
Survival Coalition and The Arc 
Wisconsin: Determining What’s Needed 
Now and in the Future in Response 
to COVID-19

Lisa Pugh, State Director

COVID-19 Webinar Series presented by the HealthMatters Program
June 30, 2020



What We will Discuss Today 2

Learning Objectives:

1. Review impact of COVID-19 pandemic on state level 
policies;

2. Identify current issues and challenges for organizations 
supporting people with IDD; and,

3. Discuss best practices for organizational viability 
during COVID-19 pandemic.



Who is The Arc Wisconsin?

The Arc is the largest national community-based 
organization advocating for and with people with 
intellectual and developmental disabilities (I/DD) and 
serving them and their families.

Nationally: 600+ chapters

Wisconsin: 14 chapters



Who is 
the 
Survival 
Coalition? 
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The Survival Coalition of Wisconsin 
Disability Organizations is a cross-
disability coalition of more than 40 
state and local organizations and 
groups. For more than 20 years, 
Survival has been focused on changing 
and improving policies and practices 
that support people with disabilities of 
all ages to be full participants in 
community life.



Key Issues for People with I/DD 
in COVID-19

• High risk population

• High risk settings

• Treatment of HCBS services

• Treatment of Direct Support Professionals

• Medical Rationing

• Family Support Issues

• The “new normal”



People with I/DD at High Risk 6

1. Health-related reasons put people 

with disabilities at greater risk of 

serious complications and death 

2. More likely than other adults to live 

in congregate settings, such as 

group homes or nursing homes 

3. People with disabilities often require 

assistance from a workforce that 

cannot maintain social distance 

while supporting them in their daily 

lives



COVID-19 deaths in facilities
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• In Wisconsin about 1.5 
million people) are at high 
risk of serious illness if 
infected by COVID-19. This 
includes19% of all adults 
under age 65. Risk level 
does not account for adults 
who are risk due to living in 
congregate settings. 

• In Wisconsin, African 
Americans are 6% of the 
population, but 39% of 
deaths from COVID-19. 



Stress on Older Family 
Caregivers
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Prior to COVID 
60% of people 
with intellectual 

and 
developmental 
disabilities in 

Wisconsin lived 
with family. Most 
don’t have future 
plans in place.
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Taking Action: Assessing the Impact 10

Survival Coalition conducted a survey to determine the impacts of 

COVID on PWD and families; held a statewide press event. 

• Survey: 37% report that families 

are providing some or all daily 

personal care support instead of 

their normal paid staff

http://www.survivalcoalitionwi.org/wp-

content/uploads/2020/04/SurvivalCoalition_PressPacket_COVIDsurvey_04

2220-1.pdf

http://www.survivalcoalitionwi.org/wp-content/uploads/2020/04/SurvivalCoalition_PressPacket_COVIDsurvey_042220-1.pdf
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My wife and I started experiencing symptoms that 

are consistent with COVID 19 but we have not 

gotten tested and are unsure if we will be able to 

be tested any time soon… My brother Xue 

requires around the clock care and supervision 

making it hard for us to care for him with our 

symptoms.—Kong and Houa Vang 

Taking Action: Sharing Statewide Stories



Taking Action: Medical Rationing

• Survey: 40% worry if they get 
COVID-19 and are hospitalized 
they might not meet hospital 
triage criteria and may not get a 
ventilator because of age or 
disability 
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https://arcwi.org/content/uploads/sites/17/2020/04/SurvivalCoalitionCom

ments_Medical-Rationing-041320202.pdf

Survival has provided ongoing 
recommendations to the state’s 
medical committee that is 
developing ventilator prioritization 
protocols

https://arcwi.org/content/uploads/sites/17/2020/04/SurvivalCoalitionComments_Medical-Rationing-041320202.pdf


Tacking Action: Supporting Providers 13

Survival Conducted a provider survey to assess impact on provider 

network; Issued press release: http://www.survivalcoalitionwi.org/wp-

content/uploads/2020/05/Provider-survey-findings_0520-002.pdf

1/5 said they may close due to COVID-19 impacts.

Governor Evers later announced that $100 million in CARE Act funds 

would be dedicated toward HCBS and other providers.

https://nam10.safelinks.protection.outlook.com/?url=http%3A%2F%2Fwww.survivalcoalitionwi.org%2Fwp-content%2Fuploads%2F2020%2F05%2FProvider-survey-findings_0520-002.pdf&data=02%7C01%7Cpugh%40thearc.org%7Ce47a6f49b92f41da753708d8186541dd%7C1508d6ca4350484cbe3aea487e334b0e%7C0%7C1%7C637286170466792638&sdata=jg0M26r58VPUpSFerCOE3DJFQenQ9x0GYgd%2F5o%2B0mFQ%3D&reserved=0


Taking Action: Guidance for HCBS Reopening 14

Survival provided recommendations on 

considerations and procedures 

Wisconsin should include when re-

opening long-term care services. 

http://www.survivalcoalitionwi.org/wp-

content/uploads/2020/05/SurvivalCoalit

ion_ReOpeningHCBSLTCServices_05

2620_FINAL.pdf

http://www.survivalcoalitionwi.org/wp-content/uploads/2020/05/SurvivalCoalition_ReOpeningHCBSLTCServices_052620_FINAL.pdf


What are the 
basics of a 
re-opening 
plan? 

• Basics of hygiene and new cleaning 
precautions/protocols.

• New staffing patterns, groupings or settings.

• Procedures for testing and use of PPE.

• Steps if staff/participants test positive/get 
sick. 

Best Practices for Providers



What is 
important 
but might be 
neglected? 

• Participant rights. 

• Communication plans with 
families/participants.

• Person-centered planning. 

• Considerations for people who cannot 
comply? 

• Plans to revisit the plan.

Select Best Practices for Providers



What’s 
Next: 

Need for better data –
especially about what’s 
happening in congregate 
settings; equity issues. 

Coordination with local 
public health. 

Increased support for 
the HCBS provider 
network. 



Silver Linings: Reimagining Service Delivery 18

• Greater awareness of safety in 

smaller home and community-

based settings. Let’s build on 

that!

• Virtual service delivery. 

• Recognition of the digital divide 

– and solutions to address it. 

• Telemedicine expansion. 

• Local collaboration

• Increased awareness of the 

value of direct support 

professionals. 



Questions? 
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Stay Informed! 



For More Information

www.arcwi.org

(608) 422-4250


