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letter from tHe
exeCutive DireCtor

Fiscal year 2017 marked a milestone for the University of Illinois at Chica-
go’s Division of Specialized Care for Children (DSCC). We celebrated 

80 years as the state’s designated organization to serve children and 
youth with special healthcare needs. We are proud to be a leader in 

providing care coordination as part of our overall mission to part-
ner, help and connect children and families to the proper services. 

Care coordination is fundamental and a primary focus of our 
activities. It’s a process that involves working with doctors, 
schools, community groups and others to develop a plan of care 
that addresses a child’s medical, social, behavioral, educational 
and financial needs. Our care coordination can include explaining 

insurance benefits, helping families understand and follow their 
child’s medical treatment plan, putting a family in touch with the 

right specialist for their child’s condition and arranging transportation 
to the appointments. These activities are all focused on the individual 

child’s and family’s needs. 

We updated our vision statement to reaffirm our focus on the child and fam-
ily. We believe that children and youth with special healthcare needs should 
be at the center of a seamless support system that improves the quality of 
their lives. As you read through this report, you’ll learn more about how we 
are working to achieve that vision and the progress we’ve made over the 
last fiscal year. DSCC also continues to fulfill the University’s education 
mission by providing excellent internship and educational opportunities for 
students. In addition, we value our collaborations and partnerships with oth-
er University departments and systems to increase access to and improve 
the quality of health care and related services to families.

Thank you for your interest and support of DSCC. 

Thomas F. Jerkovitz
Executive Director

Thomas Jerkovitz
Executive Director
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our mission anD vision

We believe children and youth with special healthcare needs should be at the center of a seam-
less support system that improves the quality of their lives.

To achieve that vision, we partner with Illinois families and communities to help children and 
youth with special healthcare needs connect to services and resources. 

We partner with families, doctors, specialists, schools, 
community organizations, insurance companies and state 
agencies to help all of these supports work together in 
the best interest of the child and family.

We help by using our knowledge of children with complex 
medical needs to evaluate each family’s situation so we can 
identify gaps and plan solutions to meet their needs.

We connect families to services and resources through 
the extensive relationships we’ve developed in local com-
munities, and we follow-up to make sure they 
continue to meet the family’s needs.
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WHo We are

The University of Illinois 
at Chicago’s Division of 
Specialized Care for 
Children (DSCC) is 
a statewide program 
that serves children 

and youth with special 
healthcare needs and their 

families.  We have 12 regional 
offices throughout the state that help Illi-
nois families in their local communities. 

Our staff includes social workers, nurses, 
speech pathologists, audiologists and oth-
er team members who are trained to help 
families find the specialty 
care and resources they 
need for their child to 
reach their full
potential. 

We draw on the
relationships and
expertise our staff 
has built since 1937 to 
address a child’s  medical, 
social, behavioral, educational 
and financial needs. We do this through 
a process called care coordination, which 
aims to meet the needs of the child and 
family as a whole. This assistance is free 
to all eligible children, regardless of their 
families’ income level.

FY 2017 Active Cases by County

*All cases by county that were actively enrolled or in intake 
between July 1, 2016, and June 30, 2017.In fiscal year 2017, we served more than 

18,300 families throughout Illinois 
(see map).
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Referral Source Total
Adverse Pregnancy Outcomes Reporting System 
(APORS) 3,999

Supplemental Security Income (SSI) 2,288
Newborn Genetic Screening (NBGS) 726
Family 587
Early Intervention 524
Newborn Hearing Screening (NBHS) 520
Hospital 500
DSCC Staff 194
Illinois Department of Public Health 152
Providers 110
School 78
Website - DSCC 48
Other sources, including county health departments, 
Illinois Department of Children and Family Services, 
nursing agencies, rehabilitative services and outreach 
programs

208

TOTAL 9,934

DSCC’s Referral Sources for FY 2017

"I never realized how 
exhausted and 

depressed I was 
before the help 

of DSCC. Now I 
am able to not 
only take care 
of Fallon, but 
I’m able to take 
some time for 

myself and also 
my husband.”  

– Katie Schlautman, 
mother of Fallon in the 

Home Care Program & 
Family Advisory Council Member

One of our strategic goals is to strength-
en our partnerships with families in care 
coordination services through regular 
contact between our staff and the par-
ents/caretakers, joint decision-making 
with family members, more frequent 
use of family surveys and input from 
our Family Advisory Council (FAC). 
In fiscal year 2017, our family liaisons 
traveled across the state to meet with 
families and community members.  
They also reinvigorated the FAC. The 
FAC currently has 13 members. The 
group has helped with the development 
of the Maternal and Child Health Ser-
vices Block Grant application, review of 
DSCC’s marketing and outreach mes-
saging and facilitated peer-to-peer sup-
port among DSCC families.

PA R T N E R WHo We are
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our Care CoorDination

Our care coordination is free and tailored to each child and 
family’s situation. It may include:  

• Accessing diagnostic testing
•  Finding specialized medical care
•  Coordinating services among different providers
•  Helping families maximize their insurance &  

understand their coverage/benefits
•  Communicating with doctors, specialists & schools
•  Assisting with transportation for appointments
•  Connecting families for parent-to-parent support 
•  Paying for eligible medical expenses, such as equip-

ment, therapies, supplies & medical services, when 
families meet income guidelines

•  Attending educational meetings & working with 
schools to develop Individualized Education 
Programs (IEPs)

•  Locating community funding opportunities & 
resources, such as food pantries, utility assistance, 
grants, etc. 

•  Preparing for the transition to adulthood

“(Our Care Coordinator) 
and others have gone to 
bat for us in dealing 
with the intricacies 
of all the bills that 
go along with 
taking care of 
(Abby)… Abby 
has a baclofen 
pump… and for 
a while (my wife) 
had to take her to 
Peoria every three 
or four weeks to get it 
refilled, and DSCC helped 
us with the mileage reimburse-
ment with all of the trips. That was at a 
time when money was really tight in our 
house.”
 — Mike Burdick, father of Abby in   
  the Home Care Program

— Care Coordinator Courtney Kerfoot  
 with Payton Webb in the Home 
 Care Program
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WHo We serve

DSCC serves Illinois families with children up to age 21 who have or are suspected of having 
an eligible medical condition through our Core Program. The condition must be chronic, treat-
able and fall in one of our 11 eligible impairment categories. Eligible conditions include, but are 
not limited to: 

• Cardiac impairments  
• Cystic fibrosis
• Eye impairments (cataract, glaucoma, strabismus)
• External body impairments (cleft lip and palate, craniofacial anomalies)
• Hearing impairments
• Hemophilia
• Inborn errors of metabolism (phenylketonuria or PKU)
• Nervous system impairments (cerebral palsy, seizures, etc.)
• Orthopedic impairments
• Speech impairments (dysarthria, vocal cord paralysis) 
• Urinary system impairment

Associated to a DSCC Impairment

Cardiovascular Impairments

Craniofacial Anomalies & Other 
Disfiguring Conditions

Cystic Fibrosis

Eye Impairments

Hearing Impairments

Hemophilia & Chronic 
Disorders of Coagulation

Inborn Errors of Metabolism

Nervous System Impairments

Organic Speech Impairments

Orthopedic Impairments

Urinary System Impairments

500040003000200010000

Impairment Category for Active Core Cases in FY 2017
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DSCC also operates the Home Care Program on behalf 
of the Illinois Department of Healthcare and Family 
Services (HFS). The program supports families who care 
for loved ones who are medically fragile and require 
skilled in-home shift nursing. The program makes it 
possible for infants, children and young adults 
to stay in their own home with the help of 
DSCC.

The Home Care Program has grown 
over the last three decades and now 
serves two populations of children and 
young adults with special healthcare 
needs: 

Waiver: DSCC started operating the 
Home Care Program in 1983 to serve 
children who qualify for the Medicaid 
Title XIX Home and Community-Based 
Services Waiver for Medically Fragile 
Technology Dependent Children. In-
dividuals served by the waiver depend 
on technology – such as on ventilators, 
tracheotomies and gastrostomy tubes – and 
require in-home shift nursing to stay in their 
own home rather than a hospital or a skilled 
nursing facility.

Children eligible for the waiver must meet med-
ical criteria determined by their health condition 
and technology needs and be less than 21 years of 
age. Youth may qualify regardless of their family’s 
income.

Originally, the waiver only covered participants less 
than 21 years of age. As of May 1, 2017, the waiver 
covers participants of all ages as long as the child was 

WHo We serve
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enrolled in the waiver program prior to the day be-
fore his or her 21st birthday. This amendment to the 
waiver allows participants to stay with the Home 
Care Program for life.  

Non-Waiver:  In January 2014, DSCC became the 
single point of entry for all individuals under age 21 
who require in-home shift nursing services. These 
youth have an identifiable need for in-home shift 
nursing and personal care services but are less de-
pendent on technology. The child or family must be 
eligible for Medicaid.

Preferred Language of Active 
Participants in FY 2017

English          Spanish          Other
English; Spanish           English; Other

88.57%

10.21%

0.81%
0.19%

0.21%

WHo We serve

Known Ethnicity of Active
Participants in FY 2017

52.95%

19.14%

23.86%

3.66%0.16%

0.23%
White
Asian
Black or African American
Hispanic/Latino
Native Hawaiian or Other Pacific Islander
American Indian or Native Alaskan

Age of FY 2017 
Active Participants

Under 1
1-3
4-10
11-15
16-18
Over 18

24%
25%

27%
13%

6%
5%

Chart depicts FY 2017 
active participants' ages 
as of June 30, 2017.
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Insurance Type for FY 2017 Core 
and Home Care Participants

Public
Private
Both
None

1%

58%
28%

13%

WHo We serve
H E L P

One of DSCC’s major strategic goals 
is to update our eligibility categories. 
This change will  streamline and 
simplify our eligibility requirements 
so we can provide care coordination 
services in a timelier manner. We 
will also be able to serve more chil-
dren with special healthcare needs, 
within the parameters of our fund-
ing from the federal Maternal and 
Child Health Services Block Grant. 
The DSCC Medical Advisory Board 
was instrumental in developing the 
proposed rules. We are hopeful these 
rules will be approved through the 
process required by the Joint Com-
mittee on Administrative Rules and 
implemented in 2018.
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Emergency 
Room 
Visits

Inpatient 
Admissions

Average 
Length 
of Stay

Total 
Covered 

Days

Total Cost 
of Care

12% less
100%

80%

60%

40%

20%

0%

49% less 60% less 80% less 38% less

our imPaCt

Families enrolled with DSCC have a consistent helping 
hand to guide and support them through their child’s 
journey. Our care coordination makes it possible for 
families to feel more confident and organized in the 
care of their child and understand and stay at the center 
of decisions about their child’s care. Our Care Coor-
dinators help families develop a stronger partnership 
with their child’s doctors and specialists and effectively 
navigate the maze of resources and insurance coverage/
benefits. Our families are also well-equipped to better 
support and achieve their child’s educational and voca-
tional goals and plan accordingly for their child’s tran-
sition from pediatric services to adult services. 

Our care coordination also benefits medical providers 
by helping families keep their appointments, follow 

“DSCC gave us the 
confidence to 

bring Radhika 
home…  Stay-
ing at home 
is the most 
important 
part. It made 
us a family 

again… The 
challenges are 

still there, but you 
feel like you are a 

family.” 

— Saurabh Agarwal, father of Radhika
 in the Home Care program

their providers’ treatment plans and communicate more effectively with everyone involved in 
their child’s care. DSCC staff has developed an extensive network of pediatric specialists for chil-
dren with special healthcare needs and can facilitate referrals for other providers and resources.

We compared a 
group of 297 Core 
children 12 months 
prior to enrolling 
and looked at key 
metrics for both 12 
and 24 months after 
enrollment. We 
identified improve-
ments in:
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As part of our efforts to connect families to much-need-
ed services and resources, DSCC staff presented at or 
participated in 90 events across the state in FY 2017. 
These events included local health fairs, special needs 
conferences, workshops and functions for physicians and 
healthcare professionals. DSCC staff also participated 
in parent support groups and other community agency 
meetings to develop relationships and build their network 
of resources and referrals.

“(DSCC has) been an emotional shoulder to lean on...  
They’ve helped connect us to various grants for 

funding and have taken pressure off of myself 
and my husband when it comes to contacting 

medical facilities and practitioners regarding 
services and approvals and payments.” 

 “We’ve been working with DSCC (since her 
son Alex’s diagnosis with cystic fibrosis) and 
have had a very positive experience. We have 
typically qualified for copay assistance and 
over the years, that has been a huge help with 
prescriptions as Alex takes several medications 
and even the copays become rather costly.”

         — Andrea Killian, mother of Alex in the Core Program

—  Jessica Lance, mother of twin boys 
 in the Core Program

C O N N E C T

our imPaCt
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our funDing

DSCC is funded through a combination of 
state and federal revenue sources. 

The federal Maternal and Child Health Ser-
vices Block Grant, authorized by Title V of 
the Social Security Act, funds programs to 
improve the health of women, children and 
families in all 50 states. At least 30 percent of 
these funds must support children and youth 
with special healthcare needs. Since 1937, 
DSCC has managed Illinois’ Title V program 
for children and youth with special health-
care needs.  Block grant funds require a state 
match of $3 for every $4 of federal money 
spent.  DSCC’s state match is funded through 
the University of Illinois. 

DSCC works to maximize its federal financial 
participation through an agreement with the 
Illinois Department of Healthcare and Family 
Services (HFS) to receive reimbursement for 
our Medicaid administration costs.

HFS provides funds to DSCC to operate the 
Home Care Program on its behalf for children 
who qualify under the Medicaid Title XIX 
Home and Community-Based Services Waiv-
er for Children who are Medically Fragile, 
Technology Dependent as well as for Med-
icaid children who are eligible for in-home 
nursing services.

Source of FY 2017 Spending

Educational Administration & Allowance
State/University
Federal
Healthcare and Family Services 
Reimbursement (Federal and State)

35% 31%

30% 4%

Chart depicts operational and administrative program costs. 
It does not reflect spending on direct services.
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our eDuCation oPPortunities

Through internship opportunities and special projects, DSCC embodies the University’s mission 
of transforming lives and serving society by educating, creating knowledge and putting knowl-
edge to work on a large scale and with excellence. We strive to partner with University pro-
grams to host interns and build relationships that provide real-world learning experiences and 
job training for students to go on to rewarding, successful careers serving children and families. 
These valuable mentoring opportunities also expose students to DSCC services so they can edu-
cate their peers, contacts and future employers about our services. Our internships also cultivate 
potential future employees and provide extra staffing to improve our level of assistance. 

In FY 2017, DSCC hosted eight University student interns in our offices across the state. These 
interns included five master’s degree candidates and one completing her bachelor’s degree 
from the School of Social Work. These six interns worked in the Core or Home Care programs. 
Additionally, Home Care hosted one master’s candidate from the College of Nursing. DSCC’s 
Information Technology Department also employed an intern from the Graduate Public Service 
Internship Program at the University of Illinois Springfield.
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our Collaborations

University of Illinois Hospital Health & Science System 
Sickle Cell Center 
Sickle cell disease is an inherited blood disorder that causes severe episodic pain and strokes. 
Children with sickle cell disease can also suffer from “silent strokes” that have no outward 
symptoms but can damage intellectual and academic abilities, attention and long-term memory. 
Children with sickle cell disease who do not keep regular medical appointments are more likely 
to suffer from these silent strokes. DSCC partners with the UIC Sickle Cell Center to help fam-
ilies of children with sickle cell disease keep their child’s appointments and make sure all facets 
of their child’s care are running smoothly.
 
DSCC provided $200,000 to fund the center’s Sickle Cell Transition Adolescent-Adult Read-
iness (S.T.A.R.) Clinic in fiscal year 2017. The clinic prepares youth and their caregivers for 
managing sickle cell disease as an adult through education in five key areas of transition: med-
ical, emotional/psychological, social domain, academic/education and vocation and career. 
DSCC also provided an additional $200,000 in FY 2017 to pay for a neuropsychologist posi-
tion. This position assesses sickle cell patients to detect strokes and silent cerebral infarcts (a lo-
calized area of dead tissue caused by a lack of blood supply). Having this expertise onsite helps 
patients avoid long waits and is crucial to early detection and preventing subsequent cognitive 
issues, which helps both the S.T.A.R. Clinic and DSCC’s efforts to serve children with sickle 
cell disease. 

University of Illinois Administration
Administrative Information Technology Services
DSCC partners with families to help their children with special healthcare needs connect to 
services and resources.  A part of this partnership includes securely and confidentially gathering 
information about our families so we can identify their needs and effectively develop a plan to 
meet them.

In FY 2017, DSCC worked with the Administrative Information Technology Services (AITS) 
office in the University of Illinois System to combine information gathered from our care co-
ordination and our claims system and use this data to provide better outcomes for children and 
their families. We can now easily compare and link our care coordination activities to other 
services that DSCC provides to families.  The project also allows us to create trending reports to 
see how things change over time and ultimately measure our effectiveness.
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In 1935, Title V of the Social Security Act enabled states 
to "extend and improve services for crippled children." 

Two years later, Illinois Governor Henry Horner 
issued an executive order to create the Division of 
Physically Handicapped Children in the Department 
of Public Welfare to receive federal funds and admin-
ister services to the state’s children with special needs 
as part of Title V of the Social Security Act. 

In 1941, the division was transferred to the University 
of Illinois and underwent a name  change the follow-

ing year. By the division’s 10th anniversary in 1947, more 
than 50,000 children had been registered and helped.

In 1991, the division’s name was officially changed to the Division of Specialized Care for Children 
(DSCC). Through 80 years of growth and change, DSCC has remained Illinois’ Title V program for 
children and youth with special healthcare needs. 

Celebrating 80 Years


