so I go between mad and sad and scared,” ToppingSchuetz said.
It’s unclear how long the family might have to wait for services. This past June, the family’s DDA case
manager wrote in an email to them: “Everyone who has been requesting the Basic Plus has been getting
denied, unfortunately.”
In the meantime, Owen will turn 3 this month and begin a developmental preschool through the Puyallup
School District. He’ll go for two-and-a-half hours a day, four times a week. It will be his mother’s first
regular break from being his full-time caregiver since he left the neonatal intensive care unit as an infant.

https://www.nwnewsnetwork.org/post/13000-washingtonians-qualify-developmental-disabilities-servicesdont-get-them
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This boy was institutionalized at age 12.
Now he's moving out — half a century later
By AUSTIN JENKINS September 20, 2019
MaryAnn Brookhart remembers the day in 1964 when her parents dropped off her 12-year-old brother,
Gregory Paul, at the Rainier School for the developmentally disabled in Buckley. She was 17 and had insisted on riding with them.
"They took him out of the car and sometime later they came back without him and not a word was said —
ever," Brookhart said.
From that day forward, the Rainier School would be Gregory's home while his parents and 10 siblings lived
about an hour away in Tacoma. Initially it was traumatizing, Brookhart said. On the occasions when she
would visit her brother, who was nonverbal and diagnosed with severe "mental retardation," he seemed
institutionalized and "beat up." But over the years, Brookhart came to accept that the state-run Rainier
School was where her brother belonged.
"I finally got to that place where it was the only place for him, and it was good," Brookhart said.
By the 1970s, more than 4,000 developmentally disabled people were served in six state institutions spread
across Washington, according to the Department of Social and Health Services.
Over the decades, that population fell dramatically as a national movement took hold to deinstitutionalize
people with disabilities. But Gregory remained at the Rainier School. Year after year. Decade after decade.
As demand fell, institutions began to close. In the early 1990s, the state shuttered the Interlake School
near Spokane. In 2011, the Frances Haddon Morgan School in Bremerton closed.
Today, most of the state's 50,000 developmentally disabled clients live in the community. Roughly 600 of
those people remain in the state's four remaining residential habilitation centers.

Beginning in the late 1990s, after her mother died, Brookhart started visiting her brother regularly at the
Rainier School from her home in University Place. Six years ago, she became his legal guardian.
And then last March, a letter arrived in the mail that would change everything. The letter said the federal
government was decertifying the unit that Gregory lived in and that he would have to relocate.
"It was absolutely so frightening," Brookhart said. The idea of her brother having to move after more than
half a century — 55 years — at the Rainier School seemed overwhelming. The closure of PAT A, one of three
residential facilities at the Rainier School, affected 87 residents. Many of them, like Gregory, had lived
there for decades. One resident had lived there 76 years.
As the weeks passed and the reality set in, Brookhart began to have a change of heart. She credits a
counselor at the Rainier School, David Klingensmith, for patiently addressing the family's fears for Gregory.
Klingensmith also referred Brookhart to the Family Mentor Project, where she met other families whose
loved ones had made the transition out of state institutions.
Over time, Brookhart's sense of dread was replaced by hope for her brother. Beginning in April, the state
began moving five to 15 clients a month out of the unit that was closing at the Rainier School. About half
went to state-operated nursing facilities at the Fircrest Residential Habilitation Center in Shoreline and
Lakeland Village in Spokane.
The remaining residents were moved into group homes in the community. Gregory was a candidate for
placement in one of those homes.
In July, the family learned where he would be going. Gregory had been assigned to a State Operated Living
Alternatives home located on a golf course in Lacey, near Olympia.
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He would live with three other clients from the Rainier School, including his best friend. The home would
be staffed around-the-clock by state employees. After renovations were made to accommodate the special
needs of the clients, Gregory and his housemates moved in earlier this month.
As with any move, Brookhart said her brother had to get used to his new surroundings. But so far it's going
well — extremely well.
"I've been up there four times and I'm blown away how happy Greg is," Brookhart said. "Never did I think he
could make it through this huge move."
One sign of his happiness: Brookhart said when she used to visit her brother at the Rainier School he'd use
hand signals to let her know he wanted to go for a ride in the car. But now he doesn't ask anymore. Instead,
he wants to explore his new neighborhood in his wheelchair.
"It's a miracle," Brookhart said. There's also something else Brookhart has noticed. The neighbors have been
warm and welcoming to Gregory and his housemates. It wasn't always that way. "Sixty years ago, neighbors
didn't want anything to do with my brother," Brookhart said. "It's beyond wonderful."
According to the state, 69 clients have been moved so far from PAT A at the Rainier School. Eighteen
clients remain. The deadline to have them all out is September 30. Gregory turns 67 next week.
For the first time since he was 12, he will celebrate his birthday in his own home.
https://www.kuow.org/stories/this-boy-was-institutionalized-at-age-12-now-he-s-moving-out-half-a-century-later
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Developmentally disabled patients stuck in
WA psychiatric hospitals with nowhere to go
By AUSTIN JENKINS September 13, 2019
This January, Carolyn Guinotte took her son Alan to the emergency room because he was unable to go to
the bathroom. Alan is 30 years old, autistic and mostly non-verbal. But when it was time for Alan to get
out of the hospital, Guinotte and her husband said they couldn’t take him back.
“It feels really horrible to say you can’t take your own son back home,” Guinotte said. “But if you can’t
provide the care he needs, what’s the point?”
The state didn't have any options for Alan either. So he remained in the hospital. That decision had a
ripple effect that sent Alan spiraling into a crisis, created ongoing stress for his parents. Advocates say it
also reveals an ongoing crisis in developmental disabilities services in Washington.

Now, eight months later, Alan is a patient in a specialized unit at Western State Hospital, one of the
state’s two psychiatric facilities. According to his family, he was recently cleared for discharge back into
the community. But because there continues to be a lack of community-based placement options, Alan
remains stuck in the hospital.
Alan is being treated in the Habilitative Mental Health Treatment Program (HMH) at Western State. It’s a
30-bed unit designed for people with developmental disabilities and behavioral health issues. The unit was
created in the aftermath of a lawsuit filed in the late-1990s on behalf of developmentally disabled
psychiatric patients who lawyers said faced abuse and neglect in the state hospitals.
Eastern State Hospital in Spokane also has an HMH unit.
Alan is not the only HMH patient waiting to discharge from the unit. According to
Washington’s Department of Social and Health Services (DSHS), 10 HMH patients at Western State
Hospital are ready to discharge. Another three patients are waiting to leave the HMH at Eastern State
Hospital.
Not only are these patients being hospitalized unnecessarily, they’re taking up beds needed by other
patients. As of Sept. 6, DSHS said there were 19 patients waiting for an HMH bed at Western and Eastern
State Hospitals.
"There's definitely a demand for those beds and we pay close attention to that," said Sean Murphy, the
DSHS assistant secretary in charge of behavioral health.
In Alan’s case, his parents never imagined he’d end up at Western State Hospital.
Prior to his visit to the emergency room in January, the Guinottes had been trying to care for Alan at their
Olympia-area home. It was a relatively new arrangement. Previously, Alan shared a house with two other
Developmental Disabilities Administration (DDA) clients. The house was staffed around-the-clock.
But in October 2018, the agency providing care to Alan notified his parents it was dropping him as a client,
in part because of his behavior and the fact he's prone to outbursts. That’s what led the Guinottes to
move Alan home.
Soon, though, the strain of providing Alan care and supervision, even with outside caregivers coming into
help, took a toll on his parents who both still work.
Then came his health scare and the trip to the emergency room. It was then the Guinottes decided that
Alan's need for around-the-clock care and supervision was more than they could handle. With no other
options, Alan remained at Providence St. Peter’s Hospital in Olympia. The longer he was there the more
agitated he got.
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“He was going around climbing on furniture and taking the ceiling tiles down,” Guinotte recalled.
He also flooded his room and even escaped the hospital. Eventually, a mental health evaluator was called
in and Alan was found to meet the criteria for involuntary psychiatric treatment. He was court-ordered to
Western State Hospital.
After waiting several weeks, Alan was finally admitted to the HMH. “For the first couple of months, he
kept telling us, ‘Mummy go home, mummy go home.’ It broke my heart,” Guinotte said.
But over time, she said, Alan settled into a routine and his behaviors calmed down. Several weeks ago,
Guinotte said Alan’s caseworker told her he was ready for discharge. But as before, there’s nowhere for
him to go.
“He is stuck there until a house comes open,” Guinotte said.
In recent years, the state has been trying to build capacity in the community for clients like Alan.
“It’s important that individuals don’t stay in the hospital any longer than they need to,” said Evelyn Perez, the assistant secretary for DDA.
The 2017-19 biennial budget funded 13 additional State-Operated Living Alternatives (SOLA) beds which
allowed 35 HMH patients to cycle into and out of the HMHs at Western and Eastern State Hospitals, according to DSHS.
The current state budget will fund an additional 24 SOLAs to serve patients like Alan. But Perez cautions
those beds won’t come online overnight.
“We have to have housing, we have to hire staff, we have to train staff and all of that takes time,” Perez
said.
The state of Washington has struggled in recent years to serve developmentally disabled clients in the
community -- especially complex clients with behavior issues. The state’s developmental disabilities ombudsman, Betty Schwieterman, said the lack of services is resulting in more people like Alan ending up in
both local hospitals and the state’s psychiatric hospitals.
“If the system was working appropriately, then people would get the services that they need in the community to avoid the crisis,” Schwieterman said.
Even for patients in crisis, Schwieterman said, hospitalization should be a last resort.
“There [should] be services that would be able to help them manage that crisis in their own home and
own community where they wouldn’t have to be hospitalized,” Schwieterman said.
Next summer, a report is due to the governor and state lawmakers with recommendations for improving
services to individuals with developmental disabilities and behavioral health needs.
In the meantime, Carolyn Guinotte wonders what will happen to her son.

“I wish that I could change things with the wave of a wand, but I’m not Harry Potter, unfortunately,” said
Guinotte, who’s British. Guinotte said she’s not asking for that much for her son.
“I want him to be happy and to have what he wants, which is his computer and access to Dairy Queen once
in a while for an ice cream or go and see a petting zoo,” Guinotte said.
But Guniotte said she was recently told it could be next year before there’s a place for Alan outside of
Western State Hospital.
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Contempt orders, fines as developmentally disabled patients
languish in local hospitals
By AUSTIN JENKINS September 9, 2019
In recent months, court commissioners on both sides of the Cascades have found the state of Washington in
contempt, and even imposed fines, over access to state psychiatric care for people with severe
developmental disabilities. The cases involve people who’ve been found to pose an imminent risk to themselves or others, but are languishing in local hospitals.
Their plight has become the latest legal front in a years-old battle over the availability of beds at Western
and Eastern State Hospitals, the state’s two psychiatric facilities. For families, the delays in access to care
and the ensuing legal battles have been anguishing.
Last October, Dawn Akerman moved her 51-year-old brother Fred to Washington from Texas in hopes he’d
get better care for his severe intellectual disabilities. But in November, Fred violently lashed out at
Akerman and her husband. The police were called. With no crisis intervention beds available, Fred was
taken to the emergency room at Providence St. Peter’s hospital in Olympia.
There, Fred was found to meet the criteria for involuntary commitment at a state psychiatric hospital. But
because of the long waitlist to get into Western State Hospital, Fred remained at St. Peter’s. First he was
boarded in the emergency room. Eventually he was admitted to the hospital. As the days passed, Fred’s
behaviors intensified and the hospital had to take steps to protect its staff.
“It was scary, I think, for the staff and they put a 24-7 security guard on him and they also had a CNA
[certified nursing assistant] in the room, so they had two fully staffed, 24-7 people in his room,” said
Akerman, who is also her brother's legal guardian. At times, her brother had to be physically restrained.
“He was like, ‘I’m stuck Dawn, I’m stuck’ and that’s all he could say and I’m like ‘I’m sorry,’” Akerman
said. He didn’t like being stuck in the hospital. His family wasn’t happy he was there. And, it turns out, the
hospital wasn’t pleased either. Eventually, Providence St. Peter's did something drastic. It went to court to
force the state of Washington to take Fred off its hands.
“It’s not the ideal situation, it’s not what we want to have to do,” said Michelle James, the hospital’s chief
nursing officer. James said hospitals play an important safety net role, but are not the appropriate place to
care for a developmentally disabled person with severe behavior issues.
“We don’t have the resources and the environment that that particular person needs to really thrive,”
James said. She spoke generally about the issue because she was not authorized to discuss any specific
cases.
In December of last year, a judge ordered Fred moved to Western State Hospital. When that didn’t happen
immediately, the court found the state in contempt and imposed sanctions. The transfer finally happened
in mid-February, after the state racked up $62,000 in fines. By then, Fred had been at St. Peter’s for three
months. Akerman is still angry it took so long. “What they are doing is so very wrong and immoral and I
can’t believe they get away with it legally,” Akerman said.
But what happened to Fred is not an isolated case. Over the past 18 months, Providence Health and
Services has sought court orders in Thurston County and in Spokane County to require the state's psychiatric
hospitals to take over care of developmentally disabled patients who've been involuntarily committed.
In at least three cases, when the state has been slow to act, court commissioners in both counties have
found the state in contempt.
Most recently, that happened last month in Spokane County in the case of Mirriam, a 19-year-old woman
who is at Providence Sacred Heart Medical Center awaiting a bed at Eastern State Hospital. According to
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her parents, Scott and Charlene Hamilton, their daughter has a genetic condition that presents like severe
autism and is at times accompanied by violent outbursts.
Mirriam was taken to Sacred Heart's emergency room in June after reporting that she had swallowed glass.
After a mental health evaluation, she was found to meet the criteria for involuntary commitment. Since
then, Mirriam has remained at Sacred Heart, during which time her parents said her behaviors have often
been disruptive.
“It’s not physically good for her, it’s not emotionally good for her … it’s hurting her,” said Charlene
Hamilton, who is also her daughter's legal guardian. The delays in admitting patients to the state’s
psychiatric hospitals come as both Western and Eastern State Hospitals continue to grapple with long wait
lists. As of last week, 63 people were awaiting a civil admission bed at Western State.
“We do follow the court’s orders when we have the appropriate spaces to get them in,” said Sean Murphy,
the assistant secretary for behavioral health at Washington’s Department of Social and Health Services.
Murphy said that while his agency takes court orders seriously, he doesn’t think whether someone sues
should have a bearing on where a patient is on the waitlist. “I do believe it is important to recognize that
they’re lots of competing interests and we want to serve the folks who need the resources the most,”
Murphy said.
Murphy noted that state lawmakers prioritized mental health funding in the current two-year state budget.
The budget includes pre-design money for two new, state-run psychiatric facilities in the community with a
total of 64 new beds.
However, it's not clear those new beds will add capacity because, at the same time, the number of civil
beds in the state hospitals is slated to decline. Instead, those beds for non-criminal patients are being
converted to forensic beds to better serve patients who require competency restoration services before
standing trial for alleged crimes.
In Fred’s case, his eventual move to Western State Hospital was not the end of the story. In fact, the cycle
repeated itself this summer when Fred was released back into his sister’s care. There was another incident
where he bit her. He ended up back at St. Peter’s.
Once again, the hospital went to court and obtained an order for Fred’s immediate placement at Western
State Hospital. After another delay, he was moved back to the state hospital in mid-August. The fact
people with developmental disabilities are ending up involuntarily committed and hospitalized concerns
advocates.
"The systems are failing the people," said Donna Patrick, the public policy director for the Washington
State Developmental Disabilities Council. Patrick said the situation highlights the need for more robust
community-based services and emergency supports for clients of the state's Developmental Disabilities
Administration and their families. "If our residential providers were staffed and supported to take care of
people, and if our families were being supported, then we wouldn't have as much crisis," Patrick said.
This October will mark the one year anniversary since Dawn Akerman moved Fred to Washington, a decision
she has since come to regret. “In hindsight, we probably would have left him down there,” Akerman said.
The question now is what happens next. Akerman's hope is the state can find her brother a stable placement in the community with the support he needs to end the cycle of going in and out of the hospital.
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Families, advocates sound alarm over patients
stuck in the hospital without a medical need
By AUSTIN JENKINS August 29, 2019
Christopher Davis was lying on the floor watching cartoons one night last December while his mother,
Beverly, decorated her Spokane home for Christmas. From time to time, she showed him a decoration. But
Christopher, a 46-year-old developmentally disabled man, just pushed them away. “It’s going to be OK,
Chris,” his mother recalled telling him that night. With that, she says, Christopher stood up, picked her up
and tossed her across the living room.
Beverly, who is 74 and 5-foot-2, said she sustained a hairline fracture to her pelvis and a bruise down the
length of her right leg. Although Christopher -- who is autistic and nonverbal -- is often agitated, Beverly
says the act of physical violence was surprising and unusual; she attributed it to a change in medication.
The next day she called his doctor and then took Christopher to the emergency room. More than eight
months later, Christopher is still at Providence Sacred Heart Medical Center in Spokane.
He is one of hundreds of patients -- most on Medicaid, Medicare or both -- who are stuck in Washington
hospitals because of a lack of community-based options. It's a growing problem that's drawn the attention
of the Washington State Hospital Association, the state's developmental disabilities ombudsman, a handful
of state lawmakers and even a rural emergency room physician.
In April, KING 5 television profiled Shawn Murinko, a disability rights expert and attorney at the
Washington Department of Health, who was stuck in Harborview Medical Center in Seattle for more than
six months following an accident. The crisis prompted Murinko and Disability Rights Washington to file a
lawsuit against the state alleging that developmentally disabled clients in Washington are “being
stranded” in hospitals because community-based services are not available.
Christopher Davis was admitted to Sacred Heart not because he had a medical condition that required
hospitalization. Rather, he was admitted because he was too unstable to be released back into the
community, or what the hospital calls a “social admit.” “It's just a mess,” said Beverly, who visits her son
at the hospital most days.
She says Christopher is confined to his hospital room, outfitted with a special restraint vest designed to
keep him in bed, and sometimes placed in wrist restraints. Recently, Beverly said, it took four security
guards and four nurses to get her son back into bed.
Sacred Heart hospital officials couldn't speak to specific cases, but said restraints are used as a last resort
to keep patients safe. While lawmakers have started responding to the crisis that leaves people like
Christopher in this position, there are no immediate fixes and a long-term solution could be years off.
'A tipping point'
Besides the toll on individuals and their families, these patients are putting a strain on hospitals, which
have a limited number of patient beds and are often not reimbursed for the cost of caring for people who
don't have a medical need for hospital-level care. “It kind of has hit a tipping point,” said Peg Currie, the
chief executive of Sacred Heart Medical Center and Holy Family Hospital in Spokane.
On any given day, Currie said, as many as 110 of her hospitals' 700 patients are individuals who are
medically stable, but can't be safely released from the hospital. These “long-length-of-stay” patients, as
they're known, typically remain in the hospital for six to eight months until an appropriate long-term
placement can be found. In one case, a patient stayed two years.
“It's the highest cost environment to get health care, and hospitals aren't really the place to be when you
want to breathe fresh air and you want recreational therapy and to try to live a little bit more of a normal
life,” Currie said. In 2018, long-length-of-stay patients accounted for 11,000 patient days at Sacred Heart
and Holy Family hospitals, Currie said, as well as roughly $12 million in uncompensated care.
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Last summer, the Washington State Hospital Association surveyed 11 hospitals in the greater Puget Sound
region and found that 1,441 patients stayed an average of 67 days beyond what was medically necessary.
In some cases, the patients arrive at the hospital with an acute care need and are admitted, but remain at
the hospital after they are ready to be discharged. In other cases, like with Christopher Davis, there was
never a medical need for hospitalization. In either scenario, the cycle begins when a caregiver brings the
person to the emergency room -- for medical treatment or because their behaviors have become
unmanageable -- and then can't or won't take the person back. “And they can't be discharged to the
streets, so it really presents a social conundrum to everyone involved,” Currie said.
Workforce crisis
The state of Washington, hospitals and advocates say the crisis of people stuck in the hospital has been
building in recent years as the state's population swells, the needs of clients become more complex and as
community-based providers struggle with a gaping workforce shortage, particularly among direct care
staff. “I hear every day from providers who say I would … be able to serve this client, but I don't have
enough staff and I'm struggling to recruit and retain staff,” said Bea Rector, director of Home and
Community Services, a division of Washington's Department of Social and Health Services.
As of Aug. 20, 356 Home and Community Services (HCS) clients were hospitalized, including one who had
been waiting to leave the hospital for 289 days. A quarter of the clients had a diagnosis of dementia,
making them particularly hard to place in the community, because the number of beds available for
Medicaid-paid dementia care is limited.
Earlier this year, the hospital association asked state lawmakers for a $10 million increase in Medicaid long
-term care payment rates for patients living with dementia, but that was not included in the 2019-21 state
budget. Rector said her division is working to develop more specialty contracts with providers to care for
the most difficult-to-place clients, such as those with dementia who exhibit assaultive behaviors.
Currently, HCS has 74 contracts serving 855 clients with dementia. “That's part of the solution,” Rector
said, adding that her agency may also ask lawmakers for an increase in specialty provider rates next year.

Christopher Davis represents a second, smaller, but more vexing group of patients who are stuck in the
hospital. They are clients of Washington's Developmental Disabilities Administration (DDA), which provides
residential services to about 4,500 clients. As of Aug. 27, 17 DDA clients, including three younger than 18,
were waiting to transition from the hospital to a community-based setting. That was down from 24 clients
in February. Of the 17, two clients had been offered placements, but either the client or their family
declined, according to DDA.
“Our numbers are small, but I have to tell you even one individual that's in the hospital longer than they
need to be is one too many,” said Evelyn Perez, the assistant secretary who oversees DDA. The average
length of stay in the hospital for DDA clients is 107 days, according to the agency; the longest stay to date
is 255 days.
Perez said a growing demand for DDA services combined with a shortage of community providers has put a
strain on the system in recent years. Providers of in-home care for DDA clients, known as supported living,
report that front-line staff turnover is 50 percent, according to the state.
This year, Washington lawmakers funded a 13.5 percent increase in reimbursement rates for supported
living providers. That one-time increase, which takes effect in January, falls short of the 20 percent
increase that was requested. The budget also funds seven additional state-operated residential beds for
DDA clients and a handful of crisis diversion beds beginning in 2021. But Perez cautioned it's not enough to
solve the problem. “We are doing all the things we can within our resources,” Perez said. “[But] until the
bigger systems are fixed … this is a challenge.”
'Very disappointed'
Last December, Betty Schwieterman, Washington's developmental disabilities ombudsman, released an
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eight page report titled “Stuck in the Hospital” that sounded the alarm about the issue. “Hospital staff are
not trained to provide support to people with developmental disabilities and hospitals are often stressful
living environments,” the report states. “The situation is dangerous for the individuals and costly to the
medical system.”
The report includes several examples of DDA clients who were hospitalized unnecessarily, including:



A man named Juan who spent six weeks in the hospital, often with his hands and feet restrained, until
a crisis diversion bed opened up;



A man named Tony who spent more than 100 days in the emergency room, restrained and with a
security guard watching over him, after his provider dropped him off;



An unnamed 21-year-old woman who spent nearly four months in the hospital after her caregiver took
her to the hospital because of behavior issues;



An unnamed teenager who spent six weeks in the hospital after being dropped off due to behavior
challenges.
The report makes a number of recommendations for how the state and lawmakers could address the crisis,
including requiring an incident report when a DDA client is hospitalized and boosting wages for care
providers. The report also calls for more data collection to better understand the scope of the problem.
During the 2019 legislative session, Washington lawmakers passed a bill to require DSHS to track the
number of people unnecessarily languishing in hospitals. However, Schwieterman says the data collection
required under the new law is inadequate. “I was very disappointed,” Schwieterman said. “We wanted to
get a good picture of what was happening with this issue and we got very little.” Schwieterman said the
unnecessary hospitalizations are causing harm.
She's heard reports of people who've been physically restrained for the first time in their lives after being
hospitalized. She's also heard of people who, while living in a hospital, decompensated mentally to the
point that they qualified for involuntary treatment in a psychiatric hospital. Schwieterman says about 40
percent of DDA clients have a mental health diagnosis, a figure the state was unable to confirm. “We don't
have a system that is serving them at this point in time,” Schwieterman said.
State Sen. John Braun, the ranking Republican on the Senate Ways and Means Committee, echoes
Schwieterman's disappointment regarding the pace of action on this issue. In January, he introduced
legislation to require better tracking of unnecessary hospitalizations, as well as state reimbursements to
hospitals for the cost of care. His bill didn't pass, but elements were included in legislation that did. “It's
surprising that we let this type of thing happen in our state without taking more aggressive action to
prevent it,” Braun said.
Democratic state Rep. Timm Ormbsy of Spokane, the chair of the House Appropriations Committee, said
lawmakers got “anecdotal” information about the issue during the 2019 legislative session. Recently,
Ormbsy met with Providence officials in Spokane regarding patients who are stuck in the hospital. He said
the problem is rooted in the rates the state is paying community-based providers. “The providers are going
to lean towards easier-to-care-for patients and the more complex patients are going to languish,” Ormbsy
said. But Ormsby said he's not yet willing to make promises about additional funding increases when
lawmakers write a supplemental budget next year. “It is so premature to start talking about what we can
do in a supplemental budget,” Ormsby said.
'I give him his shower'
For Beverly Davis, a new routine has developed during the eight months her son Christopher has been at
Sacred Heart hospital in Spokane. Most mornings she takes a Paratransit van to the hospital and spends
the day helping the staff care for Christopher.
“I give him his shower in the morning, I shave him … and set up his tray for his meals and then before I
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leave at night, I brush his teeth,” Beverly said. But it hasn’t been easy.
In May, the hospital went to court to try to get Beverly’s guardianship revoked on the grounds that she was
refusing reasonable placements for Christopher.
Beverly had opposed a temporary move to a state-run facility for the developmentally disabled because
Christopher had been there before and she wasn't happy with his treatment. She also refused a placement
in the Tri-Cities for Christopher, which she says was too far from family.
The judge denied the hospital’s motion and dismissed the complaint, but ordered court monitoring of
future placement decisions, said Genevieve Mann, Beverly's attorney.
Recently, Beverly thought the state had found a temporary diversion bed for Christopher, this time in
Spokane, which she agreed to. But when the facility's staff came to evaluate Christopher, she said, they
determined they would be unable to support his needs.
Beverly also feels unable to support Christopher in her home. The reason he was living with her last year is
because, in April 2018, the state decertified his supported living provider. When subsequent placements
didn't work out, she decided to try having him live with her.
For now, Beverly says, she'd rather her son remain at Sacred Heart, even though it's far from ideal.
“At this point I'm petrified of even letting Chris out of the hospital,” Beverly said. “To go where? And be
abused?”
In recent weeks, Beverly has met with an attorney from Disability Rights Washington to discuss
Christopher’s situation.
“I just want him in a place where he will be respected and treated well, not have abuse, someone who
can be kind and compassionate towards him, who would talk to him,” Beverly said.
This story has been updated to clarify that the Developmental Disabilities Administration serves
approximately 4,500 clients with residential services.
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State cancels two more contracts with in-home care provider
By AUSTIN JENKINS August 20, 2019

The state of Washington is canceling two more contracts with a troubled provider of in-home care to
people with developmental disabilities in Spokane County.
The Developmental Disabilities Administration (DDA) announced the contract terminations Tuesday, the
same day the state placed Aacres Washington LLC (Spokane) and Aacres Washington LLC (Spokane
County #2) on provisional certification status “based on serious non-compliance with the law and
regulations.”
The two providers were previously in “stop placement” status, meaning they were not allowed to accept
new clients because of issues with client care.
The termination of the two contracts will affect 68 DDA clients who will be notified and transitioned to other
supported living providers, state officials say. “We believe we have sufficient certified providers in the
area,” said Shaw Seaman, the chief of quality assurance and communications for DDA.

Previously, DDA announced the termination of its contract with Aacres Washington LLC (Spokane
#3) “because of a number of incidents,” including the death of a client in February. In that case, a staff
member allegedly gave the client household cleaning vinegar instead of colonoscopy prep medication.
In April 2018, Aacres Washington took over care of many of the clients affected by the contract
cancellations after the state decertified its sister company, SL Start. At the time, some families and
disability rights advocates expressed concern that DDA was allowing the same company to continue
serving the clients.
On Tuesday, Seaman stood by that decision, noting that Aacres Washington was certified and qualified at
the time. He also said clients and their families were given the option to choose an alternative provider.
However, Seaman also acknowledged the termination of Aacres Washington contracts was not the
outcome DDA envisioned 16 months ago.
“When you invest the kind of time, resources, energy, mentoring …. that we did, it’s just very disappointing
when they can’t be successful,” Seaman said.
According to state regulators, Aacres Washington LLC (Spokane) and Aacres Washington LLC (Spokane
County #2) racked up a number of deficiencies dating as far back as August 2017.
They included a failure to immediately report allegations of abuse and neglect of clients and ensure a safe
living environment for clients. In one case, state regulators said, a bedbug infestation in a client’s home
was left untreated. Regulators also identified issues related to the administration of medications to
clients.
“These serious deficiencies have jeopardized clients’ health, safety and welfare,” the provisional
certification letters from the state said.
In an email Tuesday, Robert Efford, the CEO of Aacres Washington parent company Embassy Management,
said he received the news of the contract terminations last Friday. “To my knowledge, there have been no
adverse client incidents in contract 1 and 2,” Efford wrote. “I believe the clients are happy with our
services, and many have been with us for decades. We’re very sad to see them go.”
Efford added that his staff would work to ensure a smooth transition for the clients. Previously, Efford
said his company has struggled to recruit and retain staff to work as caregivers and called the in-home
care system in Washington “broken.” “A 70 percent turnover rate is not helping our ability to drive quality
… which means that every 18 months we literally have an entirely new workforce,” Efford said.
Beginning in January, the new two-year state budget will fund a 13.5 percent increase in supported-living
rates.
Aacres Washington also provides in-home care to clients in Clark, Pierce, Snohomish and Thurston
counties. “All of those programs are currently on our radar and we’re certainly paying attention to those
to ensure that similar issues do not surface,” Seaman said.
Read the story: https://www.nwnewsnetwork.org/post/state-cancels-two-more-contracts-home-care-provider
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Troubles resurface for private in-home care provider after
'unusual and troubling' death
By AUSTIN JENKINS August 14, 2019

It’s been more than a year since the state Department of Social and Health Services took the unprecedented step of shutting down a major in-home care provider for developmentally disabled adults.
Now, 16 months after the provider’s sister company, Aacres Washington, took over care of many of those
vulnerable adults, the cycle is repeating itself.
On Tuesday, the Developmental Disabilities Administration — a division of DSHS — announced it is terminating one of three contracts it has with Aacres Washington "because of a number of incidents," including
the death of a client in February.
Under that contract, the company provided supported living services to approximately 60 developmentally
disabled clients in Spokane County. The state paid Aacres Washington approximately $700,000 per month,
according to a DDA spokesperson.
In addition, two other Aacres Washington programs in Spokane County, serving another 68 clients, are currently in “stop placement” status, meaning they are not allowed to accept new clients because of issues
with client care.
“We have lost confidence in Aacres Spokane,” said Evelyn Perez, the assistant secretary for DDA in a
statement. “Not being in compliance with regulations and ensuring the health and safety of our clients is
unacceptable.”
For some, the lost confidence comes as no surprise.
Aacres Washington took over after DSHS decertified SL Start and Associates in April last year. The company was providing in-home care for more than 200 developmentally disabled adults in King, Yakima and
Spokane counties, until serious violations that “jeopardized clients’ health, safety and welfare,” according to the state, prompted the decertification and transfer of clients to Aacres Washington.
Both care providers are subsidiaries of Spokane-based Embassy Management, LLC which is owned by Bregal
Partners, a private equity firm. The transition sparked outcry from some families and disability advocates.
In an April 2018 letter to DSHS Secretary Cheryl Strange, Susan Kas, an attorney with Disability Rights
Washington, wrote that she had “grave concerns about an unqualified provider continuing to deliver services to clients.”
That same month, the state’s developmental disabilities ombudsman, Betty Schwieterman, weighed in
with her own letter.
“Embassy Management was permitted to transfer 182 DDA clients from one of its agencies to another
without having any additional conditions to ensure client protections imposed by DDA,” Schwieterman
wrote.
Tuesday’s termination of one of the contracts the state has with Aacres Washington followed an investigation by Residential Care Services (RCS), the DSHS arm that licenses and oversees in-home care providers,
into a client death in February of this year.
According to that investigation, a copy of which the Northwest News Network obtained, the 64-year old
Aacres Washington client died suddenly after experiencing “shortness of breath and wheezing” at her gastroenterologist’s office prior to undergoing a colonoscopy.
It was later determined the client, whose name has not been released, ingested cleaning vinegar instead
of the bowel preparation medication she had been prescribed prior to the procedure. The RCS investigation indicates an Aacres Washington staff member, who stayed overnight with the client prior to the colonoscopy, gave the client the vinegar, instead of the prep medicine, which were both stored in the client’s refrigerator.
According to the autopsy report, obtained by RCS, the wo man’s death was the result of consuming the vinegar which killed and inflamed tissue in her esophagus, stomach and small bowel.

In addition, the investigation determined that Aacres Washington staff failed to get the client immediate
medical attention after first realizing she may have ingested vinegar, and failed properly notify RCS following the death as required by law.
“This failure precluded the department from having immediate knowledge of alleged neglect of a vulnerable adult and delayed the department’s investigation … and placed all clients at risk of continued harm,”
the investigation said.
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In an email Tuesday, Embassy Management CEO Robert Efford said his staff was “personally devastated”
by the client’s death.
“While we condemn the actions of an individual staff member who did not follow our procedures, we believe we have been fully transparent in our reporting on this highly unusual and troubling incident,” Efford
wrote. “This incident in no way reflects our passion, commitment and resolve to our mission to safely
serve individuals in their homes and communities.”
Efford added that his company is launching a medication safety campaign “to retrain and focus every staff
on their responsibilities with medication support.”
The results of the investigation into the death were the culmination of months of problems involving this
particular Aacres Washington supported living program, known as Spokane County #3. In October 2018,
RCS found that staff failed for six days to ensure a client received medication to treat psychiatric symptoms. In May of this year, RCS imposed a $6,000 fine on Aacres Washington after determining that a staff
member subjected three clients to isolation and mental abuse and that other staff and a supervisor failed
to immediately report the misconduct.
In an Aug. 9 letter to Efford, RCS notified him the state was putting Spokane County #3 on a 90-day provisional certification based on “serious non-compliance with the laws and regulations.” Rather than letting
the RCS process play out, DDA decided to cancel its contract with Spokane #3.
“We’re not waiting around for the end of 90 days, we’re terminating the contract a little more aggressively,” said Shaw Seaman, the chief of quality assurance and communications for DDA.
The agency will help the clients currently served by Aacres Washington Spokane #3 find other providers to
serve them in their homes.
In a letter to families, Aacres Washington said its last day of service for clients of Spokane #3 will be no
later than Nov. 7. “It is our goal that Direct Support staff currently working with each individual will
choose to transition to the receiving agencies to ensure a continuity of care,” the letter said.
Among those receiving the letter was Tammie Corter, whose 27-year-old son Tyler Groseclose is severely
autistic and non-verbal and was previously a client of SL Start.
“I see this as maybe a blessing because I was ready for a change,” said Corter, who lives in Chelan County.
Corter said she had complained to RCS about the care her son was receiving from Aacres Washington.
“I’ve had issues with them keeping him clean, his hygiene,” Corter said. “He’d be covered in feces, he’d
have skin break down and be bleeding.”
Corter said, in response to her complaints, the staff who work with her son were retrained.
Asked about the state’s decision last year to allow Aacres Washington to take over the care of her son and
other SL Start clients, Corter said, “It sounds like a death could have been prevented.”
Meanwhile, DDA is defending that decision.
“The short answer to that is Aacres was certified, contracted and in good standing as a qualified provider,” Seaman said.
The future of the two other Aacres Washington programs in Spokane County is unclear.
“The pattern is not good,” said Schwieterman, the ombudsman. “The pattern shows that they’re not responding to the enforcement actions by Residential Care Services.”
Aacres Washington also serves clients in Clark, Pierce, Snohomish and Thurston counties. Last November,
the company voluntarily ceased operations in King County citing a lack of affordable housing and challenges related to recruiting and retaining staff.
Read the story: www.nwnewsnetwork.org/post/troubles-resurface-private-home-care-provider-after-unusual-andtroubling-death
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