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 LINK 

Children with Developmental Disabilities

And Their Families in Dane County-- 2006
State of the Service System 
The purpose of this paper is to report on the accomplishments of programs for children with developmental disabilities and their families, funded by the Dane County Human Services Department. It will also describe the current environment within which our programs work, the responses we have made to that environment and the results of our responses. It is the fifth report in a series of regular reports published by LINK, a coalition of Dane County children’s service providers.  LINK offers this information to families, county officials, taxpayers, and other interested people involved in planning, evaluation, and advocacy on behalf of children with disabilities.
Accomplishments
LINK programs work together to meet three broad goals for our system and community: 

· Children remain at home with their families.
· The Dane County community and its resources welcome and support children with disabilities.
· Funding is sufficient to meet the needs of all eligible children.
For the past 20 years, the first two goals have been the impetus for significant program planning and development.  The table in Figure 1 shows the success of LINK programs in supporting stable family life for children with developmental disabilities.  Since 1983, when 65 Dane County children with disabilities lived in out-of-home placements, our system has maintained its effectiveness at preventing high cost interventions and reducing significantly the number of children with disabilities who live in institutions or foster care.  
Efforts continue to enable even the most challenging children in our community to remain at home.   
· County-funded programs include effective early and preventative in-home support services, such as Birth to 3 and Respite Care. 
· We aggressively pursue reunification or adoption for children placed out of home.

· Although many of our services have long waiting lists, we work collaboratively through LINK to identify and respond to families in crisis or children at high risk of out-of-home placement.  
· Short-term help for families on waiting lists as well as increased availability of crisis support for children most at risk of out-of-home placements are also instrumental in relieving and averting crises. 
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Trends in Dane County that Affect Our Service System
2000-2005
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System Responses

We have tried, in multiple ways, to lessen the direct impact on children and families of decreases in public support:


Results:  A System Stretched Beyond its Capacity



What Needs to Happen Now
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  LINK…“Together We’re Better”… www.LINKdanecounty.org
This document reflects the work of the Coordinating Council of LINK, a coalition of Dane County agencies and programs serving children with developmental disabilities and their families. LINK members include United Cerebral Palsy, the UW Waisman Center, Family Support & Resource Center, Dane County Department of Human Services, Access to Independence, the Arc-Dane County, Integrated Development Services, Imagine  A Child’s Capacity, Wisconsin Early Autism Project, and the Exchange Center for Prevention of Child Abuse.  The purpose of LINK’s Coordinating Council is to facilitate coordinated planning, public relations, and fund-raising for children’s developmental disabilities services in Dane County.  Persons interested in joining in this process are invited to call Donna Winnick at 242-6225 or Terri Johnson at 237-7630. 
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DANE COUNTY’S SERVICE SYSTEM FOR CHILDREN WITH DISABILITIES

Mission:                                                

Children and youth with disabilities in Dane County will be able to live at home with their families and to pursue their hopes, talents, and dreams.

Guiding Principles:                      __         
· Children who have disabilities are children first.  All children need acceptance, love, nurturing, security, and recognition of their unique gifts.

· All children have a right to a home, a place in a family, and enduring relationships with committed adults with whom the child shares a home and who have decision-making power and roles adequate to pursue the child’s best interests.

· Parents are the best allies in all activity that serves the child.  Parents are in the best position to know their needs, to find solutions, and to choose the kinds of supports that will help them to care for their child with a disability.
· Children with disabilities deserve a valued place in the community where they can live, learn, and grow.  Our communities are enriched by the diversity and involvement of all its members.

· Community investment in offering a variety of quality human service programs has demonstrated clear success in promoting learning, achievement and a better quality of life for children with disabilities and their families.

· The best way to meet the needs of children is to support and build on the strength of their families. Families have tremendous capacity to raise a child with a disability, especially when they receive support from friends, neighbors, human service professionals and programs, and other community members.

What do Families of Children with Developmental Disabilities Want from the Service System? 

… Many choices of supports

· A wide menu of goods, services, and other supports from which to choose

· Support plans individually tailored to family needs and preferences

· Flexible services-- easy to change and adapt

· Support broadly defined in terms of the needs of the entire family

… To see their presence and perspectives paramount in the design and control of services

· Families design and direct the assistance;  families make decisions about goals, services, location, duration, providers, method of payment

· Families have opportunities for input into policy-making

… Affordable Assistance 

· Obtaining needed supports doesn’t impoverish the family

… Families’ informal support systems preserved and strengthened

· Families stay connected to existing supports

· Services are designed to invite, organize, and support more people to become involved and helpful in supporting children and families 

· Parents are connected with other parents 

… Increased inclusion of children with disabilities in the life of the community 

· Gifts and talents of persons with disabilities are recognized and nurtured

· Participation in schools, neighborhoods, faith communities, social and recreational activities is encouraged 

· Positive relationships and interactions between children with and without disabilities are supported

… Convenient access to assistance

· Accurate, complete information is available 

· Services are delivered in places and times convenient for families

· Responses are timely

· Eligibility criteria are understandable and consistently applied

· Families served reflect the diversity of Dane County’s community

· Families receive support early and for as long as needed

… A positive outlook and plan for the future

· Services provide tools and support for families to plan for the future

… Services of high quality 

· Children are safe

· Help is reliable

· Creativity is rewarded

· State-of-the-art technology is used to enhance learning and development

· Appropriate training for professionals and non-professionals is provided 

· Differences and preferences of cultural and ethnic groups are respected

· Respectful, trusting, long-term relationships between parents and professionals are supported

· There are collaborative relationships and good communication among professionals

dANE cOUNTY-fUNDED sERVICE SYSTEM FOR CHILDREN WITH DISABILITIES
	Type of service
	# served
	# waiting
	COUNTY funding

	
	2001
	2005
	2001
	2005
	2001
	2005

	Birth to 3 Programs-- Offer developmental information, support, home and community visits, and resources to parents to enhance the development of infants or toddlers with developmental delays. 

 Connections serves kids outside of the Madison school district 

 Bridges for Families serves kids living in the Madison district. 
	608
	711
	none
	None
	$1,561,286
	$1,864,550

	In Good Company/Respite Care—connects families to other people in our community who can provide help and support.  
	290
	244
	150
	256
	$316,356

	$450,992


	Family Support-- provides case management and financial assistance to families raising a child with a significant disability at home. 
Includes in-home autism therapy & case management through CLTS waiver (transferred from State MA in January 2004)
	189
	435
	260
	163
	$848,653
	$4,674,509


	Dane County Case Management -- works closely with the Family Support Program to provide case management to children in out-of-home placements and some children receiving Family Support.
	included
Above
	included
Above
	included
Above
	Included
above
	$142,700
	$165,200

	Child Care Inclusion Resources (formerly Extended Day Care) -- provides personal consultation and public workshops to childcare providers to include children with developmental disabilities in their programs.  Offers resources and referrals to parents and childcare professionals.  
	79
	98
	54
	48
	$324,308
	$304,097

	Teen Outreach-- provides after school and summer programming for teens with developmental disabilities. Focus is on community-based social and recreational activities with peers. 
	18
	25
	46
	55
	$163,143
	$189,760

	Community TIES-- supports persons with developmental disabilities and challenging behaviors through direct intervention and counseling, environmental adaptations, training on positive practices in behavioral intervention, consultation & student training. 
	105
	71
	2
	5
	62,915
	$97,174

	Communication Development Program – uses assistive technology to help children under 4 and over 18 to develop written, spoken, or computer-based communication skills.
	21
	13
	5
	6
	26,237
	$58,447

	Dane County Foster Care—provides home care away from child’s birth or adoptive home.
	8
	3
	None
	None
	$453,720
	$25,525

	TOTAL (# of children is unduplicated count across services)
	950
	1310
	330
	381
	$3,899,318
	$7,833,254


DEMOGRAPHICS:
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Type of support�
               # children�
  average cost/child�
�
�
2001�
2005�
2001�
2005�
�
State Institution (Central Wisconsin Center)�
0�
0�
$141,985�
$267,910�
�
Private Child-caring Institutions�
1�
3�
$120,000�
 $124,128�
�
Specialized Foster Care�
2�
2�
$122,500�
   $29,988�
�
Traditional Family Foster Care�
8�
2�
  $22,944�
    $20,100�
�
In-home Support Services�
923�
1310�
     $  4,225�
$  5,980�
�



Figure 1 Comparison of Use and Costs of Various Support Models for Children in Dane County- 2001 and 2005








In 2005, 9.3% of children in the system are of Latino origin, up from 5.2 % in 2001.
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Growing Demand for Services





While Dane County’s population has grown 7.45% since 2000, our service population has grown by 42%.


Many families of children with disabilities move to Dane County because of its reputation for quality services.


Increasing numbers of children with autism are being diagnosed at earlier ages and/or are moving to Dane County.


Increasing numbers of Spanish-speaking families require more bilingual staff and translated materials.

















Partially Funded Government Mandates





State-imposed entitlements to Birth to 3 services and in-home autism therapy are inadequately funded but also override all other service priorities, creating long waiting lists for non-mandated but equally important services.





The Dane County Living Wage Initiative mandates important wage increases to entry level direct care staff (over 15% increase since 2000) without commensurate increases for other agency staff. 





Less Money & Less Flexibility





Annual budget cuts from Dane County (actual reductions in funding and/or failure to provide cost-of-living adjustments)


Less flexibility to use available funding to meet priority or changing needs


More unproductive administrative paperwork requirements








We have continued our commitment to and success in preventing out-of-home placement of children.





We have increased our fundraising efforts in the private sector in order to provide assistance for families and children on waiting lists and to fill gaps created by eroding support from state and county.








We have increased collaboration and worked for system efficiencies, developing service models and web-based technology that can provide less intense services to more people.








We have made resource allocation decisions that preserve direct services to families at the expense of agency infrastructure. As a result, our agencies operate with lean operating budgets, outdated technology, inadequate office space and increasingly less competitive staff compensation and benefits.

















We are reactive, with little time to plan or be pro-active.





We are less flexible and less responsive to family or system needs.





We have less capacity to respond to emergencies.





It’s harder and harder to hire new, good staff.








We need rational planning and more flexible resource allocation to counterbalance a service system that is being driven by piece-meal state, federal and local mandates.














Just like any business in Dane County, our programs need annual funding increases that reflect inflationary changes in our expenses.  Lacking increases, meaningful negotiations need to occur in a timely manner between Dane County and purchase of service agencies to re-adjust contract requirements to available funding.





We need restored flexibility in our funding partnership with Dane County. Too much administrative time is wasted in justifying and approving minor budgetary adjustments.  Agencies with a track record of providing high quality services should be trusted to determine the most cost-effective structure and resource allocation for their programs and should be able to move funding among programs and budget line items as best serves their service objectives.
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In 2005, 23.1% of children are diagnosed with autism, up from 11.8% in 001.





Waiting time for some programs is now at least six years.  





Families are not coming off of waiting lists, and many children will age out of eligibility for services before receiving help.











Children with significant needs for support & intervention are at high risk of ending up in expensive institutional placements.























Funding limits in the adult service system result in young adults, who were successfully supported at home during childhood, ending up in institutional placements following graduation.
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