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Executive Summary

The 1llinois Chapter of the American Academy of Pediatrics (ICAAP) and the Illinois
Premature Infant Health Network (IPIHN) developed and implemented a survey with the
intention to learn more about the follow-up programs available through the 23 Illinois facilities
with Level I11 neonatal intensive care units (NICUs). A survey was distributed to Level 11
NICU program contacts via a web-based questionnaire beginning January 5, 2009; a hard copy
was available upon request. Seventeen responses were received by April 3, 2009.

Some of the important findings, which are expanded on in the report, include:

e Six respondents indicated that their program provides primary care and developmental
follow-up services (P&D) while 11 provide developmental follow-up services only.

e On average, programs were available for in-person clinic appointments two days a week or
an average of 11.6 clinic hours. The average appointment lasted 66 minutes.

e The composition of program funding varied widely.

e All respondents reported that patients from their own Level I11 NICU were eligible for
services within their follow-up program; various other criteria were used for eligibility as
well, such as being within the same Perinatal Network (11 programs) or meeting specific
criteria such as low birth weight (12) or at risk for developmental delays (12).

e The most common services provided by the programs were tracking weight, height and head
circumference (17 programs), developmental evaluation/screening (15), physical therapy
evaluation (14), support for feeding issues (14), and occupational therapy evaluation (13).

e Eight programs provided direct services, generally physical therapy and speech therapy.

e The most common types of staff available in the follow-up clinic were a program director (17
programs), physical therapist (14), occupational therapist (13), and neonatologist (12).

e On average, between one and ten appointments (10-50%) were missed per week. All
programs had some type of follow up for families who missed appointments. Respondents
felt that time off from work, transportation issues, lack of understanding about the
importance of the services, and distance from home to the follow-up program were the most
significant barriers for families in terms of keeping their scheduled appointments.

e All programs reported that they refer patients to Early Intervention; ten programs follow-up
with the family or EI to assure that the child is receiving services. Some programs also assist
families with connecting to other state services.

e Respondents felt that continuity of care, friendly, experienced staff, and an understanding
and awareness of the importance of follow-up care for their child were most important in
motivating families to participate in developmental follow-up programs.
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e Opinions about how the system of developmental follow-up care for NICU graduates can be
improved, generally, related to (1) more funding, (2) increased access to services, (3)
research on outcomes of El, (4) clearer understanding of roles of follow/up program and El
to avoid duplication, and (5) educate physicians on the role of follow-up programs.

Next Steps

These findings provide a snapshot of the developmental follow-up programs available
through the 23 Illinois facilities with Level I11 neonatal intensive care units. Most striking is the
wide variation and diversity among these programs, from funding to staffing to services
provided. The policy and program implications of this diversity, and whether there is a need for
more standardization in this system, deserve a careful and thorough discussion. ICAAP and/or
IPIHN will examine how to facilitate this discussion and include a variety of stakeholders in the
process, such as neonatal health care providers, developmental specialists, primary care
providers, state Early Intervention staff and policy makers, families of NICU graduates, and
others.
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Background

The Illinois Chapter of the American Academy of Pediatrics (ICAAP) and the Illinois
Premature Infant Health Network (IPIHN) developed and implemented a survey with the
intention to learn more about the follow-up programs available through Illinois facilities with
Level 111 neonatal intensive care units (NICUs). The purpose of the survey was to obtain
information about these programs that will be useful in helping the ICAAP, IPIHN, and other
groups to understand the different programs at different institutions, and to help shape
programmatic activities within ICAAP regarding care of the high-risk infant.

Methods

During late summer/fall 2008, a questionnaire (included as Appendix 1) was developed
with the input of IPIHN members and other physician volunteers. It was agreed that the
questionnaire would be distributed via a web-based survey link. A pediatrician from a Level Ill
NICU developmental follow-up program piloted the web-based survey. In January 2009, an e-
mail was sent to contacts from all 23 Illinois Level 11l NICUs from the Associate Executive
Director of ICAAP asking them to participate in the survey and providing a link to the web-
based questionnaire; an offer was also made to provide the questionnaire in hard copy, if needed.
Between January and the end of March, multiple attempts were made to achieve full
participation in the survey. Data collection closed on April 3, 2009.

Level 1l Developmental Follow-Up Program Type Abbreviations:
P&D = Programs which provide both primary care and developmental services (n=6)

D-Only = Programs which provide developmental services only (n=11)

Results

Of the 23 Level 111 NICUs:
e Seventeen usable questionnaires were received;
¢ An additional questionnaire was received but was not usable;
e One respondent indicated that the responses applied to two institutions which are
in the same hospital system;
¢ One contact indicated that the facility did not have a follow-up program; and
e Three contacts did not respond.

The findings below are based on 17 responses.
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Operations

Six (35.3%) of respondents indicated that their program provides primary care and
developmental follow-up services (P&D) while 11 (64.7%) provide developmental follow-up
services only (D-Only). Of the latter programs, eight reported regular contacts/updates between
the program and the patients’ primary care physicians and one reported no regular contact. The
comments reflect that contact is generally through sending reports and summaries to the
physicians.

The P&D programs were asked about the ease of obtaining referrals for subspecialty care.
Cardiology and neurology were the easiest subspecialties to obtain referrals for, while physiatry
and orthopedics were more difficult. Of the four respondents who commented on the barriers to
referring patients for subspecialty care, one remarked on patient compliance, two on the limited
number of specialists in the area and one commented that “It is impossible or time consuming to
arrange for referrals for the babies in HMO. In such cases | send a letter to PMD with the
recommendation and suggestions.”

Table 1. Ease of Obtaining Referrals for Subspecialty Care

Neurolo

Orthopedics

Other (RHI level audiology
services)

oOwWworrmN
P W N W w
oo N O
oo rFr N O
o1 O OO

All respondents were asked to complete the remainder of the questionnaire, regardless of
program type. Findings about additional operations are presented in Table 2. Most programs
were available for in-person clinic appointments two days a week. The total clinic hours
available each week ranged from 0 to 24 with an average of 11.6 hours; P&D programs were
open an average of 13.6 hours per week compared to 10.6 for D-Only programs. In addition, 10
respondents (4 P&D, 6 D-Only) indicated that their program has someone available on an on-call
basis for telephone triage; two P&D programs have 24/7 availability while the remaining eight
had on-call telephone triage available during regular business hours. Programs averaged 333
patients at any given time, with D-Only programs having more patients on average than P&D
programs (356 vs. 296). A majority of programs (10) did not have a maximum limit on how
many patients could be in their program; of those that did report a maximum, the average
number was 576 patients. Thirteen programs, three P&D and 10 D-Only, have written
guidelines or policies. Respondents reported a wide variety of assessment tools currently in use.

Materials and information provided at discharge from follow-up program were varied by
program. Among the materials provided were developmental milestone information, contact
information for rehab services, AAP educational material, information on school transition,
copies of evaluations, information on learning disabilities, and a variety of parent educational
materials and brochures.
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Eight participants (3 P&D, 5 D-Only) reported that their program conducts research,
including quality improvement initiatives. Some of the research initiatives described included
interviewing families about the availability of wrap-around services, parent satisfaction,
participation in NIH sponsored studies, outcome studies for preterm infants, nutrition studies,
and periodic outcomes review of clinical database.

Funding

The wide variation in funding reported limits the usefulness of using means and medians
to describe the funding scenarios. There were nine programs (4 P&D, 5 D-Only) which received
50% or more of their funding from public insurance. Four programs, two of each type, received
50% or more of their funding from private insurance. Three programs, all D-Only, were 100%
funded by hospital contribution; the only other programs to receive a hospital contribution were a
P&D program which received 50% of funding from hospital contribution and a D-Only program
which received 10%. Only two programs, both P&D, received any private grant funding (10%
and 50%).

One respondent described the program funding situation as follows:

Grant position supports the social worker's salary. First visit to clinic is approved by the
hospital/medical group irrespective of ability to pay. The social worker helps families to
apply for medical card or assist in getting authorization from HMO. Hospital has shown
a commitment to support the clinic to help the community. The revenue is inadequate to
support the operations.

Table 2. Follow-Up Program Operations

2.0,2.0,0-4 2.8,3.0, 2-4 1.7, 2.0, 0-3
11.6, 8.0, 0-24 13.2,14.0, 3-20 10.6, 8.0, 0-24

Average number of
active patients at any 333, 260, 10-1200 296, 325, 23-500 356, 235, 10-1200
given time

Maximum number of

patients followed at any 576, 300, 10-2200 1 response — 300 622, 250, 10-2200
given time*
=10 respondents indicated no maximum
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Patients

Eligibility. Respondents were asked about patient eligibility for services in their follow-
up program (Table 3). All 17 respondents indicated that NICU graduates from their own Level
111 facility were eligible. In addition, 12 respondents each reported that NICU graduates who
meet low birth weight (LBW) criteria or who were at risk for developmental delays were
eligible, 11 respondents each reported eligibility for NICU graduates from Level | and Level 1l
facilities in their Perinatal Network and for infants with serious, chronic medical conditions.
Less than half of respondents reported eligibility for NICU graduates from any Level 111 facility
(8), infants in families with social risk factors (8), and NICU graduates from any Perinatal
Network (6). Only one respondent, representing a P&D program, indicated that all graduates
from their Level 111 NICU were seen in the follow-up program clinic at least one time. When
asked up until what age a child can be seen in their program, 15 respondents reported a number
between 24 and 60 months of age, with an average and median response of 36 months.

Table 3. Eligibility Criteria for Services in Follow-Up Programs

Number of Respondents

Criteria

NICU graduates from your Level 111 facility 17 6 11
NICU graduates from Level | and Level 11 11 3 8
facilities in your Perinatal Network
NICU graduates from any Level 111 facilit 8 2 6
NICU graduates from any Perinatal Network 6 1 5
Low birth weight infants 12 4 8
Infants at risk for developmental delays 12 4 8
conditions
8 4 4
4 2 2

Patient population characteristics. Respondents were asked to provide information on
the insurance status and racial/ethnic breakdown of patients in their program (Table 4). Of the
12 programs which provided insurance status information, an average of 37.6% of follow-up
program patients were privately insured, 56.6% were publicly insured, and 5.8% were 5.8% were
uninsured. P&D programs had higher proportions of patients receiving private and public
insurance, fee for service and uninsured patients than D-Only programs. Two programs, one of
each type, reported limiting the number of Medicaid-eligible patients it accepts. Thirteen
programs provided data on patients’ race/ethnicity. On average, 40.1% of patients were white,
31.1% were black/African American, 23.1% were Hispanic, 4.6% were Asian, and 1.2% were
other. P&D programs had higher proportions of minority patients than D-Only programs.
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Table 4. Patient Characteristics: Insurance Status and Race/Ethnicity

Mean, Median, Range

Insurance status (% of patients)
\ 12 4 8
Private insurance, fee-for-service 15.5, 10.0, 0-75 21.3,5, 0-75 12.6, 10, 0-40
Private insurance, managed care 22.1,15.5, 0-68 3.7, 0, 0-15 31.3, 27.5, 10-68
Public insurance, fee-for-service 42.3, 44.5, 0-75 52.5, 55, 25-75 37.1, 44.5, 0-70
Public insurance, managed care 14.3, 0, 0-70 10, 0, 0-40 16.5, 0, 0-70
Uninsured 5.8, 0, 0-30 12.5, 10, 0-30 2.5,0,0-10

Race/ethnicity (%o of patients)
N 15 5 8
White 40.1, 45.0, 5-81 29.0, 10, 5-70 47.0, 47.5, 20-81
Black/African American 31.1, 30.0, 10-80 38.0, 40, 10-80 26.7, 30, 10-50
Hispanic 23.1, 25.0, 1-45 25.8, 25, 9-40 214,25, 1-31
Asian 4.5,5.0, 0-10 6.2, 5, 1-10 3.6, 4, 0-10
Other 1.2,0,0-5 1.0,0,0-5 0.8,0,0-5

Services and Staffing

For the services listed in Table 5, respondents were asked to indicate whether they were
(A) available in their program, (B) accessible to patients in your program at your institution, or
(C) must be referred out. All programs tracked weight, height, and head circumference, while
almost all provided, in their program, developmental evaluation/screening (15), physical therapy
evaluation (14), support for feeding issues (14), and occupational therapy evaluation (13).
Services not commonly available within the program included legal/advocacy services (1), vision
screening and assessment (2), and respiratory therapy (3); although the latter two were
commonly accessible at the institution. In terms of providing direct services, eight programs
provided PT and speech (3 P&D, 5 D-Only), seven provided OT (3, 4), three provided
behavioral/psychology services (0, 3), and one provided vision therapy (1, 0). Eight programs
did not provide any direct services.

For each type of staff person listed in Table 6, program contacts were asked to indicate
whether this person is (A) available in the clinic, (B) available on an on-call basis, or (C) not
available as part of your follow-up program. All programs had a follow-up program director
available in the clinic, and almost all had a physical therapist (14), occupational therapist (13),
and neonatologist (12). Few, if any, programs had an audiologist (0), vision therapist (1),
respiratory therapist (1), ophthalmologist (2), primary care physician (2), lawyer/advocate (2) or
neurologist (3) available in the clinic; of these service providers, only audiologists and
respiratory therapists were commonly available on an on-call basis. One respondent indicated
that he/she “perform all the above roles with help of a nurse practitioner.” Program directors
were described as neonatologist (7), physician (1), developmental pediatrician (1), PhD
psychiatrist, RN or Clinical Coordinator or nurse coordinator (3), RN/NICU Care Coordinator
(1), and developmental therapist (1). No D-Only programs had a primary care physician,
respiratory therapist, ophthalmologist, vision therapist, audiologist, or legal services staff
available in the clinic.
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Table 5. Availability of Services in Follow-Up Program

o ---

Tracking weight, height and
head circumference
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Behavioral/psychology
evaluation
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Table 6. Availability of Staff in Follow-Up Program

Note: n=17 for NICU follow up program medical director and social worker, n=15 for primary care physician,
audiologist, and nurse care coordinator; n-16 for remaining staff. All 11 D-Only programs responded to each item.

Appointments

Respondents were asked a number of questions about appointment scheduling, whether
reminders are sent, and how much of a problem missed appointments are to their program (Table
7). On average, a follow-up program appointment lasted 66 minutes, although programs varied
from 30 to 120 minutes; D-Only programs tended to have longer appointments (mean=75
minutes) than P&D programs (mean=50 minutes). Fifteen programs (5 P&D, 10 D-Only) have a
regular schedule, based on patients’ adjusted ages, for follow-up appointments; the schedule
often corresponded with the recommended immunization schedule.
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Initial appointments. Initial follow-up program appointments were scheduled between 1-
12 weeks post-discharge or between 1-6 months adjusted age. Twelve respondents reported that
a patient’s family was contacted to schedule the initial follow-up program appointment at
discharge from the NICU and an additional three reported that patients already have an
appointment scheduled when they are discharged. Nine of the programs, eight of which were D-
Only, had someone from their program remind the family about the initial follow-up
appointment by both a letter/postcard and a telephone call, three programs used phone calls only,
two used letters only, and one P&D program sent a letter, made a phone call, and sent an e-mail.
Two P&D programs did not use any of these reminders. On average, 24.9% of patients
(median=20%, range 5-60%) failed to show up for their initial follow-up program appointment;
there was little variation based on program type.

Table 7. Follow-Up Program Appointments

'—ength of average appointment in 66, 60, 30-120 50, 37.5, 30-120 75, 60, 45-120
minutes (mean, medlan range

When is family contacted to schedule
initial appointment:

At discharge from NICU 12 4 8
At a regular post-discharge interval 2 1 1
Other (before NICU discharge 3 1 2
Reminder for initial appointment:
Letter/postcard only 2 0 2
Telephone call only 3 2 1
Letter and call 9 1 8
Letter, call and e-mail 1 1 0
None 2 2 0

Missed appointments. Respondents indicated that, on average, between one and ten
appointments were missed per week, or about 10-50% of appointments (Table 8). Of the
different ways to follow-up with families who missed their child’s appointment, the most
common was a follow-up phone call to all families (10 programs); an additional four program
made phone calls on a case-specific basis (Table 9). Of the five programs that sent follow-up
letters to all families who missed appointments, three of those also called all the families and two
called some of the families. One program called all families and sent letters to some families.
One did not make calls at all and only sent letters on a case-specific basis. Six programs notified
the primary care physician and three programs offered transportation assistance for future
appointments. All programs reported at least one type of follow up on missed appointments.
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Program contacts were asked their opinion about how much of a barrier the issues in
Table 10 were in terms of families keeping their scheduled appointments. The issues thought to
not represent barriers to keeping scheduled appointments were concern about immigration status
(12 respondents did not think this was a barrier), receiving services from another program (8),
and payment/financial issues (7). The issues most thought to represent either a significant or
partial barrier were time off from work (6 respondents thought it was a significant barrier; 10
thought it was somewhat of a barrier), transportation (6; 8), lack of understanding about the
importance of the services (6; 7), and distance from home to the follow-up program (4; 9).

Table 8. Missed Appointments Per Week

Average missed appointments per

week
Number 3.3,3.0,1-10 3.0,2.0,1-6 3.3,3.0, 1-10
Percentage 23.9, 20, 10-50 25.0, 25.0, 5-50 23.5, 20, 15-35

Table 9. Follow-Up With Families who Missed Appointments

No follow-up 0 0 0
Offer transportation assistance for

future appointments . 2 L
Follow-up phone call to families
who missed appointments
Case-specific basis 5 3 3
All families 8 1 7
Follow-up letter to families who
missed appointments
Case-specific basis 3 1 2
All families 5 1 4

w

Notify the primary care physician 6 3
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Table 10. Barriers which prevent families from keeping scheduled appointments

42 08 21

Child care for other children 4,0 1,7 1,4
Time off from work 51 1,9 0,1

Payment/financial issues 0,3 3,3 2,5
Program not part of patient’s medical plan 13 2,4 2,4
Distance from home to follow-up program 1,3 2,7 2,1

Receiving services from other program, e.g., Early 0,1 2,5 3,5

Intervention (El), Child & Family Connections (CFC)

Confusion about different services/programs, e.g., 0,3 2,5 3,3
Lack of a referral from a primary care physician 0,3 3,4 1,4

Lack of understanding about the importance of the 1,5 3,4 1,2
services

Concern about immigration status 0,0 2,2 3,9

Parental psychosocial barriers 1,0 58 0,3

Interaction with Early Intervention

All programs reported that they refer patients to Early Intervention (EI). Many of the
programs have a person who is responsible for making referrals to El; that person may be a
therapist, social worker, neonatologist, program director, or “full time liaison position”
depending on the program. There are a few programs that leave it to the parents to contact EI.
For example, “patient is assessed by therapy services during clinic. If El is warranted, therapists
provide parents with EI contact information in their home county and parents call to make the
referral. Therapists can call if parents ask.” After making the referral, 10 programs (4 P&D, 6 D-
Only) follow up with the family or El to assure that the child is receiving services. Sixteen
programs (5 P&D, 11 D-Only) typically ask the families at their visits if the child is receiving
services from EIl.  Seven respondents, six of which are D-Only programs, reported that their
follow-up program has regular/ongoing collaboration with Child and Family Connections (CFC)
(Table 11).

Level Il Developmental Follow-Up Program Survey Report, May 2009 10



Table 11. Nature/Extent of Collaboration with Child and Family Connections (CFC)

None 0 0 0
Minimal 6 2 4
Only if problem/concern

. e . 2 1 1
regarding a specific patient
When CFC contacts us 1 1 0
Regular/on-going 7 1 6

When asked to describe any issues of importance regarding the coordination of services
between NICU follow-up programs and El or CFC, six respondents mentioned long wait times
for services. Other issues were mentioned included transition to services at age three, confusion
about what services are offered, duplication of follow-up program evaluations, and lack of
available providers. One program contact summed up the concerns as follows:

The EI program still does not have adequate conversations with the primary-care
physicians. The El program is only loosely associated with the high risk follow-up
program and the follow-up programs do not use the EI system enough. There is a lot of
holes and a lot of over-lap of services. The EI program and the APORS program are not
linked at all. Although mandated by the Federal EI program, there does not seem to be
an Illinois plan to provide for current and future needs for infant and toddler therapists.
In many CFC regions, there are no speech therapists available and few occupational
therapists available. Even when available, in spite of our needs, few have education or
experience with autism or other children with sensory regulatory needs. There is no
visible leadership in the state to help the program grow rather than just react.
Obviously this is of great concern to us and we would be happy to help the AAP with this.

Other Program Issues

Interaction with other programs. Respondents were asked to indicate which services
they assist families with connecting to: El, Department of Specialized Care for Children
(DSCC), Social Security Disability Insurance (SSDI), Medicaid/All Kids, WIC, and food stamps.
Of the 16 who responded, all indicated El, followed by DSCC (10), SSDI and WIC (9 each),
Medicaid/All Kids (8), and food stamps (4). Other services mentioned were transportation, food
shelters, housing, and DCFS. Three programs only helped families connect to El, and four
programs helped families connect to all of the listed services. The P&D programs tended to help
families connect to more services.

When asked about the expected impact of Illinois Health Connect on their follow-up
program, most respondents were unsure or expected no impact. There were concerns about
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finding primary care providers to accept the patients, families changing PCPs, infants being
assigned to the wrong PCP, and with PCPs and families understanding that they need to obtain
referrals to come to the follow-up program. Some examples of routinely encountered denials
from Medicaid/All Kids include equipment, helmet for significant plagiocephly, habilitations
services, PT/ST/PT/DT, and Synagis beyond 5 injections per season. A few respondents
specified that they do not routinely encounter denials from Medicaid/All Kids.

Family participation. Respondents were asked to comment on what motivates and what
discourages families from participating in the follow-up program. The most commonly
mentioned motivators were the continuity of care the program offers, staff (friendly, caring,
experienced, unhurried), and understanding and awareness of importance of this care for their
child. Representative comments included:

e Support to address non medical basic needs and being treated as family focused
model. Time spent to review in unhurried manner is the key element.

e Families who understand the importance of early development are most motivated

e Early contacts with the service providers and communication of understanding
reasons for follow-up

In terms of what discourages families from participating, the comments generally
reflected the barriers listed in Table 10 above. Representative comments included:

e |t can be a bit discouraging to have your child undergo standardized testing over
and over again. Our psychologist is very good at putting this in perspective but
sometimes parents have problems with this. Some parents do not understand
that cognitive problems are the most common impairments and that EI doesn't
really cover this very well in younger kids. They think El is covering this area so
they drop out of clinic but resurface later when their child is having problems in
preschool. Insurance coverage can be a problem as well as long commutes to
clinic.

e Lack of understanding of dev/growth risks in this pop; fear of hearing bad news;
the widespread belief that if PCP does not identify growth/dev problems, baby
must be doing well.

Opportunities for improvement. Respondents were asked for their opinion about how the
system of developmental follow-up care for NICU graduates can be improved. Generally, the
comments fell into one of the following categories:

Funding (more)

Increase access to services

Research on outcomes of El

Clearer understanding of roles of follow/up program and EI to avoid duplication
Educate physicians on the role of follow-up programs
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The following comment reflects several of those issues:

(1) Much clearer definition of f/Ju and EI roles is needed to avoid duplication. (2) Fund us!
(3) Educate physicians about our role (4) Allow EI to take our recommendations so that
evaluations aren't repeated and free us from reporting our evaluations and recommendations
in "EI format™ - we don't have the time.

In addition, one respondent noted that they are in the process of setting up a new database
for their program and will incorporate some of the questions from this survey into the data they
are planning to collect.

Conclusions/Next Steps

These findings provide a snapshot of the developmental follow-up programs available
through the 23 Illinois facilities with Level 111 neonatal intensive care units. Most striking is the
wide variation and diversity among these programs, from funding to staffing to services
provided. The policy and program implications of this diversity, and whether there is a need for
more standardization in this system, deserve a careful and thorough discussion. ICAAP and/or
IPIHN will examine how to facilitate this discussion and include a variety of stakeholders in the
process, such as neonatal health care providers, developmental specialists, primary care
providers, state Early Intervention staff and policy makers, families of NICU graduates, and
others.
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Appendix 1: Level 111 NICU Follow-Up Program Survey

(Word version of web-based survey instrument)
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American Academy of Pediatrics

DEDICATED TO THE HEALTH OF ALL CHILDREN™ ™

[llinois Chapter

Dear Colleague:

The lllinois Chapter of the American Academy of Pediatrics (ICAAP) and the lllinois Premature
Infant Health Network (IPIHN) are interested in learning more about the follow-up programs
available through lllinois facilities with Level Ill neonatal intensive care units (NICUs). The
purpose of this survey is to obtain information about these programs that will be useful in helping
the ICAAP, IPIHN, and other groups to understand the different programs at different institutions,
and to help shape programmatic activities within ICAAP regarding care of the high-risk infant.

Please designhate one individual within your program to work with you to complete the survey;
assistance and input from other areas of your hospital and NICU-related programs may be needed
to answer some of the questions. The survey should take about 15 minutes to complete.

The reason we ask for the name and contact information of the respondent is so we may follow up
if we have additional questions about the complex topics raised in this survey. However, all
responses will be strictly confidential and no individual or institution names will be included in
any report or discussion about the findings. If you would like to provide supplementary
information or need additional space to answer questions, please attach additional pages.

If you have any questions about this survey, please call Gayle Byck, ICAAP Research Consultant,
at 847/224-9339 or gaylebyck@comcast.net.

Your participation in this survey project is very much appreciated. Thank you!

Sincerely,

P A Lpre

Irwin Benuck. MD, PhD, FAAP Michelle Esquivel, MPH

President ICAAP Associate Executive Director
Co-Chair, IPIHN Continuity of Care
Committee
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Level Il NICU Follow-Up Program Survey

Respondent Information:
Name: Ph:
Title: E-mail:
Institution:

Operations

1. Does your program provide primary care and developmental follow-up services or developmental
follow-up services only?

O Primary care and developmental follow-up services (Please continue to Question 2.)
O Only developmental follow-up services (Please go to Question 5.)

2. Where do patients go for primary medical care once they are discharged from your follow-up
program?

O Patients may continue to see the primary care physician from the follow-up program in another
setting or clinic
0] Their families’ |l ocal primary care pediatrician
O Patients are referred to another primary care physician
O No arrangements are made by the follow-up program

3. How easy or difficult is it for you to obtain referrals for your patients for the following types of
subspecialty care?

. Ver -~ Ver
Subspecialty Eas))// Easy Difficult DiffiC)lljl'[
Neurology 1 2 3 4
Orthopedics 1 2 3 4
Physiatry 1 2 3 4
Cardiology 1 2 3 4
Other, please specify: 1 2 3 4
Other, please specify: 1 2 3 4

4. Please describe any barriers or challenges in making referrals for subspecialty care.

Please go to Question 6.

Level Il Developmental Follow-Up Program Survey Report, May 2009 16



5. Please indicatethestat e ment t hat most <closely describes how your

primary care physicians.

O We have regular contact/updates between our program and the primary care physician
O We DO NOT have regular contact/updates between our program and the primary care
physician

O Other, please specify:

All respondents please continue on to Question 6.

6. How many days and hours per week is your follow-up program available for in-person clinic patient
appointments?

a. days per week
b. total hours per week

7. Is someone from your follow-up program available on an on-call basis for telephone triage?
O No
O Yes

If yes, how often?
O 24 hours a day, 7 days a week
O During regular business hours
O Other, please specify:

8. On average, how many active patients are followed by your follow-up program at any given time?

number of active patients

9. What is the maximum number of patients that can be followed by your program at any given time?

maximum number of patients OR O No maximum

10. Please provide: (A) the names of the assessment tools used in your follow-up program, (B) the type
of staff person who performs the assessments, and (C) at what adjusted age the assessments are
administered. Please attach an additional sheet of paper, if necessary.

(C) Patient adjusted

A) A ment Tool B ff person -
(A) Assessment Too (B) Staff perso age, in months

1.

2.

e —
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11. How is your follow-up program funded?Ent er a number, or AO0O
100%.

Private insurance reimbursement

Public insurance (Medicaid, SCHIP or other) reimbursement
Fee-for-service (cash/credit payment) arrangement with family
Hospital contribution
Private grant funding
Other, please specify:
Don’'t know

100%
Eligibility

12. Who is eligible for services at your NICU follow-up program? Please check all that apply.

O NICU graduates from your Level Il facility
O NICU graduates from Level | and Level Il facilities in your Perinatal Network
O NICU graduates from any Level lll facility
O NICU graduates from any Perinatal Network
O Only NICU graduates who meet the following criteria:
O low birth weight (please indicate grams)
O infants at risk for developmental delays
O infants with serious, chronic medical conditions
O infants in families with social risk factors
O Other, please specify:

13. Are all graduates of your NICU seen in the follow-up program clinic at least one time?
O No
O Yes

14. Up until what age can a child be seen in your follow-up program?

years of age

Level Il Developmental Follow-Up Program Survey Report, May 2009
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Services and Staffing

15. For each service listed, please indicate whether it is (A) available in your program, (B) accessible to

patients in your program at your institution, or (C) must be referred out.

Service

(A) Available in
our program

(B) Accessible to
our program at
our institution

(C) Must be
referred out

Tracking weight, height and head
circumference

@]

O

O

Developmental evaluation/screening

Behavioral/psychology evaluation

Occupational therapy evaluation

Physical therapy evaluation

Speech/language therapy evaluation

Vision screening and assessment

Hearing screening and assessment

Assessing diet, nutrition and calorie count

Feeding issues

Respiratory therapy

Social work

Case management

Legal/advocacy services

Synagis vaccine

Influenza vaccine

Other, please specify:

oOjojojojojoo|o|jo|0o|o0o |0 |0 |0 |0 |0

oOo|joo0ojoj0o|j0O|O|C|O|O|O0|O|O O |O

oOoco|oo0ojoj0O|0O|O|C|O|O|O0|O|O O |0

16. Which types of direct services does your program provide? This refers to provision of therapy as
opposed to screening or evaluation. Please check all that apply.

O Behavioral/psychology

O Occupational therapy

O Physical therapy

O Speech/language therapy
O Vision therapy

O Other, please specify:

Level Il Developmental Follow-Up Program Survey Report, May 2009
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17. For each type of staff person listed, please indicate whether this person is (A) available in the clinic,
(B) available on an on-call basis, or (C) not available as part of your follow-up program.

Staff person

(A) Available in
the clinic

(B) Available on
an on-call basis

(C) Not available

NICU follow up program medical director

O

O

Follow-up program director (nurse case
manager or other, please specify: )

@]

Neonatologist

Primary care physician

Developmental/behavioral pediatrician

Developmental psychologist

Neurologist

Occupational therapist

Physical therapist

Speech/language pathologist

Nutritionist/registered dietician

Respiratory therapist

Ophthalmologist

Vision therapist

Audiologist

Nurse care coordinator

Social worker

Legal services

Other, please specify:

O0|0|0|0O|0O|0O|0O|0O|O|0O|0O|0O|O|0O|0O|0O|0O| ©

O|0|O0|0|0|0O|0|O|O|0O|0O|0O|0O|0O|0O|0O|0O| O

OCOOLO0OOOPDOPLPPLPLPOLOLOOPOP PP

Appointments

18. How long is the average appointment in your follow up program?

19. How soon after discharge from the NICU is the patient’ s
program? Please only respond to EITHER a. or b. below.

a. weeks after discharge

20 When is the patient

O At discharge from the NICU

OR b. at

s fami/l

initial

y

minutes

months adjusted age

contacted

O At a regular post-discharge interval (Please enter number of weeks:

O Other, please specify:

t o

weeks)

aypupfollowaup me nt wi t h

schedul e
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21. Does someone from your program remind the family about the initial follow-up program appointment?

Please check all that apply.

O Yes, we send a letter/postcard
O Yes, we call the family

O Yes, we e-mail the family

O No

22. On average, what percentage of patients miss (fail to show up for) their initial follow-up program

appointment?

%

23. Do you have a regul ar

schedul e

b a acugappoimtmengz@lt i ent s

yes, please list the adjusted ages at which your program routinely sees patients.

O No
O Yes (Adjusted ages:

24. On average, how frequently do children show up for appointments during the first three years post

discharge from the NICU?

Age range

Average number
of appointments

0-6 months

6-12 months

1-2 years

2-3 years

25. On average, how many missed appointments (no-shows) does your program experience each week?

a. average number of missed appointments per week

b. average percentage of missed appointments per week

Level Il Developmental Follow-Up Program Survey Report, May 2009
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26. How does your program follow up with families who missed their appointment? Please check all that
apply.

No follow-up
Offer transportation assistance for future appointments (e.g., bus fare, parking vouchers)
Follow-up phone call to all families who missed appointments

Follow—up phone call on a case-specific basis

Follow-up letter to all families who missed appointments

Follow-up letter on a case-specific basis

Notify the primary care physician

Other, please specify:

OO0OO0OO0OO0O0OO0O0

27. In your opinion, please indicate how much of a barrier the following issues are in terms of preventing
families from keeping their scheduled appointments in the follow up clinic/program. Please circle one
response for each item.

Issue Signifi.cant Somewh_at Not.a
barrier of a barrier | barrier
Transportation issues 1 2 3
Child care for other children 1 2 3
Time off from work 1 2 3
Pavment/financial issues 1 2 3
Proaram not part of patijient' 1 2 3
Distance from home to follow-up broaram 1 2 3
Receiving services from other program, e.g., Early 1 2 3
Intervention (EI) or Child and Family Connections (CFC)
Confusion about different services/programs, e.g., follow-up 1 2 3
program, El, CFC
Lack of a referral from a primarv care physician 1 2 3
Lack of understandina about the importance of the services 1 2 3
Concern about immigration status 1 2 3
Parental nsvchosaocial barriers 1 2 3
Other, please specify: 1 2 3

Interaction with Early Intervention

28. Does your program refer patients to Early Intervention (EI)?
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If yes, please describe the process, including the staff person who oversees the referral process:

29. After a referral is made to El, does someone at your program follow up with the family or El to assure
that the child is receiving services?
O No
O Yes

30. Are families typically asked at their visits if their child receives services from EI?
O No
O Yes

31. What is the nature/extent of your collaboration with Child and Family Connections (CFC)?

O None

O Minimal (e.g., paperwork, prescriptions)

O Only if problem/concern regarding a specific patient
O When CFC contacts us

O Regular/on-going

O Other, please specify:

32. Please describe any issues you feel are important regarding the coordination of services between
NICU follow-up programs and El or CFC and advocacy for patients (for example, eligibility definitions,
walit lists, service denials, transitioning to special education at age 3).

e —
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Other

33. Which of these services does a follow-up program staff person assist families with connecting to?
Please check all that apply.

Early Intervention (EI)

Department of Specialized Care for Children (DSCC)

Social Security Disability Insurance (SSI)

Medicaid/All Kids

wiC

Food stamps

Other, please specify

None

OO0OO0OO0O0O0OO0O0

34. lllinois Health Connect is a new health care program from lllinois Department of Healthcare and
Family Services (HFS) which requires that people with a HFS or All Kids medical card choose a
primary care provider/medical home. Please describe the expected impact of this program on your
Follow-Up Program.

35. Please describe any Medicaid/All Kids or other insurance denials that you routinely encounter (for
example, equipment, medication, therapy, specialty care)?

36. Please describe any roles or activities for your follow up program in terms of NICU discharge planning
for patients who will not be participating in your follow up program.

37. Inyour opinion, please describe what motivates families to participate in the follow up program.

e —
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38. In your opinion, please describe what may discourage families from participating in the follow up
program.

39. Does your program conduct any research, including quality improvement initiatives?

O No
O Yes

If yes, please describe:

40. If your program has any written guidelines or policies that you can share, please include a copy.

O I have included a copy our written guidelines
O Our program has written guidelines but | have not included a copy
O Our program does not have any written guidelines

41. What materials and/or information does your program provide upon discharge from the follow-up
program?

42. In your opinion, how can the system of developmental follow-up care for NICU graduates be
improved?

e —
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43. Approximately what percentages of patients from your follow-up program are covered by the following

insurance sources and systems? Pl ease enter a number, or A0O0 if
100%.
Private insurance, traditional fee-for-service %
Private insurance, managed care (HMO, PPO, PQOS, etc.) %
Public insurance (Medicaid, SCHIP, lllinois Health Connect,
or other), fee-for-service %
Public insurance (Medicaid, SCHIP or other), managed care %
Uninsured %
100%
ODon’t know patients’ insurance sources
44. Does your program limit the number of Medicaid-eligible patients it accepts?
O Yes
O No
45. What is the racial/ethnic breakdown of patients participating in your follow up program? Please enter
a number, or A0o0 if none; percentages should sum
White/Caucasian %
Black/African American %
Hispanic %
Asian %
Other %
100%
46. Please feel free to add any other comments or information that you feel would be useful.
Thank you for your time and participation.
If you have questions about the survey, please contact Gayle Byck,
ICAAP Research Consultant, at 847/224-9339 or gaylebyck@comcast.net
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