United Way funds support programs to strengthen families
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Tiffany and Kevin Kicherer (background) watch as their daughter Lilliana (center left) plays with her sister Analiese during a therapy session with Jen Krazanowski (far left) and BiBi Hesselman, as part of the Outagamie County Early Intervention program through Valley Packaging. Lilliana has Canavan disease, a rare genetic neurological disorder that causes progressive damage to the brain's nerve cells, and must undergo physical, occupational and speech therapy. (Post-Crescent photo by Wm. Glasheen)

Lilliana Kicherer is a happy, bubbly 2½-year old dearly loved by her family.
Her giggles are a triumph for her parents Kevin and Tiffany Kicherer, who give thanks daily as they struggle to deal with the challenges of raising a child with significant special needs.

Shortly after birth, Lilliana failed a hearing test and her medical and developmental difficulties soon multiplied. By the time she was 4 months old, she had been referred to Valley Packaging Industries' Birth to 3 Early Intervention Program, an agency funded by United Way Fox Cities.

The United Way is in the final weeks of its 2010 campaign to raise $6.8 million to support 41 agencies it deems important for building a healthy community. Strengthening families like the Kicherers is one of the organization's impact areas.

United Way has four partner agencies that provide programs for people with disabilities: Cerebral Palsy of Mideast Wisconsin, The Arc Fox Cities, YMCA of the Fox Cities and Valley Packaging's early intervention program.

Therapists and teachers from the Birth to 3 program began visiting the Kicherer's Hortonville home in 2008. They quickly became a trusted lifeline for the family as further medical tests revealed Canavan disease, a rare genetic neurological disorder that causes progressive damage to the brain's nerve cells and is characterized by physical and developmental delays.

About 200 children are diagnosed yearly worldwide.

The diagnosis was devastating, said Tiffany, 25. There is no cure for the disease. Children don't walk or talk, gradually lose their sight and typically don't live longer than four years.

Lilliana must be tube fed and takes 15 medications and vitamin supplements daily. She cannot sit up or roll over. Developmentally, she functions at the level of a 6-month-old. She wears hearing aids but no one can tell what she actually hears.

Lilliana's health is a constant concern, Tiffany said.

"We don't know how long we will have her," she said.

A safety net of caring

The Kicherers are thankful for the safety net of professional expertise and caring through the Birth to 3 program.

"They just make it easier on us," Tiffany said. "They show us how to work with her. Occupational, physical and speech therapists come to the house once a week, and a teacher and dietician come every other week."

The program's staff provides important intangible benefits as well, she said.

"They don't just do a job and leave. If there's a day when I'm so upset or Lilliana's having a hard week, they will stay," Tiffany said. "We get hugs from our therapists because they are pretty close to us now. They give us encouragement and someone to talk to so we don't feel so alone. Sometimes family doesn't understand. These ladies see kids going through problems every day."

Stacy Rudig, director of the Birth to 3 program, said the goal is to give parents and caregivers the support they need to help their children reach their developmental potential.

"They are the most effective interventionists for their kids," she said. "If we can give them techniques they need to do what we call coaching, they will be more successful taking advantage of learning opportunities children have every day."

A child with significant disabilities averages about three visits from various professionals per week. Children with speech delays get visits twice a month at their homes or daycare centers.

"It's pretty individualized," Rudig said.

Meeting families' needs

Lilliana's family is just beginning to learn about the resources available to them. The Fox Cities has a variety of long-standing services and resources for people with disabilities and their families, from recreation and camp activities to respite that gives families and caretakers a break.

Mary Jo Buchberger, chairwoman of United Way's strengthening families impact panel, said these services and resources are a priority because of this population's "high needs."

The United Way is tracking the evolving financial impact of the state's new Family Care program on families of people with disabilities as well as agencies and programs that assist them, she said, looking for ways it might help.

The organization also monitors such pressing needs as housing, medical equipment, respite and affordable transportation.

"Those are consistent areas, along with accessibility, where we still have gaps between needs and services," Buchberger said. "The community's support helps us support not-for-profits, which are the foundation for providing some of these services. We don't want these gaps to get bigger."

Tiffany Kicherer said her family, which now includes Lilliana's 1-year-old sister Analiese, has relied heavily on support from the Birth to 3 program.

"If not for them, we might not have caught this disease as fast," she said.

Since then, the family has connected with other families affected by Canavan disease and a New Jersey researcher to help oversee her condition.

They've learned more children with the disease are living into their teens and older.

"That gives us a lot of hope," Tiffany said.

In the meantime, she said, each day with Lilliana is a gift.

"She is wonderful in everything she does and when she smiles, it melts your heart," Tiffany said.

Kathy Walsh Nufer: 920-993-1000, ext. 290, or knufer@postcrescent.com


Key agencies, programs

United Way has four partner agencies that provide programs for people with disabilities. Agencies and key programs the United Way supports are:
Cerebral Palsy of Mideast Wisconsin
Out of Home Respite Care: Provides family members and other caregivers of people with cerebral palsy, other physical disabilities, developmental disabilities and behavioral challenges with a break, and gives the individual with disabilities time to socialize and integrate into the community. Specially trained staff at two homes in Oshkosh and Wautoma care for clients ages 2 and older.
Benefits: Families report that respite improves family relationships, decreases likeliness of placing a disabled family member outside the home and helps keep family intact.
Need: Greater ability for respite homes to respond to family emergencies. To keep fees affordable, families already experiencing high medical expenses pay about 50 percent of the cost of respite care. United Way and other community support cover remaining costs.

Residential Camp Sandy Wheels: Provides a "typical camping experience" for 64 children and adults with physical disabilities each summer.
Benefits: The camp accepts individuals requiring more extensive care such as assistance with tube feedings. Staff, including nurse, are specially trained in care giving. This gives family a needed respite from caregiving duties.
Need: As more families and program participants make do with less money and have access to fewer community resources, program fees must stay low and affordable. Requests for financial assistance are up. The program relies on United Way support to make up the difference.

The Arc Fox Cities
Adult social, recreation and respite program: Provides a wide variety of programming year round.
Benefits: Gives adults with disabilities an opportunity to participate in educational, cultural and recreational activities and gives families a break. The program also offers one full day and one evening per month specifically for respite.
Adults in programs get to increase their independence, self-confidence and quality of life. Greater community involvement also reduces isolation and health risks.
Need: Number of program participants reaching mid-life and experiencing age-related health problems is growing. They need to be active physically and mentally to stay healthy. As more families and participants live on tight budgets and have access to fewer community resources, program fees must remain affordable. United Way support makes up the difference.

Arc Fox Cities Camp Program
Benefits: Typical camp experience for up to 60 youth and adults with developmental disabilities at the Boys' and Girls' Brigade Camp Onaway. A weekend camp experience also is offered to adults at the YMCA's Camp Nan A Bo Sho. Transportation is provided so as not to exclude those who rely on public transportation, or whose aging parents can no longer drive. New in 2009 was one-day overnight camp at nearby Camp Rikilio via Learning for Life. It serves campers who have never been away from home or have difficulty being away from home because of medical conditions or other challenges. Camps also provide respite for families and caregivers.
Need: The camp program is labor intensive to meet campers' special needs. United Way and other community support is needed to help offset expenses.

YMCA of the Fox Cities
Camp Hope: Day camp at Plamann Park offered two weeks each summer for up to 42 children ages 5 to 18 with physical, cognitive and other health concerns.
Benefits: Program includes recreational and social experiences such as swimming, arts and crafts, nature walks and a family picnic. Camp also provides respite for parents and other caregivers.
Need: Demand has outgrown the program's capacity as more children are identified with special needs. Because these disabilities often carry high medical costs, programs must be affordable. Fee is set at a low rate and financial assistance is available. With one staff member assigned to one or two participants, this program is costly and would be difficult to continue without United Way funding.

Valley Packaging Industries early intervention program
Provides home-based services for 160 to 180 children from birth to age 3 with special developmental needs. It also provides support for the child's family and caregivers.
Benefits: Professionals work in partnership with families to set up a plan that will support the child's ability to grow, learn and communicate. Specific services include occupational, speech and physical therapy, special education, nutrition and family education.
Need: United Way and other community support is needed to help offset expenses.

United Way Fox Cities

Mission: Advance the common good by creating opportunities for a better life for all.
Focus: Education, income and health, the building blocks for a good quality of life. In the Fox Cities, United Way is committed to developing children and youth, strengthening families, promoting health and healing and providing for basic needs.
Investments: More than 100 programs in the Fox Cities provided by 41 partner agencies. United Way offers focused-funding grants that promote community problem solving as well as support existing program expansion and address unplanned agency needs. United Way community services include: AFL-CIO Community Services Liaison, Emergency Food and Shelter Program, Youth Board and United Way 2-1-1.
2010 Campaign co-chairs: Dean Gruner, president and CEO of ThedaCare, and Dan Neufelder, president and CEO of Affinity Health System.
Campaign goal: $6.8 million, with pledges and donations currently at 73 percent of that total. The campaign ends Dec. 31.
To learn more: 920-735-5468
On the Web: www.unitedwayfoxcities.org
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