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EXECUTIVE SUMMARY 
 
RML Specialty Hospital conducted a Community Health Needs Assessment (CHNA) from January to 
May 2019 for its two hospital campuses – RML Specialty Hospital Hinsdale and RML Specialty 
Hospital Chicago – in accordance with IRS requirements for nonprofit hospitals. This is the third CHNA 
for RML Specialty Hospital; the first was completed in 2013.  
 
Input and guidance were provided by the Chronically Critically Ill (CCI) Action Team made up of 
former RML patients and loved ones, RML staff, and a wide variety of community partners that provide 
care for or otherwise work with the CCI population in Chicago and/or suburban Cook, Will, or DuPage 
Counties. A list of the CCI Action Team members is included in Appendix A. 
 
Based on its specialized focus and understanding of the population it serves, RML defined its CHNA 
community as people, particularly elderly and low-income, who have suffered a severe, life-changing, 
debilitating illness and that require extensive psychosocial and health support services when they 
return home. Home, for patients admitted to RML Hinsdale, is largely Chicago, suburban Cook 
County, DuPage County, and Will County. For patients at RML Chicago, home is mainly Chicago and 
suburban Cook County. 
 
To approximate the size of its community, RML evaluated census data. According to census data from 
2017, 919,285 older adults age 65 and older live in Cook County, DuPage County, and Will County; 
over a third of those older adults (317,502) are in the city of Chicago. Older adults living in poverty and 
living alone may have a more difficult time accessing the resources they need to adapt to home life 
with a severe, life-changing illness. In the service area, there are approximately 265,000 older adults 
living alone, and an estimated 134,000 older adults have independent living difficulty. Roughly 92,000 
older adults in the service area are living in poverty. 
 
As part of this CHNA, RML gathered community input through focus groups with community partners 
and phone interviews with CCI patients and caregivers. Key themes from the community input were: 
care coordination, family support, behavioral health, cost of supplies and medication, medical 
services, caregiver support, financial support, housing, transportation, and other services (e.g., social 
work). 
 
In May 2019, the CCI Action Team reviewed the community input data and engaged in a consensus-
building prioritization process to identify priority health issues using the following criteria: importance 
to the community; alignment with purpose and vision; size of the problem; seriousness of the problem; 
feasibility; disparities; and available expertise. 
 
The issues that surfaced through the prioritization process included: 
 

Access to behavioral health services Family support to caregiver 
Availability of in-home specialists Financial support 

Caregiver respite services Medical information sharing 
Caregiver training Post-discharge care coordination 

Cost of medication and supplies Transportation of patients with unique needs 
 
Over the next few months, RML will continue to work with the CCI Action Team to further narrow these 
priorities and develop actionable implementation plans. 
 
The CHNA process provides RML with opportunities to better understand the quality-of-life issues that 
are important to the community, engage with former patients to better understand daily struggles, and 
hear ideas to overcome barriers and improve quality of life. In addition, the process provided an 
opportunity to build stronger relationships with other service providers for improved coordination and 
potential partnerships. RML looks forward to strengthening collaborative work to continue to address 
the priority needs of the community. 
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INTRODUCTION 

Description of RML  

RML Specialty Hospital (RML) operates two campuses: a 115-bed hospital in Hinsdale (RML 
Specialty Hospital Hinsdale) and an 86-bed hospital on the near-west side of Chicago (RML Specialty 
Hospital Chicago).  
 
RML is a long-term acute care hospital (LTCH). LTCHs are defined by Medicare as hospitals that have 
an average length-of-stay greater than 25 days.  
 
LTCHs are very much like short-stay acute care hospitals (i.e., community hospitals and university 
hospitals) except for some unique characteristics. LTCHs typically admit only elective referrals from 
short-stay acute care hospitals and are treatment-based rather than diagnosis-based. LTCHs focus on 
a patient population that is recovering from critical illness; this population has a long length-of-stay, is 
largely older adults, and is very ill. Patients in an LTCH face intricate and delicate family issues, often 
involving end-of-life decisions. Also, they operate on a much smaller scale and have few, if any, 
outpatient services. 
 
LTCHs provide a specialized role in the overall continuum of care. LTCHs are the first stop in what is 
known as "post-acute care." About 1% of the patients admitted to a short-stay acute care hospital are 
eventually referred to an LTCH. An LTCH's role in the continuum of care can be represented as 
follows: 

 
Figure 1: LTCH's Role in Continuum of Care 

  
 
 
The RML Specialty Hospitals in Hinsdale and Chicago admit patients from more than 65 hospitals 
across Northeast Illinois as well as from out-of-state. The overwhelming majority of RML’s patients 
stay three or more days in the intensive care unit at the referring hospital and have been in the 
hospital for three weeks or longer. 
 
RML specializes in the interdisciplinary physician-led treatment of patients with catastrophic or acute 
illnesses and injuries complicated by complex or multiple illnesses or conditions. RML has three major 
programs. About 65% of the patients come to RML to be weaned from a ventilator. These patients 
have failed to wean from the ventilator at the short-stay acute care hospitals in spite of repeated 
attempts following a major surgery or a severe illness. 
 
About 20% of the patients are admitted to the medically complex program. These patients are critically 
ill and suffer from multiple debilitating conditions and are just starting to take very small steps toward 
their rehabilitation. 
 
The remainder of patients come to RML with severe, possibly infected wounds, including pressure 
ulcers, surgical wounds, and burns. In fact, as all of the patients have been in the hospital for a long 
time, many of the patients in the other two programs are also suffering from skin and tissue injuries. 
 
RML Specialty Hospital Hinsdale was started in 1987 as the Ventilator Support Center within 
Suburban Hospital. It began as a partnership between Rush University Medical Center, MacNeal 
Hospital, and Suburban Hospital. In 1997, Suburban Hospital ceased operations. At that time the 
Ventilator Support Center assumed operations of the entire facility and was recognized as an LTCH 
by Centers for Medicare and Medicaid Services (CMS). Loyola University Medical Center replaced 
Suburban Hospital in the partnership in 1998 and the operation became known as RML. MacNeal 
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Hospital left the Partnership in 2001. In 2010, RML Chicago (the former Advocate Bethany Hospital) 
was added and Advocate Health and Hospital System replaced Rush in the partnership. Loyola and 
Advocate are the current partners/owners of RML. 
 
Over the past 25-plus years, RML has established a national reputation for high-quality, positive 
outcomes. RML is the only LTCH recognized by US News and World Reports (2011) and is the only 
LTCH to participate in research funded by the National Institutes of Health (NIH). 

Description of the CHNA process  

Under the Patient Protection and Affordable Care Act of 2010 and the final rules for Section 501(r) 
published in 2014, nonprofit hospitals are required to conduct a Community Health Needs 
Assessment (CHNA) every three years in order to maintain nonprofit status. The CHNA must include a 
description of the community served by the hospital facilities, input from people who “represent broad 
interests of the community served,” engagement of public health experts, public access to the CHNA 
results, and subsequent development of an implementation plan.  
 
RML Specialty Hospital conducted its third Community Health Needs Assessment (CHNA) from 
January to May 2019 for both of its two hospital campuses – RML Specialty Hospital Hinsdale and 
RML Specialty Hospital Chicago. 
 
RML’s CHNA process was grounded in the organization’s mission, vision, and values. 
 

Figure 2: RML Specialty Hospital Mission, Vision, and Values 

 
 
The CHNA process was co-led by RML's Chief Operating Officer and the Executive Director of Special 
Strategic Projects. The Illinois Public Health Institute (IPHI) served as facilitator for the process and 
conducted data collection and analysis. RML formed a Chronically Critically Ill (CCI) Action Team to 
lead 2016 CHNA implementation plan activities, review 2019 assessment data, and to provide input 
and guidance on the identification of priority issues for the 2020-2022 implementation plan. The CCI 
Action Team is made up of RML staff, former RML patients and loved ones, representatives from key 
partner organizations that refer to and/or receive patients from RML, and representatives from other 
community partners that work with individuals living with chronic critical illness and their loved ones. 
The CCI Action Team is scheduled to meet six times in 2019. 

RML Mission 
To provide quality, compassionate care to patients from our referring community who suffer 

from prolonged, severe illness. 

 

RML Vision 
Our vision is to be a national center of excellence for long term acute care, recognized for 

superior clinical outcomes and patient satisfaction, and for valued contributions to the 

advancement of medical care. 

 

RML Values 
Integrity: We are ethical, fair, and honest in all our actions. 

Service: We are committed to achieving service excellence in all that we do. 

Respect: We respect the individual rights, dignity, and confidentiality of others. 

Stewardship: We strive at all times to be good financial stewards of the resources entrusted 

to us. 

Teamwork: We value each staff member’s contribution to our Mission and believe that 

collaborative effort is essential to realizing our Vision. 

Accountability: We hold ourselves accountable for our actions and for the achievement of 

results. 
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Figure 3: RML 2019 CHNA Process / Timeline 
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COMMUNITY DEFINITION 
 
Analysis of RML Specialty Hospital’s FY2018 patient 
data shows that the vast majority of RML’s patients 
come from the region1 that includes Chicago, suburban 
Cook County, DuPage County, and Will County. The 
source of RML Chicago’s patients is relatively 
concentrated with 85% living in Chicago and 11% in 
suburban Cook County. The source of RML Hinsdale’s 
patients is more widely distributed: 15% live in Chicago, 
34% live in suburban Cook County, 17% live in DuPage 
County, and 14% live in Will County.  
 
Given RML’s specialty in serving medically complex 
patients and patients with long-term care needs, RML 
defined the CHNA communities in the following way: 

RML Chicago Community 

People in Chicago and suburban Cook County who 
have suffered a severe, life-changing, debilitating 
illness requiring extensive psycho-social and health 
support services when they return home. As the elderly 
and low-income are most unlikely to have the resources 
to adapt well to these circumstances, RML will focus on 
these populations.  

RML Hinsdale Community 

People in Chicago, suburban Cook County, DuPage 
County, and Will County who have suffered a severe, 
life-changing, debilitating illness requiring extensive 
psycho-social and health support services when they 
return home. As the elderly and low-income are most 
unlikely to have the resources to adapt well to these 
circumstances, RML will focus on these populations.  

                                              

1 For the purpose of this report, “region” or “regional” refers to the geographic area encompassing Chicago, 
suburban Cook County, DuPage County, and Will County. 

U.S. Internal Revenue Service (IRS) guidance (notice 2011-52) explains: “Generally, Treasury 

and the IRS expect that a hospital facility’s community will be defined by geographic location 

(e.g., a particular city, county, or metropolitan region). However, in some cases, the definition 

of a hospital facility’s community may also take into account target populations served (e.g., 

children, women, or the aged) and/or the hospital facility’s principal functions (e.g., focus on 

a particular specialty area or targeted disease). Notwithstanding the foregoing, a community 

may not be defined in a manner that circumvents the requirement to assess the health needs 

of (or consult with persons who represent the broad interests of) the community served by a 

hospital facility by excluding, for example, medically underserved populations, low-income 

persons, minority groups, or those with chronic disease needs.” 

 

Figure 6: IRS Guidance on CHNA Definition of Community 

Source: RML Fiscal Year 2018 Data
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DATA COLLECTION METHODS 
This assessment includes two main data components: (1) a Community Health Profile including 
secondary data from RML and a variety of community health data sources and (2) community input 
data that were collected through focus groups and interviews. Data were collected and analyzed for 
Chicago, suburban Cook County, DuPage County, and Will County to coincide with the geographic 
service areas identified for RML Hinsdale and RML Chicago. 

Community Health Profile - Secondary Data Analysis 

For the Community Health Profile, IPHI worked with RML to collect data from a range of secondary 
sources, including: 
 

• United States Census Bureau  
o 2010 Decennial Census 
o American Community Survey (ACS) 

• Centers for Disease Control and Prevention (CDC) 

• Centers for Medicare & Medicaid Services (CMS) 

• Illinois Department of Public Health (IDPH) 

• Illinois Department of Healthcare and Family Services (IHFS) 

• Dartmouth Atlas of Health Care 

• Henry J. Kaiser Family Foundation 

• RML Internal Records 
 
Data were collected for the most recent year available. 

Community Input – Primary Data Analysis  

The community input data for the RML CHNA were collected between March and April 2019. IPHI 
worked with RML to apply two methods for collecting community input data: focus groups and 
interviews. In addition, IPHI utilized survey data collected through the Alliance for Health Equity2 
CHNA as another important insight into community perceptions and input. 
 
The focus groups were conducted by IPHI following a semi-structured format (questions are listed in 
Appendix C). The RML Chronically Critically Ill (CCI) Action Team provided the first round of 
responses to the focus group questions at one of their team meetings. The CCI Action Team consists 
of former RML patients and loved ones, RML staff, and a wide variety of community partners that 
provide care for or otherwise work with the CCI population in Chicago and/or suburban Cook, Will, or 
DuPage Counties. The list of CCI Action Team members and their affiliations is provided in Appendix 
A. 
 
Three focus groups were conducted with community partners that work with patients and their loved 
ones once the patients have been discharged to their home. The focus groups had representatives 
from a medical equipment provider, post-acute care provider, payer organization that provides on-site 
care coordination and community health services, hospice and palliative care provider, visiting 
physicians group, two caregiver resource centers, and a faith-based social services agency. IPHI 
received written responses from two participants that could not attend the focus groups in person and 
included the written responses in the focus group analysis. The participants were recruited by CCI 
Action Team members.  
 

                                              

2 The Alliance for Health Equity (formerly the Health Impact Collaborative of Cook County) is a partnership 
between the Illinois Public Health Institute, hospitals, health departments, and community organizations across 
Chicago and Cook County. 
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IPHI also conducted four key informant interviews with caregivers and patients to understand barriers 
and challenges with meeting the needs of patients, loved ones, and caregivers as patients return to 
their homes from health care facilities. The interviewees were recruited by CCI Action Team members. 
All interviews followed a semi-structured format and questions were personalized for each interviewee 
based on their role (caregiver or patient). Questions are listed in Appendix C.  
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COMMUNITY HEALTH PROFILE 

Target Community for this CHNA 

As detailed in the Community Definitions section on page 8, RML’s CHNA community of focus 
includes individuals that have suffered a severe, life-changing, debilitating illness requiring extensive 
psycho-social and health support services when they return home. The United States Library of 
Medicine, part of the National Institutes of Health, states:  
 

Approximately 80% of the patients admitted into intensive care units survive the acute event, 
and most remain in this unit briefly. However, a subgroup does not recover sufficiently quickly 
to become independent and from then they recover slowly. These patients are called 
chronically critically ill (CCI) patients and, comprise five to 10% of the patients admitted into 
intensive care units.  

 
CCI patients are the vast majority of RML’s patient community. 
 
The Community Health Profiles for the two campuses (Appendix B) summarize the conclusions 
gathered from the data collected on demographic, socioeconomic, and health indicators for RML's 
community. As described on page 8, the geographic community covered by RML Hinsdale is Chicago, 
suburban Cook County, DuPage County, and Will County. The geographic community covered by 
RML Chicago is Chicago and suburban Cook County. Where available, city of Chicago and suburban  
Cook County data are presented in addition to county-wide data for Cook County, DuPage County, 
and Will County. State and national comparison data are presented where available.  

Regional Population 

The total regional population as of 2017 is 6,858,094 - approximately 2.7 million in the city of Chicago, 
2.5 million in suburban Cook County, 932,000 in DuPage County, and 688,000 in Will County. From 
2010 to 2017, DuPage and Will Counties had the highest population growth rate, increasing by 1.65% 
and 1.50%, respectively.  

 
Figure 7: Population Growth, 2010-2017 

 
 
Source: U.S. Census Bureau - 2010 Census, 2010-2014 ACS, 2013-2017 ACS 
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Poverty Among the General Population 

For 2017, the poverty threshold (including populations above and below age 65) is defined as an 
annual income less than $12,488 for a one-person household or less than $15,877 for a two-person 
household.3 The poverty rate in the region has remained more or less the same from 2010-2017, 
hovering at 14-15%, on par with the state and nation. Sub-regional poverty rates vary from 7-21%, 
with Chicago poverty rates above the regional average. 
 

Figure 8: Percent of Population Living Below 100% of Poverty Threshold, 2017 

 
Source: U.S. Census Bureau – 2008-2010 ACS, 2010-2014 ACS, 2013-2017 ACS 

Older Adult Population 

As of 2017, the total population of older adults age 65 and older is 919,285, with 708,546 of those 
older adults living in Chicago and suburban Cook County. The population of older adults increased by 
approximately 16% between 2010 and 2017. The greatest proportional increase in this time period 
occurred in Will County, which experienced a 28% increase in the older adult population. 

 
Figure 9: Older Adult (65+) Population, 2010-2017 

 
Source: U.S. Census Bureau - 2010 Census, 2010-2014 ACS, 2013-2017 ACS 

                                              

3 U.S. Census Bureau. “Poverty Thresholds by Size of Family and Number of Children.” Last revised January 24, 
2019. 
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Poverty Among the Older Adult Population 

A large number of older adults are living in poverty in the community areas served by RML Hinsdale 
and RML Chicago. For 2017, the poverty threshold for adults 65 and older is defined as an annual 
income less than $11,756 for a one-person household or less than $14,828 for a two-person 
household.4 Overall, approximately 10% or about 92,000 older adults are living below the poverty 
threshold in the area, and this rate has more or less remained the same from 2010-2017.  

 
Figure 10: Percent of Adults 65+ Living Below 100% of Poverty Threshold, 2017 

 
Source: U.S. Census Bureau – 2008-2010 ACS, 2010-2014 ACS, 2013-2017 ACS 
 

Will County experienced the largest proportional increase in the number of older adults living in 
poverty, from 3,166 in 2010 to 4,591 in 2017, a 45% increase. Suburban Cook County and DuPage 
County also incurred growth among this population (38% and 32%, respectively) while Chicago saw 
the least growth (5%) among older adults living in poverty. 

 
Figure 11: Adults 65+ Living Below 100% of Poverty Threshold, 2010-2017 

 
Source: U.S. Census Bureau – 2008-2010 ACS, 2010-2014 ACS, 2013-2017 ACS 

                                              

4 U.S. Census Bureau. “Poverty Thresholds by Size of Family and Number of Children.” Last revised January 24, 
2019. 
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Data are not specifically available about older adults living below 200% of the poverty threshold 
(annual income less than $23,512 for a one-person household or less than $29,656 for a two-person 
household). However, as older adult poverty rates are similar to poverty rates of the general 
population, we can assume that the number of older adults living between 100% and 200% of the 
poverty threshold is about twice as many (or about 184,000 people) as the number living under 100% 
of the poverty threshold. This means that one-third or more of the older adults in RML Chicago's 
community likely live under 200% of the federal poverty level. 

RML Patient Data 

The largest age group of RML Chicago’s patients (45%) are adults ages 45-64 while the largest age 
group of RML Hinsdale’s patients (44%) are 65 and older. RML patients were, on average, younger in 
2018 than they were in 2015; the proportion of patients 44 or younger increased on each campus, 
from 20% to 22% at RML Chicago and from 10% to 17% at RML Hinsdale. 
 

Figure 12: Age Distribution of RML Patients by Campus, 2018 and 2015 

 
 

  RML Chicago 
 

  RML Hinsdale 

Age 2018 2015 
 

Age 2018 2015 

65+ 183 33% 222 37% 
 

65+ 338 44% 527 53% 
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45-64 301 39% 364 37% 

15-44 126 22% 119 20% 
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Source: RML Fiscal Year 2018 and 2015 Data 
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The race and ethnicity of RML patients varies by campus. Over 90% of the patients at RML Chicago 
are non-white while 66% of the patients at RML Hinsdale are white, which indicates that important 
cultural differences likely exist that should be considered during implementation planning.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Source: RML Fiscal Year 2018 Data 
 
Over 65% of RML patients stay at RML for over three weeks. Patients at the Chicago facility tend to 
stay longer on average than patients at the Hinsdale facility. As most patients come to RML after three 
plus weeks in a short-stay hospital as well, the total length of stay in a hospital is usually six weeks or 
longer, not including the time spent in a rehabilitation or skilled nursing facility after discharge from 
RML. This emphasizes the severity of the patients’ conditions and is indicative of the challenges they 
will face when returning home. 
 

Figure 14: Length of Stay for RML Patients, 2018 

 
Source: RML Fiscal Year 2018 Data 
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Figure 13: Race and Ethnicity of RML Patients, 2018 
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In 2018, discharge profiles were similar for RML’s Chicago and Hinsdale facilities. RML Hinsdale had 
a higher proportion of transfers to rehabilitation hospitals (16%) and skilled nursing facilities (35%). 
RML Chicago had a higher proportion of transfers to acute care hospitals (28%) and home (20%). 
Nearly three-quarters of RML patients have at least one intermediate stop before going home, which 
makes it challenging for RML to follow and assist patients at home. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Source: RML Fiscal Year 2018 Data        * Expired = deceased 

  

Figure 15: Discharge Destination* for RML Patients, 2018 
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Home Support for Older Adults 

The number of older adults living alone, and the number of adults with independent living difficulty or 
self-care difficulty highlights the great need for community support for this population. As shown in 
figures 16 and 17, there were approximately 265,000 older adults living alone in the RML service area 
in 2017. 
 

Figure 16: Adults 65-74 with One-Person Household, 2017 

  
Source: U.S. Census Bureau – 2013-2017 ACS 

 
 

Figure 17: Adults 75+ with One-Person Household, 2017 

 
Source: U.S. Census Bureau – 2013-2017 ACS 
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It is often not possible for patients returning home after a long-term illness to live independently. There 
were approximately 134,000 older adults with independent living difficulty5 and 70,000 older adults 
with self-care difficulty5 in the RML service area in 2017. In addition, there were approximately 
140,000 adults ages 35-64 with independent living difficulty or self-care difficulty, suggesting that there 
may be unmet needs for adults under 65.  
 

Figure 18: Adults with an Independent Living Difficulty, 2017 

 
Source: U.S. Census Bureau – 2017 ACS 

 
 

Figure 19: Adults with Self-Care Difficulty, 2017 

 
Source: U.S. Census Bureau – 2017 ACS 

                                              

5 The American Community Survey defines independent living difficulty as “because of a physical, mental, or 
emotional problem, having difficulty doing errands alone such as visiting a doctor’s office or shopping” and self-
care difficulty as “having difficulty bathing or dressing.” 
https://www.census.gov/topics/health/disability/guidance/data-collection-acs.html 
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Medicare and Medicaid Dual Eligible Population 

Medicare is available for people age 65 or older, younger people with disabilities, and people with End 
Stage Renal Disease.6  Medicaid provides health coverage to eligible low-income adults, children, 
pregnant women, elderly adults, and people with disabilities.7 Some individuals qualify for both 
programs, including low-income seniors and younger people with disabilities, and are known as dual 
eligible beneficiaries. Dual eligible beneficiaries have complex and often costly health care needs and 
have been the focus of many initiatives to improve the coordination and quality of their care.8 Roughly 
122,000 people in the RML region are considered dual eligible, as measured by Medicare fee-for-
service beneficiaries who are eligible for Medicaid for at least one month in the year. The number of 
dual eligible individuals has declined about 18% from 2010. 
 

Figure 20: Medicare Fee-for-Service Beneficiaries Eligible for Medicaid, 2010-2017 

 
Source: Centers for Medicare & Medicaid Services Geographic Variation Public Use File, 2007-2017 

 
Cook County has the highest proportion of Medicare fee-for-service beneficiaries who are eligible for 
Medicaid (21%), while roughly 10% of DuPage and Will County Medicare beneficiaries are dual 
eligible. 
 

Figure 21: Percent of Medicare Fee-for-Service Beneficiaries Eligible for Medicaid, 2017 

 
Source: Centers for Medicare & Medicaid Services Geographic Variation Public Use File, 2007-2017 

                                              

6 Medicare.gov. “What’s Medicare?” https://www.medicare.gov/what-medicare-covers/your-medicare-coverage-
choices/whats-medicare 
7 Medicaid.gov. “Medicaid.” https://www.medicaid.gov/medicaid/index.html  
8 Henry J. Kaiser Family Foundation. “Dual Eligible.” https://www.kff.org/tag/dual-eligible/ 
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Older adults are nearly universally covered by Medicare and some older adults also qualify for 
Medicaid coverage to assist with payment of deductibles and co-payments. In Illinois, about 11% of 
Medicare fee-for-service beneficiaries age 65 and over were eligible for Medicaid for at least one 
month in the year in 2017. The rate for the Chicago Hospital Referral Region (HRR)9 was over double 
(24%) while the rate for the Hinsdale HRR was less than half (5%) of the state rate.  
 

Figure 22: Percent of Medicare Fee-for-Service Beneficiaries Age 65+ Eligible for Medicaid, 2017 

 
Source: Centers for Medicare & Medicaid Services Geographic Variation Public Use File, 2007-2017 

Individuals Living with Chronic Critical Illness (CCI) 

Long-term Acute Care Hospitals (LTCHs) have a high proportion of CCI patients. The definition of CCI 
varies, but the general characteristics include extended intensive care unit (ICU) stays, presence of 
sepsis, prolonged mechanical ventilation, and/or multiple organ failures.10  Data from the Dartmouth 
Atlas of Health Care (figures 23-25) suggest that the RML service area has a high proportion of CCI 
patients compared to the national average. 
 

Figure 23: Percent of Decedents Spending Seven or More Days in ICU/CCU During Last Six Months of Life, 2015 

 
Source: Dartmouth Atlas of Health Care, 2015 
 
Denominator: 100% of Medicare enrollees age 65-99 who died during the measurement year with full Part A entitlement and 
no HMO enrollment during the measurement period. 
 
Numerator: Number of patients spending Seven or more days in ICU within six months of the death date in the MedPAR file. 

 

                                              

9 Hospital referral regions (HRRs) represent regional health care markets for tertiary medical care. Each HRR 
contains at least one hospital that performs major cardiovascular procedures and neurosurgery. Source: 
Dartmouth Atlas of Health Care. 
10 RTI International, Chronically Critically Ill Population Payment Recommendations Report. March 2014. 
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Figure 24: Hospital Care Intensity Index, Last Two Years of Life, 2016 

 
Source: Dartmouth Atlas of Health Care, 2016.  
 
Hospital Care Intensity (HCI) index. The HCI index is based on two variables: the number of days patients spent in the 
hospital and the number of physician encounters (visits) they experienced as inpatients. It is computed as the age-sex-race-
illness standardized ratio of patient days and visits. For each variable, the ratio of a given hospital’s utilization rate to the 
national average was calculated, and these two ratios were averaged to create the index. 
 
Denominator: The study population includes beneficiaries with one of nine chronic conditions who were enrolled in traditional 
(fee-for-service) Medicare and died during the measurement period.  

 
 
Figure 25: Percent of Decedents Seeing Ten or More Different Physicians During Last Six Months of Life (2016) 

 
Source: Dartmouth Atlas of Health Care, 2016 
 
Denominator: The study population includes beneficiaries with one of nine chronic conditions who were enrolled in traditional 
(fee-for-service) Medicare and died during the measurement period.  
 
Numerator: Number of patients that saw ten or more different physicians during the last six months of life. The number of 
physicians seen in the last six months of life is computed based on the Unique Provider Identification Number (UPIN) on the 
Part B claim. 
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Leading Causes of Death 

In the RML service area, the five leading causes of death for all ages are heart disease, cancer, 
stroke, chronic lower respiratory disease, and unintentional injury.11 This is in line with the leading 
causes of death in Illinois and in the United States overall. 
 

Table 1: Leading Causes of Death, All Ages, 2017 

 #1 #2 #3 #4 #5 

City of 
Chicago 

Heart disease 
(4,784) 

Cancer (4,268) 
Unintentional 
injury (1,261) 

Stroke (1,195) 
Chronic lower 

respiratory diseases 
(734) 

Suburban 
Cook 

Heart disease 
(5,122) 

Cancer (4,891) Stroke (1,311) 
Unintentional injury 

(997) 

Chronic lower 
respiratory diseases 

(951) 

Cook 
County 

Heart disease 
(9,906) 

Cancer (9,159) Stroke (2,506) 
Unintentional injury 

(2,258) 

Chronic lower 
respiratory diseases 

(1,685) 

DuPage 
County 

Cancer (1,468) 
Heart disease 

(1,388) 
Stroke (382) 

Unintentional injury 
(295) 

Chronic lower 
respiratory diseases 

(274) 

Will County Cancer (1,094) 
Heart disease 

(1,073) 
Stroke (267) 

Chronic lower 
respiratory diseases 

(257) 

Unintentional injury 
(254) 

Illinois 
Heart disease 

(25,393) 
Cancer (24,147) Stroke (6,021) 

Unintentional injury 
(6,017) 

Chronic lower 
respiratory diseases 

(5,734) 

United 
States 

Heart disease 
(647,457) 

Cancer 
(599,108) 

Unintentional 
injury (169,936) 

Chronic lower 
respiratory diseases 

(160,201) 
Stroke (146,383) 

Sources: Causes of Death by Resident County, Illinois Residents, 2017 – Illinois Department of Public Health 
10 Leading Causes of Death by Age Group, United States, 2017 – National Center for Injury Prevention and Control, CDC 
using WISQARS 
 
Numbers in parentheses indicate the number of decedents. 

 
Leading causes of death by age group were not available at the county level. Nationwide, the five 
leading causes of death for older adults (65+) are heart disease, cancer, chronic lower respiratory 
disease, stroke/cerebrovascular disease, and Alzheimer’s disease. 
 

Table 2: Leading Causes of Death by Age Group, 2017 

Age #1 #2 #3 #4 #5 

65+ 
Heart disease 

(519,052) 
Cancer (427,896) 

Chronic lower 
respiratory disease 

(136,139) 
Stroke (125,653) 

Alzheimer’s 
Disease 

(120,107) 

55-64 Cancer (114,810) 
Heart disease 

(80,102) 
Unintentional injury 

(23,408) 

Chronic lower 
respiratory diseases 

(18,667) 

Diabetes 
Mellitus 
(14,904) 

45-54 Cancer (39,266)) 
Heart disease 

(32,658) 
Unintentional injury 

(24,461) 
Suicide (8,561) 

Liver Disease 
(8,312) 

35-44 
Unintentional 
injury (22,828) 

Cancer (10,900) 
Heart disease 

(10,401) 
Suicide (7,335) 

Homicide 
(3,351) 

25-34 
Unintentional 
injury (25,669) 

Suicide (7,948) Homicide (5,488) Heart disease (3,681) Cancer (3,616) 

15-24 
Unintentional 
injury (13,441) 

Suicide (6,252) Homicide (4,905) Cancer (1,374) 
Heart disease 

(913) 

Source: 10 Leading Causes of Death by Age Group, United States, 2017 – National Center for Injury Prevention and Control, 
CDC using WISQARS 
 
Numbers in parentheses indicate the number of decedents. 

                                              

11 In this report, “heart disease” is used in place of “diseases of the heart,” “cancer” is used in place of “malignant 
neoplasms,” and “stroke” is used in place of “cerebrovascular diseases.” 



 

 

 

22 

COMMUNITY INPUT 
The Community Input Reports (Appendix C) analyze the community input data collected during the 
RML CHNA process. As described in the Data Collection Methods on page 9, the community input 
consisted of community partner focus groups and phone interviews with patients and caregivers. 

Summary of Cross Cutting Themes 

The focus groups and interviews revealed a number of cross-cutting themes related to the needs of 
patients living with chronic critical illness (CCI) and some of the challenges accessing resources and 
care once they are back in the community. 
 

Table 3: Cross-cutting Themes from Focus Groups and Interviews 

Care Coordination 

Adequate planning to ensure equipment, referrals, and appointments 

are in place prior to discharge 

Communication between patients/caregivers and care team to follow 

treatment plan when patients return home 

Family Support 
Health literacy of patients, family, and loved ones 

Managing caregiver burnout 

Behavioral Health 
Behavioral health services (including mental health and substance use 

disorders) in home and community-based settings 

Supplies  Medical equipment and low-cost prescription medication 

Health Insurance Insurance coverage, continuity, reimbursement 

Medical Services 
Home health, visiting physicians, skilled nursing 

Proximity and timeliness of medical services 

Other Services Case managers, social workers, home maker services 

Caregiver Support Caregiver training and readiness 

Financial Support Financial assistance to ease the burden on patients and families 

Housing Affordable housing shortage and long waitlists 

Transportation 
Stable transportation to get patients to and from appointments 

Low-cost and specialized transportation 

Community Partner Perspective   

IPHI documented the community partner perspective through one CCI Action Team meeting, three 
focus groups, and two written questionnaires. Data were collected from 31 individuals representing a 
variety of organizations and agencies that work with CCI patients and their loved ones in the 
community. 
 

Table 4: Types of Community Partners Engaged in Primary Data Collection 

Area agency on aging Medical equipment provider 

Caregiver for former RML patient Payer organization 

Caregiver resource centers (2) Post-acute care provider 

Faith-based social services agency RML Specialty Hospital staff 

Home health agency Rush University Medical Center 

Hospice and palliative care provider Visiting physicians’ group 

Loyola University Health System  
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Coordination of care was a major theme across all of the community partner groups. CCI patients tend 
to have complex care needs and the transition from hospital to home requires a great deal of 
communication between health care facilities, community health providers, insurance, and 
caregivers/loved ones. The greatest needs cited by participants were detailed and clear discharge 
instructions; support for patients to schedule, prepare for, and get to follow-up appointments; and 
continuous patient access to telephone or other communication methods. To improve patient access 
to community resources, community partners suggested better care team communication before and 
after discharge, and improved discharge planning with interdisciplinary care teams and increased 
family engagement.  
 
Support for family and loved ones of CCI patients was discussed across all of the community partner 
inputs. One of the greatest needs identified by participants was health literacy for loved ones and 
families. The community partners cited a wide range of health literacy topics including disease 
progression, advanced directives, palliative and hospice care, budgeting, smoking cessation tools, 
and long-term planning with family. In addition to clear discharge instructions, respondents also noted 
that loved ones would benefit from having a list of people to contact in case they have questions 
regarding the patient’s care. 
 
Behavioral health needs were discussed in each of the community partner inputs, ranging from 
emotional support and counseling to diagnosis and treatment of mental illness. Participants noted that 
underlying behavioral health issues can be a barrier for patients to access community resources and 
adhere to treatment plans. Many respondents noted that caregivers and patients need emotional 
support to cope with the physical and emotional burnout that often accompanies chronic critical 
illness, yet this aspect of their care is often overlooked. The community partners advocated for better 
access to behavioral health services in home and community-based settings, coupled with efforts to 
destigmatize behavioral health issues among the general population. 
 
The community partners in each group described the many supplies needed by CCI patients, 
including medication, medical supplies, cleaning products, eye glasses, and durable medical 
equipment. The greatest needs cited by participants were low-cost medications and low-cost medical 
supplies (e.g., glucose monitors). Aside from cost, barriers to obtaining medication include 
mobility/transportation to pick up prescriptions and inadequate number of refills upon discharge. 
 
Health insurance was discussed across five of the six community partner inputs. Participants identified 
continuity of coverage as a need for CCI patients, though the patient can lose coverage if they fail to 
complete the redetermination paperwork. Insurance benefits vary widely, and public insurance can be 
a barrier to finding services. From the provider side, the complex reimbursement structure and lack of 
timely payment from payers can be a barrier to providing services. Respondents offered several 
solutions, including faster authorization to allow more time for training caregivers; higher 
reimbursement rates for home providers; faster disbursement of government funds to improve payer 
timeliness; and reviewing policies for redetermination.  
 
Access to medical professionals was a topic covered in five of the six community partner groups. Most 
notably, CCI patients need access to specialists and home health primary care physicians that will 
proactively manage care and follow up. Other medical service needs cited by the respondents 
included continuity of home health care for Medicaid patients; in-home dental services; palliative care; 
and skilled nursing. Participants proposed to increase the number of home visiting physicians and to 
increase palliative care services to provide emotional support, pain management, education on the 
disease process, and assistance with advance directives.  
 
Five of six groups described other professional services needed by CCI patients such as homemaker 
services, case managers, community health workers, personal grooming (e.g., barber or beautician), 
medical equipment providers, and social workers. Of the services described, respondents identified 
homemaker services as the greatest need for CCI patients. One of the biggest challenges is the 
reliability of medical equipment providers – according to participants, some companies are notoriously 
difficult to work with, have poor customer service, and lack accountability. 
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Caregivers, both professional and non-professional, were discussed in five of six community partner 
groups. The greatest needs identified by participants were ongoing caregiver support and respite 
services. Some of the challenges for caregivers include gaps in knowledge, scheduling appointments 
around work schedules, and financial dependence of the caregiver on a patient. The respondents 
recommended additional training opportunities and emotional support to increase caregiver readiness. 
 
Five of six groups discussed the financial burden of chronic critical illness, including the cost of 
equipment and medication, living on a fixed income, and choosing between basic needs and medical 
care. Some needs identified by the groups were financial help with housing, insurance premium 
support, assistance applying for public aid, help with utility bills, and lower cost of care (e.g., 
homemaker services) for middle-income patients that do not qualify for assistance. 
 
Housing and transportation were discussed in four of six community partner inputs. According to the 
participants, mitigating environmental hazards in the home (e.g., mold), stable transportation to get to 
and from appointments, and specialized transport services (e.g., ventilator patients or patients who 
cannot sit up) are some of the greatest needs for CCI patients and their loved ones. Other priority 
needs identified by respondents included translation services and access to nutritious foods, fresh 
fruits and vegetables, and foods for prescribed diets. 

Patient and Caregiver Interviews 

IPHI documented the patient and caregiver perspective through four phone interviews in April 2019. 
The interviewees were recruited by CCI Action Team members. Input was received from three 
caregivers and one patient, all of whom reside in the city of Chicago or Will County. 
 
Coordination of Care was a theme discussed in each interview. Interviewees emphasized the 
importance of adequate planning to ensure equipment, referrals, and appointments are in place prior 
to discharge. Once home, patients and caregivers need the ability to communicate easily with care 
providers to follow the treatment plan. Sharing medical records and scheduling appointments can be 
time consuming for families and patients. 
 
Various types of family support for patients, caregivers, family members, and loved ones were 
described, including lifestyle coaching, respite for caregivers, and assistance with case management. 
Caregivers reported feeling overwhelmed, tired, and/or frustrated at times. 
 
Proximity and timeliness of medical services was a need cited across all participants. Patients 
required a variety of physicians and specialists, including nutritionists, occupational therapists, 
physical therapists, registered nurses, respiratory therapists, speech therapists, and mental health 
providers. Some caregivers reported difficulty accessing providers due to lack of available 
appointments, distance to facility, or difficulty finding providers that would accept their insurance. 
 
Interviewees described various challenges with transportation to and from appointments. Some 
patients require transport via ambulance, which can be difficult to schedule and very costly. 
Caregivers reported taking off work and/or driving long distances to take patients to appointments. 
Some of the interviewees were able to schedule transportation services through their insurance 
provider. 
 
Other needs identified by interviewees included emotional support; Medicaid access to mental health 
services; quality prepared meals; social workers to help coordinate patient and family needs; reliable 
electrical service to maintain respiratory equipment; and timely access to medical equipment. 
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Alliance for Health Equity Community Survey 

As described earlier, IPHI utilized survey data collected through the Alliance for Health Equity CHNA 
as another important insight into community perceptions and input. The Alliance for Health Equity 
(formerly the Health Impact Collaborative of Cook County) is a partnership between the Illinois Public 
Health Institute, hospitals, health departments, and community organizations across Chicago and 
Cook County that works to identify and address priority health issues in Cook County.  
 
The Alliance for Health Equity (“the Alliance”) gathered community input through various means, 
including a community input survey. By leveraging the networks of the Alliance partners, 5,934 
resident surveys were collected between October 2018 and February 2019 through targeted outreach 
to communities most impacted by health inequities and disparities across the city and county. The 
surveys included questions asking respondents about health status of their communities, community 
strengths, opportunities for improvement, and priority health needs.  
 

Survey Results from Households with Disabilities 

Approximately 26% (n=1,561) of the respondents reported yes to having someone in their household 
with a disability. The most common community strengths raised by survey respondents with a 
household member with a disability were:  

• community cohesion 

• transportation 

• safety and low crime 

• community services 

• accessibility 
 
The top health problems identified by survey respondents living with a household member with 
disability were:  

• mental health 

• age-related illness 

• diabetes 

• substance-use 

• cancers 
 

Figure 26: Important health problems in the community as reported by survey respondents living with a 
household member living with a disability in Chicago and Suburban Cook County 
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As reported by survey respondents living with a household member with disability, the top areas for 
community improvement were: 

• safety and low crime 

• community services  

• economic development 

• affordable housing 

• infrastructure 
 
When asked for the three most important things necessary for a healthy community, some of the most 
common selections by survey respondents with a household member with a disability were:  

• access to health and mental health services 

• access to community services 

• affordable housing 

• safety and low crime 

• access to healthy food 

 
Figure 27: Important factors necessary for a "Healthy Community" as reported by survey respondents living with 

a household member living with disability in Chicago and Suburban Cook County 

 
 
Major cross cutting themes determined by the participants included the following:  

• difficulties of accessing built environment and need for improvements and accessibility in the 
built environment especially for wheel chair users. 

• transportation related issues causing major delay in receiving health care services.  

• not having access to adequate health care professionals and services to fit their distinct 
health needs.  

 
More details about the survey results related to household with disabilities are available in Appendix 
D. 
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Other Planning Efforts Related to Older Adults and CCI Patients 

There are other organizations and collaborations in the RML service area that are working on health 
planning and programming related to older adults and CCI patients. The following provides a brief 
overview of plans and programs that have emerged to assist the aging population and improve quality 
of life for residents of Cook, DuPage, and Will Counties. Links to the reports and additional resources 
are provided in Appendix E. 
 

Table 5: AgeOptions Fiscal Years 2019-2021 Area Plan on Aging Needs Assessment 

Cash Flow and Funding Uncertainties for Funded Partners 

Difficulty in Accessing or Maintaining Benefits 

Housing Benefits and Access 

Transportation 

Food Insecurity 

Accessibility of Mental Health Services 

Gaps in Accessibility of Services 

 
Table 6: Agency on Aging of Northeastern Illinois Fiscal Years 2019-2021 Area Plan on Aging Needs 

Assessment 

Uncertainty of Federal and State Resources 

Significant Growth in Racially and Culturally Diverse Senior Population 

Health and Safety Challenges Impact Quality of Life 

Mobility Barriers Pose Challenges to Senior Independence 

Financial Vulnerability Hinders Older Adults Aging in Place 

 
Table 7: 2019-2021 Area Plans on Aging Initiatives 

Agency Jurisdiction Initiative 

Chicago Department 

of Family and 

Support Services 

City of 

Chicago 

Enhance Chicago’s Service Delivery System to help older 

adults age in place through the Village Interdependent 

Collaborative (VIC) model 

AgeOptions Suburban 

Cook 

Increase food security and reduce hunger in older adults 

through partnership with cooperating organizations by 

coordinating efforts to provide access to food, a healthful diet, 

and nutrition education 

Agency on Aging of 

Northeastern Illinois 

DuPage 

County, Will 

County 

Foster Effective Cross-Sectoral Informal Partnerships: 

Strengthen the aging network of services for all older persons, 

their families, persons with disabilities and caregivers. 

Promote Dementia-Friendly Initiatives to reduce social 

isolation of older adults and support their ability to remain 

engaged in their community. 
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Table 8: Priority Issues for Local Hospital and Health Department Collaboratives 

Agency Plan Years Community Health Priorities 

Chicago 

Department of 

Public Health 

Healthy 

Chicago 2.0 

2016-2020 1. Access to Health Care and Human Services 

2. Behavioral Health 

3. Chronic Disease Prevention and Control 

4. Community Development 

5. Data and Research 

6. Education 

7. Maternal, Infant, Child and Adolescent Health 

8. Partnerships and Community Engagement 

9. Prepare, Protect and Prevent Disease 

10. Violence and Injury Prevention 

Cook County 

Department of 

Public Health 

WePLAN 

2020 

2016-2020 Health Equity 

Chronic Disease 

Behavioral Health 

DuPage County 

Health 

Department 

Impact 

DuPage 2019 

2019-2021 Affordable Housing 

Behavioral Health 

Health Status Improvement 

Will County 

Health 

Department 

Will County 

CHNA 2017 

2017-2020 Behavioral Health 

Access to Dental and Primary Care 

Chronic Disease 

Alliance for 

Health Equity 

2016 CHNA 2016-2019 1. Improving social, economic, and structural 

determinants of health / reducing social and 

economic inequities 

2. Improving mental and behavioral health 

3. Preventing and reducing chronic disease (focus 

on risk factors – nutrition, physical activity, and 

tobacco) 

4. Increasing access to care and community 

resources. 

 
Continuing to work in partnership, building new partnerships with other community stakeholders, and 
aligning with existing local hospital and health department collaboratives will provide RML with 
opportunities to make an impact on the priority issues selected based on the CHNA. Further, 
gathering additional community input during planning and implementation will also help RML to design 
activities that meet community-specific needs, address barriers and leverage existing community 
assets in order to effectively address priority issues and improve health for the community that RML 
serves.   
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PRIORITY ISSUES 
 
Following data collection and presentation of key findings, the CCI Action Team identified emerging 
priority health issues for the communities RML serves.   

 
Table 9: Emerging Priority Health Issues for RML Communities 

Access to 
behavioral health 
services 

Counseling and emotional support 
Diagnosis and treatment of mental health and substance use disorders 

Availability of in-
home specialists 

Increase in-home visits from specialists (e.g., pulmonology)  
Reduce need for complex patients to obtain costly specialized transportation 
Reduce hospital readmission due to missed appointments 

Caregiver respite 
services 

Improve awareness and access to low-cost, high-quality caregiver respite 
services 

Cost of medication 
and supplies 

Easy to understand prescription dosage and schedule 
Access to low-cost medication 

Caregiver training Tailored training to fit caregiver and patient needs 
Extra or ongoing training sessions if needed 

Family support to 
caregiver 

Caregiver supported emotionally, financially, physically, or otherwise to 
reduce burnout 

Financial support Assistance with Medicaid enrollment 

Medical information 
sharing 

Low-cost, low-tech methods of sharing medical information 

Post-discharge care 
coordination 

Contacts to call for questions 
Education on available resources 

Transportation of 
patients with unique 
needs 

Access to low-cost and specialized transportation 

 
IPHI also provided the CCI Action Team with a set of prioritization criteria based on criteria used 
during the previous RML CHNA process (figure 28).  
 

Figure 28: Prioritization Considerations for RML 2020-2021 CHNA Priorities 

 
 
  

Important to the community: Evidence that it is important to diverse community stakeholders. 

 

Alignment with purpose and vision: Addressing the issue is in alignment with purpose and is 

important to create our vision. 

 

Size of the problem: Number of people per 1,000, 10,000, or 100,000. 

 

Seriousness of the problem: Impact on individual, family, and community levels. 

 

Feasibility: Cost, internal resources, potential external resources, time commitment. 

 

Disparities: One or more population is disproportionately affected, particularly the low-

income and most vulnerable members of the community.  

 

Available expertise: Can we make an important contribution? 
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IPHI facilitated a consensus building workshop for identifying top issues through a combination of 
individual reflection and large group discussion. The group identified the top two priority issues as: 
 

• Post-discharge care coordination and assistance navigating complex psycho-social and 
physical needs of CCI patients, including follow-up care and regular check-ins from providers; 
scheduling appointments; obtaining equipment; and easy-to-understand, comprehensive, and 
standardized instructions upon discharge. 

• Caregiver support, including people to contact for questions; directories of available services; 
training for multiple caregivers so that responsibility for care does not depend on one 
individual; and respite services. 

 
The CCI Action Team will continue the discussion in June 2019 to refine the focus of these priorities 
and to determine if a third priority needs to be elevated from the list of emerging issues. 
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IMPLEMENTATION PLAN 
The 2020-2022 Implementation Plan was developed by the Chronically Critically Ill (CCI) Action Team 
from May 2019 to September 2019. Over the next three years, RML will work with the CCIAT on the 
implementation of the strategies and achievement of the goals and objectives. 
 

Overview 
The Chronically Critically Ill Action Team (CCIAT) was created based on an implementation strategy 
defined in the 2016 Implementation Plan. The CCIAT is made up of former RML patients and loved 
ones, RML staff, and a wide variety of community partners that provide care for or otherwise work with 
the CCI population in Chicago and/or suburban Cook, Will, or DuPage Counties. A list of the CCI 
Action Team members is included in Appendix A. The CCIAT served as a stakeholder advisory group 
for the 2019 CHNA and implementation plan development. As such, the CCIAT recommended two 
priorities for the 2019 Implementation Plan to advance the CHNA vision to improve the lives and long-
term outcomes of chronically critically ill patients and their loved ones. The two priority areas include 
caregiver support and post-discharge care coordination which address a total of three goals: 

Priority 1: Caregiver Support 

Goal 1: Improve the quality of care provided by caregivers 

Goal 2: Improve the quality of life of caregivers 

Priority 2: Post-discharge Care Coordination 

Goal 3: Improve patient quality of life and/or outcomes through access to long-term care 
management and community resources 

For each identified goal, several objectives were outlined for implementation, guided by CCIAT 
members and key stakeholders. Strategies are listed for implementation and action planning.   

Caregiver Support 
 

Goals Objectives Strategies 

 
 
 
 
 

 
Goal 1: Improve the quality 
of care provided by 
caregivers 

Obj 1A: Increase the quality 
of education provided pre-
discharge to caregivers 

Discharge education specialist 

Database of resources 

Develop FAQs for patients / loved 
ones upon discharge 

Obj 1B: Increase access to 
caregiver education on a 
long-term basis post-
discharge 

Home health nurses reinforce the 
teaching 

Connect with long-term supports 
from local care coordination unit 
and caregiver resource center for 
ongoing support and access to 
community-based services 

Identify and connect with long-term 
supports for caregivers of patients 
under age 60  

Increase access to real-time 
educational support during non-
business hours for non-emergencies 
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Post-discharge Care Coordination 

 
 
 
 
 
 
 
 
 
 
 
Goal 2: Improve the quality of 
life of caregivers through 
supportive services 

Obj 2A: Increase self-care 
among caregivers, including 
utilization of respite services 

A support program tailored to 
the typical needs of a caregiver 
and their Quality of Life 
barriers 

Develop educational materials 
and counseling to improve 
caregiver Quality of Life 

Obj 2B: Increase caregiver 
emotional wellbeing 

Home Health regularly screen 
caregiver’s mental health 
status in post-discharge 

Create a tip-sheet and 
materials for caregivers to 
identify their emotional 
wellbeing needs 

Provide caregivers a list of 
resources and resource 
materials for caregiver 
emotional wellbeing needs 

Obj 2C: Increase caregivers’ 
understanding of patient’s 
behavioral health needs and 
resources to address those 
needs 

Home Health regularly screen 
patient’s mental health status 
in post-discharge 

Create an educational program 
around behavioral health 
changes with CCI patients 

Provide caregivers a list of 
resources and resource 
materials for patient 
behavioral health needs 

 

 
 
 
 
 
Goal 3: Improve patient 
quality of life and/or 
outcomes through access to 
long-term care management 
and community resources 
 
 
 
 
 
 

Obj 3A: Increase linkage to 
resources to address patient 
social determinants of health 
and best next site of care 

Conduct an environmental 
scan of existing needs 
assessments to review and 
adopt for CCIAT members 

Adopt and implement a 
standardized social 
determinants of health needs 
assessment tool 

Obj 3B: Implement standardized 
post-discharge care 
management 

Identify components 

Utilize telemedicine for more 
frequent check-ins 

Reassess needs at regular 
intervals 

Develop FAQs for patients / 
loved ones upon discharge 

Provide education and 
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Goal 3: Improve patient 
quality of life and/or 
outcomes through access to 
long-term care management 
and community resources  

interventions through care 
management to ensure proper 
nutrition 

Provide transportation to get 
food items  

Obj 3C: Increase awareness and 
use of palliative care among 

patients/caregivers 

Provide education on the 
difference between palliative 
and hospice care, in several 
formats 

Set up an initial phone 
call/email from a palliative 
care provider 

Establish care in Palliative Care 
clinic or Post-ICU clinic 

Add palliative care 
representative to care team 
when appropriate to provide 
education to family, answer 
questions, and establish 
rapport early in process  

Strengthen collaboration with 
palliative care providers 

Chaplain to address spiritual 
component of care and 
facilitate discussion on 
palliative care, 5 wishes, etc. If 
patient is non-religious, 
possibly a favorite nurse 
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Update on 2016 Implementation Plan 

RML's second CHNA Implementation Plan was approved by the RML Board of Directors via electronic 
mail on November 15, 2016 and reaffirmed at the regular board meeting on November 30, 2016. The 
following is a summary of the progress made on the initiatives in the 2016 CHNA implementation plan 
between 2017-2019. Details can be found in Appendix F. 
 
Priority #1: Coordination of Care 
  
Initiative 1A – Develop a Chronically Critically Ill Action Team. 
  
 Moderate Progress  
 

  
 
Initiative 1B – Create a portal to facilitate better communication between levels of care.  

 
Some Progress 
 

  
 
Priority #2: Chronic Disease Management 
 
Initiative 2 – Continue efforts to study and better manage disease progression of chronically critically ill 
patients. 
 

Significant Progress 
 

 
 
Priority #3: Transportation 
 
Initiative 3 – Continue participation with the Healthy Chicago Hospital Collaborative to develop 
transportation options for patients and families to attend physician visits. 
 

Some Progress 
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APPROVAL 
 
The RML Board of Directors approved this document by unanimous vote on 
November 6, 2019.  
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Chronically Critically Ill (CCI) Action Team Members 
 

Name Organization 

Anne Posner Chicago Department of Public Health 
Bob Amador Husband of Former CCI Patient 
Carol Amador Former CCI Patient 
Cheryl Anderson RML Specialty Hospital 
Colleen Bradway Shirley Ryan AbilityLab 
Dale Hengesbach RML Specialty Hospital 
Dan Coité, MD Independence Plus 
Diana Erickson IlliniCare Health 
Erik Iverson Legacy Healthcare 
Hector Hernandez IlliniCare Health 
Isaac Pure Warren Barr South Loop 
Jared Greenberg, MD Rush University Medical Center 
Jennifer Koehler Loyola Medicine 
Johnnie Collazo Independence Plus 
Judith Fox Wife of Former CCI Patient 
Ken Pawola RML Specialty Hospital 
Kristy Correra Warren Barr South Loop 
Marlene Bober  Advocate Aurora Health 
Marvin Javellana Better Care Home Health 
Robert Mapes AgeOptions 
Sherry Jen Better Care Home Health 
Stephanie Bailey Rush University Medical Center 
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RML Hinsdale CHNA Community 
People in Chicago, Suburban Cook County, DuPage County and Will County who have suffered a severe, 
life-changing, debilitating illness requiring extensive psycho-social and health support services when 
they return home. As the elderly and low-income are most unlikely to have the resources to adapt well 
to these circumstances, this report focuses on these populations. 
 

Figure 1: Map of RML Hinsdale Service Area 

 
 

RML Chicago CHNA Community 
People in Chicago and Suburban Cook County who have suffered a severe, life-changing, debilitating 
illness requiring extensive psycho-social and health support services when they return home.  As the 
elderly and low-income are most unlikely to have the resources to adapt well to these circumstances, 
this report focuses on these populations. 
 

Figure 2: Map of RML Chicago Service Area 
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Methods & Data 
For the Community Health Profile, RML collected data from a range of secondary sources. The Illinois 
Public Health Institute (IPHI) helped in identifying the data sources and collecting, analyzing and 
presenting the data. Sources include: 
 

 United States Census Bureau  
o 2010 Decennial Census 
o American Community Survey (ACS) 

 Centers for Disease Control and Prevention (CDC) 
 Centers for Medicare & Medicaid Services (CMS) 
 Illinois Department of Public Health (IDPH) 
 Illinois Department of Healthcare and Family Services (IHFS) 
 Dartmouth Atlas of Health Care 
 Henry J. Kaiser Family Foundation 
 RML Internal Records 

 
Indicators were collected for the city of Chicago, suburban Cook County, Cook County, DuPage County, 
Will County, Illinois, and the United States, where applicable and when available. For the purpose of this 
report, “region” or “regional” refers to the geographic area encompassing Chicago, suburban Cook 
County, DuPage County, and Will County. 
 
There are few indicators specific to individuals living with chronic critical illness (CCI). The Dartmouth 
Atlas of Healthcare has some CCI indicators at the Hospital Referral Region (HRR) level, which are 
reported in the Community Health Profile. HRRs are regional market areas for tertiary medical care. 
Each HRR contains at least one hospital that performs major cardiovascular procedures and 
neurosurgery. 
 
While the Decennial Census is taken every 10 years, the American Community Survey (ACS) is a more 
detailed instrument given by the United States Census Bureau every year to a smaller sample of the 
population. In order to provide more accurate population data from a smaller sample, ACS data are 
averaged over a period of years. Data from the U.S. Census Bureau for 2010, 2014, and 2017 are from 
the following sources: 
 

2010 Data 
Indicator Table Year(s) Source Citation 

Population by Sex DP-1 2010 2010 Census 

Population by Age DP-1 2010 2010 Census 

Population by Race/Ethnicity DP-1 2010 2010 Census 

Income DP03 2006-2010 2006-2010 American Community Survey 

Poverty S1701 2008-2010 2008-2010 American Community Survey 

Housing DP02 2006-2010 2006-2010 American Community Survey 

Housing B25116 2006-2010 2006-2010 American Community Survey 

Adults with independent living difficulty B18107 2010 2010 American Community Survey 

Adults with self-care difficulty B18106 2010 2010 American Community Survey 

Disability S1810 2010 2010 American Community Survey 
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2014 Data 
Indicator Table Year(s) Source Citation 

Population by Sex DP05 2010-2014 2013-2017 American Community Survey 

Population by Age DP05 2010-2014 2010-2014 American Community Survey 

Population by Race/Ethnicity DP05 2010-2014 2010-2014 American Community Survey 

Income DP03 2010-2014 2010-2014 American Community Survey 

Poverty S1701 2010-2014 2010-2014 American Community Survey 

Housing DP02 2010-2014 2010-2014 American Community Survey 

Housing B25116 2010-2014 2010-2014 American Community Survey 

Adults with independent living difficulty B18107 2014 2014 American Community Survey 

Adults with self-care difficulty B18106 2014 2014 American Community Survey 

Disability S1810 2014 2014 American Community Survey 

 
2017 Data 

Indicator Table Year(s) Source Citation 

Population by Sex DP05 2013-2017 2013-2017 American Community Survey 

Population by Age DP05 2013-2017 2013-2017 American Community Survey 

Population by Race/Ethnicity DP05 2013-2017 2013-2017 American Community Survey 

Income DP03 2013-2017 2013-2017 American Community Survey 

Poverty S1701 2013-2017 2013-2017 American Community Survey 

Housing DP02 2013-2017 2013-2017 American Community Survey 

Housing B25116 2013-2017 2013-2017 American Community Survey 

Adults with independent living difficulty B18107 2017 2014 American Community Survey 

Adults with self-care difficulty B18106 2017 2014 American Community Survey 

Disability S1810 2017 2014 American Community Survey 
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Demographic Indicators 
 

Total Population 
As of 2010, the total population of the communities outlined in the Community Health Needs 
Assessment (CHNA) is 6,858,094. The most populous county served is Cook County (5,238,541), which 
includes the city of Chicago (2,722,586) and many other Suburban Cook communities (2,515,955). 
DuPage County has a population of 931,826 and Will County has a population of 687,727. 
 

Figure 3: Total Population, 2010-2017 

 
Source: U.S. Census Bureau - 2010 Census, 2010-2014 ACS, 2013-2017 ACS 
 
From 2010 to 2017, DuPage and Will Counties had the highest population growth rate, increasing by 
1.65% and 1.50%, respectively. 
 

Figure 4: Total Population Growth, 2010-2017 

 
Source: U.S. Census Bureau - 2010 Census, 2010-2014 ACS, 2013-2017 ACS 
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Age Distribution 
Approximately 13% of the total population in the region is 65+. Suburban Cook County and DuPage 
County have the highest proportion of older adults; 16% of Suburban Cook and 14% of the DuPage 
County population is 65+. DuPage County also has the highest proportion (28%) of middle age adults 
ages 45-64 compared to the other jurisdictions. Chicago has the bulk of young adults; 41% of the 
population is ages 20-44. Will County has the highest proportion of school age children and youth; 29% 
of the population is under the age of 20. 
 

Figure 5: Age Distribution in Region, 2017 

 
Source: U.S. Census Bureau - 2013-2017 ACS 
 
 
 
 
 
 
 
 
 
 

<20, 24%

<20, 29%

<20, 25%

<20, 26%

<20, 26%

<20, 26%

<20, 26%

20-44, 41%

20-44, 32%

20-44, 37%

20-44, 32%

20-44, 34%

20-44, 33%

20-44, 31%

45-64, 23%

45-64, 27%

45-64, 25%

45-64, 28%

45-64, 26%

45-64, 26%

45-64, 27%

65+, 12%

65+, 12%

65+, 14%

65+, 14%

65+, 14%

65+, 15%

65+, 16%

Chicago

Will County

Cook County

DuPage County

Illinois

United States

Suburban Cook



Appendix B                                                               RML 2019 CHNA—COMMUNITY HEALTH PROFILE 

May 2019  Page 8 
 

Population Under 20 
The total number of people under 20 in the region is 1,740,400. Individuals under the age of 20 account 
for 24-29% of the population, with Chicago having the lowest proportion and Will County having the 
highest proportion of people under 20 years old. The under 20 population decreased by approximately 
5% between 2010 and 2017. 
 

Figure 6: Population Under 20 Years Old, 2010-2017 

  
Source: U.S. Census Bureau - 2010 Census, 2010-2014 ACS, 2013-2017 ACS 
 

Population 65+ 
As of 2017, the total population of older adults age 65 and older is 919,285, with 708,546 (77%) of those 
older adults living in Chicago and suburban Cook County. The population of older adults increased by 
approximately 16% between 2010 and 2017. 
 

Figure 7: Population Age 65 and Older, 2010-2017 

 
Source: U.S. Census Bureau - 2010 Census, 2010-2014 ACS, 2013-2017 ACS  
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The region has seen a significant increase in the senior population, both in real numbers and as a 
proportion of the total population. DuPage and Will Counties have seen the greatest proportional 
increase in the senior population from 2010 to 2017 (2.4%). Suburban Cook County has increased its 
proportion of seniors by 1.8% and Chicago has increased its proportion of seniors by 1.4% over the same 
time period. Suburban Cook County has over 275,000 households with adults age 65 and older. 
 

Table 1: Proportion of Residents Age 65 and Older, By County, 2010-2017 

 2010 2014 2017 
% Change 2010 

to 2017 
Cook County 11.9% 12.4% 13.5% 1.6% 

City of Chicago 10.3% 10.7% 11.7% 1.4% 
Suburban Cook 13.7% 14.3% 15.5% 1.8% 

DuPage County 11.6% 12.5% 14.0% 2.4% 
Will County 9.3% 10.2% 11.7% 2.4% 
Illinois 12.5% 13.2% 14.4% 1.9% 
United States 13.0% 13.7% 14.9% 1.9% 

Source: U.S. Census Bureau - 2010 Census, 2010-2014 ACS, 2013-2017 ACS 
 

Figure 8: Households with Individuals Age 65 and Older, 2017 

 
Source: U.S. Census Bureau - 2013-2017 ACS 
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Race / Ethnicity 
White individuals comprise just under half of the population in the region, followed by Hispanic / Latino 
(23%), African American / black (20%), and Asian (7%) individuals. 
 

Figure 9: Race and Ethnicity in Region, 2017 

   
      Source: U.S. Census Bureau - 2013-2017 ACS 

 
Chicago has a much higher proportion of African American / black and Hispanic / Latino individuals 
compared to other areas in the region and compared to Illinois and the United States overall. DuPage 
County has the highest proportion of Asian individuals compared to the other areas served by RML 
Specialty Hospital.  

Figure 10: Race and Ethnicity by Jurisdiction, 2017 

 
Source: U.S. Census Bureau - 2013-2017 ACS 
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From 2010 to 2017 suburban Cook, DuPage, and Will Counties experienced a decrease in the proportion 
of white residents (-3.5%, -2.6%, and -2.5% respectively). Chicago experienced a -2.2% decrease in the 
proportion of African American / black residents. The proportion of Hispanic / Latino residents increased 
by +2.1% in suburban Cook County.  
 

Table 2: Proportional Change in Race/Ethnicity, 2010-2017 

 Chicago  Suburban 
Cook 

Cook 
County  

DuPage 
County 

Will 
County 

RML 
Region 

Illinois United 
States 

White 1.0% -3.5% -1.2% -2.6% -2.5% -1.5% -1.8% -2.3% 
Latino 0.1% 2.1% 1.1% 0.8% 1.2% 1.1% 1.0% 1.3% 

AA/Black -2.2% 0.4% -1.0% 0.1% 0.0% -0.7% -0.2% 0.1% 
Asian 0.8% 0.8% 0.8% 1.3% 0.7% 0.9% 0.7% 0.6% 
Other 0.3% 0.2% 0.3% 0.4% 0.6% 0.3% 0.3% 0.3% 

Source: U.S. Census Bureau - 2010 Census, 2013-2017 ACS 
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Ability to Live Independently 
In Chicago, a little less than half (45%) of one-person households with adults ages 65 to 74 are owner-
occupied, while almost three-quarters of these households are owner-occupied in the suburbs 
(suburban Cook – 73%, DuPage – 75%, Will – 78%).   
 

Figure 11: Adults 65-74 with 1 Person Household, 2017 

  
Source: U.S. Census Bureau – 2013-2017 ACS 
 
These numbers are similar when looking at one-person households with adults age 75 and older. In 
Chicago, just over half (51%) are owner-occupied, while just under three-quarters of these households 
are owner-occupied in the suburbs (suburban Cook – 73%, DuPage – 70%, Will – 73%).  
 

Figure 12: Adults 75+ with 1 Person Household, 2017 

 
Source: U.S. Census Bureau – 2013-2017 ACS 
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There are roughly 224,000 adults with independent living difficulty1 living in the region. Of this figure, 
approximately 134,000 are older adults age 65+. The proportion of each age group varies across the 
service area. Chicago and Will County have a higher proportion of adults age 35-64 with independent 
living difficulty, whereas Suburban Cook and DuPage County have a higher proportion of adults age 75 
and older with independent living difficulty.  
 

Figure 13: Adults with an Independent Living Difficulty, 2017 

 
Source: U.S. Census Bureau – 2017 ACS 

 
Figure 14: Adults with an Independent Living Difficulty, Proportion by Age, 2017 

 
Source: U.S. Census Bureau – 2017 ACS 

                                                      
1 The American Community Survey defines independent living difficulty as “because of a physical, mental, or 
emotional problem, having difficulty doing errands alone such as visiting a doctor’s office or shopping.”  
https://www.census.gov/topics/health/disability/guidance/data-collection-acs.html 
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There are approximately 121,000 adults with self-care difficulty2 living in the region. Of this figure, 
approximately 70,000 are older adults age 65+. Again, the proportion of each age group varies across 
the service area. Chicago and Will County have a higher proportion of adults age 35-64 with self-care 
difficulty, whereas Suburban Cook and DuPage County have a higher proportion of adults age 75 and 
older with self-care difficulty.  
 

Figure 15: Adults with Self-Care Difficulty, 2017 

 
Source: U.S. Census Bureau – 2017 ACS 
 

Figure 16: Adults with Self-Care Difficulty, Proportion by Age, 2017 

 
Source: U.S. Census Bureau – 2017 ACS 
 
 

                                                      
2 The American Community Survey defines self-care difficulty as “having difficulty bathing or dressing.” 
https://www.census.gov/topics/health/disability/guidance/data-collection-acs.html 
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Disability 
Between 8-11% of the total population in the RML service area have one or more disabilities. This 
represents approximately 659,000 individuals in the region. 
 

Figure 17: Total Population with a Disability, 2017 

 
Source: U.S. Census Bureau – 2017 ACS 

 
 
Older adults have higher rates of disability. In the RML service area, between 27-35% of adults age 65 
and older live with one or more disabilities. This represents roughly 300,000 older adults in the region. 

 
Figure 18: Population 65 Years and Over with a Disability, 2017 

 
Source: U.S. Census Bureau – 2017 ACS 

11%
10% 10%

8%
9%

Chicago Suburban
Cook

Cook County DuPage
County

Will County

35%

30%
33%

27%

34%

Chicago Suburban
Cook

Cook County DuPage
County

Will County



Appendix B                                                               RML 2019 CHNA—COMMUNITY HEALTH PROFILE 

May 2019  Page 16 
 

Socioeconomic Indicators 
Overall, DuPage and Will County have the highest median household income, about 54-61% higher than 
Chicago median household income and about 40-46% higher than the national median household 
income. Cook County has the next highest median income, falling between the median income for 
Illinois and the United States. Chicago has the lowest median income in the RML service area, lower 
than the median income for Illinois and the United States. 
 

Figure 19: Median Household Income, 2017 

 
Source: U.S. Census Bureau – 2013-2017 ACS 
 
The unemployment rate has trended downward since 2010 in the RML service area. Chicago has the 
highest unemployment rate, at 7%, followed by Cook County at 6%. 
 

Figure 20: Percent of Population Unemployed, Age 16 and Older, 2010-2017 

 
Source: U.S. Census Bureau – 2006-2010 ACS, 2010-2014 ACS, 2013-2017 ACS 
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Poverty rates for the overall population have remained within one to two percentage points since 2010. 
All of the areas in the RML service area experienced a slight uptick in poverty in 2014 compared to 2010 
or 2017. The highest rate of poverty is found in Chicago (21%), which is double the rate in Suburban 
Cook County (11%) and three times the rate in DuPage (7%) and Will County (7%). The suburban areas of 
Chicago have lower poverty rates than Illinois and the United States overall. For 2017, the poverty 
threshold is defined as an annual income less than $12,488 for a one-person household or less than 
$15,877 for a two-person household.3 
 

Figure 21: Percent of Population Living Below 100% of Poverty Threshold, 2010-2017 

 
Source: U.S. Census Bureau – 2008-2010 ACS, 2010-2014 ACS, 2013-2017 ACS 

 
  

                                                      
3 U.S. Census Bureau. “Poverty Thresholds by Size of Family and Number of Children.” Last revised January 24, 
2019. 
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Overall, residents of the City of Chicago also have a higher percent of the population living at or below 
200% of the poverty threshold (an annual income less than $24,976 for a one-person household or less 
than $31,754 for a two-person household).3  
 

Figure 22: Percent of Population Living Below 200% of Poverty Threshold, 2010-2017 

 
Source: U.S. Census Bureau – 2008-2010 ACS, 2010-2014 ACS, 2013-2017 ACS 
 
Chicago has the highest rate of adults 65 and older living in poverty, two to three times the rate in 
Suburban Cook, DuPage, and Will County, and almost twice the rate of Illinois and the United States 
overall. Poverty rates for older adults in the RML service area have remained relatively consistent from 
2010-2017. 
 

Figure 23: Percent of Population 65+ Living Below 100% of Poverty Threshold, 2010-2017 

 
Source: U.S. Census Bureau – 2008-2010 ACS, 2010-2014 ACS, 2013-2017 ACS 
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Health Indicators 
 

Hospital Referral Region Definition and Map 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Source: Dartmouth Atlas of Health Care 
 
Hospital Referral Regions (HRRs) are regional market areas for tertiary medical care. Each HRR contains 
at least one hospital that performs major cardiovascular procedures and neurosurgery. 
 
There are 6 HRRs in the RML Hinsdale service area: 

 Blue Island 
 Chicago 
 Evanston 
 Hinsdale 
 Joliet 
 Melrose Park 

 
There are 4 HRRs in the RML Chicago service area: 

 Blue Island 
 Chicago 
 Evanston 
 Melrose Park 

 
  

County Boundary 

HRR Boundary 

Figure 24: Hospital Referral Region Definition and Map 
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Medicaid and Medicare Enrollment 
Starting in 2013, there was a new enrollment category for the Affordable Care Act (ACA) indicated in 
green in the figures below. The increase in the ACA category corresponds with a decline in partial 
benefit enrollees (orange). Will, DuPage, and Cook County have a similar distribution across the different 
enrollment categories. Cook County has a slightly higher proportion of adults with disabilities enrolled 
(red) while DuPage and Cook have a higher proportion of seniors enrolled in Medicaid (light blue). Will 
County has experienced the most growth in Medicaid enrollees, up 16% from 2011 to 2017. 
 

 
 
  Figure 25: Illinois Number of Individuals Enrolled in Medicaid, 

2011-2017 
Figure 28: Cook County Number of Individuals Enrolled in 

Medicaid, 2011-2017 

Figure 26: DuPage County Number of Individuals Enrolled in 
Medicaid, 2011-2017 

Figure 27: Will County Number of Individuals Enrolled in 
Medicaid, 2011-2017 

Source: Illinois Department of Healthcare and Family Services, 2011-2017 
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As the most populous county in the RML service area, Cook County has a far greater number of people 
enrolled in Medicaid compared with the other counties. Cook County has over 1.5 million enrollees 
while DuPage and Will County have under 130,000 each. 
 

Figure 29: Individuals Enrolled in Medicaid, 2017 

 
Source: Illinois Department of Healthcare and Family Services, 2017 
 
Medicare Advantage enrollment in the RML service area ranges between 19-22% of the total Medicare 
population. Medicare Part D enrollment is highest in Cook County (119,801), followed by DuPage 
(17,158) and Will County (11,848). 
 

Table 3: Individuals Enrolled in Medicare Part C and D, 2017 

 Cook County DuPage County Will County 
Medicare Advantage (MA) Total 
Enrollment 182,019 30,591 21,477 

Percent of MA Enrollees as a Percent 
of Total Medicare Population 22% 19% 21% 

Medicare Part D Enrollment 119,801 17,158 11,848 

Source: Henry J. Kaiser Family Foundation, 2017 

Children

Adults with Disabilities

ACA

Other Adults

Seniors

Partial Benefit Enrollees

ChildrenAdults with
DisabilitiesACAOther AdultsSeniors

Partial
Benefit

Enrollees
Cook County 703,018120,702322,963258,463120,5578,228
DuPage County 67,0046,71124,31824,95210,281736
Will County 62,1447,04122,35625,8596,028532
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Medicare Advantage enrollment as a percent of the total Medicare population has increased steadily 
since 2007 across all of the areas served by RML Hinsdale. 
 
Figure 30: Medicare Advantage Enrollment as a Percent of the Total Medicare Population, 2007-2017 

 
Source: Centers for Medicare & Medicaid Services Geographic Variation Public Use File, 2007-2017 

 
The proportion of dual eligible population (individuals eligible for both Medicare and Medicaid) has 
increased slightly since 2007 in the RML service area. Cook County has the highest proportion of dual 
eligibility, at 21%, while DuPage has the lowest, at 9%. Note these figures reflect all adults (not only 
seniors). 
 
Figure 31: Percent of Medicare Fee-for-Service Beneficiaries Who are Eligible for Medicaid for at Least 

One Month in the Year, 2007-2017 

 
Source: Centers for Medicare & Medicaid Services Geographic Variation Public Use File, 2007-2017 
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There is a notable difference in the dual eligibility rates of Medicare enrollees under age 65. Though 
there are far fewer Medicare enrollees under the age of 65, a higher proportion of them are also eligible 
for Medicaid. Nearly 70% of the under 65 Medicare enrollees are dual eligible in Chicago. The national 
average is 59%. 
 

Figure 32: Percent of Medicare Beneficiaries Eligible for Medicaid, Under Age 65 

 
Source: Centers for Medicare & Medicaid Services Geographic Variation Public Use File, 2007-2017 
 
 

Figure 33: Percent of Medicare Beneficiaries Eligible for Medicaid, Age 65 and Older 

 
Source: Centers for Medicare & Medicaid Services Geographic Variation Public Use File, 2007-2017 
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Chronically Critically Ill (CCI) Population 
Long-term Acute Care Hospitals (LTCHs) have a high proportion of chronically critically ill (CCI) patients. 
The definition of CCI varies, but the general characteristics include extended intensive care unit (ICU) 
stays, presence of sepsis, prolonged mechanical ventilation, and multiple organ failures.4 Data from the 
Dartmouth Atlas of Health Care suggests that the RML service area has a high proportion of CCI patients 
compared to the national average. 
 
The Hospital Referral Regions (HRRs) in the RML service area have a higher Hospital Care Intensity Index 
than the national average, with the highest ratio in the Blue Island HRR (1.41) and the lowest ratio in the 
Evanston HRR (1.15). 
 

Figure 34: Hospital Care Intensity Index, 2016 

 
Source: Dartmouth Atlas of Health Care, 2016 
 
Hospital Care Intensity (HCI) index. The HCI index is based on two variables: the number of days patients spent in the hospital 
and the number of physician encounters (visits) they experienced as inpatients. It is computed as the age-sex-race-illness 
standardized ratio of patient days and visits. For each variable, the ratio of a given hospital’s utilization rate to the national 
average was calculated, and these two ratios were averaged to create the index. 
 
Denominator: The study population includes beneficiaries with one of nine chronic conditions who were enrolled in traditional 
(fee-for-service) Medicare and died during the measurement period. 
 
  

                                                      
4 RTI International, Chronically Critically Ill Population Payment Recommendations Report. March 2014. 
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The local HRRs have a higher percentage of decedents spending 7 or more days in the ICU/CCU during 
the last sixth months of life compared to the national average, except for the Evanston HRR. 
 

Figure 35: Percent of Decedents Spending 7 or More Days in ICU/CCU, Last Six Months of Life, 2015 

 
Source: Dartmouth Atlas of Health Care, 2015 
 
Denominator: 100% of Medicare enrollees age 65-99 who died during the measurement year with full Part A entitlement and 
no HMO enrollment during the measurement period. 
 
Numerator: Number of patients spending 7 or more days in ICU within six months of the death date in the MedPAR file. 
 
 
The local HRRs have a higher percent of decedents (55-58%) seeing 10 or more different physicians 
during the last 6 months of life than the national average (47%). 
 

Figure 36: Percent of Patients Seeing 10 Or More Different Physicians, Last Six Months of Life, 2016 

 
Source: Dartmouth Atlas of Health Care, 2016 
 
Denominator: The study population includes beneficiaries with one of nine chronic conditions who were enrolled in traditional 
(fee-for-service) Medicare and died during the measurement period. Persons enrolled in managed care organizations were 
excluded from the analysis. 
 
Numerator: Number of patients that saw 10 or more different physicians during the last six months of life. The number of 
physicians seen in the last six months of life is computed based on the Unique Provider Identification Number (UPIN) on the 
Part B claim. 
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Three of the local HRRs (Chicago, Blue Island, Joliet) were slightly above the national average of 15% of 
patients readmitted within 30 days of discharge, while three (Melrose Park, Evanston, Hinsdale) were at 
or below the national average. 
 

Figure 37: Percent of Patients Readmitted Within 30 Days of Discharge, 2015 

 
Source: Dartmouth Atlas of Health Care, 2015 
 
Denominator: All medical discharges - All medical DRGs. All surgical discharges – All surgical DRGs. 
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Leading Causes of Death 
In the RML service area, the 5 leading causes of death5 for all ages are heart disease, cancer, stroke, 
chronic lower respiratory disease, and unintentional injury.  This is in line with the leading causes of 
death in Illinois and in the United States overall.  
 

Table 4: Leading Causes of Death, All Ages, 2017 
 #1 #2 #3 #4 #5 

City of 
Chicago 

Heart disease 
(4,784) 

Cancer 
(4,268) 

Unintentional 
injury (1,261) Stroke (1,195) 

Chronic lower 
respiratory 

diseases (734) 

Suburban 
Cook 

Heart disease 
(5,122) 

Cancer 
(4,891) Stroke (1,311) Unintentional 

injury (997) 

Chronic lower 
respiratory 

diseases (951) 

Cook 
County 

Heart disease 
(9,906) 

Cancer 
(9,159) Stroke (2,506) Unintentional 

injury (2,258) 

Chronic lower 
respiratory 

diseases (1,685) 

DuPage 
County 

Cancer 
(1,468) 

Heart disease 
(1,388) Stroke (382) Unintentional 

injury (295) 

Chronic lower 
respiratory 

diseases (274) 

Will 
County 

Cancer 
(1,094) 

Heart disease 
(1,073) Stroke (267) 

Chronic lower 
respiratory 

diseases (257) 

Unintentional 
injury (254) 

Illinois Heart disease 
(25,393) 

Cancer 
(24,147) Stroke (6,021) Unintentional 

injury (6,017) 

Chronic lower 
respiratory 

diseases (5,734) 

United 
States 

Heart disease 
(647,457) 

Cancer 
(599,108) 

Unintentional 
injury 

(169,936) 

Chronic lower 
respiratory 

diseases 
(160,201) 

Stroke (146,383) 

 
Sources: Causes of Death by Resident County, Illinois Residents, 2017 – Illinois Department of Public Health 
10 Leading Causes of Death by Age Group, United States, 2017 – National Center for Injury Prevention and Control, CDC using 
WISQARS 
 
Numbers in parentheses indicate the number of decedents. 
 
  

                                                      
5 In this report, “heart disease” is used in place of “diseases of the heart,” “cancer” is used in place of “malignant 
neoplasms,” and “stroke” is used in place of “cerebrovascular diseases.” 



Appendix B                                                               RML 2019 CHNA—COMMUNITY HEALTH PROFILE 

May 2019  Page 28 
 

Leading causes of death by age group was not available at the county level. Nationwide, the 5 leading 
causes of death for older adults (65+) are heart disease, cancer, chronic lower respiratory disease, 
stroke/cerebrovascular disease, and Alzheimer’s disease. 
 

Table 5: Leading Causes of Death by Age Group, 2017 
Age #1 #2 #3 #4 #5 

65+ Heart disease 
(519,052) 

Cancer 
(427,896) 

Chronic lower 
respiratory 

disease (136,139) 
Stroke (125,653) 

Alzheimer’s 
Disease 

(120,107) 

55-64 Cancer 
(114,810) 

Heart disease 
(80,102) 

Unintentional 
injury (23,408) 

Chronic lower 
respiratory 

diseases (18,667) 

Diabetes 
Mellitus 
(14,904) 

45-54 Cancer 
(39,266)) 

Heart disease 
(32,658) 

Unintentional 
injury (24,461) Suicide (8,561) Liver Disease 

(8,312) 

35-44 Unintentional 
injury (22,828) 

Cancer 
(10,900) 

Heart disease 
(10,401) Suicide (7,335) Homicide 

(3,351) 

25-34 Unintentional 
injury (25,669) Suicide (7,948) Homicide (5,488) Heart disease 

(3,681) 
Cancer 
(3,616) 

15-24 Unintentional 
injury (13,441) Suicide (6,252) Homicide (4,905) Cancer (1,374) Heart 

disease (913) 
 
Source: 10 Leading Causes of Death by Age Group, United States, 2017 – National Center for Injury Prevention and Control, CDC 
using WISQARS 
 
Numbers in parentheses indicate the number of decedents. 

  



Appendix B                                                               RML 2019 CHNA—COMMUNITY HEALTH PROFILE 

May 2019  Page 29 
 

RML Patient Data 
 

Patient Residence 
Most of RML’s patients reside in Cook County. RML Hinsdale patients are mostly from Suburban Cook 
County, while RML Chicago patients are mostly from the city of Chicago. About 11% of RML patients 
come from outside Cook, DuPage, or Will County.  
 

Table 6: RML Patient Residence by Campus, FY 2018 

 Total Hinsdale Chicago 
Chicago 45% 15% 85% 
Suburban Cook 24% 33% 11% 
DuPage County 10% 17% 0% 
Will County 8% 14% 0% 
Other 13% 19% 4% 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Source: RML Fiscal Year 2018 Data 
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Figure 38: RML Patient Residence by Campus, FY 2018 
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Age Distribution 
The majority of RML Chicago’s patients (45%) are adults ages 45-64 while the majority of RML Hinsdale’s 
patients (44%) are 65 and older. RML patients were, on average, younger in 2018 than they were in 
2015; the proportion of patients 44 or younger increased on each campus, from 20% to 22% at RML 
Chicago and from 10% to 17% at RML Hinsdale. 
 

Figure 39: Age Distribution of RML Patients by Campus, 2018 and 2015 
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65+ 183 33% 222 37% 
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Race/Ethnicity 
The race and ethnicity of RML patients varies by campus. Over 90% of the patients at RML Chicago are 
non-white while 66% of the patients at RML Hinsdale are white. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Source: RML Fiscal Year 2018 Data 
 

Length of Stay 
66% of RML patients stay at RML for over three weeks. Patients at the Chicago facility tend to stay 
longer on average than patients at the Hinsdale facility.  
 

Figure 41: Length of Stay for RML Patients, 2018 

 
Source: RML Fiscal Year 2018 Data 
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Figure 40: Race and Ethnicity of RML Patients, 2018 
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Discharge Destination 
In 2018, discharge profiles were similar for RML’s Chicago and Hinsdale facilities. RML Hinsdale had a 
higher proportion of transfers to rehabilitation hospitals (16%) and skilled nursing facilities (35%). RML 
Chicago had a higher proportion of transfers to acute care hospitals (28%) and home (20%). Nearly 
three-quarters of RML patients have at least one intermediate stop before going home, which makes it 
challenging for RML to follow and assist patients at home. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Source: RML Fiscal Year 2018 Data       * Expired = deceased 
 

Patient Diagnoses 
RML specializes in the interdisciplinary physician-led treatment of patients with catastrophic or acute 
illnesses and injuries complicated by complex or multiple illnesses or conditions. RML has three major 
programs. About 65% of the patients come to RML to be weaned from a ventilator. These patients have 
failed to wean from the ventilator at the short-stay acute care hospitals in spite of repeated attempts 
following a major surgery or a severe illness. About 20% of the patients are admitted to the medically 
complex program. These patients are critically ill and suffer from multiple debilitating conditions and are 
just starting to take very small steps toward their rehabilitation. The remainder of patients (15%) come 
to RML with severe, possibly infected wounds, including pressure ulcers, surgical wounds, and burns. In 
fact, as all of the patients have been in the hospital for a long time, many of the patients in the other 
two programs are also suffering from pressure ulcers. 
 
Ventilator Weaning 
(65% of patients) 

 Neurological dysfunction 
 Chronic and acute lung disease  

Figure 42: Discharge Destination* for RML Patients, 2018 
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 Post-operative complications 
 Coronary artery disease 
 West Nile Virus & other infectious 

 
Wound Management 
 (15% of patients) 

 Complex pressure ulcers 
 Surgical wounds 
 Vascular ulcer  
 Burns 
 Osteomyelitis 
 Fistula Management 

 
Medically Complex 
 (20% of patients) 

 Cerebrovascular accident (CVA) 
 Head injury 
 Pre-rehab 
 Ortho 
 Neuro 
 Deconditioned 
 Organ Transplant 
 Ventricular Assist Devices 
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Introduction 
RML Specialty Hospital is working with Illinois Public Health Institute (IPHI) to convene an action team to 

develop strategies to improve quality of life for individuals living with chronic critical illness (CCI). As 

part of this process, IPHI sought input from community partners that directly work with this population 

in home and community-based settings. 

 
CCI patients are typically defined as individuals with a prolonged dependence on mechanical ventilation 

and other intensive care therapies. Functional dependence persists for most survivors. Recovery is long 

and return to baseline function is not typical. 

 
The purpose of the primary data collection is to understand barriers and challenges with meeting the 

needs of CCI patients, loved ones, and other caregivers as patients return to their homes, and to develop 

strategies to overcome barriers for this population to access resources in the community. The 

information gathered by IPHI will be used to inform planning efforts for the Chronically Critically Ill (CCI) 

Action Team convened by RML Specialty Hospital. 
 

Methods 
IPHI documented the community partner perspective through 1 CCI Action Team meeting, 3 focus 

groups, and 2 written questionnaires during March and April 2019. Input was received from 31 

individuals representing a variety of organizations and agencies that provide care for or otherwise work 

with the CCI population in Chicago and/or suburban Cook, Will, or DuPage Counties. The focus groups 

were conducted by IPHI following a semi-structured format (questions are listed in the Appendix). IPHI 

received written responses from 2 participants that could not attend the focus groups in person and 

included the written responses in this analysis. The participants were recruited by CCI Action Team 

members. 

 
Types of Community Partners 

Acute care providers (2) Hospice and palliative care provider 

Area agency on aging Medical equipment provider 

Caregiver for CCI patient Payer organization 

Caregiver resource centers (2) Post-acute care providers (2) 

Faith-based social services agency Visiting physicians’ group 

Home health agency  

 
Sources of Community Partner Input 

CCI Action Team Meeting – March 19 

Community Partner Focus Group – April 2, 4, 15 

Community Partner Questionnaire – April 15, 25 
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Top Themes 
Top themes were cited across 4 or more sources. 

 
Themes from Community Partners 

Care Coordination Care team communication before and after discharge 

Clear and detailed discharge instructions 

Discharge planning with interdisciplinary teams and family engagement 

Family Support Health literacy of patients, family, and loved ones 

Behavioral Health Behavioral health services in home and community-based settings 

Supplies Medical equipment and low-cost prescription medication 

Health Insurance Insurance coverage, continuity, reimbursement 

Medical Services Home health, visiting physicians, skilled nursing 

Other Services Case managers, social workers, homemaker services 

Caregiver Support Caregiver training and readiness 

Financial Support Financial assistance to ease the burden on patients and families 

Housing Affordable housing shortage and long waitlists 

Transportation Stable transportation to get patients to and from appointments 

 

Responses by Question 
This section is organized according to the questions from the focus group guide. The question is listed 

below the section header in italic font. Below each question, the comments are divided into 14 topics 

(presented in alpha order). 

 
Community Input Topics 

Behavioral Health Housing 

Care Coordination Medical Services 

Caregiver Support Other 

Culture and Religion Other Services 

Family Support Programs 

Financial Support Supplies 

Food Access Transportation 

Health Insurance  

 
Participants generated many responses to each question. IPHI asked participants to identify the most 

important needs and barriers from among the many issues. In this report, the * symbol indicates a top 

need or barrier according to 1 or more participants. 
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Resources Needed by Patients 
What resources do our patients need when they return home? Which of these are most important to 

improve the quality of life for our patients and families? 

 
The * symbol indicates a participant identified this as a top need or barrier. 

 
Behavioral Health 

• Emotional support* 

• Community-based behavioral health services 

• Behavioral health and counseling services in the home 

• Counseling for both patients and families 

• Destigmatize mental health 

• Substance abuse treatment and support 

 
Care Coordination* 

• Detailed and clear discharge instructions*, including explanation of medications 

• Support to schedule, prepare for, and get to follow-up appointments* 

• Patient continuous access to telephone or other communication methods* 

• Cleaner hand off between providers 

• All services in place before discharge, including supplies, equipment, medications 

• Discuss methods to maintain continuous contact (e.g., phone, text, email) with patient and/or 

caregiver during discharge planning 

• One stop shop for referral and discharge 

• Care coordinators build relationships with companies that will continue to serve patients despite 

barriers or challenges 

• Up-to-date patient contact information on file at local DHS office 

• Home health care provider needs access to facility charts 

 
Caregiver Support 

• Ongoing caregiver support* 

• Respite services for caregivers* 

• Assess caregiver capacity to take on at-home care 

• Caregiver understanding of role and expectations 

• Caregiver training to work with equipment, etc. 

• Caregiver understanding of diagnosis and how to follow up 

• Patient and caregiver engagement in setting realistic expectations and goals 

 
Culture and Religion 

• Translator services* 

• Understanding of cultural diversity 

• Spanish translations for prescription medication 

 
Family Support 

• Health literacy for patient and family*, including disease progression, advanced directives, 

palliative and hospice care, budgeting, smoking cessation tools, long-term planning with family 

• After-hours trouble shooting, and a list of who to call for everything* 
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• Child care/ pet care 

• Clear expectations to family / patient 

• Listen to family / patient without judgment 

• Assistance with healthcare system navigation and encouragement to link to services 

• Patient-centered care: engage patient in recovery discussion and how they define quality of life 

• Support for insurance redetermination process 

• Link to support groups 

 
Financial Support 

• Financial help with housing or help looking for low cost housing 

• Insurance premium support 

• Applying for public aid 

• Help with utility bills (e.g., CEDA, LIEAP) 

 
Food Access 

• Access to nutritious foods, fresh fruits and vegetables, and prescribed foods* 

• Access to food pantry locations and hours 

• Meal delivery 

 
Health Insurance 

• Continuity for Medicaid beyond 2-3 months after discharge 

• Payer timeliness for providers 

• Medicaid part D and other prescription support programs 

• Timeframe for redetermination varies and should be explored 

• Less onerous process for redetermination to reduce lapse in coverage 

 
Housing 

• Mitigating environmental hazards (e.g., mold)* 

• More housing: emergency shelter, supportive, transitional, SROs, affordable, medical respite 

• Home modifications and home maintenance 

• Housing for homeless patients and substance users 

• Timely connection to housing 

 
Medical Services 

• Access to specialists and physicians* 

• Home health / PCP who will manage care and follow up* 

• Medical professionals available in close proximity for Medicaid (serving patient zip codes) 

• Home health orders in place to avoid OT/PT interruptions 

• Continuity of home health care for Medicaid patients 

• Training professional home health / caregivers 

• In-home dental services 

• Palliative care and end of life planning 

• Skilled nursing shortage 

Other Services 
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• Homemaker services* - cleaning, laundry, food prep, writing checks, transport to/from 

appointments, etc. 

• Case managers to help schedule doctor appointments 

• Community health workers to visit patient at home 

• Personal grooming - barber/ beautician to cut/color hair, bathing, toileting, dressing 

• Social workers to ensure follow-through; mediate between family and nurses 

• Families should call the fire station to let them know there is a ventilator patient in the 

neighborhood, so emergency services can arrive with a ventilator 

• Families should call ComEd to prevent service disruptions that can disable ventilators 

 
Supplies 

• Low cost medications or financial help with medications* 

• Obtaining medical supplies (e.g., incontinence supplies)* 

• Cleaning products 

• Eye glasses 

• Medical equipment (e.g., bed, mattress, feeding tube, infusion therapy, ventilator, etc.) 

• Medication refills for at least 7 to 14 days until visit is scheduled with PCP 

• Mechanism to get the prescriptions delivered or picked up 

 
Transportation 

• Stable transportation to go to appointments* 

• Transport for patients who cannot sit up* 

• Transport for ventilator patients / patients that need ambulance 

 
Barriers/Challenges to Linking to Resources 
What are the barriers and challenges to linking our patients and families to these resources? 

 
* symbol indicates a participant identified this as a top need or barrier. 

 
Behavioral Health 

• Memory loss, cognitive issues 

• Difficult to find placement for patients with criminal background / substance use disorders 

• Limited number of behavioral health resources 

• Depression and other mental health conditions (diagnosed and undiagnosed) 

• Medical noncompliance due to other issues (addiction/homelessness) 

• Stigma towards mental health services, especially for older adults 

• Family members abusing patient medications 

 
Care Coordination 

• Care coordination post-discharge 

• Avoiding readmissions and reduction in moving between sites of care 

• Clinic-nurse-patient communication 

• Discharge instructions not clear, complete or in place 

• Some discharge packets are thorough, and some very limited; some don't set up future 

appointments for patients, they have to follow up 

• Some agencies’ lack of follow through 
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• Physician education to understand social dynamics of patient, reading the clinical packet for 

patient history, etc. 

• Inability to contact patient - lack of working numbers, lack of phone, no minutes, not answering 

 
Caregiver Support 

• Some families are not involved 

• Caregiver knowledge gaps (professional and non-professional) 

• Scheduling appointments can be difficult if caregivers work 

• Caregivers may be financially dependent on the patient and want to keep the patient at home 

even if they may be better suited for a SNF 

 
Culture and Religion 

• Cultural and religious concerns 

• Language barriers 

• Even with translation lines it is still difficult to communicate 

 
Family Support 

• Coping with the clinical changes / patient status 

• Stigma towards palliative care 

• Distrust of strangers / outside caregivers / providers in home 

• Distrust of medical establishment and institutions 

• Lack of health literacy, not knowing what resources are out there, what they provide 

 
Financial Support 

• Financial burden of illness* 

• Budget cuts 

• Cost of equipment and medication 

• Limited resources for financial help 

• Being on fixed income and having to choose between basic needs and medical care 

• Unwilling / unable to spend time or money where needed 

 
Food Access 

• Food deserts and lack of family awareness of special dietary needs 

• Pantry hours can be limited 

 
Health Insurance 

• Patients get dropped from insurance after missed appointments 

• Insurance benefits vary widely 

• Fee structure is complicated – different reimbursement for in-network versus out-of-network, 

in-home versus in-office, Medicaid versus Medicare 

• Contracting process is lengthy 

• Providers limit number of Medicaid patients they will accept 

• Some patients consume more time than others, but providers not paid for extra time 

• Public insurance can be a barrier to finding services 

• Some payers are not timely, so providers will not accept certain insurance (e.g., Medicaid) 

• Patients fail to complete redetermination paperwork 
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• Linking patients under the age of 60 years old and not disabled 

 
Housing 

• Unstable housing – environmental hazards, foreclosures, transitional, housing between 

relatives, mental health issues exacerbate instability 

• Long waiting lists for housing 

• Housing is not approved in time for discharge 

 
Medical Services 

• In the event of ulcers, wound care instructions for home health skilled nurse and family until 

PCP visits 

• Primary care availability 

• Wound care to prevent infections 

 
Other 

• Home health won’t send nurses to certain zip codes that are considered unsafe 

 
Other Services 

• Some medical equipment providers have bad track record; high turnover, difficult to reach 

anyone, no accountability 

• DME companies should be able to deliver the day before - it is forbidden to send the bed the 

day before because they have to pick it up if the patient isn’t discharged 

• Difficult to get equipment to the home in time 

 
Supplies 

• Cost of medical supplies 

• Medication gaps and lapses in therapy 

 
Transportation 

• Burden 911 system to support patients getting in and out of car/house, etc. 

• Long distance to resources and no access to transportation 

• Lack of transportation services when patient has exhausted insurance transportation 

• Patients don’t know insurance offers transportation 

 
Resource Gaps 
What resources are not available that need to be? 

 
* symbol indicates a participant identified this as a top need or barrier. 

 
Behavioral health 

• Emotional health* of patients and caregivers 

• Mental health services embedded in home health and community settings 

• Psychologists and psychiatrists 

 
Caregiver Support 

• Emotional support – “It’s ok if you get home and realize this is too much.” 
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Financial Support 

• Financial help with expensive medications 

• Replacing income that is lost from the patient who goes to a facility 

 
Food Access 

• Disparity of food access on the south and west sides of Chicago 

 
Health Insurance 

• Public aid not paying 

• Services for the uninsured who are under 60 years old and/or not US citizens 

 
Medical Services 

• More home MDs 

• More PCPs that accept Medicaid 

 
Other Services 

• Home maker services for under 65 

• More social work and case management support to get patient, family, caregiver ready for 

facility to home transition 

 
Supplies 

• Free glucometers and blood pressure devices 

• Unmet home medical needs (e.g., airway clearance products, etc.) 

 
Available Assets/Resources 
What facilitators (assets and strengths) are in place that help our patients and families link to the 

resources they need? 

 
Behavioral health 

• Counselors 

• Faith-based emotional support 

 
Care Coordination 

• Good discharge instructions 

• Thorough home discharge education with all the disciplines 

• Increased communication between discharge planners 

• Follow up calls 

• Patients who have support from caregivers to follow up with services 

 
Caregiver Support 

• Caregiver Resource Center 

 
Food Access 

• Home meal delivery by Catholic Charities or faith-based organizations 

 
Health Insurance 

• Patients with good insurance plans 
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Housing 

• Rebuilding Together and other programs for home repairs 

• Depending on the needs, VA has some options for housing or skilled nursing facility 

 
Medical Services 

• Hospice programs 

• MDs/RNs 

 
Other Services 

• Case managers, discharge planners, social workers 

Programs 

Programs Providing Support to CCI Patients and Loved Ones 

Aging and Disability Resource Network (ADRNs) Community Care Program 60+ 

AL2 Association Department of Rehab Services 

Casa Norte Elder Care Locator 

Catholic Charities Transitional Care Program Les Turner ALS Foundation 

CEDA PACE 

Center of Concern ORS Program for 18-59 disabled individuals 

Chicago Family and Support Services VA 

City of Chicago Senior Help Community Care Program 60+ 

 
Supplies 

• Home delivery service for medication 

 
Transportation 

• Faith-based support from Catholic Charities and Interfaith Community Partners 

 
Solutions 
How can we overcome the barriers, challenges and gaps? How can we leverage assets and strengths to 

do this? 

 
Behavioral Health 

• Supportive counseling from caregiver resource centers statewide - no cost, no limit 

• In-home therapists available in some areas – need more 

• Tele-mental health - phone number to talk to live person for mental health needs 

 
Care Coordination 

• Assistance to apply for aid before discharge 

• Increase case worker awareness of resources 

• Collaboration between discharge planners and Aging Disability Resource Network (ADRN) 

• Increase awareness about Caregiver Resource Center grants and services 
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• Establish an interdisciplinary plan among the social network and medical team to reduce 

confusion 

• Establish a clear checklist that is readable and in simple terms 

• Encourage discharge planning in presence of caregiver / family member caring for the patient 

• Host meetings with discharge planners and direct service staff who go into homes 

• Destigmatize community-based care coordination 

• MCOs build community relationships and develop “preferred partners” in the community to 

support members with home health PCP, coordination of care, patient advocacy 

• Use public hospitals for non-US citizens 

• ComEd won't disconnect power if you have a medical necessity – develop a similar program for 

stable phone service 

• Provision of a cell phone, or landlines; easier reinstatement of service if lost 

• Integrated health care system to access charts and share data during and after discharge 

 
Caregiver Support 

• 24-hour trial with equipment in hospital before discharge, provides hands-on training with 

equipment that will be in the home and immediate support if anything goes wrong 

• Expand the training window to 30 days before discharge in case caregivers need extra training 

 
Family Support 

• Destigmatize palliative care and provide education so more people are open to receiving 

services 

• Assist with application for Medicaid 

 
Financial Support 

• Credit hold for 2 months to offset lost income 

• Lower cost care (e.g., homemaker services) for those who don't qualify for assistance 

 
Food Access 

• Whole food and healthy food options 

• Shopping tips to make healthy meals at low cost 

• Grocery delivery services 

 
Health Insurance 

• Faster authorization to allow more time for training caregivers 

• Increase payment for home providers 

• Increase rate for ventilator patients 

• Streamline contract process for Medicaid 

• Faster disbursement of government funds to increase payer timeliness 

• Review policies for redetermination 

 
Housing 

• Lower age limit on senior residence buildings for eligible medical conditions 

 
Medical Services 

• Increase home visiting physicians 
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• Increase palliative care services to provide emotional support, pain management, education on 

disease process, facilitate advance directives 

 
Programs 

• Central system of resources 

• Faith institution support with clergy, lay minister, congregation, etc. 

 
Supplies 

• Keep medications in a lockbox at home, to prevent substance abuse 

 
Transportation 

• Increase home-based resources until the patient can leave home (if ever) 

• Increase transportation reimbursement rate 

• Increase contract services with transportation agency 
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Community Partner Focus Group Instrument 

Barriers for Individuals Living with Chronic Critical Illness (CCI) 

[Facilitator Introduction] 

RML Specialty Hospital is working with Illinois Public Health Institute (IPHI) to convene an action team to 

develop strategies to improve quality of life for individuals living with chronic critical illness (CCI). As 

part of this process, IPHI is conducting focus groups with community partners that work in community- 

based settings with this population. 
 

CCI patients are typically defined as individuals with a prolonged dependence on mechanical ventilation 

and other intensive care therapies. Functional dependence persists for most survivors. Recovery is long 

and return to baseline function is not typical. 

 
The purpose of this focus group is to understand barriers and challenges with meeting the needs of CCI 

patients, loved ones, and other caregivers as patients return to their homes, and strategies to overcome 

barriers for this population to access resources in the community. The information gathered by IPHI will 

be used to inform planning efforts for the Chronically Critically Ill Action Team (convened by RML 

Specialty Hospital). 

 
We have people with lived experience (former patients and family caregivers) participating on the action 

team to ensure consumer input in decision-making, and IPHI will be conducting interviews with 

additional patients and loved ones throughout the action planning process. The focus groups in April are 

focused more on service providers and community organization representatives to understand what is 

needed from the perspective of community service providers. 

 
Today we are going to talk about your experiences and observations working with the CCI population 

and their loved ones. There are no right or wrong answers. All information we collect will be 

summarized to prevent identification of individuals and your name will not be included in any part of the 

summary. 

 
[Participant Introductions] 

[Questions] 

1. What resources do our patients need when they return home? Which of these are most 

important to improve the quality of life for our patients and families? 

 
2. What are the barriers and challenges to linking our patients and families to these resources? 

 
3. What resources are not available that need to be? 

 
4. What facilitators (assets and strengths) are in place that help our patients and families link 

to the resources they need? 

 
5. How can we overcome the barriers, challenges and gaps? How can we leverage assets and 

strengths to do this? 
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Questionnaire for Community Partners 
 

Barriers for Individuals Living with Chronic Critical Illness (CCI) 

 
RML Specialty Hospital is working with Illinois Public Health Institute (IPHI) to convene an action team to 

develop strategies to improve quality of life for individuals living with chronic critical illness (CCI). As 

part of this process, IPHI is seeking input from community partners that directly work with this 

population in home and community-based settings. 
 

CCI patients are typically defined as individuals with a prolonged dependence on mechanical ventilation 

and other intensive care therapies. Functional dependence persists for most survivors. Recovery is long 

and return to baseline function is not typical. 

 
The purpose of this questionnaire is to understand barriers and challenges with meeting the needs of 

CCI patients, loved ones, and other caregivers as patients return to their homes, and strategies to 

overcome barriers for this population to access resources in the community. The information gathered 

by IPHI will be used to inform planning efforts for the Chronically Critically Ill Action Team (convened by 

RML Specialty Hospital). 

 
We invite you to share your experiences and observations working with the CCI population and their 

loved ones by answering the questions below. All information we collect will be summarized to prevent 

identification of individuals and your name will not be included in any part of the summary. 

 
1. What resources do our patients need when they return home? Which of these are most 

important to improve the quality of life for our patients and families? 

 
2. What are the barriers and challenges to linking our patients and families to these resources? 

 
3. What resources are not available that need to be? 

 
4. What facilitators (assets and strengths) are in place that help our patients and families link to 

the resources they need? 

 
5. How can we overcome the barriers, challenges and gaps? How can we leverage assets and 

strengths to do this? 

 
Questionnaires can be returned to Antonia Lalagos at the Illinois Public Health Institute – 

antonia.lalagos@iphionline.org 

mailto:antonia.lalagos@iphionline.org
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Introduction 
RML Specialty Hospital is working with Illinois Public Health Institute (IPHI) to convene an action team to 

develop strategies to improve quality of life for individuals living with chronic critical illness (CCI). As 

part of this process, IPHI sought input from patients living at home with chronic critical illness and their 

caregivers. 

 
CCI patients are typically defined as individuals with a prolonged dependence on mechanical ventilation 

and other intensive care therapies. Functional dependence persists for most survivors. Recovery is long 

and return to baseline function is not typical. 

 
The purpose of the primary data collection is to understand barriers and challenges with meeting the 

needs of CCI patients, loved ones, and other caregivers as patients return to their homes, and to develop 

strategies to overcome barriers for this population to access resources in the community. The 

information gathered by IPHI will be used to inform planning efforts for the Chronically Critically Ill (CCI) 

Action Team convened by RML Specialty Hospital. 
 

Methods 
IPHI documented the patient and caregiver perspective through 4 phone interviews in April 2019. The 

interviewees were recruited by CCI Action Team members. Input was received from 3 caregivers and 1 

patient, all of whom reside in the City of Chicago or Will County. Participants were provided with a $25 

gift card to Walgreens to thank them for their time. 

 
Patient and Caregiver Interviews 

Type Date Residence 

Patient April 16 Chicago (Cook County) 

Caregiver April 16 Chicago (Cook County) 

Caregiver April 17 Will County 

Caregiver April 17 Chicago (Cook County) 

 

Top Themes 
Top themes were cited across 3 or more interviews. 

 
Themes from Patients and Caregivers 

Care Coordination Adequate planning to ensure equipment, referrals, and appointments 

are in place prior to discharge 

Communication between patients/caregivers and care team to follow 

treatment plan when patients return home 

Family Support Managing caregiver burnout 

Medical Services Proximity and timeliness of medical services 

Other Services Social worker to help coordinate patient and family needs 

Supplies Access to medical equipment 

Transportation Stable, low-cost transportation and specialized transportation 
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Responses by Question 
This section is organized according to the questions from the interview guide. The question is listed 

below the section header in italic font. Below each question, the comments are divided into 14 topics 

(presented in alpha order). 

 
Community Input Topics 

Behavioral Health Medical Services 

Care Coordination Other 

Family Support Other Services 

Food Access Supplies 

Health Insurance Transportation 

 
Comments from the patients and caregivers are provided within quotation marks. Direct quotes have 

been paraphrased as needed to protect anonymity; however, the meaning is preserved. 

 
Preparing to Go Home 
In thinking about the time you (as a patient or with respect to a patient for whom you were a caregiver) 

were last hospitalized or in some other healthcare facility, what did you need most from the facility to 

prepare you to go home? 

 
Behavioral Health 

• Emotional and moral support before and after discharge from facility 

 
“I needed encouragement, support networks. Not just support to connect to a particular agency, but 

being there for me, present.” 

 
Care Coordination 

• Useful to have details on patient treatment plan and next steps needed (e.g., physical therapy, 

exercise, etc.) 

• Everything needs to be in place before discharge, or the patient may not receive critical 

equipment in time 

• Physicians refer to specialists, but no one follows up 

• Coordinating paperwork is cumbersome and appointments may be delayed/rescheduled 

 
“It seemed like the hospital did not process the paperwork for the tube feeding to come home. If they 

had started early, they may have avoided the delay.” 

 
Family Support 

• Caregivers are not prepared for the case manager role 

• Caregivers need support to manage their personal needs, the needs of family, and the needs of 

the patient 

• Coaching for patients and families on nutrition and healthy eating 

 
“We weren't prepared to be full time advocates.” 
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Health Insurance 

• Support from Medicare Advantage case managers 

 
Medical Services 

• Access to a variety of physicians and specialists, including nutritionists, occupational therapists, 

physical therapists, registered nurses, respiratory therapists, speech therapists 

• Home visits from physicians and specialists 

• Timely access to physician and specialists 

• Assistance to follow through with referrals 

 
Supplies 

• Respiratory equipment is noisy 

• Delayed discharge because medical equipment is not available 

• Courtesy box of feeding tube meals was provided prior to discharge 

• Slow to receive regular shipment of feeding tube meals 

 
“I was surprised by the noisiness of the equipment [...] All the machines are loud.” 

 
Transportation 

• Difficult to schedule transportation for patients that need transport by ambulance 

• Difficult to get patient from vehicle into home and into hospital bed 

 
“[…] We have to figure out how to get [the patient] to the RT to handle his breathing problem. We have 

to see if the ambulance will be available on Friday, but [the ambulance provider] said their Friday service 

is strictly to hospitals.” 

 
Non-Medical Needs/Challenges 
What are some of the biggest non-medical needs/challenges you have had since you have been at 

home? 

 
Behavioral Health 

• Assistance with mental well-being in addition to physical well-being 

 
“[The patient wants to] seek out help for his mental state, more than physical state.” 

 
Care Coordination 

• Cannot contact home physician directly, difficult to get test results, no follow up with results, 

appointments only available Monday-Friday 9-5 

• Required to see internist before other referrals are made, but patient needs special 

transportation to get to appointment 

 
“The doctor comes once a month, you cannot contact them directly, it has to be through their answering 

services.” 

 
Family Support 

• Caregivers tired from providing 24/7 care 

• Caregivers need to take time off from work to transport patient 
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• Home visits reinforced lifestyle coaching to develop good habits 

• Critical to have contact person(s) for troubleshooting 

• Families and patients lack awareness of healthy eating and active lifestyle 

 
“It would be nice to receive a courtesy transport vehicle. Right now, I take off time from work to drive 

[the patient to appointments].” 

 
Health Insurance 

• Medicaid not accepted by nearby facility, so patient has to travel long distance to get care 

• Medicaid access to mental health services is lacking; long waiting lists 

• Insurance deeming some visits “medically unnecessary” even though they are needed in order 

to get specialist referrals 

 
“[The patient] is on a waiting list [for mental health services]. It is kind of frustrating. He is working hard 

and not giving up.” 

 
Medical Services 

• Caregivers assigned to help with bathing, nurses help with wound care 

• Lapse in physical therapy due to lack of appointments 

 
“After [the patient] was released, they didn’t have any [physical] therapy appointments until today. He 

has been without therapy for a month.” 

 
Other Services 

• No social worker or caseworker to check in 

 
Transportation 

• Ambulance transport is costly 

• Patients drive long distances to access services 

• Transportation to appointments would be helpful (e.g., courtesy van) 

 
“[The ambulance service] told me we would have to provide $800 on a credit card and that the service 

would be $2000.” 

 
Supportive Services 
What supportive services are most important for patients and their families after a hospital stay? 

 
Care Coordination 

• Communication between the hospital and payer 

• Follow-through for specialists (e.g., nutritionist, speech therapist) 

 
Family Support 

• Social worker to spend time on follow up with insurance, suppliers, etc. 

• Respite from caregiving 

• Communication between family members about quality of life and end of life planning 

• Support from siblings and significant others 
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“[The patient] does not want to be resuscitated or be on a ventilator. We have communicated about 

things he would like to happen [if he were terminally ill].” 

 
Medical Services 

• Home health including occupational therapy, physical therapy, registered nurse 

• Palliative care 

• Proximity to PCP and surgeon 

 
Other Services 

• Hospital social workers connect family to payer for additional services 

 
Transportation 

• Transport service through insurance 

 
Community Resources 
Are there any community resources that are particularly important to you for your health (as a patient 

and caregiver)? 

 
Care Coordination 

• Streamlined transfer of medical records 

 
Family Support 

• Build rapport with families to increase comfort with strangers coming in to the home 

 
“We’re a private family, we’ve never had strangers coming in.” 

 
Food Access 

• More healthy food options in both stores and restaurants 

• Advertising healthy food options to raise awareness 

• Quality, healthy, prepared meals to bring home 

 
“We tried [a meal delivery service], but we didn’t care for the meals. The fruits and veggies were fine. But 

I couldn’t tell what the meat was.” 

 
Other 

• Reliable electrical service and a backup generator 

• Neighborhood resources in close proximity 

 
“[The electricity provider] shut off our electricity without notice for 30 minutes. [The patient] went into a 

breathing crisis. I want to install a generator.” 

 
Other Services 

• Regular contact with a social worker 

 
Transportation 

• Commercial shared ride services are economical if you are in the city and do not need 

specialized transport 
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Patient/Caregiver Interview Instrument 

Barriers for Individuals Living with Chronic Critical Illness (CCI) 

[Facilitator Introduction] 

• [CCI Action Team Member] referred you to us for a phone interview 

• This is not a research study – it is part of a community health needs assessment being 

conducted by RML Specialty Hospital 

• There are no right or wrong answers 

• IPHI will not ask any questions related to your health status or personal information 

• All information will be summarized to prevent identification of individuals and your name will 

not be included in any part of the summary 

 
[Questions] 

1. In thinking about the time you (as a patient and caregiver) were last hospitalized or in some 

other healthcare facility, what did you need most from the facility to prepare you to go home? 

a. What surprised you or were you unprepared for? 

2. What are some of the biggest non-medical needs/challenges you have had since you have been 

at home? 

a. What are some of the needs that have been worrisome or difficult to fulfill? 

3. What supportive services are most important for patients and their families after a hospital 

stay? (probes can include: long term care residence, rehab care, home health, hospice, 

homemaker services, palliative care, advance care planning, respite care, caregivers) 

a. Which are the most challenging to access? 

b. Which supportive services would you identify as priorities for improvement? 

c. If you could change something about these services, what changes would you make? 

4. Are there any community resources that are particularly important to you for your health (as a 

patient and caregiver)? 

 
[Facilitator Conclusion] 

We are providing a $25 Walgreens gift card to thank you for your participation. Please provide your 

mailing address so that IPHI can send the gift card to you. Your information will not be used for any 

purpose except to ship your gift card. 
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Introduction: Determinants of Health for People with Disabilities Statistics 

Health Status 
People with disabilities often have unrecognized health disparities and have secondary health issues.   
In 2016, there were 9,582,566 individuals (ages 18 and over) living in Illinois, and 2,025,310 identified as 
having a disability (21.1%) (Disability Statistics Annual Report, 2017). Cook County was reported to have the 
highest number of people reported with disabilities (539,900 people) across all counties in Illinois (State Report 
for County-Level Data: Prevalence, 2015).  
 
There are various types of disabilities that constitute as part of the general broad term that may have some 
form of disability. According to the American Community Survey, approximately 12.8% of the United States’ 
population identifies as having a disability (Disability Statistics Annual Report, 2017). In the state of Illinois, 
11% of the total population reports having a disability (Disability Statistics Annual Report, 2017). For Illinois 
residents, this percentage is further divided by type of disability; 3% of residents’ report of hearing disability, 
2.1% report of vision disability, 4% of residents report cognitive disability, 6.1% of residents’ report of 
ambulatory disability, 2.4% of residents’ report self-care disability, and 4.3% of residents’ report of independent 
living disability (Institute on Disability University of New Hampshire, 2017).  
 
Health behaviors can be detrimental especially among people with disabilities as they can lead to other risk 
factors. The national average of obesity among people with disabilities was estimated to be 38.9%, it was 
evident that people with disabilities living in Illinois had a higher rate of obesity at 41.7% (Disability Statistics 
Annual Report, 2017). It was also estimated that 16.2% of people with disabilities engage in binge drinking 
compared to the national average of people with disabilities at 13.1% (Disability Statistics Annual Report, 
2017). Health insurance coverage for people with disabilities was reported to be 89.3% in Illinois compared to 
the national average of 88.1% of people with disabilities having health coverage (Disability Statistics Annual 
Report, 2017). 
 
Age Group  
The number of people living with disabilities in the United States is expected to grow as the population 
continues to age. There will be a significant shift in the United States’ population as the Baby Boomer 
population is expected to increase signaling population health needs to also increase. Older adults contribute 
to disability due to their physical and intellectual impairments, as they may be unable to manage their domestic 
lives and unable to handle self-care tasks. In 2016, it was estimated that approximately 32.6% to 34.5% of 
people with disabilities were of ages 65 and over were living in Illinois (Disability Statistics Annual Report, 
2017).  
  
Income 
People living in poverty, not having access to resources can contribute to rising population of people with 
disabilities. Estimated poverty rate for people age 18-64 with disabilities in IL is 26.8% (Disability Statistics 
Annual Report, 2017). Median earnings of people with disabilities in the state of Illinois was approximately 
$22,089 compared to people without disabilities who had a median earning of $35,506, showing an estimated 
earning gap of $13,417 (Disability Statistics Annual Report, 2017). Employment rates in the State of Illinois for 
people disabilities ages 18 to 64 years was estimated to be 35.7% (Disability Statistics Annual Report, 2017).  
 
Educational Attainment 
People with disabilities often have the lowest level of educational attainment. It is estimated that only 6.6% of 
people ages 25 and older had a 4-year college degree by disability status in Illinois compared to the state 
average of 14.2% of people ages 25 and older who had a 4-year college degree without a disability (Disability 
Statistics Annual Report, 2017). Interestingly, Illinois had a higher rate of students ages 6 to 21 served under 
Individuals with disabilities receiving special education at 9.5% compared to the national average of 8.9% 
(Disability Statistics Annual Report, 2017).   
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Geographic Distribution  
Although, disability is not distributed geographically, nationwide California is reported to have the highest rate 
of people with disabilities across all disabilities (Institute on Disability University of New Hampshire, 2017). 
Important to eliminate restrictions on people with living with disabilities. Distribution geographically within the 
U.S. not heavily concentrated in specific areas but disabilities present challenges and can severely alter major 
life areas such as in areas of maintaining social relationships, managing self-care tasks, domestic life, learning 
abilities, along with many others.  
 
Priority Population 
Findings from the 2015-2016 Community Health Needs Assessment of Chicago and Suburban Cook County 
highlighted the need for in-depth analysis of people with disabilities. People with disabilities are often 
considered to be one of the most vulnerable populations as they face many barriers and hardships in having a 
quality of life especially when it comes to their health. Addressing such issues will enable policy makers to 
become aware of scope of issues surrounding people living with disabilities through advocacy work and for 
hospitals to engage in care coordination of activities to provide solutions. The significance of in-depth analysis 
of people with disabilities will allow dialogue to address health needs of people with disabilities and their 
caregivers while also lifting equity issues in communities. 
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Survey Data Key Findings 

Methodology 

Basic description of survey, distribution and 
survey collection, and analysis methods 
The Community Input Survey was used as a way 
to assess community health needs and assets 
from community residents. The Community Input 
Surveys were distributed between October 2018 
and February 2019, where approximately 5,934 
surveys were collected from residents 18 and 
older living in Cook County. Of the 5,934 total 
Community Input Survey respondents for 
Chicago and Suburban Cook County, 26% 
(n=1,561) of the respondents reported yes to 
having someone in their household with a 
disability. The surveys were available on paper 
and online and were then disseminated in 
English, Spanish, Chinese, and Polish. The 
surveys included questions asking respondents 
about health status of their communities, 
community strengths, opportunities for 
improvement, and priority health needs. 
Hospitals, community-based organizations, and health departments distributed the surveys with the intention to 
gain insight from priority populations that are often underrepresented in the assessment process. Survey 
respondents were asked open-ended questions pertaining to areas of community strengths and community 
improvements. The responses were then coded and defined based on central themes in relation to the context 
of the questions for further analysis.   

 
Qualitative Data Analysis 

Greatest Strengths in Communities, as reported by Community Input Survey Respondents with a 
household member with a disability (n=1,561) 
Survey respondents were asked an open-ended question on the Community Input Survey to identify strengths 
in their communities: “What are the greatest strengths or best things in the community where you live?”. 
Survey respondents who reported a household member with a disability identified many community strengths 
the most common community strengths raised by survey respondents with a household member with 
a disability were:  

 community cohesion 
 transportation 
 safety and low crime 
 community services 
 accessibility 

 
Survey respondents described community cohesion as the most important characteristic of community 
strengths. Respondents viewed community cohesion as a sense of unity and togetherness of shared values 
and having positive relationships with community members as a positive attribute. Accessible transportation 
was also attributed to community strength and was explained as way for people disabilities to be able to have 
flexibility and in all aspects of their lives. Community members also found feelings attributed to safety and low 
crime to be a strength within their community. Community services such as community organizations and 

74%

26%

Figure 1. Anyone in the household have a 
disability?

No Yes
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programs were mentioned by several survey respondents. Accessibility another frequent response mentioned 
by survey respondents with a household member with a disability where respondents believed access to needs 
such as grocery stores, transportation and health care were described as an important part of the community.   
 
Survey respondents were asked another open-ended question pertaining to areas of community 
improvements. The responses were then coded and defined based on central themes in relation to the context 
of the question. As reported by survey respondents living with a household member with disability, the 
top areas for community improvement were: 

 safety and low crime 
 community services  
 economic development 
 affordable housing 
 infrastructure 

 
Many survey respondents reported safety and low crime as a top priority in areas of improvement within their 
communities as they face many threats in their communities such as gang violence. Community service was 
also another factor respondents wanted to see improved. Both factors were explained as areas of 
improvement even though there seen as strengths in other communities. Economic development pertaining to 
availability of jobs was an important area respondents emphasized specifically to the fact that they may not 
have many options due to their disability. Many respondents also heavily emphasized on affordable housing 
and the need within their communities. Infrastructure was another major area of concern for people with 
disabilities as it often causes problems getting to and from places.  
 
Respondents were asked the multiple-choice question “What do you think are the three most important things 
necessary for a ‘Healthy Community?’” The term “Healthy Community” was chosen because health can be 
interpreted many ways. Respondents were asked to use their personal definition of healthy community. The 
respondents picked the top three health problems out of 17 choices. Some of the most common selections 
by survey respondents with a household member with a disability were:  

 access to health and mental health services 
 access to community services 
 affordable housing 
 safety and low crime 
 access to healthy food 

 
Community input data showed access to having quality level health and mental health services as a pressing 
need among households with a member with disabilities. Many respondents explained the need for such 
services by stating the importance of having services pertaining to their wide range of medical issues that they 
may not always have access to and the implications resulting in their unmet health needs. Respondents 
identified community services such as having the accessibility of readily available resources in the community 
like programs, events, and organization as important attributes that they would like to see as improvements 
within their communities. Affordable housing or low-cost housing through lowering property taxes was another 
area of improvement mentioned by respondents. Access to healthy food was also another factor mentioned by 
survey respondents. 
 
Themes were discussed as strengths based on the nature of the open-ended question asking about strengths 
respondents see in their communities’. Survey respondents also acknowledged several concerns pertaining to 
their communities that they understand as room for improvements. Major cross cutting themes determined by 
the participants included the following:  

 difficulties of accessing built environment and need for improvements and accessibility in the built 
environment especially for wheel chair users. 

 transportation related issues causing major delay in receiving health care services.  
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 not having access to adequate health care professionals and services to fit their distinct health needs.  
 

Quantitative Data Analysis  
Figure 2. Frequency Distribution of Greatest Strengths by Survey Respondents Living with a 

Household Member Living with Disability in Chicago and Suburban Cook County 
 

Code Count 

Accessibility 161 

Affordability 13 

Affordable Housing 25 

Built Environment 8 

Businesses 68 

Child and Adolescent Engagement 23 

Cleanliness 80 

Community Cohesion (formerly 
Neighborhood Feel) 

5 

Community Services 169 

Diversity and Inclusion 96 

Economic Development 34 

Education 147 

Entertainment 103 

Everything 8 

Food 109 

Health Care 116 

Housing 47 

Immigrant 3 

Leadership 42 

LGBTQ + 1 

Neighborhood feel 445 

Nothing 25 

Older Adults 26 

Parks and Recreation 145 

People with Disabilities 4 

Quiet 59 

Religion or Spirituality 70 

Safety and Low Crime 225 

Transportation 245 

Walkability 13 



Appendix D     RML 2019 CHNA-- COMMUNITY PROFILE OF PEOPLE WITH DISABILITIES 
 

May 2019    8 
 

Figure 3. Frequency Distribution of Community Improvements by Survey Respondents Living with a 
Household Member Living with a Disability in Chicago and Suburban Cook County 

Code Count 

Accessibility 5 

Affordability 28 

Affordable Housing 83 

Affordable Services 4 

Child and Adolescent Engagement 37 

Cleanliness 38 

Community Cohesion (formerly Neighborhood Feel) 5 

Community Services 169 

Diversity and Inclusion 25 

Economic Development 95 

Education 38 

Entertainment 21 

Everything 9 

Fitness 4 

Food Accessibility 57 

Gentrification 6 

Green Space 24 

Health Care 63 

Health Education 5 

Health Insurance Coverage 3 

Homelessness 7 

Housing 33 

Immigration  1 

Infrastructure 72 

Leadership 11 

Mental Health 42 

Nothing 15 

Older Adults 37 

People with Disabilities 5 

Pollution 7 

Religion or Spirituality 1 
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This question on the Community Input Survey was a multi select questionnaire asking respondents to select 
top three health issues pertaining to their communities.  

 
Key Findings 

The top important health problems identified by 1531 community input survey respondents living with a 
household member with disability in Chicago and Suburban Cook County from the Community Input Survey 
were mental health (45%), age-related illness (44%), diabetes (43%), substance-use (16%), and cancers 
(28%). This was similar to the overall responses from 4232 individuals countywide, as shown in figure 5. 
Important health problems in the community as reported by survey respondents living with a household 
member living with a disability in Chicago and Suburban Cook County. Heart disease was tied with cancer at 
27% among people living with a household member with a disability and overall survey respondents.  
 

45%
44%

43%
28%
28%

27%
22%

21%
16%

10%
7%

5%
5%
5%
5%

3%

Mental health
Age-related illness

Diabetes
Substance-use

Cancers
Heart disease and stroke

Obesity
Violence

Dental problems
Lung disease

STIs/STDs, including HIV
Infectious diseases

Mother and Infant health
Motor vehicle crash injuries

Other
Child abuse

Figure 4. Important health problems in the community as reported by 
survey respondents living with a household member living with a disability 

in Chicago and Surburban Cook County

Safety and Low Crime 246 

Substance Use 27 

Transportation 60 
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Figure 6. Most Important Health Problems 

  

Most Important Health Problems  Overall (n=5763) 
Someone with a disability 
in the household (n=1531) 

Age-related illness 37% 44% 

Cancers 27% 28% 

Child abuse 5% 3% 

Dental problems 12% 16% 

Diabetes  42% 43% 

Heart disease and stroke 27% 27% 

Infectious diseases 5% 5% 

Lung disease  8% 10% 

Mental health 41% 45% 

Mother and Infant health 6% 5% 

Motor vehicle crash injuries 6% 5% 

Obesity 23% 22% 

Other 4% 5% 

STIs/STDs, including HIV 8% 7% 

Substance-use  30% 28% 

Violence 23% 21% 

 
 
 

45%
44% 43%

28% 28%

41%
37%

42%

30%
27%

Mental health Age-related illness Diabetes Substance-use Cancers

Figure 5. Three most important health problems in your community

Someone in the household
with a disability (n=1531)

Overall (n=5763)
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Analyzing all important health problems among the two groups help understand the bigger picture and explain 
variability. For example, heart disease and stroke are considered to be the most important health problem 
across the board at 27% even though this is not one of the top five health concerns among all survey 
respondents. Based on the table above, it is evident that age-related illness is a greater health concern people 
with disabilities than people than overall survey respondents. Mental health was also another health issue that 
was higher at 45% compared to overall respondents at 41%. Violence is shown to be higher among overall 
respondents as compared to people who indicated living with a household member with a disability (23%). 
Dental problems were another important health problem that varied between the groups of survey respondents 
as Community Input Survey data showed this to be a greater area of health concern among the people who 
responded yes to having a household member living with disabilities at 16% compared to the other overall 
group at 12%. 
 
 
 

 
Figure 7 shows the percentage of selections among this priority population. According to the Community Input 
Survey respondents who indicated living with a household member with a disability, access to health care and 
mental health services to be the highest priority as 55% of respondents identified this as a major factor 
necessary for a healthy community. Access to community services was also another top priority among survey 
respondents living with a household member living with a disability at 37%. Affordable housing was another 
area of concern as 34% of respondents selected this. Safety and low crime was another major factor at 34%. 
Access to healthy food came at 30%.  
 

55%
37%

34%
33%

30%
20%

19%
18%

16%
13%
13%

12%
11%

8%
7%
7%

1%

Access to health care and mental health…
Access to community services

Affordable housing
Safety and low crime

Access to healthy food
Access to transportation
Quality job opportunities

Good schools
Clean environment

Religion or spirituality
Strong family life

Parks and recreation
Strong community cohesion and social…

Diversity and inclusion
Affordable childcare

Arts and cultural events
Other

Figure 7. Important Factors Necessary for a "Healthy Community" as 
Reported by Survey Respondents living with a Household Member Living 

with Disability in Chicago and Surburban Cook County. 
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Summary of Key Findings  

Among the top five factors identified by Community Input Survey Respondents as most important factors 
necessary for a healthy community, figure 9 shows access to health care and mental health services was 
identified as the top priority as 55% of survey respondents living with a household member with a disability and 
48% of overall survey respondents. Access to community services was another factor in need for 
improvements as identified by 37% of survey respondents living with a household member with a disability and 
by 31% of overall survey respondents. Affordable housing was recognized as a bigger concern to people living 
with a disability (34%) than overall survey respondents (24%) as there was a difference of 10% among the two 
groups of survey respondents. Safety and low crime was also recognized as a need for improvement within the 
community where 33% of survey respondents living with a household member with a disability and 39% of 
overall survey respondents. Access to healthy food was about the same among both groups of survey 
respondents as it was 30% among people living with a household member with disability and 29% of overall 
survey respondents.  
 

Figure 9. Most Important Factors for a Healthy Community 
 

Most important factors for a 
healthy community 

Overall (n=5717) 
Someone in the 

household with a 
disability (n=1517) 

Access to community services 32% 37% 
Access to health care and mental 
health services 

50% 55% 

Access to healthy food 29% 30% 
Access to transportation 17% 20% 
Affordable childcare 8% 7% 
Affordable housing 27% 34% 

55%

37%
34% 33%

30%

48%

31%

24%

39%

29%

Access to health
care and mental
health services

Access to
community

services

Affordable
housing

Safety and low
crime

Access to healthy
food

Figure 8. Top 5 Important Factors Neccesary For A Healthy Community

Someone in the household
with a disability (n=1517)

No one in the household with
a disability (n=4200)
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Arts and cultural events 6% 7% 
Clean environment 18% 16% 
Diversity and inclusion 8% 8% 
Good schools 21% 18% 
Other 1% 1% 
Parks and recreation 12% 12% 
Quality job opportunities 18% 19% 
Religion or spirituality 11% 13% 
Safety and low crime 37% 33% 
Strong community cohesion and 
social networks 

12% 11% 

 
Analyzing responses related to the open-ended survey item relating to important factors necessary for a 
healthy community among the two groups of survey respondents will help explain variability and consistencies. 
Although access to community services was identified as one of the top important factors among people living 
with a household member living with a disability and overall survey respondents, it was a higher area of 
concern for people that responded yes to living with a household member with a disability at 37%. Another 
example of difference in variability is that 48% of people who responded no saw access to health care and 
mental health services as an important factor for healthy community whereas, 55% of people with a household 
member with a disability at saw it as a bigger factor for a healthy community. Addressing issues of safety and 
low crime were among the top 5 factors between both group of respondents, however there was a greater 
need to address this issue in the group that responded yes to having a household member with a disability with 
a difference of 6%. Similarly, access to transportation was another greater factor among people with disabilities 
group at 20% highlighting priority needs.  
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Literature Review   

Research has established that engaging in physical activity can improve health outcomes. Environmental 
barriers can limit usage of built environment with people living with disabilities making it more difficult for them 
to engage in physical activity. Health care access can significantly improve quality of life for disabled 
populations. 
Examples of how barriers in built environments impacts people with disabilities. 

 Accessibility barriers create negative views in people with disabilities as this ultimately leads to less 
opportunities to engage in physical activity and physical use of the built environment. Design of the built 
environment can also disproportionately affect people with disabilities compared to the general 
population. Research indicates perceived neighborhood characteristics to have similar effects on 
people regardless of physical disability or impairment. (Christensen, Holt, & Wilson, 2010).  

 Access to open space has been linked to a positive association in engaging in physical activity, 
suggesting built characteristics of the neighborhood may be essential for people with disabilities 
(Botticello, Rohrbach, & Cobbold, 2014). 

 Consistent physical activity in children and adults with disabilities is highly suggested and not engaging 
in the recommenced levels of physical activity can lead to myriad of proposed health risk factors as 
physical activity can improve health outcomes. Research showed adults with disabilities were not 
meeting the recommended guidelines for physical activity which associated with factors such as age, 
race, and health. (Boslaugh & Andresen, 2006).   

 
Although in recent years, the Americans with Disability Act has made significant strides in the disability sector, 
there are still gaps in services of transportation. Research has indicated lack of adequate transportation has 
not only impeded mobility in people with disabilities in receiving necessary health care services but has also 
stripped this population of their independence.  
Examples of how transportation related challenges create accessibility barriers for people with disabilities. 

 Aside from the physical transportation barriers that still exist, people with disabilities perceive societal 
behaviors such as negative experiences and poor attitudes from drivers as barriers. They complain of 
inappropriate behavior of the driver, an inadequate system, and not drivers not being properly trained to 
assist them (Jill L. Bezyak, 2017).  

 People with disabilities often depend on public transportation for physical access to health care settings 
but these often-become whole day affairs because of delay and inconsistencies from transportation 
companies leading to cancelation of health services. This contributes to overall negative health 
outcomes.   

 People with disabilities often require greater travel needs as transportation offers an important avenue 
to achieve independence and not be home bound. Transportation allows disabled people to live a 
social life by having opportunities to form and gain interpersonal relationships. Inadequate access to 
transportation deeply confines them because they are unable to have the same level of function ability 
as the general population.  

 
Research has shown additional health disparities in people with disabilities because of unmet health needs 
from not having health care access as well as from health care professionals’ lack of holistic knowledge on 
serving disability populations. People with disabilities expressed that there were differential treatments from 
health care providers toward their conditions.  
Examples of inconsistent health care delivery resulting in unmet health needs.  

 People with disabilities often feel healthcare professionals do not have comprehensive knowledge to 
treat them as they require use of more complex healthcare services because of their possible multiple 
health issues. People with disabilities also express concerns of health care professionals unable to 
effectively communicate with them and lacking compassion, leading them to have negative perceptions 
of their providers resulting in less utilization of health care services and unmet health needs. People 
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with disabilities expressed that their interactions with providers led them to believe there were 
differentials in treatment (Morrison EH, 2008).  

 Health care system in the United States has brought confusion due to sudden and ongoing changes in 
insurance policies and approval for medical services following coverage disputes, delay in services, 
and unexpected cost related financial hardships (Mari-Lynn Drainoni E. L.-H., 2006).  

 Research shows that there are vast differences in availability of health-related quality services in rural 
areas compared to urban settings. There is often less access to the full range of health services in rural 
areas while urban areas tend to be more saturated with a wider spectrum of health care services 
considering the fact that people with disabilities require specialty care. Disabled populations also face 
great difficulties in rural areas since medical practices tend to lack accessible entrances and equipment 
suited for their conditions. This creates a negative perception in disabled populations residing in rural 
areas (Lisa I Iezzoni, 2006).  

 
  



Appendix D     RML 2019 CHNA-- COMMUNITY PROFILE OF PEOPLE WITH DISABILITIES 
 

May 2019    16 
 

Focus Group Data 

Between August 2018 and February 2019, the Illinois Public Health Institute (IPHI) worked with Alliance for 
Health Equity partners to hold a total of 49 focus groups and Learning Map Sessions with priority populations. 
After analysis of the focus group data, needs for people with disabilities became an emerging theme across the 
focus groups. Several community members from various focus group sessions discussed disabilities and its 
impact in their lives. Direct quotes from focus group participants were pulled in relation to major cross cutting 
themes with Community Input Survey Responses (see green text boxes). 
 
Community Input 
Focus group participants identified built environment as a major road block in not having a healthy 
community. Built environment can play a major role in the lives of people with disabilities as characteristics of 
the built environment can enhance or limit the physical wellbeing of people. Focus group participants 
discussed the importance of health care administrative efforts from more of the political advocacy perspective 
to bring change in improving structural conditions.  
 
Focus group members on the mentioned the following when referring to the built environment:  

 
These responses demonstrate the need for improving conditions in the built environment that may impede 
people with disabilities from living independent lives.  
 
Housing was also identified as a major area of concern for focus group participants. Inequities in housing 
demonstrated a need for more services to help people with disabilities especially in attaining accessibility. 
Focus group members cited numerous factors pertaining to homelessness. In order to effectively reduce health 
disparities, homelessness plays an important element in addressing inequities. Homeless individuals are 
considered to be one of the most vulnerable populations, that coupled with being disabled further exacerbate 
their health issues.  

 
Transportation related issues emerged as a major theme as it was mentioned across several focus groups. 
Transportation plays a major role in providing people with disability a sense of independence as they may be 
restricted by their physical or cognitive disability and as well as age related disability. Inequities in 
transportation related services were highlighted particularly by groups North Side of Chicago. Participants 
stated lack of reliable transportation often meant delay in necessary medical services. Participants felt that 
transportation services were not held accountable for the distress they often caused people with disabilities 

“Most homes are not built in accessible ways, for communities with disabilities.” (CPL, Edgebrook) 
 
“There are local policies that make it hard to make homes accessible, like a ramp can only be built on the property if 
it is going to be used by the property owner.” (CPL, Edgebrook) 
 
“The safety of the house has to be sacrificed to afford it” (CPL, Edgebrook) 
 
“Participant would like to see houses for older populations to be built in safer areas and near parks and recreation.” 
(CPL, Edgebrook) 

“I think the solution to walking around the block would be partnership with the alderman so that sidewalks are level, a 
pole that walkers can reach to know how long they have to go before a turn.” (FGE, Friedman Place) 
 
“We have one traffic like that speaks to you - but there is another one on Bryn Mawr that doesn't - a partnership with 
the alderman is very important” (FGE, Friedman Place)   
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and they were no effective communication or method of coordination between services. Additional focus 
groups highlighted that even for non-medical services, participants preferred to not use transportation services 
because of their lack of reliability.  
 
Participants also stated need for assistance beyond transportation as many of them do not have family 
members available to assist them every time, this creates issues in areas of logistical support ensuring they 
receive help with appropriate services pertaining to setting up appointments and having physical support to 
and from the appointments. Transportation also poses as a major source of independence for the increasing 
population of older adults as it was seemingly evident that majority of the focus group participants from CJE 
SeniorLife used assisted mobility devices. This further correlates with findings in research implying presence of 
mobility issues in people with disabilities and requiring further assistance.  

 
All of these responses from the focus group members highlight the importance of having a reliable system of 
transportation in ensuring health needs are being met as well as for people with disabilities to have a better 
quality of life. Focus group participants proposed areas for improvement in their communities that relate to 
health departments playing a role in improving transportation systems. These changes must be made on an 
institutional level to help facilitate things faster.  
 
Participant also emphasized the importance of having representation in the greater community to fight for 
the changes they want to see in the community and advocate for their rights from their perspective. As stated 
by a focus group participant, “One major thing is the lack of representing your demographic - if you have an 
organization you need to have people representing the demographic of the people you serve so that you as a 
leader could assist more because they would understand better what the community's needs are.” 
 
Focus groups also acknowledged several limitations in health care access. Inequities in health care were 
highlighted by focus group members as they often felt unaware of the services covered by their medical 
insurance and lack of coordination and utilization of external services. This can lead to numerous issues 
pertaining to making appropriate medical decisions. Focus group participants described having access to not 
only physical and mental health but also a need for social services in making their community healthy.  
 
Participants expressed differences in treatments between healthcare settings - hospital settings and 
private clinics in abiding by the American with Disabilities Act (ADA). One of the areas of concerns highlighted 
by focus group members revolved around accountability of health care professionals. For example, according 
to their experiences, they reported hospitals to be following protocol in accordance to laws established by the 
ADA when compared to private clinic settings which did not follow regulatory standards as thoroughly. 
Participants stated, “Hospitals have more accountability and training where individual providers don’t have the 
same training or resources.” Participants emphasized that often times, private providers did not always have 
the proper medical equipment to properly suit their disability.  

“What bothers me with medical rides and nobody seems to be accountable.” (FGE, Friedman Place)   
 
“We don’t have a place that we can call if we miss a medical appointment because of them” (FGE, Friedman 
Place)  
 
“I don’t use medical service transport – there is no central party that we can go to complain and represent us – 
there is no accountability.” (FGE, Friedman Place) 
 
“Hoyer lifts - a lot of people have trouble with disabilities and the Hoyer lifts are not clean, are not 
comfortable, the batteries run down often.” (CJE, Senior Life)  
 
“We need to have affordable transportation to medical appointments.” (CJE, Senior Life) 
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Focus group participants on the North Side of Chicago felt as though needs of the visually impaired and 
hearing impaired often did not meet the gold standard as medical providers did not cater specifically to their 
disabilities’ and failed to provide proper accommodations. Similarly focus group participants from the CJE 
SeniorLife mentioned disruptions in their care as their physicians were suddenly changed.  
 
Additionally, groups held in the Edgebrook neighborhood of Chicago, believe there are several factors that 
constitute to a healthy community such as a need for health promotion programs, preventative care, 
involvement from the medical community, as well patient centered care. Participants stated that often 
times, people with disabilities are not treated with respect or dignity by health care professionals, which can be 
a major issue in attaining required medical services. Community members also recognized healthy 
environment in relation to physical environment, air and water as a must for a healthy community. 
 
Focus group participants on the North Side of Chicago proposed recommendations in correcting these issues. 
They stated the importance of being educated and being transparent during medical visits and services. 
Participants also suggested properly training medical staff on bettering their communication efforts as this will 
be highly effective in ensuring their needs are met. They also propose ideas of experiential training for 
healthcare providers. They advocate for having health care staff members to help out when needed additional 
assistance or support. Members from the CJE SeniorLife proposed solutions centered around having their 
voices heard and reporting back efforts to them.  
 

 
 
 
 
 
 
 
 
 
 
 
 
 

“It’s really difficult to find special needs programs, participants had to look out of state.” (CPL, Edgebrook) 
 
“More listening instead of advising from medical staff.” (FG, Friedman Place) 
 
“Insurance coverage- hard to find places that take their insurance.” (CPL, Edgebrook) 
 
“Programs are expensive, there are very few free programs.” (CPL, Edgebrook)  
 
“Need to have resources for those who can't see such as large print, braille, etc.” (FG, Friedman Place) 
 
“A healthy community is where we have good access to healthcare including transportation to things like 
doctor offices, we don’t always have that, and we don’t have money for that - Safety equipment, be 
well, reduce viruses that go around.”  (FG, Friedman Place) 
 
“Personally, I think some of these are the result of healthcare plans - if hospitals and offices had more of 
their own transportation - then their transportation would know when we have appointments - then 
doctors would have better communication with transport.” (FG, Friedman Place) 
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Conclusions and Recommendations  

Synthesis of literature coincides with many of the inequities highlighted by survey respondents living with a 
household member with a disability from the 2018 Community Input Survey as well as key findings gathered 
from the focus groups. Based off of these findings, IPHI and their hospital partners are proposing 
recommendations and important steps in supporting their independence to achieve sustainable long term 
public health successes. 
 
Based off the Community Input Survey data and focus group data it was evident that one of the most important 
priorities in bridging health disparities among people with disabilities was the need to increase access to health 
care services and mental health care services. Focus group participants and Community Input Survey 
respondents both expressed the need for better communication efforts with their health care providers to 
effectively understand their health needs. Both groups also conveyed concerns for health professionals to be 
better equipped on being able to effectively tackle wide range of health issues faced by people with disabilities. 
This can be a constant and pressing issue for people with disabilities as their conditions might require ongoing 
medical care which further contributes to their unmet health needs.  
 
From the data gathered, it was evident that there also some unmet health needs within this priority population:  

 need to ensure health needs such as engaging in physical activity is met for people with disabilities. 
 need to address increasing mental health issues and services. 
 need for increased access of community resources. 
 need for assistance in attaining affordable quality level housing. 

 
Focus group participants also stated how often times, private practice or private clinics that offer health care 
services do not follow rules and regulations placed by the American Disability Act in assuring accessibility 
standards that should be up to par with guidelines.   
 
Proposed recommendations to address this issue through literature suggests: 

 training programs to educate health care providers (Office of Minority Health, 2017).  
 increase accessibility/facilitate health access at all levels of needs (Harder Company Community 

Research, 2008).  
 holding health care professionals accountable (Harder Company Community Research, 2008).  
 increase access in rural communities by proving disability services on the community level (Lisa I 

Iezzoni, 2006). 
 constitute a better measure of performance for managed care systems serving people with disabilities. 

 
Findings from research, Community Input data, and focus group data all suggest that needs for people with 
disabilities are not being met across the board. Public health also plays an essential role in addressing barriers 
and inequities for people with disabilities through improving health care access and reducing secondary health 
issues, as most public health priorities are placed on primary prevention efforts.  
 
This can be done through the following:  

 interventions that help increase physical activity in people with disability. 
 decreasing healthcare expenditures through health promotion.  
 increase in federal legislation and programs.  
 include people with disabilities in areas of research.  
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To address issues pertaining to health care delivery, the CDC proposes offering patients information on living a 
healthy life that is easy to understand so that they can make well informed decisions. Health care providers 
should be better equipped in treating people with disabilities this can be achieved through further professional 
education efforts 
 

 Promote healthy lifestyle behaviors specific to their needs.  
 Increase participation in screening tests and involvement in wellness programs.  
 Engage in preventative services.  
 Increase health communication materials specifically targeting needs for people with disabilities.  
 Increase public health initiatives focusing around their needs.  
 Increase surveillance and data on people with disabilities.  
 Include them in emergency preparedness plans. 
 Break down attitudinal barriers to increase inclusion.   
 Provide adaptive equipment in recreational areas.  

 
From the data gathered, it was also evident there was a number of inequities with affordable housing. This was 
a major theme across both survey respondents living with a household member with a disability and overall 
survey respondents. Inequities in housing confirmed a need for additional services to help people with 
disabilities especially in achieving accessibility. 
 
Focus group participants highlighted major barriers they face such as the inability to have physical and 
logistical access to health care services. This is becoming a growing concern as the population of older adults 
is expected to increase exponentially. Similarly, survey respondents also identified accessibility barriers as a 
major roadblock in accessing health care services and the various limitations they face in living independent 
lives.  

 
Recommendations to address physical barriers includes: 

 providing accommodations such as ensuring level entrance to the facility (Disabilities Rights Education 
& Defense Fund, 2014).  

 signs directing accessible amenities and alternative routes/entryways for people with disabilities 
(Disabilities Rights Education & Defense Fund, 2014).  

 increasing knowledge of ADA policies at local, state, and federal levels.   
 
Another major barrier faced by people with disabilities that arose from focus group data and the Community 
Input Survey data that also corresponds with literature is the need for bettering transportation systems across 
the country for people with disabilities. Transportation related issues are a pattern across the country. 
Addressing transportation related issues will also help older adults in living independent lives. Both focus group 
participants and survey respondents expressed that people with disabilities are heavily reliant on transportation 
services not only as a means of getting to and from health care services but also in terms of maintaining 
independent social lives. Transportation provides an avenue for people with disabilities to have access to 
employment, housing, education, health care, and social life. Not having access to transportation can severely 
limit activities and opportunities for people with disabilities to be able to participate in. The ADA fails to 
implement regulatory standards which results in transportation companies not being held accountable.  
 
Recommendations to address transportation related issues:  

 better coordination between health care providers and transportation companies (Mari-Lynn Drainoni E. 
L.-H., 2016). 

 special time accommodations for people with disabilities in healthcare settings to ensure people with 
disabilities receive necessary medical services (Mari-Lynn Drainoni E. L.-H., 2016). 

 advocacy work to improve transportation related challenges with involvement from key stakeholders as 
well as involvement from the government (Jill L. Bezyak, 2017).  
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As it is evident from the data collected, improving transportation related services can greatly impact health in 
people with disabilities in positive ways. In Knoxville, Tennessee The Office on Aging implemented a program 
ran solely by assisted transportation volunteers. These volunteers provide wide ranges of services to meet the 
needs of community members that help older adults in daily life. Their mission value centers around assisting 
older community members in achieving the highest quality of life in living independent lives.      
 
Another example of evidence based best practices include the National Aging and Disability Transportation 
Center’s approach in providing transportation for individuals with chronic care conditions. This program delivers 
full range of assistance with transportation needs through aiding passengers entering to and from the 
destination, helping with opening doors, offering verbal assistance, assisting in getting passengers get settled, 
and staying by the passenger’s side through the duration of the appointment. This program not only helps 
individuals having difficulty in reaching their medical appointments but also aids in encouraging full 
participation of disabled individuals in being full members of their respective communities. Similar programs 
like this if implemented in Chicago and Suburban Cook County can also yield positive outcomes.  
 
https://www.nadtc.org/resources-publications/rural-best-practice-transportation-for-individuals-with-chronic-
care-conditions/ 
 
Voucher programs are an alternative method that offer transportation for people with disabilities. Several states 
have implemented these programs in the past and have proven to be successful. Voucher programs operate 
through giving people who qualify booklets of printed vouchers or coupons that can be used in exchange for 
rides. Supporting agencies determine if the coupon offer cheaper rides or cover a certain dollar amount. The 
voucher model can be serviced through taxi companies, transit drivers, and even volunteers. The successes of 
such programs offer enhancing services for people with disabilities to have access to education, employment, 
health care, as well as other recreational activities. Voucher programs can be extremely beneficial by 
expanding options in rural areas where public transit opportunities are limited. In recent years, voucher 
programs have been gaining popularity.  
 
http://www.fddc.org/sites/default/files/file/publications/transportation%20feasibility%20study.pdf  
 
Some successful examples of voucher programs include:  

 Sun-Prairie Transportation Taxi Voucher Program, Wisconsin  
 Transportation Voucher Project—Association of Programs for Rural Independent Living (APRIL)  
 Miles with Meaning, Michigan  
 North Country Independent Living (NCIL)— Wisconsin  

Examples of recommendation to increase access to transportation include:  
 Increasing communication and coordination between services and providers. 
 Educating hospital systems and providers to identify local solutions in transportation related problems.  
 Increasing on demand transportation amenities for people with disabilities.  
 Implementing alternative and more innovative ways to provide transportation.  
 Enforcing ADA guidelines to ensure the rights of people with disabilities are met by holding 

agencies/companies accountable.   
 

Successful programs mentioned above can also be modeled in Chicago and Suburban Cook County to have 
similar outcomes and ultimately decrease barriers for people with disabilities and improve their overall health 
outcomes. These programs serve as great examples of how some of the issues can be resolved and 
significantly better the lives of people with disabilities.  
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Other Planning Efforts Related to Older Adults and CCI Patients 
 
There are other organizations and collaborations in the RML service area that are working on health 
planning and programming related to older adults and CCI patients. 
 
Area Plans on Aging 
 
AgeOptions – www.ageoptions.org 

 2019-2021 Area Plan on Aging 
 
Agency on Aging of Northeastern Illinois – www.ageguide.org 

 2019-2021 Area Plan on Aging  
 
Chicago Department of Family and Support Services – www.chicago.gov/city/en/depts/fss.html 

 2019-2021 Area Plan on Aging 
 
Local Hospital and Health Department Collaboratives 
 
Chicago Department of Public Health – www.chicago.gov/city/en/depts/cdph.html 

 Healthy Chicago 2.0 Community Health Assessment 2016-2020 
 Healthy Chicago 2.0 Community Health Improvement Plan 2016-2020 
 Chicago Health Atlas 

 
Cook County Department of Public Health – www.cookcountypublichealth.org 

 WePLAN 2020 – Suburban Cook County Community Health Improvement Plan 
 
DuPage County Health Department – www.dupagehealth.org 

 Impact DuPage 2018 Community Health Assessment 
 Impact DuPage 2019-2021 Community Health Improvement Plan 

 
Will County Health Department & Community Health Center – willcountyhealth.org 

 Will County CHNA 2017 
 
Alliance for Health Equity – allhealthequity.org 

 2016 CHNA Reports 
 2019 CHNA Community Input  

 
Additional Resources 
 
American Association of Retired Persons – www.aarp.org 
The AARP website contains articles about hiring a home care worker as well as other information about 
the different types of home-care providers available. 
 
AgeOptions – www.ageoptions.org 
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AgeOptions’ core program focuses on Cook County and other collar counties and is funded by the Older 
Americans Act. There are 10 Caregiver Resource Centers located around suburban Cook County and 
includes opportunities for trainings, respite, and adult daycare. 
 
Aging Care Connections – www.agingcareconnections.org 
Aging Care Connections meets with seniors at the hospital to assess needs and to inform them about 
services that are available in their community. 
 
Chicago Area Agency on Aging – www.cityofchicago.org/city/en/depts/fss/provdrs/senior.html 
The Chicago Department of Family and Support Services hosts the Chicago Area Agency on Aging, which 
administrates a variety programs designed to address the diverse needs and interests of older 
Chicagoans, from those who are healthy and active, to those who are frail and homebound. 
 
Illinois DHS Division of Rehabilitation Services – www.dhs.state.il.us 
The Illinois Department of Human Services’ Division of Rehabilitation Services is the state's lead 
agency serving individuals with disabilities. DRS works in partnership with people with 
disabilities and their families to assist them in making informed choices to achieve full 
community participation through employment, education, and independent living 
opportunities. 
 
Medicaid – www.medicaid.gov 
The official Medicaid website has details about what is covered by Medicaid and also the 
requirements needed to qualify. 
 
Medicare – www.medicare.gov 
The official Medicare website contains useful information, fact sheets and support for knowing 
about your own personal Medicare plan. There are also location services that can find the nearest 
doctors, health professionals, nursing homes, hospitals, home health services, medical 
equipment suppliers and also other specialty medical facilities. Information is also available to 
find out what is covered and how someone can qualify for Medicare. 
 
National Caregivers Library – www.caregiverslibrary.org 
The National Caregivers Library was developed by FamilyCare America, Inc. and contains useful 
information that caregivers can utilize in dealing with common occurrences as a 
caregiver. Examples of Available Tools: 

 Questionnaires 
 Checklists 
 FAQ Sheets 
 Articles 
 Important forms 
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Priority #1: Coordination of Care 

Initiative 1A – Develop a Chronically Critically Ill Action Team.  

Moderate Progress 

The goal of a Chronically Critically Ill Action Team (CCI Action Team) is to discuss the 

issues and barriers faced by chronically critically ill patients once they return to the 

community and develop and implement solutions to improve their health and long-term 

outcomes.  

RML has recently entered into a one-year engagement with the Illinois Public Health 

Institute (IPHI) to facilitate the CCI Action Team beginning in January 2019.  

RML has received commitments from representatives from home health agencies, 

skilled nursing facilities, acute rehabilitation facilities, community agencies, Medicaid 

Managed Care providers, and its Partner organizations, Loyola University Health System 

and Advocate Healthcare, to participate on the Team. As of May 2019, three meetings 

have been held; three more are planned through the end of the year. 

The findings and recommendations from RML’s Post-Discharge Study have been 

incorporated into the Chronically Critically Ill Action Team’s efforts (refer to Initiative 2 

below). 

 

Initiative 1B – Create a portal to facilitate better communication between levels of care.  

Some Progress 

RML committed to take part in the Health Information Exchange run by the 

Metropolitan Chicago Hospital Council and Illinois Hospital Association. Unfortunately, 

the venture was discontinued due to the bankruptcy of the key information systems 

vendor.  

Most hospitals, including all of RML’s major referral sources, use a secure portal to 

communicate during the referral process. Most insurance companies have developed 

secure portals to communicate regarding pre-authorizations and continuing 

authorizations. 

There are no portals to securely exchange information with rehabilitation centers or 

skilled nursing facilities. 
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Priority #2: Chronic Disease Management 

Initiative 2 – Continue efforts to study and better manage disease progression of chronically 

critically ill patients. 

Significant Progress 

RML recently completed the data collection and initial analysis phases of its two-year, 

self-funded Post-Discharge Follow-Up Project through which it followed patients 

discharged from RML for one full year following their initial hospital admission to 

document their paths to recovery, their long-term outcomes, and the barriers they 

encountered along the way. 223 patients were enrolled in this project, of which 189 

were included for data analysis purposes. In order to reduce the occurrence of 

readmissions to short-stay hospitals, improve long-term outcomes, improve patient 

satisfaction, and deliver health care in a more cost-efficient manner, it was determined 

that care plans should be better aligned with individual patient goals, home caregivers 

should be better trained to care for this vulnerable patient population with complex 

medical needs, lapses in the availability of therapy services should be minimized, and 

greater clinical collaboration between hospital and skilled nursing facility providers 

should be effectuated.  RML is currently drafting a descriptive article of its findings for 

potential review and publication, as well as actively seeking support from various payers 

to help implement a new care delivery model that addresses the above-noted issues. 

Also, RML has supported research by a pulmonologist on staff at RML and Rush 

University Medical Center to study health care trajectories before and after long-term 

acute care hospital placement, with the ultimate goal being to improve outcomes for 

chronically critically ill patients.  The results of this research were recently published in 

the November 2018 issue of the American Journal of Critical Care. 

 

Priority #3: Transportation 

Initiative 3 – Continue participation with the Healthy Chicago Hospital Collaborative to develop 

transportation options for patients and families to attend physician visits. 

Some Progress 

RML participated with the Healthy Chicago Hospital Collaborative (HCHC) by helping 

develop the idea of working with ride-sharing services in order to discuss their ability 

and willingness to work with hospitals, and by providing input into pilot programs 

undertaken by some hospitals in the Collaborative with Lyft, a popular ride-sharing 

service. RML is evaluating implementing a similar agreement with Lyft to support 

patients discharged to home to ensure they are able to get to their first post-discharge 

physician appointment. 
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