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Family Voice – System Recommendations 

• More Open Forums and Meetings 
▫ Variety of Formats 

• Listen Better to Individuals and Families 
▫ Individuals and Families are the Experts 

• Disability System Sustainability 
▫ Discuss National Best Practice with Family Focus 

Groups 
• Family Voice is Critical to Providing Services 
▫ System Open to Listening to the Family Voice 
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Presentation Notes
More open forums and meetings:* Local/Online Town Halls* Focus Groups* Surveys* Regional Advisory CouncilsSocial Media/TechnologyIndividuals and families are the experts.

http://ourvoicemoredesign.com/o/%23results


Family Voice – Services and Supports 

• More Flexibility of What is Funded and How it is 
Funded 
▫ Solutions needed across the lifespan 
▫ One size doesn’t fit all 

• Offer Services that Foster Self-Determination 
▫ More choice and better options for quality 

supports 
▫ May 2015: 1255  (9.96%) 

• Create a Vision for the Future 
▫ Families don’t want to live a life in the system 
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Presentation Notes
More flexibility: Children, youth in transition need support, aging individualsSelf-determination – May 2015

http://ourvoicemoredesign.com/o/%23results


Family Voice – Services and Supports 

• Specific Services and Supports 
▫ Intense therapies 
▫ Early childhood services 
▫ Child care providers 
▫ Respite 
▫ Personal care attendants 
▫ Aging supports 
▫ Independent supported living arrangements 
▫ Relationship building and valued roles 
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Presentation Notes
Intense Therapies: A family shouldn't have to advocate for intense therapies, to the point that their child now needs residential care. The right in home supports, shouldn't lead to this. o Relationship building and valued roles: The current "bureaucracy" is locked in models of the past. No longer should we have to see people with disabilities in "day wasting" programs and service land. People belong not only in the community, but should be a part of the community and experience social roles and value for who they are just like everyone else. Workers should be focused on relationships, and balance safety/security with it. o Early childhood services: I wish we had more resources for children between 3-6 because they are still in a critical "window". o Respite: More and better respite services are needed both in the home and at respite care centers to help keep consumers in the natural home when possible and to give care providers a much needed break. o Personal care attendants and group homes: We need more PCA care available.Relationship building and valued roles: The current "bureaucracy" is locked in models of the past. No longer should we have to see people with disabilities in "day wasting" programs and service land. People belong not only in the community, but should be a part of the community and experience social roles and value for who they are just like everyone else. Workers should be focused on relationships, and balance safety/security with it. 

http://ourvoicemoredesign.com/o/%23results


Joining Circles:   
Relationship Building and Valued Roles 

 
• Activities Alone are Unlikely to Lead Towards 

Meaningful Relationships and Community 
Connections. 

• Moving from Activity to Connection 
▫ Activity = pleasant events, positive interaction, 

skill development 
▫ Connection = strategically focused on deepening 

connections.  
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Joining Circles:   
Relationship Building and Valued Roles 

 

• Benefits of Natural Supports 
▫ Supports self-determination  
▫ Supports independent living 
▫ Shifts away from specialization – breaking 

stereotypes, teaches and educates 
▫ Provides normalization 
▫ Never enough money for paid support  
▫ Breaks segregation/parallel systems 
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Joining Circles:   
Relationship Building and Valued Roles 

 

• Job Description – Human Service Staff 
▫ Build community connections and assist persons 

with disabilities in having more friends 
▫ Work towards a goal to widen the person’s circles 

of relationships with people without disabilities 
based on strengths, interests, preferences 

▫ Know the community and the people within it 
▫ Act as the bridge between people with disabilities 

and the larger community 
 

 
 
 

http://ourvoicemoredesign.com/o/%23results


Joining Circles:   
Relationship Building and Valued Roles 

 

• Obstacles for Support Coordinators 
▫ I don’t have time to do this work! 
▫ I have over 100 individuals on my caseload! 
▫ I can’t spend my time in front of the computer 

eight hours a day! 
▫ You were two individuals that had nine months to 

make connections for 12 individuals. 
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http://ourvoicemoredesign.com/o/%23results


Joining Circles:   
Relationship Building and Valued Roles 

 

• Suggestions for Agency Practices 
▫ Focus on capacities and gifts rather than correcting deficits 
▫ Be willing to experiment and maybe take some risks on 

community relationships and friendships 
▫ Start large conversations with all the “powers that be” for the  

importance of relationships 
▫ Prioritize the staff role of supporting friends and full 

community belonging, staff evaluations  
▫ Redefine staff roles, incorporating the ideas of: community 

connector, social guide, chaperone 
▫ Trust the natural capacity of the community, and provide 

sufficient support for that capacity  
▫ Recognize that small changes can make a difference and 

overall change will take a long time 
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Joining Circles:   
Relationship Building and Valued Roles 

 

• Areas to Watch  
▫ Thinking that all this will cost more money or require 

more staff 
▫ Requiring community people to be volunteers, rather 

than “just friends” 
▫ Turning friends into volunteers (special awards, formal 

training programs) 
▫ Using “liability” as a justification for not supporting 

individuals in having as integrated and independent life 
as possible. 

▫ Using “risk-taking” or “trusting the community” as a 
justification for carelessness or thoughtlessness 

▫ Trying to “over-program” and “formalize” friendship 
 

 
 

http://ourvoicemoredesign.com/o/%23results


Family Voice – Support Coordination 

• Conflict-free Support Coordination 
• Decrease High Turnover 
• Oversight for Quality Assurance 
• Ensure Qualified Professionals and Organizations 
• Increase Pay for Direct Support Professionals 
• Manageable Workloads 
▫ Increases ability to focus on individuals 
▫ Increase quality and allow time for relationships 

• Support Interdisciplinary Team Approach 
• Ensure Choice 
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Presentation Notes
Conflict of interest between support coordination and providers must be addressed: Service coordinators are coordinating services for the individual/family. Ensure that this is the case and they are not “protecting or lining the pockets of the provider.” Need to decrease high turnover of professionals: Individuals/Families work with multiple case managers/ service coordinators, sometimes several in a short period of time. It is important to address turnover and build relationships with service coordinators and providers so needs are known and can be served. Provide additional ombudsman and oversight for quality assurance: Communicate with families regarding who can be contacted about concerns in their county. Communicate across departments. Providers must be held accountable and supported to meet the needs of individuals well. Provide an annual ombudsman (oversight certification). Ensure qualified professionals and organizations that provide services and supports: Consider the experience of service coordinators, not just education. People need training, skills, greater expectations, and investment. Increase pay for direct-care workers: There should be “a true minimum wage standard.” Train and pay direct care workers so that “people can live, work, and be successful.” Create manageable workloads for support coordinators so they can focus on providing education and navigational supports: Smaller workloads allow case workers to “give more time for their clients.” The ability to focus on the individuals on a lighter case load would increase quality and allow time for relationships. Support an interdisciplinary team approach to implementation of services and supports that includes, doctors, schools, employment specialist, etc.: “Working together as a team…helps the consumer to thrive and everyone is aware of what is needed, and who has taken the active role inspecific tasks.” Input from others on the team e.g., family members, doctors, or teachers would “enable toe service coordinator to see what services are available that would meet those suggestions.” The team should be “advocates for [her] potential and growth.” Ensure choice of service coordinators: “Each person with a disability should be given the responsibility of their case managers in specific detail. We are unsure of her role. And if we are assigned someone who lacks the follow thru, we should be allowed to be reassigned.”

http://ourvoicemoredesign.com/o/%23results


• The New Home and Community Based Waiver Rule 
(HCBS) and Why it Should Matter to Self-Advocates 
and Families 

• 6 standards that all HCB services need to meet:  
▫ Integration into the Community. 
▫ Individual Choice. 
▫ Individual Rights. 
▫ Autonomy. 
▫ Choice Regarding Services and Providers. 
▫ Person-Centered Planning. 



• Robin Cooper 
▫ National Association of States Directors of 

Developmental Disabilities Services (NASDDS) 
 May 4, 2015; St. Louis 
 May 5, 2015: Columbia 
 May 6, 2015; Kansas City 

• Video Available  
▫ http://moddcouncil.org/?page_id=whatsnewstory&id=27  

Presenter
Presentation Notes
Robin Cooper National Association of States Directors of Developmental Disabilities Services (NASDDDS) May 4, 5, 6, 2015

http://moddcouncil.org/?page_id=whatsnewstory&id=27


Thank you! 
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