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North Carolina Medicaid beneficiaries represent a 
quarter of the state’s population [1]. In 2015, the 

North Carolina legislature passed a law directing the 
Department of Health and Human Services (NCDHHS) 
to transition Medicaid from a fee-for-service (FFS) model 
to a risk-based managed care delivery system [2]. North 
Carolina received an 1115 waiver approval from the Centers 
for Medicaid and Medicare Services (CMS) to transition 1.6 
million Medicaid enrollees (excluding “special populations” 
with mental, intellectual, and developmental disabilities) to 
1 of 6 private managed care organizations (MCOs) through 
an initiative called Medicaid Transformation. This made 
North Carolina the 41st state to transition to managed care 
[3]. This insurance reform is part of a national trend toward 
alternative payment models to support better care delivery, 
address social drivers of health (SDoH), and improve health 
outcomes [4, 5]. 

Implementing this large-scale payment model change 
during the height of the COVID-19 pandemic created chal-
lenges and impacted efforts to engage, educate, and enroll 
participants into the new plans [6]. To prepare beneficiaries 
for the transition to managed care, the state rolled out a 
multi-pronged approach to communicating the changes [7]. 
NCDHHS mailed notices explaining the changes, launched a 
dedicated website as well as an online portal for enrollment, 

designated a Medicaid ombudsman to support enrollees, 
and hired an enrollment broker to manage enrollment [8, 9].

In early 2021, focus groups were held with North Carolina 
Medicaid beneficiaries to learn about early perspectives 
prior to Medicaid Transformation and how enrollees per-
ceived the new changes might impact their quality of life 
and health [7]. Beneficiaries expressed concerns with com-
munication during the transition; some expressed confusion 
about navigating the website, reported not having enough 
time or information to pick a new health care provider, and 
were concerned about how changes would impact their 
health coverage [7]. To our knowledge, no studies have eval-
uated the impact of North Carolina Medicaid Transformation 
on the Medicaid enrollee experience right after the transi-
tion to managed care.

To assess the early enrollee experience following the 
transition to managed care, we conducted a mixed methods 
study that included Medicaid enrollee input through surveys 
and focus groups. We also reviewed the health care records 
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data of a representative population of Medicaid enrollees 
in Forsyth County, North Carolina. This paper discusses 
the focus group findings, centering around enrollee experi-
ences with the process of Medicaid Transformation, impacts 
on health care access and cost of care, perceived quality of 
care, and SDoH.

Methods
Study Design

We used focus groups to explore the perspectives of 
people who received Medicaid benefits and how the shift to 
risk-based managed care impacted their access to and expe-
riences with health care [7, 10].

Setting and Population
We conducted this study at a major academic medical 

center in the fifth-largest urban area in North Carolina. All 
participants were patients within the Atrium Health Wake 
Forest Baptist (AHWFB) system, a large integrated health 
system comprising a tertiary care hospital, four community 
hospitals, and over 300 ambulatory practice sites. AHWFB 
is in-network for all plans offered in the region, including 
AmeriHealth Caritas, Blue Cross and Blue Shield Healthy 
Blue, United Healthcare, WellCare, and Carolina Complete 
Care [11]. 

Participants were eligible for the study if they: 1) were 
patients at AHWFB with at least one primary care visit cov-
ered by Medicaid since 2019; 2) consented to participate in 
the longitudinal study; 3) were insured by Medicaid or were 
a parent/guardian of a child insured by Medicaid; and 4) 
were aged 18 years or older. Participants were excluded if 
they did not speak English, due to study staff limitations.

A study team member contacted a convenience sample 
of eligible participants by phone to explain the purpose and 
procedures of focus groups and determine potential partici-
pants’ interests. Eligible participants were invited to attend 
1 of 4 focus groups, which were scheduled at convenient 
locations in the community easily accessible by car or public 
transportation. The time and day of the week varied to help 
provide a convenient time for focus group participants to 
attend [12]. All sessions occurred in person between January 
and March 2022; all participants were offered transporta-
tion and child care and received a free meal and a $35 gift 
card for participating.

Data Collection Instruments and Procedures
Through a detailed review of the literature, consultation 

with outside experts, and input from our steering committee 
(members from the community and the hospital system), 
we developed a focus group guide (Table 1) [13]. The guide 
was pilot-tested with representative patients and community 
members for face validity. Four focus groups were conducted 
by trained and experienced facilitators in English [14].

Informed consent was obtained prior to conducting focus 
groups. All focus groups were audio-recorded, and a note-

taker was present to capture additional information. In one 
focus group, the audio recorder stopped working during the 
middle of the focus group session; verbatim notes were used 
as supplementary data for the remainder of the session.

Focus groups lasted between 40 and 52 minutes, with a 
median time of 45 minutes. We collected demographic data 
through the self-report of participants after focus group 
participation.

Data Analysis
Focus group audio files were transcribed verbatim and 

verified for accuracy by a study team member [15]. After 
reviewing all transcripts, two study staff members developed 
a draft codebook including inductive and deductive codes. 
The codebook was reviewed by the study team and edits 
were made accordingly. Two study team members indepen-
dently coded the transcripts using a text-based analysis pro-
gram, Atlas.ti Version 9 (Scientific Software Development 
GmbH, Berlin, Germany) [10], and met regularly with each 
other and the study team to resolve discrepancies and reach 
consensus. Once coding was complete, reports were run for 
each code and were summarized. Finally, these summaries 
were reviewed and synthesized, and themes were derived by 
their prevalence and salience within the data.

Results
Participant Demographic Data

We conducted four focus groups with a total of 22 partic-
ipants (N1 = 5, N2 = 7, N3 = 4, N4 = 6) who had experienced 
the Medicaid Transformation process. Participants’ average 
age was 43 years (range: 25 to 68 years); most participants 
were female (n = 20) with two male participants. Eight par-
ticipants self-identified as non-Hispanic Black (NHB), nine 
as non-Hispanic White (NHW), three as Hispanic, and two 
as Other. Table 2 summarizes participant characteristics.

Overarching Qualitative Themes Describing Participant 
Experience and Perspectives

We identified four major themes associated with par-
ticipant experience related to Medicaid Transformation:  
1) Participants expressed confusion about the signup pro-
cess; 2) Participants had a limited understanding of their 
new plans; 3) Participants expressed difficulty accessing 
services through their plans; and 4) Participants primar-
ily noted negative changes to their care. Table 3 provides a 
comprehensive list of representative quotes reflecting each 
theme and sub-theme.

Participants Expressed Confusion About the Sign-up 
Process 

As participants discussed their experiences with signing 
up for Medicaid services, they expressed confusion with the 
sign-up process and provided recommendations for alleviat-
ing this confusion.

Participants experienced confusion specifically about 
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whether they needed to sign up, how to sign up, and the 
differences between the plans. Due to confusion, most 
participants did not pick their plan (n = 16) and were auto-
enrolled into a new plan by Medicaid. Participants who did 
not choose their plan reported the following reasons for not 
doing so: they allowed the plan to be chosen for them, they 
missed the date to enroll, or they did not realize that they 
needed to do anything. One participant explained, “Like I 
said, I only knew and looked at all the plans before they actu-
ally picked, but they ended up picking because I didn’t pick 
anything. Because like I said, I didn’t see anything that was 
beneficial to my son…I was like, ‘Well, I’ll come back,’ but I 
didn’t even have time to come back.” (PP 19)

Three participants mentioned that they didn’t realize the 
sign-up package was important mail. One participant who 
was confused about the mailing stated, “I about threw it 
away ’cause I thought it was junk.” (PP 14)

Another source of confusion was the transition from old 
to new Medicaid cards. Participants expressed confusion 
about why they received new cards, and why cards varied 
among the adults and children of the same household. One 
mother explained, “I was kind of confused ’cause I have 
three boys, and [name] and I have another child that we 
were sent the AmeriHealth Caritas card, but my other child 
has the regular card, so I was kinda confused about why the 
other two get one card, and then the other one didn’t.” (PP 5)

Recommendations to Help with Confusion Around Sign-up 
Process

As a result of the confusion, six participants suggested 
that it would have been helpful to have a Medicaid worker 
call them at the time of sign-up and explain the different 
plans. They felt that this would have helped them feel more 

informed. One participant recommended, “I think it would 
be helpful to have a specific Medicaid navigator person or 
help desk if you do have questions like that, or someone that 
calls and checks in with things like that, so you’ll know about 
’em.” (PP 1)

Participants Expressed Limited Understanding About Their 
New Health Plan

As participants described their understanding of their 
new plans, they expressed limited understanding of what 
services were covered and what extra benefits were made 
available through the new plans.

Three participants indicated that they did not choose 
their own Medicaid plan and were unaware of which plan 
they were automatically transitioned to. One participant was 
unaware that Medicaid had transitioned at all until the day 
of the focus group and asked for clarification: “I wanna know 
what’s the difference, ’cause you sayin’ transition. Everybody 
was supposed to transition over? ’Cause I didn’t do none of 
that.” (PP 12) Another participant asked the focus group 

table 1.
North Carolina Medicaid Transformation Focus Group Domains and Questions

Domains	 Questions	

Experience with Medicaid Care Management	 How is your current Medicaid managed plan different than the one you had before? Please describe  
	 your experience with the change from the “old” Medicaid system to the new managed Medicaid  
	 Care Management program.

	 If you received help signing up for your plan, how did you access this help? What was your  
	 experience with your interaction with the person who helped you?

	 What made the process of signing up easy? What made the process of signing up difficult?

Access and Cost	 What has changed about being able to afford or obtain the medications that you or your child needs?

Quality of Care and Care Management	 How does this care coordination compare to your old plan?

	 If you have a chronic illness, like asthma, diabetes, high blood pressure, or problems with walking/ 
	 moving that often requires ongoing care, how has your new Medicaid plan affected supportive  
	 services you receive, such as health coaching, nutrition counseling, physical therapy, or occupational  
	 therapy?

	 What services have you received via telehealth since changing to your new plan?

	 What changes (if any) do you feel would make managed Medicaid work better for you and your  
	 family?

Social Drivers of Health	 How has your new Medicaid plan affected other aspects of your life, such as transportation, food, or  
	 housing?

	 Has anyone representing Medicaid asked you about your social needs?

table 2.
Characteristics of Individuals Participating in North Carolina 
Medicaid Transformation Focus Groups

			   Participant  
			   Self- Reported 	 Female	 Mean Age 
	Group	 N	 Race/Ethnicity	 Sex	 Range

	 1	 5	 1 NHW, 4 NHB	 5	 41.4 (31–52)
	 2	 7	 4 NHW, 1 Hispanic, 	 6	 48.3 (25–63) 
			   2 Other
	 3	 4	 3 NHW, 1 NHB	 4	 34.3 (25–48)
	 4	 6	 3 NHB, 2 Hispanic,	 5	 48.2 (31–68) 
			   1 NHW
Note. NHW: Non-Hispanic White; NHB: Non-Hispanic Black
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facilitators the following question when they were asked 
about which plan the participant had been transitioned to: “I 
was going to ask you, how can I find out?” (PP 17)

Only about a third of participants were aware of extra 
benefits provided by their plans; half of these were influ-
enced to pick their plan because of these benefits. One par-
ticipant noted how extra benefits were helpful for a family 
member: “She also gets credit for over-the-counter medica-
tions...before, we didn’t have that.” (PP 1)

Others who were not aware of the new services reported 
that they would use them if they were part of their new plan. 
Two participants became very interested in extra benefits 
once hearing other participants speak about them, ask-
ing how they could receive these benefits. Another partici-
pant responded to the group conversations around the new 
extra benefits by stating, “Okay, I guess that’s relevant here 
though because you all is talking about all these benefits to 
having Medicaid that I didn’t even know existed; going to the 
Y[MCA] and covered medical equipment and stuff.” (PP 20)

Participants Expressed Difficulty Accessing Services 
Through Their Plans

Some participants reported being aware of extra services 
available through new plans to address SDoH (e.g., trans-
portation assistance), but few reported accessing these 
services. One stated, “They mention it [transportation assis-
tance]. It’s not a need, but they do send something in the 
mail just reminding you that that [it] is available.” (PP 1)

Some reported that they had difficulty accessing the extra 
benefits; they were often confused about whether the ben-
efits were covered under their new plans or not. When one 
participant realized dental and vision care were covered, the 
participant said, “I just recently had a call ’cause I was told 
I had vision and dental, and I was like, ‘Really? I didn’t know 
that.’ It took me a week to get a hold of my case worker.”  
(PP 14) For many participants, similar attempts to commu-
nicate with Medicaid caseworkers to clarify their benefits 
were unsuccessful. 

Many stated that they were unsure whether some of 
the extra benefits were made available through their new 
Medicaid plans or through other health system-based social 
service personnel. One participant stated, “I’ve been getting 
those calls, but maybe from somebody from the hospital but 
not from Medicaid and not from the insurance company.” 
(PP 22)

Participants Primarily Noted Negative Changes to Their 
Care

All but two participants reported changes in care since 
the Medicaid Transformation, the majority of which were 
negative changes. Participants discussed challenges with 
identifying in-network providers, especially when their previ-
ous provider had become out-of-network, and vision or den-
tal providers; these challenges led to scheduling difficulties.

Negative Changes Experienced by Participants
Participants mentioned being “scared” to access health 

care after transitioning to managed care; they were unsure 
what services or treatments would be covered. Others 
mentioned that appointments, treatments, and the medi-
cal equipment they needed were no longer covered by their 
new plan. One participant expressed this concern, stating,  
“I didn’t know until I got a bill in the mail, and I’m like,  
‘I thought this was covered,’ and they’re like, ‘No, you only 
have a certain amount.’ It’s just confusing to me when I don’t 
know anything, and I’m expecting something that I’ve been 
getting, and now I’m not getting it, or now I’m just getting 
billed for it when it was covered in the past.” (PP 5)

Many participants mentioned difficulty accessing ser-
vices because providers they had previously seen outside of 
the AHWFB system did not accept their new plans. This dif-
ficulty accessing care led to service delays. Seeking new pro-
viders took time, and the new providers had wait times for 
new patient appointments, resulting in frustration for some. 
One participant explained that her family did not move from 
the city as previously planned, because they could not find a 
provider in-network. She stated, “... I was having a really hard 
time in finding a provider on the network. Also, everybody 
else, of course, have a waiting list... We ended up staying 
here in [city].” (PP 22)

Participants also discussed difficulties accessing medi-
cations and medical supplies to treat chronic illnesses and 
pain due to changes to coverage, cost, or the discontinua-
tion of auto-refills for prescriptions under their new plans. 
They expressed frustration with their ability to access medi-
cations and medical supplies previously covered prior to 
Medicaid Transformation. One participant diagnosed with a 
chronic illness explained, “I suffer with high blood pressure, 
and I’m on five different kinds of blood pressure medicine. 
When I went to the pharmacies to get my medicine, they 
[were] refusing to give it to me... they’d be ‘denied, denied.’” 
(PP 21)

Participants who reported being no longer able to auto-
refill prescriptions stated that this change made chronic ill-
ness management challenging. One participant explained 
difficulties with keeping up with medication refills needed 
for their family, noting, “Their medicines were on auto-refill. 
It’s hard. I’m 54 years old. Tryin’ to keep up with my 16 medi-
cines, my 16-year-old’s on six or seven different medicines, 
my 12-year-old’s on four or five, and my eight-year-old’s on 
four. I’m tryin’ to keep up with all of that every single month 
when I was on the auto-fill. Now I’ve got to keep up with that. 
That’s not easy.” (PP 7)

A few participants discussed being frustrated by higher 
medication costs after switching plans, often making their 
medications no longer affordable. One participant explained, 
“I have seen changes as far as my medications. What I pay 
for my medications every month is over $100 a month when 
I was only payin’ $3 apiece for my meds.” (PP 7)
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table 3.
Summary of Main Qualitative Themes Describing Participant Perspectives and Experiences with the Medicaid Transformation 
Process in North Carolina

Theme	 Subtheme	 Features	 Representative Quotes	

Participants were  
confused about the  
sign-up process

Participants expressed  
limited understanding  
about their new plan 

Participants expressed  
difficulty accessing  
services through their  
plans

Participants primarily  
noted negative  
changes to their care 

Participant 
recommendations 
to help with 
confusion

Negative changes 
experienced by 
participants

Positive changes 
experienced by 
participants

Overall 
understanding of 
plan benefits

Understanding of 
extra benefits

Providers are no 
longer in-network

Change in coverage 
for services

Improved access 
to mental health 
services

Extra benefits

“I got the booklet that came, but I thought it was just a regular magazine. I didn’t 
even pay attention to it. I just threw it away.” (PP 5)

“I took [name] for a appointment, and I didn’t have a card, and they were gonna 
charge me for her, or bill me for not bringing, not having a card with me. Then my 
other daughter didn’t need a card. She has the paper, and I was told she couldn’t 
switch to a card, so that was confusing.” (PP 1)

“I don’t know, but I know if they had a website with maybe a formulary on there, and 
if there are certain tier levels and how many visits because I’ve recently run into the 
issue where I was told that we only get a certain amount of visits for the year, and I 
didn’t know that. I didn’t know until I got a bill in the mail.” (PP 5)

“Maybe if it was just someone dedicated to just helping with explaining that and 
helping understand what’s going on, what the changes are, and what my choices 
are, and then that probably would have got me more on board. ’Cause I was thinking 
I had to pay for this, and now I didn’t know what was going on.” (PP13)

“I had no knowledge. Otherwise, I would have signed up for it, ‘cause some of the 
stuff I need.” (PP 12)

“Now, United do have a program where they let you order so much out of the book. 
They got a book of medicine. If you look at [it], it’s generic medicine and it’s mostly 
outdated, because they send it [in] the mail. It’s just something they’re trying to get 
rid of.” (PP21)

“ …that phone call I got about the—I don’t know if it’s care coordination, or 
I’m not too sure, but they called and asked, did we need any transportation to 
appointments or food banks or clothes, that type of stuff…” (PP 5)

“As far as some of the plans offering the out of pocket, I guess you would say, the 
financial aid or assistance for over-the-counter medications, how do you know that 
applies, and how do you use that?” (PP 9)

“I woulda been fine with Medicaid, just leave it alone because I have had—I get 
DME things. I get durable medical equipment. For one thing, it took me—after the 
transition, it took me approximately three months to get incontinence supplies 
because the doctor I have is not in-network so they say... I have to go all the way to 
another doctor that has absolutely nothin’ to do with it, a specialty doctor that is 
in-network in order to get my supplies.” (PP 9)

Moderator: [name], “just to clarify, you were going to an eye doctor before that 
accepted Medicaid that now no longer does.”

PP 18: “Yes. Now they don’t. They say they can’t accept it anymore.”

Moderator: “Do you feel comfortable signing up for services that are provided by 
your new plan?” 

PP 14: “Yeah, I’m scared sometimes to do it…. I’m like, ‘Is it gonna cover it or not?’”

“My son, we had tried to get him counseling for a year and a half. Behavioral 
health... counseling, but since the change, it happened very quickly. It was just 
like dragging their feet trying to approve it before then. Some of that might’ve 
been insurance. Some of it was COVID, but it seemed very quickly once the plan 
changed.” (PP 4)

“That’s one reason I chose the WellCare ‘cause at the time, I was pregnant, and it 
was gonna cover a breast pump and several other new baby items.” (PP 14)

“I think they’re trying to give more options to people to broaden, I guess, the health 
care. I know, with UnitedHealthcare and stuff, that there’s benefits. Certain people 
can spend a certain amount on over-the-counter drugs and stuff that wasn’t used to 
be covered by Medicaid. You can get discounted memberships to the Y.” (PP 8)
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Recommendations to Address Negative Changes
To address these challenges, participants suggested hav-

ing a consistent Medicaid staff member help them navigate 
coverage. One participant explained, “You don’t have only 
one person to call; you have to make too many phone calls 
just to find one answer.” Other participants echoed similar 
experiences, stating that when they called Medicaid, they 
were unable to reach a real person and did not receive return 
calls. Participants would prefer having a direct email or 
phone number for a consistent worker to help them navigate 
their plan and coverage.

Positive Changes Experienced by Participants
Of the participants who reported positive changes, 

seven mentioned that the new plans had increased empha-
sis on mental health services. One participant appreciated 
that their children now received mental health screenings. 
Others mentioned that mental health appointments were 
approved and scheduled in a timelier fashion.

“Like I said, I think there’s a big emphasis on the men-
tal health aspect... they do offer the screenings. Both of my 
kids were able to get screenings. My oldest here has anxiety 
and depression, so her doctor has been reachin’ out.” (PP 1)  
Some participants stated that the new benefits offered by 
their plans constituted a positive change. For those who 
picked their own plan, the availability of extra benefits was a 
factor in their decision.

Discussion
Our focus groups of early enrollee experiences of North 

Carolina Medicaid Transformation highlighted four main 
findings. First, participants were confused about the process 
for enrolling in the new managed Medicaid plans; many felt 
they had a limited understanding of their new plans. Second, 
participants had varied understandings of extra benefits 
provided through new plans, and many expressed difficulties 
accessing these services. Third, participants noted primarily 
negative changes to their care after enrollment in new plans 
that directly impacted their care.

Lastly, one unintended outcome of the focus group ses-
sions was that participants felt comfortable sharing spe-
cific feedback, including recommendations to help improve 
the experience of understanding and accessing Medicaid 
services.

The finding that participants were confused about the 
enrollment process and services provided is consistent 
with previous studies evaluating transitions to Medicaid 
Managed Care (MMC). For example, participants of a 1996 
North Carolina MMC demonstration program cited similar 
concerns regarding a lack of awareness of services offered 
by plans [16]. By contrast, in that study, an independent 
enrollment broker was utilized as the first step to educate 
enrollees about available plan options, in addition to con-
ducting the plan changes, which potentially resulted in more 
positive feedback about their health care experiences under 

MMC. Across other states, such as Tennessee, extensive 
confusion resulted after the introduction of MMC for both 
beneficiaries and providers because educational resources 
regarding plan selection and counseling were limited [17]. 
Minnesota and Oregon, on the other hand, provided active 
education during the transition, minimizing confusion and 
the need to auto-enroll a large number of individuals. These 
studies highlight that the typical model of MMC, in which 
the burden of education, awareness, and decision-making 
falls on enrollees who are often not empowered with knowl-
edge or access to resources, may not best serve MMC recip-
ients [18]. Instead, collaborations between state Medicaid 
programs, MCOs, and Medicaid recipients to provide input 
on consumer education and engagement and product roll-
out strategies seem more effective [19].

Most participants in our study reported negative expe-
riences with Medicaid Transformation, particularly around 
accessing care and consistent coverage. Our study’s findings 
of negative participant experiences contrast with studies 
from other states, such as Maryland and Minnesota, where 
participants reported high satisfaction with services after 
transitioning to MMC [17, 20]. A 2012 review of MMC on 
cost savings, access, and quality found that given the hetero-
geneity of state MMC programs, direct comparisons were 
not possible; some states were more successful than others 
in these different areas [21]. A recent review incorporating 
more high-risk populations in MMC indicates the potential 
for improved quality of care, although variability will exist 
across state-specific programs, and additional research is 
needed to generalize findings [22].

Years of research have highlighted the longstanding neg-
ative impact that SDoHs have on morbidity and mortality, 
and the increasing importance of addressing these risk fac-
tors in a health care setting [23–27]. Several state Medicaid 
programs address SDoH to provide “whole person” care 
[28–30]. As MMC programs evolve and grow, knowledge-
sharing and guidance on promising practices addressing 
SDoH should be shared [31]. There are many opportunities 
for Medicaid insurers to address SDoH, but barriers exist 
in financing strategies, identifying best practices to allow 
for effective partnering with community organizations, and 
scaling [23]. Future research may help elucidate effective 
reimbursement strategies for SDoH services. The NCDHHS 
is testing and evaluating the impacts of addressing SDoH 
through Healthy Opportunities Pilots [32]. Additionally, 
NCDHHS can benefit from Medicaid enrollee input, such as 
recommendations noted in this publication, to help guide 
strategies for effectively addressing whole person care.

Limitations
This study had several limitations that should be acknowl-

edged. First, participants were recruited from a single insti-
tution in the Southeastern United States; results may not be 
transferable to other institutions. Second, participants who 
agreed to participate in a focus group are likely not repre-
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sentative of all Medicaid Transformation beneficiaries; only 
English-speaking participants were included. Participants 
were not given the opportunity to validate themes prior to 
final analysis, but they will be provided with study findings 
via a report and/or infographic.  
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