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Utah Developmental Disabilities Council 

Tuesday, December 2, 2014 
Meeting Minutes 

Utah State Capitol, Copper Room 
 

 
Members Present: Deborah Bowman- Chair, Kayci Lynam - Vice Chair, Adina Zahradnikova, Alice Hirai,  
Bryan Dial, Cheryl Hansen, Ginny Rouse, Greg Smith, Jessica Bowman, Kelie Babcock, Kristen Hone 
Linda Hansen, Lori Packard, Paul Smith, Nels Holmgren, Nevah Stevenson, Noel Taxin, Rita Bouillon, Vicki Clayson 
 
UDDC Staff:  Claire Mantonya, Frank Long, Troy Justesen, Libby Oseguera 
 
Absent:  Rep. Paul Ray, Brian Wood, Bryce Fifield, Denell Miles, Dustin Erekson, Glen Larsen, James McFadden, 
Kim Belliston, Lenny Jones, , Robyn Chidester, Tracy Johnson, Tracy Justesen  
 
Guests: Amy Notwell, Eric Roux for Russ Thelin, Jamie Gilland 
 
Meeting convened at 9:10 am 
 
WELCOME AND INTRODUCTIONS 
Deborah Bowman opened the meeting and welcomed everyone.  Introductions were made around the room.  
Nancy Thaler then introduced herself to the Council and provided background information on her 
professional and personal life and explained the agenda for the training session.   
 
ANTICIPATING AND PLANNING FOR THE FUTURE: BY NANCY THALER 
Thaler explained that infant mortality has high and especially high among people with disabilities a hundred 
years ago.  In the early 1900s is when institutions were being opened.  Thaler gave a brief history of 
institutions and medical advancements that allowed for the life span for people with disabilities to increase.   
With the baby boom more and more people were moving into the institutions between the 50s and 70s and 
overcrowding and poor conditions ensued.  This happened because there was no preparation or looking ahead 
at demographics.  She is urging us not to ignore demographics again in the present and to prepare for the 
future.  
 
Thaler explained demographics of the country through year 2050 and what that will mean for Social Security 
and Medicaid.  There is a fiscal problem, a worker shortage and there will still be waiting lists.  The role of 
the family is critical in building sustainable services.  85% of older family care recipients receive care from 
their spouses or children and 39% of all adult Americans care for a loved one who is sick or disabled, and 
increase from 30% in 2010.   
 
States are building sustainable models by promoting employment, supporting families, developing 
relationship based living arrangements, and by exploring technology.      
Thaler explained the importance and benefits of being employed, especially in people with disabilities and 
should be a priority for states and professionals to invest in people.  This will require changing the thinking 
of teachers, social workers and any others that are involved in early intervention of youth with disabilities.  
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This will prevent more people from entering sheltered workshops after public education.  NCID data survey 
reported that in 2009, 46% of people with disabilities said that they wished to be employed.  72% of those 
same people did not have employment included in their state plan.    
 
AIDD issued an RFP that was fulfilled with a program called Supporting Families that is made of six states.  
Supporting Families has the goal of providing people with disabilities with a good life through supporting 
families.  “Families will be supported in ways that maximizes their capacity, strength and unique abilities so 
they can best support, nurture and facilitate.”  “Individuals with Disability will strive for achievement of self-
determination, interdependence, productivity, integration and inclusion in all facets of community life.”  The 
intake process should change the initial conversation to include what the possibilities are for the individual 
and not focus on the services that will be necessary and problems that will arise throughout the person’s life.  
People with disabilities should engage in self-advocacy networks for mental health benefits, however, 70% 
of individuals who would benefit have not attended a self-advocacy meeting.   
 
There are ethical issues that surround families and families should receive training and ongoing supervision 
to families just as in other living options, but most people are not trained in family-centered living models.   
Relationship based living arrangements include nuclear family, siblings, aunts and uncles, cousins, shared 
living, roommates and companions and supported living.  Paying family caregivers has challenges.  It is still 
important to have outcomes and an individual plan for the individual with a disability in the family setting.  
Provide support and supervisions that honors the plan and supports caregivers.  Establish rules about which 
and how many family members can be paid.  Establish a “prenuptial agreement” and decide what reasons 
would result in termination of the arrangement.   
 
Thaler discussed ways states are building sustainable services and HCBS state plan options.  She also shared 
a global perspective and the ways they will be affected as populations age.  The presentation concluded with 
Utah statistics compared to national data and a question and answer session.   
 
Meeting adjourned at 1:06 p.m. 

 
Next UDDC Full Council meeting will be Tuesday, February 5, 2015 at the State Capitol    
Minutes prepared by Libby Oseguera 
**Attachments available by contacting Libby Oseguera at 801-533-3965 or loseguera@utah.gov 
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