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Washington, D.C. – As the nation continues to 
face a pandemic that has put a glaring spotlight 
on the health dangers facing people living in 
nursing homes and institutions, today Members 
of Congress unveiled a critical bill developed 
with The Arc and other disability and aging 
advocates, that will fundamentally change how 
people with intellectual and developmental 
disabilities (IDD) and older adults live their lives. 
 
The Home and Community-Based Services 
Access Act (HAA) is a discussion draft bill that 
would eventually end waiting lists to receive 
disability services everywhere and help people 
with disabilities and older adults access 
the Medicaid home and community-based 
services (HCBS) they need in order to live at 
home in their communities with their friends and 
family, instead of institutions and nursing homes. 
Today, there are nearly 850,000 people on 
waiting lists across the country. People with 
disabilities and their families often wait years—
sometimes decades—to access these services. 
 
“For over 70 years, The Arc has been fighting for 
people with disabilities to live independently with 
the right supports. We believe that everyone 
benefits when people with disabilities are a part 
of the fabric of their communities, not locked 
away in the institutions that to this day, exist in 
36 states. Yet this country has treated access to 
the services that help people with disabilities gain 
independence as an option, not a right. As we 
have seen in the COVID-19 pandemic, this puts 
people in grave danger. The Arc is leading the 
charge to change this reality,” said Peter Berns, 
CEO, The Arc. 
 
People with disabilities and older adults often 
need help with things like working at a job in the 
community, making food and eating, managing 
money and medications, and bathing and 
dressing. These services are only available 
through a part of Medicaid called home and 
community-based services, or HCBS. 

Independence Can’t Wait: New Bill in Congress Championed by The Arc 
Will Make Home and Community Based Services Available to All 

 
Many state Medicaid programs have long waiting 
lists for HCBS. And these lists don’t capture those 
who may not know there is a list to be on, or what 
services are available. Why the wait? Medicaid is 
required to cover health care services, provided by 
doctors and hospitals, as well as many institutional 
services, such as nursing homes and long-term care 
facilities for people with disabilities without any 
waiting lists. But states are allowed to treat HCBS 
as optional – even though they are anything but to 
people with intellectual and developmental 
disabilities and their families. This is the 
“institutional bias” in Medicaid – and The Arc has 
been advocating to change this for decades. 
 
The bill tackles another decades-long problem – 
low pay for direct support professionals, or DSPs – 
the people who provide the services to people with 
IDD and older adults. DSPs are disproportionately 
women of color, doing critical tasks that support 
people with disabilities with taking medications, 
bathing, eating, getting out into the community, 
and more.  Due to low wages, there is more than 
50% turnover annually, and the average wage is 
less than $11/ hour, making it difficult to provide 
continuity in services, provide a family sustaining 
wage, and threatening the quality of care.  The bill 
will require states to ensure that the direct care 
workforce is paid a family sustaining wage. 
 
And finally, this legislation addresses an issue 
people with disabilities and their families face once 
they are getting services. Often, they end up stuck 
in one place, tied to Medicaid-funded services in 
one state that can’t be transferred over state lines. 
This lack of portability stops adults with 
disabilities from moving to be closer to their 
siblings or other family members, when their 
parents with whom they live can no longer support 
them or pass away. It leaves parents and siblings of 
people with disabilities desperate due to the lack of 
availability of services and long waiting lists, to get 
what their loved one need in another state.  The 
problem is particularly hard for military families 
that move frequently. 

continued on back page 
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“FOCUS” is a publication of the Pierce County Coalition for Developmental Disabilities and             
is funded through a grant from Pierce County Human Services, DD. 
 
“FOCUS” is produced four times per year and is available for viewing and downloading by visiting 
our website - www.pc2online.org  
 

PC2 is comprised of both individuals & organizations of parents, guardians, professionals, & other partners interested in 
the well-being of individuals with developmental disabilities. Opportunities to gain information, education, & 
networking are available through our newsletter, website at www.pc2online.org, topical meetings/forums, & Resource 
Guide.   
 
PC2 provides education on the legislative process regarding policies & 
funding which allow families & individuals choice, control, & 
flexibility.  
 
PC2’s office hours are Monday - Thursday, 9 a.m. - 4:30 p.m. and 
Friday 9 a.m. - 1 p.m. Please visit anytime for information, resources, 
brochures, or help with Internet searches. 
 
If you have information on classes, conferences or events, or articles 
which may be of interest to others, please submit to:  
 
PC2, 3716 Pacific Avenue #A, Tacoma, WA  98418 
253-564-0707 (T), 253-564-0702 (F), 1-877-DD-LINKS (TF)          
E-mail: info@pc2online.org Web: www.pc2online.org  
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PC2: Empowering individuals with developmental disabilities and their families since 1995! 

PC2 Parent’s Corner 
 
This statement was presented to the Washington State Legislature on Advocacy Day, 
March 10, 2021, by Sandi Gruberg, PC2 LINKS Program Coordinator.   
  
Sandi was asked to speak on behalf of parents and individuals who experience 
developmental disabilities in regard to the need for community services.   
 
Sandi also serves as Co-Coordinator of the Statewide Parent Coalition Group.  She has  
an adult daughter who experiences developmental disabilities.  
 
We thank Sandi for all her hard work on these important issues. 
 
  
Advocacy Days 3/10: Rights and Protections: No New Institutions 
 
Good morning. My name is Sandi Gruberg. I’m the program coordinator for Pierce County Coalition for Developmental 
Disabilities, and the co-coordinator of the Washington State Parent Coalition. This is my daughter, Marina. Marina lives 
with us in our family home and receives services from the Developmental Disabilities Administration. I am her paid care 
provider. 
 
I would like to talk this morning about choice.  
 
Individuals with intellectual and developmental disabilities have the right to receive supports that facilitate choice. To 
provide these supports, we must build a better community service structure and a guaranteed safety net that addresses all 
stages and phases of life. 
 
Over 80% of individuals with I/DD live with their parents or other family members. This is the primary model of care 
that DDA relies on yet does not fully fund. If we honestly value choice and a person’s ability to avoid institutionalization 
and participate fully in their community, we must plan for, build, AND fully fund supports that are at least equal to, and 
ideally better than, the supports one is entitled to in an institutional setting – the setting our loved ones waived in order to 
live at home.  
 
On behalf of families across Washington state, I am advocating today for a plan.  
 
A plan that honors a person-centered approach in the residential settings of choice.   
 
This plan includes: 

- DDA waiver supports for all eligible individuals. No more wait list.  
- Access to high quality personal care providers, behavioral support, and community engagement providers in a 

variety of creative settings 
- Waiver additions to support affordable Active and Meaningful Day programs, beyond limited respite hours 
- Expanded respite with a robust network of trained providers, including providers with specialized behavioral 

support skills 
- The ability to socialize and learn with groups of disabled and non-disabled peers without sacrificing needed paid 

supports 
- Personal care hours that include supervision when required for physical safety 
- Access to high quality mental health support for both individuals and their family members 
- Transition planning and support for aging families when they can no longer provide care. This includes benefits 

planning and transition to CORE waivers to fund supported living, SOLAs, and other affordable residential 
options outside the family home. 

 
Families do not want their loved ones to live in an institution. We know that with the right supports, people with I/DD 
can live, work, and play in their own communities, urban and rural. We support choice, and we want a plan. We are 
advocating for an inclusive, supportive, and safe community, but we’re not there yet. We must prioritize developing and 
funding programs, structures, and person-centered supports to replace our only I/DD residential entitlement – 
institutionalization.  
 
Thank you, 
Sandi Gruberg 
Parent Provider 
Pierce County Coalition for Developmental Disabilities LINKS Program Coordinator 
Washington State Parent Coalition, Communications Co-Coordinator 
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Infant and Early Childhood Conference 
May 3-7, 2021 – All virtual via Zoom  

 
Registration opens this week – www.ieccwa.org 

**STARS and Clock Hours available 
 

Thanks to the support of our amazing sponsors and 
conference administrators the 2021 conference is 

being offered at a complimentary rate  –  
register early - space is limited! 

www.ieccwa.org 

http://www.ieccwa.org
http://www.ieccwa.org
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2021 Virtual Community Summit 

  
Thriving through Equity, Resilience, and Inclusion 

  
 
DSHS' Developmental Disabilities Administration and Department of Vocational 
Rehabilitation, along with our partners Wise and Washington State Counties are pleased to 
announce the 2021 Community Summit Webinar Schedule & Resource Fair! 
  
The 9th Annual Community Summit will feature weekly webinar sessions beginning on 
May 6 and continuing through June 24, 2021. 
  
Join us for presentations, social events, and panel discussions addressing Resilience, 
Equity, and Inclusion. Webinars are free of charge and open to all who share the 
Community Summit goals of creating more inclusive communities in the state of 
Washington. 
  
Registration opens mid-April and the Community Summit virtual event space will be 
available April 29. Until then, please see our Summit Facebook page for future 
announcements.  
  

Virtual Resource Fair 
  
As a part of this year’s Community Summit, we are hosting a Virtual Resource Fair. 
Individuals and organizations interested in representing their services are welcome to 
apply. Download the application below and submit it to Monica Zumach by April 13. 
  

Webinar Series Schedule 
  
The Summit Webinars will take place on the following dates: 
May: 6, 10, 13, 20, 24, and 27 
June: 3, 10, 17, and 24 
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Stay tuned for Social Events and Virtual Resource Fair dates! 
  
  

Message from Summit Co-Chair, Bill Fale 
  
The Importance of Community Advocacy Connections 
  
Today isolation has become a strong barrier in daily life. It has increased the needs of so many 
and has limited the most important connections within our community. Now more than 
ever we all need those deep personal connections and one-on-one supports that make us part 
of the community. 
  
Over the years the Community Summit has taken the lead in bringing the whole community 
together. It does this through educational classes, online presentations, and resources that 
focus on employment, supportive services, advocacy opportunities and other issues. All of the 
information is related to disability topics within the communities across Washington which we 
call home. 
  
As the summit Co-Chair, I am encouraged to be part of the continued efforts 
that embrace the needs of inclusion for everyone, and to have witnessed the level of outreach 
and advocacy during these moments of challenging times. 
  
On behalf of the Disability Community here in Washington State. I would like to welcome 
everyone to this year’s online presentations and activities. 
  
I also would like to send out a special ‘Welcome’ and ‘Thank you’ to our presenters, Wise, 
DSHS, and all of our community partners, counties and advocates like you. Please join us! I 
hope you enjoy what the summit has to offer and that you connect and reconnect with the 
entire community. 
  
“We truly can build a great community of inclusion together.” 
  
William Fale (Bill) 
bill@pfow.org & wheelsadvocacy@gmail.com 
Community Disability Advocate & Community Summit Co-Chair                            
People First of Washington Community Advocate 
  
 
Thank you to our Community Sponsors!  
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For more information, please contact: 
Betty Schwieterman 
State Developmental Disabilities Ombuds 
Office of Developmental Disabilities Ombuds 
315 5th Avenue S, Suite 850 | Seattle, WA 98104 
  
 
DD Ombuds Complaint line 833.727.8900 
voice: 833.727.8900 Ext. 209 | fax: 206.957.0729 
www.ddombuds.org | www.rootedinrights.org| www.donatetodrw.org 

  
Office of the Developmental Disabilities Ombuds (DD Ombuds) is a private, independent 
office focused on improving the lives of persons with developmental disabilities in 
Washington State. The DD Ombuds is a program of Disability Rights Washington (DRW), 
a private non-profit organization that protects the rights of people with disabilities 
statewide.  

from front page 

The HAA solves these problems by increasing Medicaid funding to states for HCBS, establishing a basic set 
of services that all states must provide, and providing other tools to help states build the capacity that they 
need to serve all people who need HCBS. 
 
“Our goal is for people with intellectual and developmental disabilities to have timely access to the quality 
supports and services they need and want to achieve a life of personal significance. This legislation provides 
real solutions to problems that have persisted for decades, and people with disabilities, their families, and the 
staff that support their lives can’t wait any longer. We thank the bill’s lead sponsors – Senators Hassan, 
Brown and Casey, and Representative Dingell, for their commitment and persistence in solving these 
problems that inhibit the lives of millions of people with disabilities and their family members,” said Berns. 

For more information on HCBS and resources, visit thearc.org/medicaidcantwait.The Arc advocates for and 
serves people with intellectual and developmental disabilities (IDD), including Down syndrome, autism, 
Fetal Alcohol Spectrum Disorders, cerebral palsy and other diagnoses. The Arc has a network of over 600 
chapters across the country promoting and protecting the human rights of people with IDD and actively 
supporting their full inclusion and participation in the community throughout their lifetimes and without 
regard to diagnosis. 

Editor’s Note: The Arc is not an acronym; always refer to us as The Arc, not The ARC and never ARC. The 
Arc should be considered as a title or a phrase. 
 
https://thearc.org/independence-cant-wait-new-bill-in-congress-championed-by-the-arc-will-make-home- 
and-community-based-services-available-to-all/?
utm_source=fb&utm_medium=organic&utm_campaign=advocacy  

Social Security Administration Resources 
 
Helping People File For SSI - https://www.ssa.gov/thirdparty/groups/vulnerable-populations.html  
 
Information for People Helping Others - https://www.ssa.gov/thirdparty/ 
 
Social Security Information in Other Languages - https://www.ssa.gov/site/languages/en/ 

http://www.ddombuds.org/
http://www.rootedinrights.org/
http://www.donatetodrw.org/
https://thearc.org/policy-advocacy/medicaid/medicaidcantwait/

