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a b s t r a c t

Background: A growing number of states are turning to managed care arrangements to provide care to
senior and disabled Medicaid beneficiaries. Despite their complex care needs, very little is known about
the experience of these individuals in managed care.
Objective: To document experiences of a sample of aged and disabled Medicaid beneficiaries receiving
long-term services and supports through managed care in Iowa and to assess whether these experiences
changed over time.
Methods: A purposive sample of 49 aged and disabled beneficiaries enrolled in one of seven HCBS
waivers in Iowa was recruited in 2017. Telephone surveys were conducted in 2017 and 2019. A con-
ventional content analysis was used to generate themes, which were then ranked by frequency pro-
portions. Thematic frequencies were compared across waves among repeat respondents.
Results: Content analysis yielded seven themes in the following areas: system navigation; service ap-
provals; provider relations; customer service; case management; perception of Iowa’s transition to managed
care; and oversight. Concerns with service approvals was the most frequently reported theme and within
this, issues related to changes in approved services or hours and quality of newly approved services
comprised the largest number of references. Beneficiary concerns appeared to grow over time among
respondents participating in both survey interview waves.
Conclusion: The results of this study point to serious and persistent concerns related to access and
quality of care under managed care for at least some HCBS waiver participants in Iowa, underscoring the
need for a comprehensive evaluation of the program.

© 2020 Elsevier Inc. All rights reserved.
Introduction

Several states are turning to managed care for delivering care to
seniors and people with disabilities. They are frequent users of a
broad spectrum of services including, primary and specialty care,
durablemedical equipment, institutional long-term care, and home
and community-based services (HCBS), and account for nearly two-
thirds of Medicaid expenditures.1 However, despite their complex
care needs and sensitivity to service disruptions,2,3 little is known
about the quality of their experience in managed care.
agement and Policy, College
Drive, Room N238, Iowa City,

).
Quantitative studies in this area have produced mixed results.
While some find that disabled beneficiaries in Medicaid managed
care [relative to fee for service (FFS)] weremore likely towait to see
a provider, more likely to report difficulty in obtaining specialty
care, and less likely to receive a flu shot,4 others show that they
were more likely to have a usual source of care,5 experience im-
provements in the quality of chronic disease care linked to some
acute events,6 and report “satisfaction” with benefits and access to
care.7,8 In contrast, a few qualitative studies provide consensus on
various challenges faced by these beneficiaries in managed care,
including difficulty in accessing care, transportation barriers, and
care coordination problems.2,9e12

Extant literature has important limitations. Many studies5,7,11,12

examine older and disabled beneficiaries in states with voluntary
participation in managed care. However, beneficiaries in mandated
managed care may have different experiences. Although the

mailto:kanika-arora@uiowa.edu
http://crossmark.crossref.org/dialog/?doi=10.1016/j.dhjo.2020.100975&domain=pdf
www.sciencedirect.com/science/journal/19366574
www.disabilityandhealthjnl.com
https://doi.org/10.1016/j.dhjo.2020.100975
https://doi.org/10.1016/j.dhjo.2020.100975


K. Arora et al. / Disability and Health Journal 14 (2021) 1009752
Centers for Medicare and Medicaid Services has ruled that the
establishment of an ombudsmanprogram is an essential element of
managed long-term supports and services (LTSS) programs,13 no
prior work has investigated experiences of LTSS beneficiaries in
engaging with consumer protection programs. Past studies2,9e12

have also investigated beneficiary experiences at one point-in-
time, typically during or immediately after the transition to
managed care. It is unclear whether and how these experiences
change over time.

Using Iowa as a case study, this paper examines the following
questions: a) What are the experiences of HCBS waiver benefi-
ciaries inmandatedMedicaidManaged Care (MMC), including their
experiences in engaging with the state’s Managed Care
Ombudsman Program (MCOP), and b) How have these experiences
evolved over a three-year period since program inception?

We use a qualitative approach because it is suited to capturing
personalized outcomes among subpopulations with unique func-
tional and health care needs. HCBS beneficiaries require individu-
alized treatments and interactions across many providers and
settings. Standardized quality measures e typically employed in
survey data e may not easily translate to address the full spectrum
of these needs.14,15 Predetermined metrics are even more chal-
lenging in the context of a mandated change which may have
heterogeneous impacts for and within this population.

Methods

Program description

In April 2016, Iowa mandatorily transitioned all Medicaid
eligibility groups from FFS to MMC. Over 90% of Iowa’s Medicaid
population was covered by three Managed Care Organizations
(MCOs) by July 2016.16 [Since the initial transition, two original
MCOs terminated their contracts and one new MCO entered the
market.]17 Those transitioned included nearly 40,000 senior and
disabled beneficiaries in Iowa’s seven HCBS waivers (Elderly,
Physical Disabilities, Intellectual Disabilities, Brain Injuries, Blind or
Disabled individuals, Children’s Mental Health, and AIDS/HIV).18

The state also established the MCOP to serve as an advocate for
the rights of Medicaid beneficiaries in waiver programs. MCOP was
originally established as a parallel programwithin the Office of the
State LTC Ombudsman (OSLTCO), Iowa’s existing ombudsman
program for individuals in a health facility.19 It has since been
absorbed into the larger ombudsman function of the OSLTCO.20

Participants

In March 2017, participants were recruited from a larger group
of individuals who expressed interest in the study by responding to
i) brochures distributed at various community-based agencies, and
ii) an email describing the study sent to OSLTCO members. Inter-
ested individuals were screened for eligibility using a short survey.
Eligible individuals (or their representatives) were over age 18,
spoke English, had access to a phone for a 30-min survey interview,
and were enrolled in an HCBS waiver in Iowa. While we aimed to
represent all waiver programs, we were unable to recruit any HIV/
AIDS waiver beneficiaries. To ensure maximum variation in the
original (non-randomly selected) sample, we used random sam-
pling to limit participants in each waiver to 15 respondents.

We recruited 49 Iowans. Survey interviews were conducted
during MarcheJune 2017 to investigate early experiences with
MMC. All participants were contacted again in 2019 for a follow-up
survey interview. Twelve individuals could not be contacted, five
agreed to participate but failed to take the scheduled call, and six
refused participation. During JanuaryeMarch 2019, survey
interviews were completed by 26 original participants (“repeat
respondents” from here on). Verbal informed consent was obtained
and responses were de-identified. The Institutional Review Board
at University of Iowa approved this study.

Data collection

Close-ended questions in the survey interview instrument
focused on demographics, waiver type, MCO and MCOP contact,
andwhether the respondent had an experiencewarranting a report
to a state authority. Eight open-ended questions (Table 1) focused
on the nature and quality of interactions with the MCOs and the
MCOP.

Two different graduate students conducted the first and second
waves of survey interviews. For open-ended questions, participant
responses were documented as close to verbatim as possible using
typed field notes. To ensure response integrity, we employed a form
of member checking where the interviewers periodically restated
answers to participants to confirm responses. Transcripts were not
returned to participants. The interviewers introduced themselves
as graduate students at [blinded for review]. The survey interview
ranged from 15 to 150 min, with the average survey interview
lasting approximately 45 min.

Analysis

The data consisted of 75 survey interviews (49 from the first
wave and 26 from the second wave). Respondents participating in
only the first wave were retained to capture experiences across a
wide range of HCBS beneficiaries in Iowa, and to document sys-
tematic differences between the people who left the study and
those who continued.

For close-ended questions, we examined descriptive statistics
for the full sample in the first wave. We separately analyzed char-
acteristics of repeat respondents in the first wave to assess differ-
ential attrition. Finally, we examined summary statistics for repeat
respondents in the follow-up round to examine changes in time-
varying variables.

A conventional content analysis21 was used to examine quali-
tative data from open-ended responses. The survey interview was
the unit of analysis. Consolidated text data from all 75 survey in-
terviews was used in the derivation of codes. Two female re-
searchers (with doctoral training in research methods)
independently read all transcripts (in the same order) and assigned
codes to phrases and sentences.

The researchers identified recurring topics using an ongoing
process of comparing text segments within and across transcripts.
Discrepancies in coding were discussed within the team and
resolved by consensus. In the next stage, codes expressing related
concepts were grouped together to create categories, then orga-
nized into themes and subthemes. Teammembers met to check for
agreement on categories and themes. They also discussed if addi-
tional categories or themes were required.

After reaching consensus, we examined the frequency of each
theme in the full sample. Next, we compared the frequency of each
theme between the full sample and the subgroup of repeat re-
spondents in the first wave. Finally, we compared thematic fre-
quencies within the subgroup of repeat respondents over time.

Results

Table 2 presents descriptive statistics characterizing the full
sample at wave 1 (column 1), the subgroup of repeat respondents
at wave 1 (column 2), and the repeat respondents again at wave 2
(column 3). In the full sample, the mean age was 42 years,



Table 1
Open-ended questions.

PROBE if respondent reported contacting their MCO in the wave period:
1 What was the specific reason for contacting the MCO?
2 What were some positive aspects of interacting with your MCO?
3 What were some negative experiences when interacting with your MCO?
PROBE if respondent reported having experiences that warranted a report to a

state authority such as the Iowa Medicaid enterprise in the wave period:
4 Please describe the situation, what you did, and the result.
PROBE if respondent reported contacting the MCOP in the wave period:
5 What was the specific reason for contacting the MCOP?
6 What was the most helpful aspect about working with the MCOP?
7 What could the MCOP have done to be more helpful?
CONCLUDING REMARKS:
8 Is there anything else that you think is important for us to know about your

experiences with MCOs?

Notes: Wave period for first wave was “since April 2016.” Wave period for second
wave was “since we last spoke to you in [month], 2017, […]”.
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approximately 40% of the respondents were self-represented, and
51% were female.

In wave 1, the composition of repeat respondents (column 2)
differed from the overall sample. While over half of the full sample
represented the Elderly and the Intellectual Disabilities waivers,
nearly half of the repeat respondents represented the Health and
Disability and Brain Injury waivers. This suggests that a consider-
able number of Elderly and Intellectual Disability waiver partici-
pants dropped out.

Relative to the full sample, a greater proportion of repeat re-
spondents in the first wave noted having had an experience war-
ranting a report to the state authority (25% vs. 42%). In fact, it
appears that almost all full sample respondents noting such an
experience in wave 1 belonged to the repeat respondent subgroup.
In contrast, a greater proportion of the full sample respondents
reported contacting the Ombudsman in wave 1 (61% vs. 46%). This
is likely because a greater proportion of the full sample respondents
were recruited from the OSLTCO (39% vs. 30%). Over time (columns
2 and 3), the proportion of repeat respondents noting an experi-
ence warranting a report to the state authority increased from 46%
to 73%.

Qualitative analysis of open-ended questions across both waves
yielded seven themes: 1) system navigation; 2) service approvals; 3)
Table 2
Descriptive statistics.

Self-represented
Female
Non-white
Mean age at first interview
Counties represented
Non-private place of residence
Recruited through OSLTCO
Waiver type
Elderly
Intellectual disability
Health and Disability
Brain Injury
Physical Disability
Children’s Mental Health

Contacted MCO in wave pd.?
Experience warranting report to state authority in wave pd.?
Contacted MCOP in wave pd.?
provider relations; 4) customer service; 5) case management; 6)
perception of Iowa’s transition to MMC; and 7) oversight. Column 1 in
Table 3 provides the proportion of all respondents reporting ex-
periences associated with each theme in the first wave. Concerns
with service approvalswas the most frequently reported theme and
within this, issues related to changes in approved services or hours
comprised the largest number of references. Provider Relations
comprised the least frequently noted theme.

Relative to the full sample, a greater percentage of repeat re-
spondents reported concerns associated with each theme (columns
1 and 2 in Table 2) in the first wave. Over the first and second waves
(columns 2 and 3 in Table 2), the proportion of repeat respondents
reporting experiences associated with each theme increased,
except for customer service, which decreased from the second-most
frequently reported theme in the first wave to the least frequently
reported theme in the second wave.

The distribution of prevalent sub-themes varied between the
first and second waves. For system navigation, repeat respondents
made most references to lack of communication in the first wave
then to paperwork and time consuming, disorganized processes in the
second wave. The most prevalent sub-theme for case management
in the first wave related to case managers’ efforts to help. In the
second wave, respondents made the most references to new case
managers being overwhelmed. Even though a smaller proportion of
repeat respondents reported issues related to customer service in
the second wave, the most prevalent subtheme changed from
perceptions of a positive calling experience in the first wave to per-
ceptions of a burdensome calling experience (with rude associates,
unreturned calls, extensive hold periods or continuous transferring) in
the second wave. We describe responses associated with each
theme below (ellipses were used to reduce a quote in terms of
repetitive or unnecessary words). Table 4 provides additional
quotations.
System navigation

Frequently reported concerns in this theme included excessive
paperwork and time consuming and disorganized administrative
processes. One respondent noted: “The electronic filing system
doesn’t work. It takes week or months to isolate the malfunction.”
Another said, “Before the switch I didn’t have problems getting
Full Sample Repeat Respondents During

Wave 1 Wave 1 Wave 2

[N ¼ 49] [N ¼ 26] [N ¼ 26]

N (%) N (%) N (%)

19 (39%) 11 (57%)
25 (51%) 12 (46%)
3 (6%) 1 (4%)
42 37
18 of 99 18 of 99
7 (14%) 2 (8%)
19 (39%) 8 (30%)

15 (31%) 5 (19%)
11 (22%) 4 (15%)
9 (18%) 6 (23%)
7 (14%) 6 (23%)
4 (10%) 4 (15%)
2 (4%) 1 (4%)
45 (92%) 25 (96%) 24 (92%)
12 (25%) 11 (42%) 20 (77%)
30 (61%) 12 (46%) 19 (73%)



Table 3
Content analysis of LTSS beneficiary experience in Iowa’s MMC program.

Themes Full Sample W1 Repeat
Respondents
W1

Repeat
Respondents
W2

[N ¼ 49] [N ¼ 26] [N ¼ 26]

% of Respondents Referencing Theme

1. System Navigation 59% 67% 85%
Processing errors [W1: 3; R1: 3; R2: 8]
Paperwork/time consuming/disorganized. [W1: 16; R1: 8; R2: 18
Lack of communication [W1:16; R1: 8; R2: 12]
Difficulty finding a provider/selecting MCO [W1: 6; R1: 4; R2: 5]

2. Service Approvals 71% 79% 96%
Changes in approved services/hours [W1: 22; R1: 13; R2: 21]
Prior authorization [W1: 12; R1: 6; R2: 11]
Uncertainty about future benefits [W1: 5; R1: 1; R2: 7]
Unclear determination/deliberate discouragement. [W1: 10; R1: 6; R2: 9]
Negative outcomes due to lack of access [W1: 10; R1: 6; R2: 9]

3. Provider Relations 37% 46% 69%
Delayed payments (beneficiary billed) [W1: 8; R1: 5; R2: 12]
Low reimbursement [W1: 5; R1: 3; R2: 5]
Declined payments [W1: 8; R1: 5; R2: 10]
Fractured relations [W1: 1; R1: 1; R2: 3]

4. Customer Service 57% 71% 46%
Rude/unreturned calls/extensive hold/transferring [W1: 13; R1: 6; R2: 7]
Response variation/lack of representative training. [W1: 13; R1: 7; R2: 4]
Rep. purposefully given wrong/incomplete info. [W1: 4; R1: 4; R2: 4]
Positive (helpful/friendly) calling experience [W1: 11; R1: 8; R2: 4]

5. Case Management 41% 46% 85%
New case managers overwhelmed/lack training. [W1: 6; R1: 3; R2: 15]
No case manager for a period of time [W1: 0; R1: 0; R2: 3]
Multiple case managers/disorganized arrangement [W1: 2; R1: 1; R2: 9]
Case managers’ efforts to help [W1: 9; R1: 7; R2: 11]
Case managers’ personality [W1: 0; R1: 0; R2: 7]
Case managers in Iowa Medicaid and MMC [W1: 6; R1: 4; R2: 4]

6. Perception of Iowa’s Transition to MMC 59% 63% 88%
Beneficiaries shouldering burden of patient advocacy [W1: 7; R1: 6; R2: 20]
System comparison with Iowa Medicaid [W1: 5; R1: 2; R2: 9]
General dissatisfaction [W1: 16; R1: 8; R2: 13]

7. Oversight 45% 50% 62%
MCOP lacks authority and resources [W1: 6; R1: 8; R2: 10]
MCOP appeals process time consuming [W1: 3; R1: 5; R2: 8]
MCOP responsive, led to positive outcomes [W1: 19; R1: 14; R2: 12]

Note: "W1" refers to frequency count of each sub-theme among respondents who participated in wave 1; "R1" refers to refers to frequency count of each sub-theme among
repeat respondents in wave 1 (i.e. the subgroup of wave 1 respondents whowent on to participate in wave 2 as well); "R2" refers to frequency count of each sub-theme among
repeat respondents in wave 2.
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employees for [home care], now there’s too much paperwork.”
Some respondents felt that the overall system of service delivery
was disorganized. For example, “The right hand has no idea what
the left hand is doing, they don’t know who the decision makers
are.”

Lack of communication from the MCOs was another area of
concern. A respondent shared, “The line of communication needs to
be opened up much greater. Not everyone has a good support
system, a lot of persons suffer from mental issues and without
supports and places to go there are toomany people falling through
the cracks and deserve respect and answers … Someone needs to
be there to answer any questions, even as simple as where is my
coverage card.” Respondents reported not receiving appropriate
notices relating to service changes. For instance, “Prescription
medication that was initially covered and [the MCO] made the
decision not to cover, I never got a notification.” Another said, “They
weren’t covering things the boys previously had covered, but they
also never sent a denial letter I could use to appeal.” Respondents
also noted difficulties in finding providers: “I remember it wasn’t
easy because I had to call every provider to find out who they were
accepting. There was no useable list in any of the materials the
MCOs sent.”
Service approvals

Changes in approved services emerged as an important topic. One
respondent stated, “We were denied coverage for a medication
she’d been taking for about 15 years.” Another commented, “I was
cut off from physical therapy completely. I had been seeing them
two days per week every week.” Another participant shared: “Right
before the MCO switch we were approved for an in-home nurse,
and the MCO came in and decided he was no longer approved.”

Some beneficiaries expressed uncertainty about future benefits
due to frequent re-evaluations. For example, “Our hours and pay
rate were done for a twelve-month period. Now it is done every
three months. This gives our family a great deal of uncertainty. We
can’t really be sure if services will be available to us.” Another
respondent shared, “There is not much assurance that our services
and our hours won’t be cut. He can’t lift his head. He cannot do
anything for himself. We worry about the unknown.”



Table 4
Selected response quotations.

Theme Beneficiary Response Quotations

System Navigation “It was just such a difficult process to even start and decipher what was going on and how long it was going to take.We are lucky enough to
navigate some of these things. Others on this program are not going to be able to do so.”
“The demand of paperwork every 6weeks for approval was like being bullied. If you don’t do this for each and every therapist, you see there
is the threat that the therapies will be stopped.”
“The way the requested documentation is managed is so disorganized. Medical providers don’t know how to check on things that need to
be pre-approved or how to complete all of the paper works so things are even more delayed.”
“Application and billing processes at the beginning were inaccurate. This led to us having to apply three times.”
“Provider called and stated that Amerihealth claimed that I wasn’t a member. Had to submit paperwork again.”
“I had 8 h of coverage, they switched me to 3, but they never sent or gave a letter.”
“We were required to get pre-authorization for all therapy services every 30 days. This required extensive paperwork to be completed
every 2 weeks. Our doctor was unprepared for all of the paperwork necessary to support this.”
“I had to do a great deal of research to determine which MCO to select to avoid losing my providers. It took a great deal of effort and was
very difficult.”

Service Approvals “After 6 times in the mental health hospital, we asked for placement options. Amerigroup said she didn’t qualify.”
“In the fall of 2017 Amerihealth threatened to discontinue our home health services. They dismissed our appeal. They didn’t respond to our
letters or calls, nor those sent by the disability rights attorney representing us.”
“Duringmy 2018 needs assessment survey, the person doing the interviewwould try to forceme to answer that I could try to do something
that I wasn’t able to do. Saying I could wipemy place at a table prompted her to conclude I was capable of 10e50% of the housework. Saying
I could open the fridge door prompted their saying I was capable of 10e50% of the cooking.”
“Under the brain injury waiver there is $6333 allowed for vehicle and home modification. We worked for months and jumped through
hoops to get it. It took so long.”

“When they do her annual review, I’m terrified they’re going to cut back on her services even though there haven’t been changes in her
needs.”
“You hear all about these people getting their hours cut and it’s scary to file a complaint when they’re the ones that approve or deny his
care.”
“When I had my assessment a year ago, she didn’t look at the dollar amount associated with services but agreed they should be the same.
When she realized that exceeded themonthly benefit cap she said I’d have no choice but to reduce them. It was only when I said I need it in
writing with a legal reason as to why the monthly benefit cap was what my benefits were being solely determined from that my services
were kept the same.”
“We’ve been fighting formedical equipment andmedical supplies even though the doctor says he needs them.… It took 8months to get his
equipment approved with the help of the Ombudsman.”

Provider Relations “They tried to cut my provider’s payments in half e can you imagine 24 h of care for $1100 a month when a nursing home is $6500.”
“They are slow at paying my help. I was told it was off-limits to talk to any of the claims processing people and I didn’t think that was very
fair. My nurse would wait for a check for over 2 months. She has 3 boys and needs money for those yahoos.”
“Most recently they were refusing to pay my provider, insisting their office hadn’t submitted the claim after multiple re-submissions. It
wasn’t until I pushed up the ladder and went other directions that they ‘found’ the claim.”
“I got a functional electronic device after a state level fair hearing. After I got the device they still refused to pay. After the judge ordered
them to, they still refused to pay the provider. I shouldn’t have to know how to do all of this. If I didn’t I would fall through the cracks like so
many people.”
“The home health agency had trouble getting paid for 2 months. I thought I was going to have to pay them myself. They did eventually get
paid but it was a long process.”

Customer Service “Spent over 40 h on the phone trying to see if I could continue with my specialist at Mayo for rare condition. Still do not really have any
answers”
“I feel the representatives answering the phone need a lot more training. The most frustrating part I have is that you can call 10 different
people and get 10 different answers. I have a great support system and strong personal persistence but I feel that those who lack those
things suffer because of it. I recognize I won’t always be as sharp as I am now and will suffer when I get to that point.”
“The communication is cyclic, no upfront, deflective and not transparent. It is as if they were trained how to not be helpful. Anything they
could do to get out of helping my daughter. As I went up the chain of supervisors it only got worse, as if they were just trying to get parents
to quit trying.”
“Nothing gets resolved when I call. There is just constant transferring.”
“The people who answer the phones are not educated. You get the sense that you are talking with someonewho doesn’t knowwhat they’re
talking about.”
“TheMCO representatives totally ignored us. It felt like if they ignored us long enoughmaybewe’d take care of it all and they wouldn’t have
to handle anything.”
“The people who answer try, but don’t have access to all of the information.”
“I’ve been very satisfied with customer service.”
“The representatives are easier to get in touch with.”
“Overall I’ve had good experiences attempting to navigate customer service.”

Case Management “The case managers that have been around for a while, the ones that were active prior to the transition are the ones who are more aware.
New case managers seem to be overwhelmed, and business-minded rather than service minded relative to the case managers prior to the
MCOs.”
“Whenwe transferred to Amerigroup they said hewasn’t eligible for one of the programs. Our old casemanager said he is because he is part
of the waiver. The new case manager said she didn’t know enough about it but that she would talk to her supervisor. They didn’t follow up
with it. … As it turns out, there was a mistake and he was eligible.”
“They don’t knowwhat they’re doing. They don’t know the answers. They have to talk to their supervisors. They can’t tell you what you can
or can’t have. The difference between theMCO’s and theway things used to be donewas the casemanager he’d had since hewas little cared
about him. The case managers with the MCOs care about the company and not the consumer.”
“I think one of the biggest differences has been in case manager training. I know a lot of people whose services were cut or who
encountered errors in services being added because case managers were not filing for authorizations properly.”
“These case managers don’t seem to know what’s going on. The rate at which they get back to you is ridiculous. She was here 2 weeks ago
and I asked her a question. She said she’d find out and call on the way home. I still haven’t heard. That’s happened repeatedly.”

(continued on next page)
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Table 4 (continued )

Theme Beneficiary Response Quotations

“I used to reach out to our case manager. But now, as soon as they were trained, there would be a new one. I can’t build a relationship with
anyone.”
“We’ve had a different MCO case manager every year and I don’t understand why.”
“There were periods where we didn’t have a case manager.”
“Amerigroup had friendly case managers. I liked the case manager that did our intake for our waiver.”
“I’ve been very unsatisfied with their help excluding the case manager I had who was excellent, other than that they were terrible.”
“I’ve had one case manager who was out to help me. Time after time when he would try to get things done for me, he kept getting denied
and blocked by UHC. UHC wouldn’t allow him to try to help and he quit because he couldn’t stand what UHC was doing.”

Perception of Iowa’s transition
to MMC

“As a client it becomes not only my responsibility to know and advocate for my rights but to also explain them to people who work for the
MCOs what is true.”
“There is no advocate for the patients or the CDAC providers.”
“I’ve just been upset about how rushed we were at the beginning of the process and little information, also a lot of uncertainty.”
“The fact that my daughter has had to go without a hearing aid for as long as she had is unacceptable. My family has been blessed to be able
to handle these types of situations very well. My biggest thing is that, my wife and I are pretty on top of stuff so far, we’re educated and can
handle the situation. If you’re relying on a case worker, how will those people navigate the system? Forget about the fact that the whole
system is broken, this took a crazy amount of time and energy. How are people who are not capable of managing the system going to fare?”
“I have to approach everything with them as a hostile entity. My mindset is that their objective is to do as little as possible without
breaching contract. My advice to everyone, document everything, these people are not your friends, they’re out to make money. It’s hard
but don’t let your emotions get into it.”
“Only Kansas and Iowa put the entire population into managed care. The LTSS population should never have been put into managed care.
We’ve just had more problems getting the services that members need. This will continue until they carve the LTSS population out of the
system.”

Oversight “I could always do an appeal but I would say I’mnot doing them because I know how that goes. They’ll still say no and I’mon a limited time
frame trying to support my daughter.”
“Iowa Medicaid Members need strong advocates. DHS is powerless, but the Ombudsman should have some kind of independence to call
MCOs to task.”
“I don’t think the Ombudsman could’ve done anything else. At least someone is hearing what is going on in the state. I get that everyone’s
hands are tied. Advocating and making the problems known is the best anyone can do.”
“As far as the Ombudsman, they didn’t have any influence.”
“They help you as much as they can, but when they think it’s enough they push you to the side.”
“The Ombudsman was someone who listened and cared andwanted to help and confirmed that I wasn’t the only person having problems.”
“I wish I would have known they are out there sooner because initially I had no idea they existed and they are helpful.”
“I’ve called the Ombudsman’s office because I rely on this job to pay my bills. They got memy paycheck within a few days. They’ve stepped
in to do that several times.”
“The Ombudsman has been excellent. I’ve had very good support.”
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Concern was expressed about deliberate discouragement by the
MCOs for pursuing needed services. One respondent commented,
“They manipulate how they word the descriptions of benefits to
impact coverage.” Another respondent discussed their experience
during a needs evaluation: “The first assessmentmy son had, he, his
case manager, his dayhab provider and I all attended. We were
asked ridiculous questions like ‘Does he date?’ No! And all of the
follow-up questions ‘If he did date, how oftenwould he date?’ They
are supposed to figure out what services you receive based on these
ridiculous questions. I felt like thewomanwho did it was not on our
side; she tried to make him look like he needed less services.”

Some respondents experienced negative outcomes due to lack of
access to quality care and services. Comments included: “He fell
trying to get up to go to the bathroom because his current care
weren’t trained for round-the-clock care,” and, “Because no doctor
was in network, he got a staph infection.” Another shared, “To only
have one home health agency want to help pick me up over the last
6 months has been frustrating and demoralizing. My mental and
physical well-being have really been tested.”

Provider relations

Concerns over delayed or declined provider payments and its
impact on beneficiaries were frequently noted. One participant
shared, “We were in the process of the home modifications being
approved at the time of transition. By Feb 2017, they [the MCO] had
paid none of the providers who had made the modifications and I
am getting bills and being threatened to be sent to collections.”
Another noted, “Providers have said they are not getting paid
reasonably or the proper amount. That fractures relationships be-
tween patients and providers… ‘MCOs aren’t paying so we decided
to start billing patients.’ This isn’t how it should be.” Some re-
spondents expressed concern about losing providers due to pay-
ment delays and cuts: “We lost the nurse practitioner hewas seeing
here in town because of the reduction in care and the problems
with people not being paid.”
Customer service

Unreturned calls from MCO customer service representatives
was expressed as a common frustration: “When I call my MCO, I
talk to several people and I am told that someone will call me back.
No one has ever called me back. Ever. For anyone with cognitive
impairment or that isn’t used to spending hours and hours on the
phone, that is a problem.”

Responses revealed suspicions that customer service represen-
tatives were purposefully given wrong and/or incomplete informa-
tion: “Those folks don’t have information to give you. It appears that
the MCOs have purposefully not given their front-line staff the
information they need to solve problems which causes delays for
members.” Respondents also discussed lack of customer service
training: “Phone representatives are unknowledgeable,” and, “It
seems like the answer you get depends on who you talk to. No one
knows what the rules are.”

At the same time, some beneficiaries experienced positive calling
experiences. One respondent shared, “I have been satisfied with the
customer service hotline, they get right on things for me e they are
friendly, helpful and knowledgeable.” Similarly, others said, “I think
that the staff are very nice and friendly,” and, “I love the customer
service hotline I would love that service to come along if we return
to traditional Medicaid.”
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Case management

Respondents noted concerns with new case managers being
overwhelmed and lacking training. One individual said, “Feel like
case management is trying, but lacking education. Big gap in care
for quadriplegic, no familiarity with the condition.” Others com-
mented, “They [the MCO] kept adding to their case load,” and “…

the current case manager has over 100 clients versus the old one
who had between 20 and 30.”

Experience with case managers in Iowa Medicaid and MMC var-
ied across respondents. Some beneficiaries noted: “It just seems
like when we had case managers through the state they were so
much more knowledgeable when something came up and willing
to help,” and “They [case managers in MMC] just don’t seem to
know what they’re doing. At least the state case managers knew
rules and regulations.” Alternatively, others perceived case man-
agers in MMC more favorably: “There was one case manager that
did a lot of goode she took the time to get to know the families and
kids, their goals for their lifestyle and their services and always
responded in a timely fashion. Prior to the MCOs, the case manager
was through DHS and he was unreachable.”

Respondents (particularly in wave 2) expressed concerns with
case manager assignment (no case manager or multiple case man-
agers): “I didn’t get a case manager until March 2018,” and, “The
case workers change so much I don’t feel like I have a case worker
who can tell my boys apart. It’s so impersonal.” Many respondents
appreciated case managers’ efforts to help clients. One said, “Case
managers have all been good individually e they’ve all tried and
had empathy for the situation.” Some respondents positively
assessed case manager personality but concurrently expressed
concerns with their incentive structure: “I always felt before the
case manager was our advocate, looking out for our interests and I
no longer feel that is the case. Our case manager is a perfectly nice
lady, but she works for the company and I think that is a conflict.”

Perception of Iowa’s transition to MMC

Respondents shared general opinions on Iowa’s transition to
MMC. Many observed that with the advent of MMC, beneficiaries
were shouldering the entire burden of patient advocacy. For example,
“Everything has been paid insurance wise, nothing has been taken
away, but I’ve had to argue for it,” and, “I don’t like the feeling you
have to fight for everything.”

Respondents compared the new system with Iowa Medicaid:
“Switching from Medicaid to the MCOs, I do not think has been a
benefit,” and “When the Medicaid was in Iowa they took good care
of me. You’d think these insurance companies would try to help you
but they just have their rules and stick by them.” Respondents also
discussed this comparison in light of complex needs of waiver
participants: “It was easier to have specific people in a specific
department. MCOs have no clue what waivers are for.” Another
shared: “We thought it [state-managed Medicaid] wasn’t a great
system until the transition. Their [MCOs] knowledge of resources
for children with mental health were minimal at best.” One
participant noted general dissatisfaction by reflecting on the tem-
poral nature of these challenges: “This is more complicated than
managing diabetes. Our child needs a higher level or care and
because they don’t like to pay, we have adversarial roles … I don’t
attribute that to transition problems, I hear the same language now
so it is a culture problem.”

Oversight

Many respondents described situations in which the MCOP was
responsive and led to positive outcomes: “They were extremely
helpful in getting his supplies,” and “They jumped in right away and
they would update me through the process. They did a fantastic
job.” Other beneficiaries commented on MCOP’s lack of resources
and authority: “The Ombudsman doesn’t have the staff or money to
provide real oversight.” Another noted, “The Ombudsman needs
real authority to oversee the MCOs with penalties or fines. The
website is so difficult to find that it isn’t accessible to the public. It
needs a much higher profile and broader role. It’s just a label on a
desk.” Some respondents expressed concerns with the appeal pro-
cess being time consuming: “It doesn’t resolve anything. It is just a
way to stall.” A few beneficiaries were also afraid to use oversight
mechanisms for fear of retaliation: “Our approach is to lay low so
we’re trying to not draw attention to anything in hopes of keeping
what we have.”

Discussion

This study examined experiences among HCBS beneficiaries in
Iowa’s MMC program and their evolution over a three-year period
after initial transition. With regard to the first research question,
findings indicate serious concerns among LTSS beneficiaries in
Iowa’s MMC, including cuts and delays in service approvals, chal-
lenges with care coordination and delayed provider payments.
While these issues have been previously noted,2,9e12 our analysis
additionally reveals that several waiver beneficiaries experienced
impediments in navigating the new system as well in getting
recourse when the above challenges arose, whether through MCO
customer service or the state’s MCOP office. The perception that
MCO practices were “deliberately” designed to cause such issues
was common across multiple themes. Many felt pressured to as-
sume the role of patient advocates themselves. Several also com-
mented on the suitability of the previous Medicaid system for
addressing complex needs of waiver participants. Despite these
concerns, some beneficiaries noted positive experiences with new
case managers and the willingness of some customer service rep-
resentatives to address client concerns. Respondents who used
MCOP services expressed satisfaction with staff, however, many
raised doubts about the ability of the program to bring about real
change.

With regard to the second research question, at least among the
selected subgroup of repeat respondents, the frequency of concerns
did not alleviate over time. A greater proportion of repeat re-
spondents expressed concerns within all themes in the follow-up
round. The largest increase occurred in the area of case manage-
ment, with respondents particularly concerned about overwhelmed
case managers, case managers lacking training, and having to deal
with multiple case managers over time. Relative to the first wave, a
greater proportion of repeat respondents also noted an experience
warranting a report to the state authority in the second wave.
While it is possible that concerns in the first round may have been
overstated (possibly due to the nature of the mandated change
applied throughout the state and across all Medicaid beneficiaries),
we find that repeat respondents continued to experience concerns
three years post program inception. The themes captured by the
coding structure demonstrated salience across both waves
providing evidence of dependability (Lincoln and Guba, 1985).

Limitations

These experiences may not be representative of all HCBS waiver
beneficiaries in Iowa. Our analysis indicates that repeat re-
spondents had serious concerns at study outset. An increase in
concerns over time may simply reflect selection bias, i.e., re-
spondents whose concerns were mitigated over time may have
chosen not to participate in the second wave of survey interviews.
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Survey interviews were conducted by two different graduate stu-
dents. While the students had similar academic credentials, they
did not receive standardized training for this study. Survey in-
terviews were not audio taped, potentially leading to distortions in
the transcribed data. This may have negatively impacted two do-
mains of study rigor: credibility and confirmability (Lincoln and
Guba, 1985).

Conclusion

Despite limitations, the results of this study point to serious and
persistent concerns for some HCBSwaiver participants in Iowa. This
is particularly salient given concurrent findings of rising spending
under Iowa’s MMC,23 thus underscoring the need for a compre-
hensive evaluation of this program.
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