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l. Executive Summary

In 2000, Illinois was one of twenty states receiving grants from the U.S. Department of Hedlth and
Human Services to study the hedth insurance gap within the state in an effort to achieve consensus with
stakeholders and key condtituents on ways to close this gap. Quantitative and quaitative research methods
were employed to study the uninsured in the State of 1linois and examine solutions employed by other sates
in order to tailor solutions specificaly to Illinois for dosing the hedlth insurance gap.

This report summarizes the results of numerous focus groups and interviews with key informants that
were conducted during the spring and summer of 2001 around the State of 1llinois. Focus group members
congsted of seven condtituencies with a stake in the problem of the un and underinsured: smdl business
owners offering hedth insurance, smal business owners not offering hedth insurance, representatives of
health and socid service agencies, members of the insurance industry, medica providers, members of loca
governments, and the uninsured themselves. Multiple focus groups within each congtituency were conducted
across five geographic areas of the state. Mogt focus group participants participated in anomina group
process as well, atechnique that allowed them to brainstorm ideas for solutions to address adl or part of the
factorsthat affect the hedth-insurance gap. Interviews were conducted with high profile individuasin
business, hedth and socid services, government, and community activism.

Using these strategies of interview and group process, we were able to compile themes that emerged
within and across congtituency groups about specific experiences semming from the hedth insurance gap as
well as attitudes towards exigting public and private mechanisms for addressing that gap. We summarized
these themes in a presentation to the July 10 Illinois Generd Assembly Process. The focus group results
were intended to provide texture and nuance to the quantitative findings and literature reviews that made up a
large portion of the framework from which the Illinois Assembly Process operated. The focus group and
interview formats were smilar, and were based on the primary set of questions addressing the mandates of

the lllinois State Planning Grant. These questions are asfollows:

)

What are the effects and ramifications of not having hedth insurance?

)

What factors account for why people do not possess hedlth insurance?

)

How are people who lack hedth insurance getting their hedth needs met?

)

What are the perceptions, experiences, and expectations of people working with or utilizing public hedth
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insurance programs such as Medicaid and KidCare?

? What factors account for why some businesses provide hedth insurance to their employees while others
do not?

?  What types of mechanisms or incentives would help smdl businessesin their ability to offer hedth
insurance to employees?

?  What should be aminimum heslth insurance benefit that dl Illinois resdents should have access to?

? By what means could hedlth insurance be made available to dl 1llinois resdents

?  What would be effective ways to raise awareness about the availability of new hedlth insurance products
that are designed to close the hedlth insurance gep?

This report reflects the discussions, opinions, themes and contradictions offered by individuas on the front

line of the hedth insurance gap in the sate of Illinois.

1. | ntroduction to the Study

In October 2000, The Illinois Department of Insurance received a grant from the U. S. Department
of Health and Human Services to study the hedlth insurance gap (i.e., people who do not have hedth
insurance ether through private or public sources) in the State of 1llinois and to achieve consensus from key
condgtituents and stakeholders for plans and ideas to close thisgap. In addition to extensive survey research
conducted to understand the characteristics of people who do not possess hedth insurance, quaitative
research was conducted to explore the opinions and reactions of various groups toward the hedlth insurance
gap and to gain ideas for closing the gagp. Qualitative research is used for the purpose of gaining "rich
descriptive" information that can illustrate problems and opportunities, and to put a human face or story onto
technica datigica information garnered from survey research.  Furthermore, with qualitative research,
guestions can be explored in more detail, and individua cases can be thoroughly examined in order to shed
light on the issues that inform our understanding of the hedlth insurance gap.

We utilized two quditative research techniques. focus groups and key informant interviews. Focus
groups are structured group interviews consigting of individuas who share common characterigtics. Although
focus group participants may not know one another, they view themsdves as smilar to other group

participants and thus are able to reflect on smilar circumstances when forming opinions and reactions. We
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formed seven different types of focus groups smal business owners offering hedth insurance, smal business
owners not offering health insurance, representatives of health and socia service agencies, members of the
insurance industry, medica providers, members of loca governments, and the uninsured themselves.
Multiple focus groups within each group type were conducted across five geographic aress of the sate (to
be reviewed in section 111).

The purpose of the focus groups was to provide texture and nuance to the quantitative findings and
literature reviews that made up alarge portion of the framework from which the Illinois Assembly Process
operated. Moreover, the focus group sessions represent amedium for various congtituencies and
stakeholders to have a voice in the planning process. Although focus groups do not represent a data source
from which broad inferences can be made, they il provide that important "insgder's story" that can
otherwise become logt in a quantitative maze of tables and figures. Group members gave us their own
persond stories about the hedlth insurance gap -- why it is difficult to afford hedth insurance, why it is
difficult to serve those with or without hedth insurance, why it is difficult to provide hedth insurance to dll
state resdents. They dso discussed frugtrations and opportunities in working with public and private hedlth
insurance programs, opinions about minimum hedth insurance plans, and provided ideas for closing the
health insurance gap.

In addition to the focus groups, key informant interviews were conducted with high-profile
stakeholders and congtituents across the State of 1llinois, such as insurance industry, business/labor, and
socid services representatives. These used Smilar questions as the focus groups interviews. One-on-one
interviews were conducted with high profile individuds to protect their concerns for spesking fredy in the

presence of others.

[1l. Method of Research

A. Focus Groups and Nominal Group Process

Focus groups were conducted in five non-overlgpping and exhaustive regions of the state (Southern
[llinois, Central 1llinois, Cook County, the Collar Counties, and Northwest Illinois), and were comprised of
amad|l business owners offering hedth insurance, smal business owners not offering hedth insurance,

representatives of health and socid service agencies, members of the insurance industry, medica providers,
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members of locd governments, and the uninsured themsdves. Table 1 provides a breakdown of the number

of groups conducted of each type:
Table 1. Focus Group Characteristics
Type of Group Number of Groups Regions Conducted Average Number of
Conducted ParticipantsGroup
1. Businesseswithout 2 Central 55
HI Southern
2. Bugnessthat offer HI 6 Northern 5.2
Southern
Cook County
3. Hedth Care 4 Cook County 6
Providers Collar Counties
Northern
Southern
4. Insurance 3 Central 4
Representatives Northern
Southern
5. Hedlth and Socid 4 Centra 5
Service agents Cook County
Collar Counties
Southern
6. Loca Government 2 Cook County 55
Representatives Southern
7. Uninsured 6 Centrad 4
Collar Counties
Northern
Southern

In each focus group we asked a series of pre-determined questions intended to stimulate discussion
among group participants about their experiences semming from the problem of un- and under-insurance in
[llinois (see Appendix A). A note-taker compiled detailed notes during each focus group, and each session
was tape-recorded, making it possible for note-takers to double check and augment their notes as needed.

These notes then formed the backbone of our andysis. Each literd or pargphrased comment by
focus group participants was placed in a database, aong with group type and the question to which it was a
response. Two research assistants read each comment and independently created a series of themes into
which the comments were organized. When this process was complete, the entire focus group team met to

review and fine tune the categorization scheme in order to insure a reasonable degree of "inter-rater”
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rdiability. These themes were then entered into the database with the corresponding comments. Themes
were augmented or added as information from subsequent focus groups was added to the database. In this
fashion, we were able to organi ze the database, and hence our andysis, by theme, focus group type,
guestion, or region of the state.

We organized the litera or paraphrased quotes into thematic categories broken down by question
type and noted the type of group from which the quote/phrase emanated. We sdlected quotes for the
resource guide that we felt best captured the "spirit" or intent of the theme. In some cases, severa quotes
are included under atheme to illustrate the prevaence of a particular point of view, or dternatively the
divergty of opinions regarding some theme (e.g. whether menta heglth benefits should beincluded in a
minimum benfits plan). Only themes that were voiced more than once by a particular type of group were
included in thisanalysis. The Focus Group Resource guide (see Appendix B) contains the entire set of
thematically organized quotes and phrases. This report expands on the themes that were of primary interest
to the State Planning Grart.

We dso included a"nomina group process' during most of the focus group sessions (with the
exception of the uninsured). Participants were asked to write down five potentid solutions for closing the
hedth insurance gep in lllinois. These recommendations could be broad (e.g. make people more
accountable for their health insurance status) or more specific (e.g., expand KidCare to cover parents).
Participants were then asked to state their primary recommendation, which we recorded on alarge post-it.
Depending on time and the number of participants, each participant had the opportunity to state 2-3
recommendations. In this manner, 10-15 ideas were generated, discussed, clarified and adapted by group
members, as they deemed appropriate. Participants were then asked to independently rank their top five
choices. We compiled the ranks across group participants and arrived at afinal consensus ranking. We
entered the top five ideas from each group into a database, and determined emerging themes. These themes

and supporting ideas are included in the Focus Group Resource Guide.

B. Key Informant Interviews

Fifteen persond interviews were conducted with individuas knowledgeabl e of the problems of

insurance and lack of insurance in the State of 1llinois. People interviewed included: CEOs, COQOs of large
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Insurance companies, Human Resource specidigts, hedth care providers (both large hospitd systems and
rurd clinic providers), representatives from leading corporations in the State of Illinois, smdl locd firms,
union representatives, alarge faith-based group, a government agency representative, and sate legidative
leaders (one state representative and one state senator). In addition to representing different corporations
and agencies, the individuas were located throughout Illinois, representing a geographicaly diverse interview
sample.

The purpose of the persond interviews was to gather more specific opinions regarding the problems
and solutions related to the uninsured population in away that would not be threatening to the interview
subjects. For example, a COO from alarge insurance company might have been reluctant to voice her or
his opinions publicly, even in afocus group seiting. However, in the setting of a persond interview with
anonymity guaranteed, a more free flowing discusson was made possible. Professor Paul Sarvelaand Mr.
Dan Shannon of SIUC conducted the persond interviews.

The project team identified the persond interview subjects, with specid consultation from agencies
and organizations. Once identified, Ms. Maddynne Brown sent a letter to the CEO, describing the project
and asking for participation in the interview. Follow-up cals were then made to the CEO (or individua
designated by the CEO) and, the interview time was sent up. Interviews were conducted either on-Site or
viathe phone. Human Subjects issues were discussed with each interviewee and informed consent was
received before proceeding with the interview.

Interview questions varied dightly by particular subject, but core issues covered included:

1. Perceptionsrelated to why people are currently uninsured.

2. Perceptions related to why employer-based coverage is decreasing.

3. Identification of incentives that can be used to get smal companies and businesses to help cover their
employees.

4. Methods the insurance industry, dong with state government and employers, can use to increase
coverage.

5. Characterigtics of the ideal insurance program.
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6. Statewide cost estimates of providing theideal program to those currently uninsured.

7. ldeas concerning the best partnering structure to achieve the god's of statewide coverage.

V. Resear ch Findings - Focus Groups & Personal Interviews
Below we present the findings based on the primary set of questions addressing the mandates of the

State Planning Grant. These questions were;

1 What are the effects and ramifications of not having hedth insurance? (Lack of hedth
insurance effects)

2. What factors account for why people do not possess hedth insurance? (Why people
lack hedlth insurance)

3. How are people who lack hedlth insurance getting their health needs met? (How
medica needs are being met)

4. What are the perceptions, experiences, and expectations of people working with or
utilizing public hedth insurance programs such as Medicaid and KidCare?
(Perceptions of public hedlth insurance)

5. What factors account for why some businesses provide hedlth insurance to their
employees while others do not? (Why businesses offer health insurance and their
grugglesto maintain it; Reasons why smal businesses don't offer hedth insurance)

6. What types of mechanisms or incentives would help small businessesin their ability
to offer hedth insurance to employees? (Mechanism that would help smdll
busi nesses)

7. What should be a minimum hedth insurance benefit that dl 1llinois residents should
have access to? (Minimum benefit)

8. By what means could hedlth insurance be made avallable to dl 1llinois resdents
(Funding mechanism/affordability)

0. What would be effective ways to raise awareness about the availability of new hedlth

insurance products that are designed to close the health insurance gep (Raising
awarenessmarketing).

In the sections that follow, the themes that emerged for each of these questions are described and

delineated by the type of group(s) from which the theme emerged. Representative quotes are provided.

A. L ack of Health | nsurance Effects
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All types of groups offered opinions about the ramifications of not having hedlth insurance. Many of
the themes that emerged were Straightforward.

1 Delaying treatment . Typicaly the uninsured focus group participants stated that

they smply put off seeking medical care until a problem becomes acute or when they can no longer ignore

treatment.

Representative quote: | would rather tough it out rather than lose 1/2 year’s salary for medical
treatment. (Uninsured person)

2. Affecting daily living choices. In addition to delaying trestment, uninsured

participants told us about the struggles they contend with day to day in deciding how their few resources will

be spent -- for example, do they put food on the table or do they get along overdue medica check-up.

Representative quote: | have to make choices about going to the doctor or buying diapers, etc.
(Uninsured person)

3. Use of emergency rooms. For uninsured people, the emergency room is often the

firgt and only point of contact with a hedth professona. The expensesthat are incurred are often very high,

and payments have to be stretched out over along period of time.

Representative quote: My son was so sick that | took him to the emergency room. The bill was $1000
and it took a year to pay it off. (Uninsured person)

4, Risking financial security. An uninsured person lives with the fear that one

catastrophic medica event or accident could ruin them financidly. They could lose dl their hard-earned

assets, such as ahouse, just to pay one hill.

Representative Quote: Lack of health insurance affects people’slivesin other ways. Some families
break up because they owe too much. (Uninsured person)

5. Rationing payments and treatment . The uninsured and those who work with

uninsured individuals and families know that they have to gtretch their dollars asfar as they can go.
Therefore a common strategy isto pay only portions of their medica bills, stretching them out over longer
periods of time. Ancther form of rationing involves taking only a portion of prescribed medications or
sharing them with other members of the household.

Representative quotes:
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? We can sometimes afford some health care but we really have a difficult time
affording a hospital stay. | pay the people who have to be paid. Hospitals just
have to wait. (Uninsured person)

? Those who must take their prescriptions regularly (diabetics, high blood
pressure) end up sharing their medication with their spouses or family
members. (Locd government officid)

6. Treated poorly by others. Because of the stigma of being poor or near poor,

those who lack hedlth insurance often perceive that they are receiving inferior treetment by hedlth care
professonds, their gaff, or by public sector/socid service agents with whom they must interact to get their
hedlth needs met.

Representative quote: They treat me so poorly at the hospital that | try never to go (Uninsured person)

7. Falling in and out of the gap. Many uninsured people go through spells of

uninsurance that may last for afew yearsto afew months. Thismay be due to changes in jobs where one
employer offers hedth insurance but the next does not, being laid off by an employer who offered hedth
insurance, but not quaifying (or unable to afford) COBRA, moving from student (with health insurance)
status to non-student status (without health insurance), or moving out of public ad digibility (eg., anew
mother who had been covered under KidCare while pregnant, but is no longer covered after the child is
born). The trandent status of health insurance gapsis a source of stress and frustration.  The uninsured often
live their livesin the hope that nothing serious will happen to them during a spell when they are uninsured.
Representative Quote: 1've been on and off health insurance for several years. My husband works for

a small company and there have been times when we really could not afford

it. We have been told that we make too much to qualify for public aid. We fall

through the cracks. (Uninsured person)

B. Why peoplelack health insurance

Reasons for not having hedth insurance were categorized into four overarching themes: (a) individua
access problems, (b) employment-related linkages, (¢) inability to access public hedth insurance programs,
(d) Medicaid gap. Sub-themes within each of these categories are described below.

1. I ndividual access problems
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a. Affordability. The most common response we heard from amost every type of
focus group participant was that the cost of health insurance premiums are smply too high to afford without
some form of subsidy assistance (e.g., employer-based subsidies). Insurance representatives lamented that
the cogt of hedth insurance premiums are so high because of the skyrocketing costs of medical care and the
losses incurred from those who do not pay their medica and/or insurance bills.

Representative quote:  People who are struggling to survive financially can’'t see putting out $150
per mo. for insurance. (Hedth and socia service agent)
The cost itself; being driven by higher medical costs, cost shifting, making the
product so good that no one can afford it. (Insurance representative).
Cost is a huge factor (Rurd hedth dinic adminigtrator)

b. Pre-exigting conditions. Because of the exclusions or long waiting periods for

people diagnosed with amedica condition before they obtain health insurance, many people are smply

indigible for hedth insurance. This problem is compounded by the apparent closure/wait list of the lllinois

high-risk pool insurance program (ICHIP).

Representative quote: | have a friend who could not transfer her health insurance to her new job.
Health insurance companies do not pick someone up if thereisa preexisting
condition. (Loca government officid).

C. Cultural barriers. People who are not members of the mgjority culture, i.e., those

who are not White or native English speskers experience difficultiesin ng hedth insurance above and
beyond the conditions outlined above due to language barriers, fears of discrimination or poor treatment
based on their minority status or cultura practicesthat are a odds with the normative expectations for
seeking hedlth insurance information.  For example, some cultura practices may shun tresting medica
conditions. Moreover, immigrants often live in isolated communities and may not know where to find
information about health insurance, or they may fear that accessng the hedth care system may jeopardize
their immigrant status (e.g., fear of deportation).
Representative quote: - Transient populations (migrant workers; those fluctuating between
employment and unemployment)- don’t get enrolled in programs because

they’re not around long enough. (Health and socid service agent)
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d. Individual choice. A few uninsured individuas stated that they chose not to

purchase hedlth insurance because they fdt they were healthy enough to incur the risk and that they had other

priorities. This sentiment was expressed more often, however, from people in other types of groups rather

than from the uninsured themsdlves.

Representative quote: - Some think they just don’t need it, especially young people who haven't been
sick before. Males are more likely to feel this way than females. (Hedth and
socid service representetive).

2. Employment linkages. Most Americans obtain their hedth insurance through their

employerswho typicaly pick up some or dl of insurance premium. Thislink between employer and hedth
insurance, therefore, means that some people will be without heath insurance because they are unemployed,
or their employer, for avariety of reasons, doesn't offer hedth insurance. There were severd sub-themes
related to employer-based linkages.

a. Employer doesn't offer health insurance. A common sentiment expressed by

various focus group participants was that businesses deliberately employ a part-time or contingent (e.g.,
contract or seasona workers) workforce in order to avoid offering health insurance benefits. Employers and
other professonds believed that the health insurance industry charged rates that were too expensive for small
employersto afford.

Representative Quotes:

? Snce employersdon’t have to provide health insurance to part-time
employees, some of them choose to hire part-timers (Hedth and socid service
agent).

? Inthe effort to move people from welfare to work, we have often moved
people to minimum wage jobs with employers who do not offer insurance.

(Provider)

b. Portability concerns, Although COBRA provides a mechanism for people to
keep their employer-based insurance for a period of time when they leave ajob, many people cannot afford
this option (often the individua pays the entire cogt of the premium), they exhaudt this option before finding
new employment with hedlth insurance benefits, or they were indigible for COBRA due to the seasond
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nature of their jobs.
Representative quote: Seasonal and immigrant employees are not usually covered because of the
hassles of switching plans as they move from jobs or locations (Provider).

C. L ack of in-network providers. Employers, especidly those in less populated

aress, who want to find an affordable hedlth insurance program for their employees
found that the most affordable plan had no or avery limited choice of providersin
the hedlth insurance network located where employees live,

Representative quote:  1n some cases, health insurance is available but no providers are present in the
area. (Hedth and socia service agent)

d. Employer-insur ance expectancy. There were many opinions expressed that our

society has created an expectancy that hedlth insurance is the respongbility of employers, not of individuds.

Thus, individuas do not take adequate measures to plan and budget for health insurance when they are

unable to obtain employer-based hedth insurance.

Representative quote:  Our society links health care coverage with employment. Thisisa problem
because people are not taking responsibility for covering themselves. (Provider)

3. Public health insurance inaccessibility. There were many sentiments expressed that

more people could be served by public health insurance programs such as Medicaid or KidCare, but these
programs were functionally unavailable because of the red-tapes and hasdes of ng or working with
these programs, or dueto lack of awareness. There were several sub-themes.

a. L ong waiting periods for immigrants. Some voiced concerns that one reason

why immigrants lack hedth insurance is because of the long (5 year) wait period to be digible for public
hedlth insurance once legd residence (e.g. green card) has been established.

b. Community development programsthwarted by red tape. We spoke with

members of various private or community development programs who had been working on plansto
provide access to hedlth care or hedth insurance for medicaly under-served populations. They spoke of
many frudtrations they experienced in trying to coordinate their efforts with existing state rules and
regulations.

Representative quote:  Our chamber of commerce tried to do a small business coverage plan, but
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have not been able to do it because of bureaucratic and |legidlative problems.
Tried to “ adjust” to rules, but were thwarted (Hedth and socia service
representative).

C. Per ception of people who misuse public health insurance programs. Severd

focus group participants across severa types of groups were concerned about the gpparent misuse of public

health insurance programs and other forms of public aid. Some were of the opinion that areason for the high

cost of hedth care, as well asthe sigma for accessing public health insurance is because some people misuse

or take advantage of the system.

Representative quote: | also think people take on the attitude that if | get sick other people are going
to help me pay.(Uninsured person)

d. Working poor don't qualify for Medicaid Severd persond interview subjects

commented on problems related to the working poor being unable to quaify for Medicaid, yet, did not have

the funds to pay for private insurance.

Representative quote: | sense that there is a gap between where Medicaid cuts out and low wage
earners ability to pay for insurance because they have jobs that don’t pay
health insurance or require too high a premium for the worker to afford.

(Faith-based adminigtrator)

C. How health car e needs of the uninsured are being met

We wanted to hear how people who are caught in the health insurance gap take care of their hedlth
and medica needs. Such information would shed light on the adequacy of the hedth care safety net in llinois
aswdll to learn more about the consequences of not having health insurance. These questions were asked to
our groups of uninsured people, hedlth care providers, hedth and socia service agents, and local government
representatives. The following themes emerged.

1. Homeremedies. In atempt to solve hedthrelated problems a aminima cost, many

uninsured focus group participants stated that the relied on home remedies, typicaly using products thet are
found around the house or can be purchased inexpensively without a prescription.

2. lgnoring or delaying tr eatment for health problems. To the extent that the uninsured
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are reluctant to seek routine hedth care or ignore or delay treatment for medica alments, health problems

escalate into more serious conditions.

Representative quote:  Most people go for health care only when they are so sick that they cannot
treat the problem themselves. Their first encounter with the systemisthe
emergency room.(Heath and socid service agent)

Representative quote: Some just don’t seek medical help for procedures they need (Elected officid).

3. Use of the emergency room. The uninsured often use the emergency room astherr first

and sometimes only point of service for medical trestment. They believe that emergency rooms are the only

place they cannot be denied treatment due to an inability to pay.

Representative quote:  Many go to the emergency room for health needs because they don’t have
health insurance, and don’t qualify for Medicaid (Heath and socid service
agent)

4, Freeclinics, public health centers, and community programs. When we asked people

how the uninsured are getting their medica/hedth needs met, severd noted that they or othersthey knew
used free or reduced-fee clinics. Often there were others in the group who may not have known about such
fadilities. At the end of the focus group, participants exchanged such information with one another. Severa
people commented that it would be helpful to have a directory of such servicesin acommunity.
Representative quote:  Free clinic in Elgin —for indigent patients who can’t pay anything —it’s
[ staffed by] volunteer physicians and [other] volunteers —expansion is
opening in July- diding scale payment. (Hedth and socid service representative)
5. Charity from doctors. Severd uninsured focus group participants aswell as severd hedth

care providers commented that some doctors provide a certain amount of free or reduced-fee service to
uninsured petients. The uninsured often knew of a doctor or dentist who would accept a nomind fee, or
would try to provide patients with free prescription samples as much as possble. Many providers
commented that they find it easier to give their services away for free than to try to deal with Medicad
relmbursement processes, but are worried about ligbility issues.

Representative quote:  1t’sjust easier to provide the service for free than to messwith all thered

tape. (Health and socia service representative).
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D. Per ceptions of public health insurance programs.

Asthe state-supported public hedlth insurance network (e.g., Medicaid, KidCare, ICHIP) islikely
to be an integrd part of solutions to closing the heath insurance gap, we wanted to gain impressions and
opinions about these programs, both from the perspective of potentia clientele and as well as from providers
and socid service agents who work with such programs. There were severa themes associated with
perceptions of public health insurance programs, which were broadly categorized as (1) reasons for not
participating in public hedth insurance; (2) problems experienced in working with public hedth insurance;
and (3) positive experiences with public hedth insurance. Sub-themes within each category are described
below.

1. Reasonsfor not participating in public health insurance.

a. Individual barriers. There were anumber of reasons why individuas did not utilize

public hedlth insurance resources such as Medicaid, KidCare, ICHIP, or various veterans' benefits (e.g.,
CHAMPUS). Many did not want the sigma of being a public aid recipient and feared being treated as a
second- class citizen by hedlth care professonds or their staff. Others noted that they could not find doctors
or other providers who would take Medicaid/KidCare patients (Lack of Accessto Providers.)) Some noted
culturd barriers, such as not having sufficient language skills to obtain information about where to seek
medicd attention by providers who accept public health insurance, or they feared risking their immigration
gausif they utilized such services. We heard from severd types of people (e.g., providers, socid service
agents, insurance agents) who complained about the long and complicated application process for KidCare,
especidly, dthough severd of the parents whose children are on KidCare did not think the process was
complicated. For those with pre-exigting conditions who could obtain private heglth insurance, we heard
complaints that the lllinois high-risk pool insurance program (ICHIP) was difficult, if not impossible to get
into, or they were not aware of this program. Findly, lack of avareness of being digible for various public
health insurance programs was a common remark. For example, many people including some e ected
government officials had not heard of the KidCare program.  Some parents whose children were on
KidCare claimed that they had to do the research on this program and inform their socid services
representative about the program.
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Representative quotes:
? Maybe a newspaper article that explains about KidCare, and other public
programs would help people better under stand why some need it.
(Uninsured person)
? | don't want to be lumped together with those who are freeloading.
(Uninsured person)

b. Provider barriers. Many hedth care providers mistrusted government-sponsored

hedlth insurance programs. They complained that Sate bureaucrats who managed such systems had little

understanding of the loca conditions under which the provider was operating, or little understanding of the

medica conditions upon which the provider was operting. Therefore, some providers were reluctant to

accept patients with public forms of heath insurance.

Representative quote:  Physicians don’t have enough faith in the programs to support expanded
statewide efforts. (Provider).

2. Problems experienced with public health insurance. Despite barriersto utilizing public

hedlth insurance programs (listed above), many participants were either primary recipients of such benefits or
were part of the provider or tertiary network for such benefits. They spoke candidly about various problems
and frudtrations they experienced with public hedth insurance programs.  Themes are categorized by
individua- and provider-based concerns.

a. Individual concerns. We heard examples of poor treatment by the “systent’. For
example one KidCare parent fdlt asif she that because she was a public aid recipient, that health care gaff
assumed she engaged in poor hedlth behaviors, such as drinking or smoking. Othersfelt ashamed to be on
public health insurance because of the perception or understanding that some people misuse or abuse the
system and create a poor reputation for others. Findly, many people fdt that the benefits of public hedth
insurance were inadequate because it may not pay for menta, dentd or vision benefits adequately.
Representative quotes:

? Someare 2nd and 3rd generation welfare, so they know the system and how to
play it. (Provider)

? I'vebeentreated asif | were a smoker or drinker. I’'mneither. | resent the
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treatment. (Uninsured person)

? Mental health isignored across the board. Period. (Hedth and socid service
representative).

? Itisa problemwhen we refer someone to a specialty care provider (Rurd hedth

director).

b. Provider concerns. Providers and related professionals who provided servicesto

public hedth insurance beneficiaries expressed a number concerns when dedling with the public hedth
insurance infragtructure. In particular, they complained of a burdensome bureaucracy. For example, rules
for complying with regulations seemed to change without notice — what was acceptable practice sx months
ago, was no longer valid. It dso seemed that providers had less and less autonomy in making medica
decisions despite their own concerns for keeping costs low. For example, one provider lamented that a
Medicaid patient who presented with problem A was found to aso have problem B. The physician couldn't
treat problem B while tregting problem A unless the patient was discharged from the hospita and re-
admitted. A common concern was that Medicaid (and related public programs) had very dow and
unreliable reimbursement practices. “Low, Sow, or no pay” was a common mantra. Referring patients to
speciaists was complicated by the fact that there often was't an appropriate specidist in the areawho was
aqudified Medicaid provider. Unrelated to the Medicaid bureaucracy, but nonethel ess a concern of
Medicaid providers was a sense that Medicaid and/or free-clinic beneficiaries were not committed to
therapeutic regimens or to maintaining gppointments. One dentd provider commented that a free dental
clinic he staffed had to close not due to lack of funding, but due to poor patient commitment to the center

and the care they received.

Representative quotes:

? It costs more to use staff to do all the paperwork, than to just do the care for
free, and use the staff for something else. Many practices aren’t profit driven
in the first place. (Hedlth and socia service representative)

? Nolonger possible for family practitioner to be family practitioner, doesn’t

have time to spend sufficient time with patient [ due to hassles of dealing with
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public insurance programs. (Provider)
? The no-show rate fromthe public aid population is huge. This adds to costs.
(Provider)

3. Positive experiences with public health insurance. Despite many complaints and

frugtrations with public hedth insurance voiced from providers, recipients, and other agents, we aso heard
many positive remarks.

a. Good service/cover age. There was a strong sense that public hedlth insurance was

acritica component of the hedlth care safety net and that it was often alifesaver. In addition, both providers
and recipients dike noted that the level of coverage in Medicaid and KidCare was very good — better than
many private insurance plans, and that reimbursement was often better from public heglth insurance
programs than from private ones.
Representative quote:  The program of Medicaid and KidCare are good and helpful for those we
know who qualify. (Uninsured person)
b. Minimum hasdeswith KidCare enrollment. Despite many complaints by

providers, socid service agents, and insurance agents that the KidCare form was long and complicated,
parents whose children were enralled in KidCare told us that the form was not forbidding. They were
grateful that the program existed.

C. Saved from financial ruin. Without public hedth insurance, severd uninsured

individuals told us that they would have surdly logt dl of their persona assets for the cost of one or two

catagtrophic medicd hills. Saving one’s livelihood was more important than being ashamed of public

assistance.

Representative quote: | had a man tell me that | should not accept welfareif | were a “ true man.”
When | was about to lose my home | decided that stigma was not important.

(Uninsured person)

d. Right to public health insurance. Many Medicaid/KidCare recipientstold us that
they did not fed ashamed of participating in public hedlth insurance. They had been paying taxes toward
such programs and felt that when their circumstances warranted, they should have the right to such benefits.

Representative quote:  Welfare is paid by taxes. | paid taxes with my job soif | wereto loseit, | feel
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entitled to it (Uninsured person).

e. Provider Business Perspective Severd providers were satisfied with working
with public aid programs.
Representative quote: The programs are fine (Rura hedth program director). We have no real problems
with Medicaid (Hospital syslem CEO).

E. Why businesses offer health insurance and their strugalesto maintain it.

The mgority of American citizens have hedth insurance through their employers who pay part or al
of the premiums. Although most large employers offer hedlth insurance benefits to employees (typicaly only
full time employees, however), smdl employers (e.g., under 50 employees) struggle to afford, let done
maintain this benefit. The cogt of hedth insurance benefits to smdl employersis particularly difficult because
(2) they often dor't have the profit margin to aosorb high premiums; (2) they get less favorable rates than
large-group employers who can distribute and absorb risk more easily; and (3) they often do not have
benefit speciaists on staff who can research the best rates and plans for the company. Despite these
obstacles, many smdl employers offer hedth insurance to their employees, and we wanted to learn their
reasons for doing so.

1 Attract and retain high quality employees. Employers emphaticaly agreed thet

atracting and retaining high qudity employees was the primary reason why they offered hedth insurance.
Many believed it gave them a competitive advantage over competing employers for qudified, loyd
employees.

Representative Quote: We offer health insurance to attract high quality employees and be competitive
with other companies (Insurance managers for alarge corporation).

2. Self-coverage. Another reason for offering health insurance benefits to employees was for
the owner to be able to obtain health insurance for him or hersdlf. This reason was sdient among owners
who were unable to obtain individud private insurance because they had high hedlth risks or pre-exising
conditions.

3. Moral obligation. Findly, severd employersfdt that providing hedlth insurance to

employees was the right thing to do. They viewed their employees as members of afamily. Often,
employees had worked with the company for severa years, and the employer would never think of cutting
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back on this benefit. Furthermore, employers fdt grateful that their employees were covered by insurance

when a catastrophic event occurred, even if such an event created burdensome rate increases for the

company.

Representative quote:  We had an employee with a brain tumor whose bills must have been enormous,
but couldn’t imagine not having insurance for him. The costs and benefits are
incalculable. Can’t put a dollar value on this. (Business owner who offers

hedlth insurance).

4, Rate increases and affordability. Maintaining hedth insurance benfitsis a constant
gruggle for smal business owners. We were told thet rates would increase by double digits annually.
Employerswill spend a greet ded of time researching the best and most affordable plans. Thisistime taken
away from other duties of their business.

5. Expectations and naivete of employees. Although employers dearly vaued the business

purposes of offering hedth insurance, and often felt amord obligation to do so, they were frustrated by

employees lack of understanding of the cost and hasdes to secure this benefit. Furthermore business

owners stated that employees expect them provide health insurance, without a good understanding of the

hardship this causes for the employer or the true monetary vaue of this benfit.

Representative quote: | feel that some employees don’t really have an appreciation for getting heath
insurance offered to them. They don’t know just how much it costs. (Business

owner)

F. Why businesses don't offer health insurance.

Despite the business and persond advantages of offering hedlth insurance, many businesses,
epecidly smdl ones do not offer hedth insurance. We wanted to gain a better understanding of why
businesses did not offer hedth insurance to their employees.

1 Affordability. By far the most common reply was that hedlth insurance was smply too

expengve and the small business owner did not have the means to afford to offer this benefit and remain
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viable. Some business owners who had previoudy offered health insurance had to discontinue this benefit
because rate increases in insurance premiums became too high for the business to absorb. Some business
owners pointed to what seemed like unnecessary and costly mandates that drove up the price of hedlth
insurance. For example, asmdl business owner with two or three long-time employees fdt it was
unnecessary to pay for maternity benefits when al of his employees were beyond the age of needing this
benefit. Another factor that seemed especidly unfair to the small business owner was the impact that one
high hedlth risk employee could have on the employers group rates. Larger businesses can absorb the
increasein risk ratings of afew high-risk employees, but thisis especidly difficult for the smal employer.
Representative quotes:
? My business has increased by 5-10% the past few years but my insurance costs
rose by several more percent, thus, | no longer carry health insurance.
(Business owner).
? Theillness of one employee raised the costs very high for all of the other
healthy employees. (Business owner)

2. Employeesinsured elsewhere. Smal business owners who may have only afew

employees often told us that their employees were insured elsewhere, typicaly by their spouses, therefore
they did not need to offer hedlth insurance.

3. Employees choose not to accept employer’s health insurance benefit. Also, dthough

not a frequent remark, some employers stated that their employees turned down their hedth insurance offer
or stated that they did not want hedlth insurance benefits. This remark coincides with some uninsured
persons’ statements that they would turn down employer-based hedth insurance if the cogt of the premium
was too high, or they would rather spend the extramoney elsewhere.

Representative quote: | paid an employee more money so that he could purchase his own health

insurance but he chose to spend the extra money el sewhere. (Business owner)

4, Business employs part time or seasonal workers. Severd focus group participants, not
necessarily smal employers themselves, remarked that businesses that primarily employ part time or seasond
workers do not offer hedth insurance to their employees. Some partici pants even went so far asto say that

some businesses, not necessarily small ones, ddiberately employ alarge part-time work force in order to
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avoid paying such benefits. Others stated that employers who typicaly employ students as part-time

employees believe that these students are either covered by their parents plans or by a school plan, but this

was not always the case.

Representative quote:  We have several part-time workers. Some are part-time students and thus,
they don’t have school insurance. That’sa real concern to us. (Busness
owner).

G. M echanisms that would help small businesses.

Although more specific ideas for cosing the hedth insurance gap were gathered in the nomina group
processes (described in alater section of this report), we asked small business owners and insurance agents
who help smal businesses obtain heath insurance for ideas for helping business owners afford this benefit.

1 Purchasing groups. Business owners liked the idea of being able to join together

with other business owners to form a purchasing cooperative and thus be able to compete for better health
insurancerates. It gppeared that most small business owners were not aware of problems that have plagued
other purchasing group initiatives, such as adverse sdlection (i.e. the purchasing group attracting a high risk
pool and becoming a disncentive to low risk individuas who could find better rates with an individua plan),
but they seemed to be willing to work toward a solution that might make purchasing pools a viable option.
Some business owners suggested that the state should create one large purchasing pool for al smal
businesses.
Representative quote:  If I1linois could offer a small business plan that would cover many employees
statewide that might allow us to afford it. (Business owner)

2. Tax incentives. Small business owners had favorable attitudes toward tax

incentives especidly if it dlowed them to earn atax credit for the cost of providing hedth insurance to
employees. However, some believe that atax break does not help employers provide coverage.
Representative quote: A direct individual tax credit to pay for health insurance premiums might
work really well and reduce the [ number of ] uninsured. (Insurance agent)
Representative quote: Employers already get a tax break; however, thisis not overcoming the
increasing costs of health insurance coverage (Insurance company executive)

3. Accessto providersin thearea Some small business owners were attracted to
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managed-care forms of insurance because of the low cogts, but were frustrated if the choice of providersina

particular network was low or nonexistent. This frustration was particularly felt by small businesses located

inrura aress.

Representative quote:  We had to separate our health insurance from the parent company because of
the complications due to changes in PPOs etc., so, we're less flexible and
powerful than we use to be. (Business owner)

H. Minimum benefit

To the extent that either asingle program or a set of programs and initiatives would be developed to
cover dl Illinoisans who currently lack hedth insurance, there needs to be consensus on what level and range
of benefits should be offered. We asked dl focus group members their opinions on what should be the
minimum bendfit leve for hedth insurance. There appeared to be two opposing “top- of-the-head”
reponses. bare minimum, catastrophic only, and comprehensive plans that cover mgjor medicd,
preventative, and expanded benefits, such as denta and menta health coverage. Upon further discusson
and reflection most focus group participants agreed that a good basic plan that emphasized preventative,
maintenance, hospitalization (catastrophic), and denta benefits would congtitute a good minimum benefit.
However, there were anumber of issues pertaining to minimum benefits that various focus group members
wanted to emphasize. The follow themes are divided into three categories: (1) issuesto consider in deciding

aminimum benefit; (2) generd plans, and (3) specific benefits.

1 | ssuesto consider. Focus group participants emphasized that minimum benefits should
entall alow deductible, or other means of keeping the benefit affordable, such as having adiding scae,
based on income or ability to pay. In addition, focus group participants were concerned about keeping the
cost of hedth care down, emphasizing the need to ration and prioritize hedlth care services holding to the
belief that hedlth care costs are so high because the American public expects gold stlandard treatment.
Furthermore, there was a strong belief that public hedth insurance programs, like other forms of public
assistance, can be misused. For example, recipients of public hedth insurance are perceived to have a
disncentive to find employment that offers hedth insurance, or they expect high-cost services at the
taxpayers expense when such services may not be medicaly warranted. Therefore participants wanted to

be sure that public programs were monitored for potentiad misuse and abuse. Business owners were
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particularly concerned about problems with mandates, such as coverage for procedures like in-vitro
fertilization or other types of “personal choice” procedures, and being pendized for pre-existing conditions.
Smadl business owners were sendtive to the fact that they were singled out by the insurance industry to
provide medica histories on al employees whereas larger employers did not have this burden.
Representative quotes:

? Problemin defining what health care should be provided. E.g., invitro
fertilization, plastic surgery reconstruction after a mastectomy. These are big-
ticket items, public now expecting these are routine. Easy for HMO to become
bankrupt by a few patients running up millions of dollars. (Hedth care provider)

? 20 yearsago, the basic package was major medical, not sure of the definition,
with X percentage paid by theindividual. Over the years this has been
changing, due to regulations. E.g., having to carry maternity benefits even
though only one or two employees will need it. Hard to get back to the basic
medical plan. (Business owner)

2. General health insurance palicies. In consdering the concept of aminimum benefit,

focus group participants were often divided between two camps. those who felt that amgjor
medical/catastrophic type plan with provisons for preventative care and prescription drugs would be
aufficient vs. those who believed in the value of a comprehensive plan that covered many of the benefits that
are covered in modern plans. In particular, those with awareness of KidCare believed that asmilar plan for
adults would be of good quaity. A minority of participants believed that a managed- care style plan would
be necessary to avoid abuses.
Representative quotes:
? Managed careisokay. I'vebeeninit before. We hear too many bad things
about it but it isn’'t that bad. (Uninsured person)
? Complete health perspective — physical, dental, vision, mental — mental illness
(depression) affects everything else. Preventive also includes mental health
because it (mental wellness) affects so many other things. (Hedth and socid

service representative).
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? | think that if they pass laws for mandatory health insurance, employers should
only have to cover catastrophic. The employees should cover the extras.
Groups should be able to get a good price for this, but it will force the
employer to go out of business if the employer hasto pay for all of this.
(Business owner)

3. Specific benefits. Many times focus group participants and interview subjects commented

on specific types of benefits they thought should or should not be covered in aminima hedth insurance plan.
Most focus participants agreed that dentd care, especially coverage for bi-annua check ups should be
included in abadic hedth plan. Interview subjects were split on the issue of dentd care. There was even less
consensus on mentd hedth. Whereas some participants, especidly providers and socid service
professonds bdieved in the connection between good menta health and generd hedlth, others believed that
mental hedlth should not bein aminimd policy. A common explanation was that only a small proportion of
individuas require mental health benefits, whereas everyone benefits from dentd care. Induding prescription
benefits was a popular topic with many focus group participants believing that some accommodation for the
risng codsin prescription medicine would be necessary. However many voiced concerns that such costs
need to be contained in some way. Rehabilitation and vison benefits were mentioned occasiondly, but there
was no overwhelming concern that these benefits should be included in aminimum heath plan.
Representative quotes:
? Dental insurance was the first that focused on prevention. Dental policies that
paid 100 of bi-annual benefits. People take advantage of this and as such
their overall dental health is better. (Insurance representative)
? Mental should be part of some medical, but we have a long way to go to clarify
thisarea. (Provider)

l. Funding mechanisms: Affordability

How to pay for mechaniams that will help close the hedlth insurance gap was an important concern
among focus group participants. Although it isimportant to consider solutions to the health insurance gap,
many people had different ideas on how such solutions should be funded. Themes were categorized into
issues surrounding affordability, changing cultural expectations about health insurance, consdering globa
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gpproaches, such as universal hedlth care, and helping to solve problems with the current methods of
reimbursing hedlth care cods.

1 Maintaining affordability. ~ The bottom line to any solution to funding comprehensive

health insurance programsisthat it remains affordable. For both individuas and businesses that pay the lion
share of the premiums, costs need to be kept reasonable. Thus, both parties are concerned about reasonable
deductibles and premiums. However, when we talked to potentia beneficiaries of expanded hedlth insurance
benefits, i.e., the uninsured, many emphaticaly emphasized that they would want to contribute to the cost of
health insurance expenses through a reasonable premium, up to about 5% of the household income, or
through an affordable deductible. No one fdlt they should receive hedth insurance benefits for free. A
diding scale seemed to be the mogt efficient way to establish an equitable rembursement schedule. Findly,
business owners, insurance agents, and health care providers alike discussed the need to control costs by
finding ways to bring the cost of hedth care under control. A common sentiment was that expensive,
experimenta, unrdiable, or otherwise optiond therapies should not be covered by hedth insurance.
Nonetheless, there was much “finger pointing” in attributing blame to the rising cost of hedlth care. Insurance
agents and business owners often pointed their finger at hedth care providers and the pharmaceutica

industry for frivoloudy raising hedth care cogts. Providers pointed their finger at the insurance industry for
being too profit oriented and not understanding the medical decisions that doctors make day to day. Much
blame was placed on the legd system that dlowed patients to sue doctors for seemingly innocuous medica
mishaps. Findly many focus group participants, including the uninsured pointed their fingers at public hedth
insurance recipients for abusing “the system.”

Representative quotes:

? How much could | saveif | need to buy milk? If I could afford, would already
have insurance. (Uninsured person)

? There should be some charge, even if it’s small. It can’t be free because
someone has to pay for it. It hasto be paid by someone in order to keep
going.. (Uninsured person)

? It'sthe business; it’s not the people. It (the cost) should be regulated.. (Loca

government representetive)
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2. Changing expectations. Mogt of the stakeholders of the hedth insurance dilemma had

concerns about the “take it for granted” attitude that pervades our society. With regard to hedlth care and
hedth insurance this sentiment seemed to manifest itsdf in two ways. Firdt, there was acal for better patient
regpongbility in attending to hedlth care regimens, such as showing up for gppointments, taking prescribed
therapies, and not delaying treatment. To the extent that many, concerned stakeholder groups are working
hard to make hedth care available and affordable, they fdlt that recipients should do their part to actively
participate in these efforts as a responsible patient. Second, many felt the desire to educate young people
about the importance of hedlth insurance so they develop expectations from an early age that they are
ultimately accountable for their hedth and for having hedth insurance.
Representative quotes:
? Patients don’t want to do what they need to do. They want a pill to cure the
problem. There needs to be more responsibility put on patients. (Provider)
? Health education classes/seminars might also work as an incentive — if they
attend these classes their premium can be reduced, etc. (Hedth and socid
service representative)

3. General Systems. With regard to mechanisms to fund hedlth insurance initiatives or to

making hedlth insurance more affordable, there was consderable discussion about overarching systems that
would manage costs and access to care. In genera, focus group participants expressed opinions about two
such systems: managed care and universa hedth care (i.e., Single payer). Both systems generated strong
opinions both for and againgt. With regard to managed care, participants were concerned about the lack of
autonomy, both from the provider’ s perspective in making medica decisons and from the recipient’s
perspective in choosing providers. Nonetheless, many bdieved that managed care systems, such as hedlth
mai ntenance organizations (HMOs) are necessary to control costs and thus broaden bility to hedlth
care. With regard to universd hedlth care or a single-payer system, many participants (but certainly not all)
fdt that such a sysem might be the only way to truly make health care accessbleto dl people. Thebdlief
was that aslong as multiple profit- and non-profit oriented entities are competing for hedth care dollars,
there would dways be holes in the sysem. The countervailing sentiment, however, was that universal hedth

care would be too expensive and that the business owner and the tax payer would end up footing alarger
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portion of the bill for health care than they dready do. Furthermore, many held the impresson that universa
hedlth care sysemsthat are in place in other societies are failures. An oft-Sted example was the long
waiting lists for surgeries and other trestments that people in foreign companies had to endure.
Representative quotes:

? | had to change doctors for my child, but | was happy to do it because of the
fact that my children are now insured [through a managed care system].
(Uninsured person)

? Sngle-payer is perceived to be the solution, but thiswill put a lot of people out
of business like local pharmacist. (Provider). Already many insurance
companies are dropping out of the health insurance business because it’s not
profitable. (Insurance representetive)

? Some other countriestake care of their citizens and provide care. Ours should
too. (Uninsured person)

? Avoucher based or subsidy based program for health insurance, paid directly
to health insurance companies might be a worthwhile idea. (Insurance company
executive)

4, Problemsto consider. Although focus group participants were asked to consider ways to

fund expansons to hedth insurance, inevitably they wanted to cal attention to problems with the “current”
sysem. The following themes emerged:

a. Stigma of public health insurance. To the extent that efforts to close the health

insurance gap will involve expangon of publicly funded headth insurance programs, such as Medicaid, focus

group participants had concerns about the stigma of public aid. Often, it was mentioned that service

providers and their staff who seemed to have preconceived negetive attitudes toward public hedth insurance

recipients reinforced this sigma. Uninsured people were especialy concerned about being prejudged for

utilizing public hedth insurance programs.

Representative quote: The biggest issue is really the stigma attached to being enrolled in public
assistance programs (Heath and socia service representative)

b. Tax incentives good for business but not individuals. Many, but not al
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business owners held favorabl e atitudes toward tax incentives, especidly tax credits, as away to encourage
employers to provide heath insurance to employees. Business owners strongly preferred atax breek for
business owners as opposed to atax burden to fund public hedth insurance expansion. On the other hand,
many focus group participants, especialy the uninsured and socid service providers, believed that tax
incentives would not be encouraging to the working poor who are without hedlth insurance. The common
sentiment was that the tax burden for the working poor is dready low and atax incentive would not be
perceived as very vauable.
Representative quote:  Businesses will respond to incentives. The people who are uninsured don’t file
tax returns and won't see a tax benefit. Employers do. And will benefit more

from those types of incentives. (Insurance representative).

C. Complications of medical savings accounts. Just as many worried that tax

incentives would not apped to the typical person who lacks health insurance, many aso believed that
medica savings accounts would not be effective. The concern was that such programs require the ability to
plan and to accurately forecast an individud’ s or family’ s yearly medical expenses. Furthermore, many felt
that the hasdes of sending in receipts for reimbursement might overwhem many people. Fndly, many
people felt that they or people they knew would experience hardship by having a certain portion of their
aready smal paycheck set asde for potentid medica expenses.
Representative quote:  People who don’'t think about the future would not take advantage of medical
savings accounts. (Uninsured person)

d. Problems with mandates. Many times we heard concerns that government

mandates to cover certain types of procedures, especialy on essential procedures applicable to only asmall
minority of recipients keeps the cost of hedth insurance high. Business owners were especialy outraged at
having to pay for benefits that their employees did not need. They would much prefer to make such benefits
optiond.

Representative quote:  1f mandates are added to the problem, it causes pricesto rise; example
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[analogy] is minimum wage — no one discusses the ripple effect of these types

of policies (Insurance representative).

e. Reimbursement to providers. Hedth care providers were often frusirated by the

complications of getting reimbursed in atimely and equitable manner from both public and private payers.

Whatever mechanism is used to expand health insurance benefits, providers wanted to make sure that it did

not add to the burdens they dready experience with fair and timely reimbursements. Furthermore, providers

did not want to be forced to accept a sub-minimum reimbursement system that would cause them to raise

their rates for other patients.

Representative quote:  Medicare is responsible for high costs due to capitation. Forces providersto
have high rates because they know they’ll only get half back. They have to
charge this same rate to the general public. (Insurance representative).

J. Raising awar enessmar keting

One question we asked uninsured focus group members was what sources of information are you
mogt likely to pay attention to when it comes to getting information about health insurance options and
medica care. It was acknowledged by virtudly al of these focus group members that given the complicated
gructure of the public hedth insurance system, the amount of misinformation circulating about, and the
culturd and/or language barriers that many face when confronting amedica Stuation, a concerted,
coordinated, and systematized campaign is necessary to raise awareness of the various options presently in
exigence. No single source of information rose to the top as most credible or likely to be accessed by the

majority of the uninsured. Rather, usng multiple sources was seen as the most likely way to mount a
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successtul information campaign about hedth insurance options.

Representative Quote: The structure and implementation process are problems. For example, people
often ask “ Wheredo | sign up?’ and “ Where do | got to learn about the
program?” (Rurd hedth dinic director)

1. Multiple sources- general. The uninsured we spoke with had varied habitsin terms of

televison watching or radio use. Public service announcements were seen as important vehicles for
information, including Spanish TV and radio. However, many who worked or watched little TV said this
mechanism would not be terribly useful.  The telephone book could be used to place information about
public programs. Campaigns or information booths at public schools were seen as very practicd
mechaniams for targeting uninsured families with children, especidly if this outreach was done during the
registration process at the beginning of the school year. Community outreach was aso seen as an effective
and credible way to apprise people of their hedlth insurance options. For example, indtitutions such asthe
Sdvation Army, churches, and other community programs should have this as part of their misson to actively
work to discover who the uninsured are within their respective communities and to help link them with
appropriate resources, such as KidCare. Other highly visible mechanisms mentioned were billboards,
grocery stores, newspapers and magazines, and even advertisements on milk cartons.
Representative quotes:
? Salvation Army does a lot of outreach with KidCare — making people aware of
itand it’s services. 80 familiesin thetri-cities applied for it, but WITH a
KidCare representative/worker —they would have never done that on their
own though, because it’ s just too complicated (Hedth and socia service agent).
? | found out about KidCare from a national magazine. | doubted that | would
qualify for it. | finally learned more about it at the state fair and finally
applied (Uninsured person).
? | know they advertise on TV now. | seeit on billboards, WIC offices, doctor’s
offices, and even the grocery store (Uninsured person).

2. M ultiple sour ces - health services. Many uninsured pointed out that al doctor offices

should provide information in the way of pamphlets and brochures about medica services available to the
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uninsured. Severd said that hospita emergency rooms should dso carry information about available
services, because for many uninsured, the emergency room isthe first contact they have with amedica
provider. Hedth and socia service organizations and hedth departments were obvious places where
credible information could be obtained

3. Employersand thegovernment.  Some focus group members said that receiving an

officid letter from the government about their options for hedlth insurance would make them st up and teke
notice. Some participants said they did not trust medialike TV, radio, or atelephone or direct-mal
campaign, because they would believe there was likely a"catch”, and they didn't want to risk being
victimized by a non-legitimate source. Telemarketing was seen as a particularly disreputable way of
providing information.

These same members, aswdl as others, said that an employer would be seen as a credible source of
information about public or other options for hedth insurance programs, even if that employer did not offer
hedth insurance. They perceived their employers as trustworthy sources of information about what options
they do have.

Representative Quote: When | hire people at my hotel job, we tell them about the local programs like
KidCare. | have several single parents who now know how to find help
(Uninsured person).
4. Word of mouth. For many individuas who have been in the public hedth insurance system

for along time, word of mouth is the most reliable source of information. These individuas "know the
system”, know its limitations, and even know how it can be manipulated. This "ingder network™ benefits
people who move to anew location to join family members dready residing there who have figured out what
services are available and how to accessthem. Clearly thisinformation mechanism isinsufficient for
community newcomers who are not part of aready-made network, and a concerted and well-orchestrated

information campaign iswhat is necessary to help bring these people "ingde the loop'.

V. Resear ch Findings - Nominal Group Process

In addition to listening to peopl€'s experiences and gathering opinions and perceptions about the

range of hedlth-insurance issues addressed in this study, we also wanted to gather their ideas for solving the
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hedth-insurance gap. Therefore, a the conclusion of many of the focus group interviews, we trangitioned to
adifferent formet caled a"nomind group process (NGP). Thistechnique alowed participants to brainstorm
ideas for solutions to address al or part of the factors that affect the hedth-insurance gap. Participants also
rank-ordered the suggestions.

One disadvantage to this process is that ideas generated during a particular session did not
necessarily carry the same "weight” in terms of specificity, magnitude, or feasibility. This made ranking the
ideas somewhat problematic as participants grappled with the task of trying to prioritize concepts that were
inherently super or subordinate to other conceptsin the list. This problem was dleviated in part by using the
group process to combine, synthesize, and integrate ideas that were related, thus reducing and hopefully
equalizing the number of ideas to be ranked.

Anather problem inherent in the nominal group processis that ideas generated within one group may
be incong stent with other ideas generated by the same group. When this occurs across groups,
contradictory themes emerge. The nomina group processes that accompanied the focus groups resulted in
gpproximately thirteen overarching themes, severa of which are incompatible with other themes that

emerged. Thethemes are asfollows.

A.  Focuson cost control measuresthrough gover nment mandates.

Much of the discussion in the focus and nomind groups concentrated on coming up with measures
for gemming the spirding costs of medica care. There was agood ded of sentiment that risng medica
costs accounted for much of the rapid increases in health insurance costs experienced by many small
business owners. Some nomina group participants felt that the medical profession had gotten too greedy,
wheress others pointed to mushrooming litigetion threets and the concomitant rise in ma practice insurance
premiums as primary sources of increased medica costs.  Although there was reluctance on the part of many
participants to entrust government with much responsbility for breaking the cycle of risng medicd and
insurance cogts, one common sentiment was that the government, either state or federa, was the only entity
large enough to intervene and control cogts.

B. Government mandatesto insurethat everyone has access to affordable health
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insurance.

We heard from many group participants, the uninsured, smal business owners, hedth and socid
service agency representatives that health insurance is out of reach for many people because of its cos.
They did not subscribe to the notion, as some insurance representatives did, that heath insurance is
technically available to everyone, pointing out that hedlth insurance is certainly not available to people who
have to choose between insuring their family and feeding their family. Once again, some group participants
looked to the government for holding down costs of hedlth insurance so that everyone, regardiess of financia
gatus, could afford a policy that would protect them and their families in the event of medicd criss.

C. Reduce gover nment mandatesregarding required benefits.

Although it istrue that many nomina group participants argued for agovernment role in placing a
ceiling on rising medica and insurance cogts, there was dso congderable sentiment, particularly among small
business owners, that government mandates requiring certain benefits not only contributed to those rising
cogts, but also removed a decision-making role from the business owners. Several business owners
complained, for example, that they were required to provide maternity benefits even though they had no
femae employees of childbearing age. They fdt these mandates were an unnecessary intrusion of the
government into their business affairs and expressed consderable resentment over this fact.

D. Education about the appropriate and realistic role of health insurance.

One theme that was common acrass many groups, from business owners to hedth-care providers to
insurance agents was that many people seem to have a grandiose idea about, or sense of entitlement toward,
hedth insurance. Many participants were frustrated with the feding that others seem to think that health
insurance should cover al illsfor dl people at dl times, and that a high andard of medica care was aright
in our society. Participants dso believed that our society had lost a sense of persond responsibility for
providing for one's hedth-care needs. Severd participants caled for some kind of on-going education of our
citizenry regarding the role of hedth insurance in maintaining a hedlthy population. 1deas ranged from
requiring the study of hedth insurance and related topics in public schools or colleges, to gpprising
employees of the dollar vaue of their hedth insurance benefits as away of conveying the true cost of medicd
care.

E. I ncrease, improve, and make mor e efficient public systems of health insurance.
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Virtudly dl of our nomina group participants commented on the bureaucratic nightmare of fidding
the public hedth insurance maze. Insurance agents complained that KidCare applications were impossibly
complicated with little financid incentive for the broker to facilitate. They dso fet that Medicaid digibility
rules resulted in people shifting between different programs or being on or off public aid, compounding the
problem of paperwork. Complaints were aso heard about unreliable ICHIP funds or the premiums
impossibly expensive. Doctors complained of the need to hire extra saff just to sort through the web of
paperwork. A host of other stories surfaced that dl seemed to point to an inefficient, cumbersome, and
overly bureaucratic public hedth insurance system.

F. Tort reform.

While there was much finger pointing about the sources of rising medica and insurance codts, there
was generd agreement among the participants that physicians fear of being sued and the corresponding
tendency to provide an umbrella of medica servicesin order to cover themsalves was amagjor contributor to
unchecked medical costs.

Many participants fet that our progression into an overly litigious society has created an environment
of fear within the medica community that has resulted in the need for sdf-protection through massive
malpractice policies. This cycle has dso contributed to a growing sense of entitlement among patients that
not only should dl medica outcomes be perfect, but that we should be fully compensated if they aren't.
Many participants, particularly medicd providers fet that returning to an environment in which doctors could
practice medicine without the fear of reprisals for honest mistakes would remove one of the mgjor factors
leading to skyrocketing medica cogts, thereby making health insurance more financidly feasible for many.

G. |nsurance industry to administer and develop state health insurance programs.

Many insurance representatives expressed concern that an increase in government insurance options
in order to reach agreater percent of the uninsured would increasingly leave the insurance industry "out of
the loop," thus paving the way for a public heath insurance plan that would spell the end of privatized heath
insurance. Perhaps anticipating what some believed to be an unstated agenda of this project to move
towards a gate or nationa insurance program, severa participants felt that the insurance industry should be
tapped to develop and administer any state-run insurance programs.  The fedling among these participants

was that the insurance industry could administer alarge insurance initiative far more efficiently than states or

http:/Amww.insgtateil.ugspg/suc_fina.htm 4/17/2002



Opinions Concerning Accessto Hedth Insurancein lllinois. Page 37 of 39

the federa government would. Moreover, this move would afford a continued role for the insurance
indugtry, dbeit with increasing emphasis and stake in the public sector.

H. Everyone contributes hisor her "fair share."

One recurring theme was the concept of contributing afair share' towards one's insurance needs.
Among nomina group participants this theme was particularly prevaent among medica providers and
insurance representatives who provided numerous examples of individuas who preferred to take cal culated
(or sometimes unca culated) risks on the assumption that the pubic system would "bae them out” if
necessary. Medica providers and insurance representatives both pointed to each other as being unwilling to
cut into their respective profit margins, that is, unwilling to invest their "fair share" in order to bresk the cycle
of unchecked costs. We heard from business owners who reported stories of employees who used
insurance benefits to negotiate jobs, thereby taking the opportunity to place the burden of their "fair share' on
the shoulders of their employers. The concept of “fair share" was gpparent by al participants who
recognized that cutting into the unmitigated cycle of risng health care costs was a responsbility that needed
to be borne by everyone.

1. L ocal control of medical decisions, and accessto local providers.

There was generd sentiment among many nomina group participants that managed care removes
much medica decision making power from health care providers and places it in the hands of an ill-informed
bureaucracy where the bottom line takes precedence over medicd judgment. Doctors fdt their inability to
practice medicine without being confined by HMO regulations contributes indirectly to the cost of hedlth
insurance because of the multiple bureaucratic and logitica hurdles that must be negotiated in order to
provide basic care.

Added to this was the frustration expressed by many participants, particularly smal business owners
that the need to Stay dbreast of shifting HMO regulations, mushrooming premiums, and changing benefit
packages made it difficult or impossible to stay with one provider or another, thereby removing employees
access to those providers. Any mechanism to improve access to hedth insurance, they fdt, had to make it
easer for medicd providers to practice medicine without being encumbered by questionable regulations, and
for patients to have greeter say in their choice of health care providers.

J. Prevent undue penalizing for pre-existing conditions.
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Small business owner participants told of being subject to precipitous rises in premium costs. 20%,
30%, 40%, even 60% in the case of one participant. These costs were often due to amedica condition of
one employee, the insurance premium cost of which was then passed on the rest of the employees. Severd
participants said that even medica conditions that were well managed or not medicaly significant were often
ared flag to insurance companies, resulting in huge premium increases, reductions in benefit packages, or
both. Severd business owners expressed hitterness that years of good faith negotiation with insurance
companies and arecord of no medica clams did not seem to account for anything if an employee got sick.
While mogt business owners understood that age and its attendant infirmities necessitate a different scae of
insurance requirements, they felt their entire workforce should not be penaized for the iliness or a pre-
exiging condition of asingle employee. Severd participants fet that insurance companies should not have
access to employee medical records, that premiums should be based on the age profile of the employee
pool, and nothing more.

K. Pur chasing pools and tax incentives for small businesses.

There was generd agreement among business owners that they would wel come some mechanism for
helping to reduce their monetary burden for carrying employee hedth insurance. Although most participants
were unaware of the lllinois state law that permits employers to pool their companies together in order to
form a purchasing group or dliance, focus group discussions about purchasing pool feasbility simulated
severd business owners to cite purchasing pools as one method for helping to close the hedth insurance
gap. Nonethdess, severd participants redized the inherent danger that purchasing pools could quickly be
reduced to high risk pools for employees who are otherwise uninsurable, and that some measures would
have to be taken to create alarge enough poal in order to sufficiently distribute the risk.

There was less consensus about tax incentives as a mechanism for counterbalancing the cost burden
of hedth insurance to smdl business owners. Although severd business owners said they would welcome a
tax rebate in addition to the hedlth insurance tax credit they aready receive, others wanted nothing to do with
any government compensation, claiming that the strings attached would make the incentive more trouble than
it was worth.

L. Separ ate health insurance from employment.

Although most smdl business owners we spoke with felt committed to their sense of socid
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respongibility in providing hedth insurance to employees, and looked upon providing hedth insurance as a
necessary tool for atracting and retaining good employees, some medica providers and health and socid
service agents felt that business owners had different attitudes toward hedth insurance. Many of the
uninsured, these participants argued, congtituted the working poor, people who work seasond or severd
part-time jobs, thus exempting their employers from providing many of the benefits that full-time employees
enjoy. They fdt that such critica needs as hedlth insurance should not be | eft to the vagaries of employment
and other economic cycles, that another mechanism providing for amore reliable vehicle was needed to
ensure across-the-board coverage for people who are not otherwise fortunate enough to receive insurance
benefits through their work.

M. Univer sal health care/insurance.

With the exception of business owners, the rest of the groups contained at least some participants
who favored some sort of universd hedlth care or universal hedlth insurance. Thiswas not seen as an idedl
solution, and severa participants suggested this solution with the recognition that some degree of hedlth-care
rationing was necessary in order to provide equal accessto alarge population. Many people were quick to
point out thet rationing takes place aready, but that this rationing is based on ability to pay. With dl of its
pitfalls, many participants saw some kind of universal approach, either through public insurance or by
cregting a universa hedth care system, as the only viable means for providing affordable and rdliable access

to hedlth care everyone.
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