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Patient perspectives on health insurance design:

Value of insurance: Study

Experiences of beneficiaries with chronic diseases

deductibles, cost-sharing, and
lack of transparency in costs. The
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uninsured—forcing them to incur
debt or forgo essential care—and
participants perceived that

|ntroduction Survey research R It Emotional and physical impact Perspectives on changes to benefit design insurance problems had
. . . . o * A 46-item online survey was distributed to 204 PERC members, of whom esu S * 26% of survey respondents (38 patients) admitted frequent feelings of anxiety and stress Trade-offs acceptable to reduce cost burden exacerbated their health
* Over 90% of Americans now have health insurance, yet many e Approximately 60% of Americans have a chronic illness.* 146 patients across 15 chronic diseases completed the survey between about OOP medication costs, with some reporting loss of sleep, reduced overall quality of

August 30 and September 6, 2023. General satisfaction life, and feeling emotionally drained as a result (Figure 2). * Most respondents supported revisions to insurance design, prioritizing reductions in conditions.

reports suggest challenges such as high patient out-of-pocket
medication cost-sharing even if it meant slightly higher premiums for all: 79% preferred

(OOP) costs, burdensome utilization management * Cost-sharing mechanisms in insurance often leave patients with

* 76% of survey respondents considered their health insurance valuable, and 73% were

: : : g chronic diseases facing substantial, unaffordable expenses—a . ' i ' ' e : ) ) : o S i iminati . i 9 illi i . . .
requirements, and denials of prescribed medications. A e g bt nort dp”5’6 The survey captyred d,emograph.lc and Insurance coverage mformatpp, satisfied with the clarity of information about coverage and prescription medication costs. . . . o . reducing or gllmlnatlng cost-sharing, and 82% were willing to pay more for insurance to OOP cost |mpacts: Financial
phenomenon referred to as 'Insured but not coverea.. as well as participants’ perspectives on medication access, affordability, 44% felt their insurance brovider showed concern for their wellbeing and lona-term health FIGURE 2: Emotional impact of managing the cost of prescriptions over the previous lower their direct OOP costs.
* In the United States, nearly 45% of non-senior adults live in _ fi ial i d oref f tential ch - ? P 9 g ' . n= a concerns about OOP costs had a
o . ’ : C ee e o e These issues highlight the need to reform current benefit cost-exposure, financial Impact, and preferences tor potential changes to 12 months (survey respondents; n=146) e Th t t fori benefits that improve affordable access to ne u
families facing healthcare-related financial difficulties,” and about : - o : . insurance design (the full questionnaire is in the digital supplement). * In focus group discussions, participants expressed fluctuation in satisfaction over time . ere was strong support for insurance benetits 'mprov W ‘ol :
o) . . 3 deS|gnS to meet the SpeCIfIC needs of individuals with chronic g g Rk g Rk i . . . 100% — and innovative medications. which was deemed |mp0rtant by 96% Of respondents SUbStantlaI |mpaCt On
23% of adults struggle with medical debt. " o , o . due to life events, such as retirement or employment changes, which significantly impacted ’ : . . ,
llinesses. » Survey data were analyzed using descriptive statistical methods to : : - : participants mental health
. financial stability and insurance coverage. ’
summarize key themes and trends v J Type of cost-exposure matters lit £ Iif dt t t
) : . . .. o T5% - ) o . uali oT liITe, an reatmen
° Approximately one-quarter of focus group participants reported that their insurance 2 » Respondents expressed a strong preference for predictable medication costs, with 51% 9 y ’ .
Focus group engagements provided little value, largely due to unaffordable medication costs and coverage gaps, S supporting fixed copays, 52% favoring no OOP costs for medication refills for patients adherence. Negrly one-third
ResearCh ObjeCtive * Six virtual focus groups, each lasting 120 minutes, were conducted el aling) izl ety seiess. a—— with stable disease, and 97% opposing (variable) coinsurance requirements at every refill. expressed feeling overwhelmed.
between November 29 and December 7, 2023, to collect in-depth c : C Cobi hani lik kibpi
TN ’ ’ . ore  78% of respondents believed eliminating OOP costs would not lead to overuse of oping mechanisms like sKipping,
. insi i ic di i ir i i i i I nsigh nf k hered from th rvey. > .. : . ) : . . .
To gather insights directly from chronic disease beneficiaries regarding their ived experiences and perspectives on health instrance qualitative insights based on feedback gathered from the survey Patu:—:nt aRiclCabiE YA o - | s . | IS medications, with 89% reporting that their treatment use would continue to be driven by stretching, or abandoning
coverage to intorm discussions on optimiZing benetit aesign. « A total of 29 survey participants were invited to join the focus groups. . .2313 of survey responc.ients said thfey struggled to.afford pre§cr|ptlon medications desplt.e 0 o 21 the clinical benefits of prescribed medications. medications in resbonse to
Participant selection focused on ensuring a breadth of viewpoints based insurance coverage, with cost-sharing (35%) and high deductibles (24%) noted as key barriers. | . . . . . . P A
on age, race/ethnicity, gender, disease area, and insurance type, matching » High OOP costs remained a significant concern even among those with top-tier —“—r-_—|—__—|—“—|———| Patients embrace multiple policy solutions medication unaffordablllty at the
the composition of survey participants (Table 1). insurance plans, leading to examples of patients being forced to rely on spousal income, incur |fr:g:iirlt;yo1;eel forr:ycrﬁzgilcz?(on Thsu??eor;cigfnal Lte:é:ygg;n;l}lg olvfe?:ir:Zﬁs:eaJIgy . ﬁi;ﬁiﬁgzs(ﬂ?ngfenf) broadly supported multiple policy solutions for redesigning health pharmacy cou.nter fe.:atured In
M eth OdO I Ogy « Discussions centered on lived experiences and perspectives related to medical debt, or forgo essential care. stressed due to causesmeto  managing the cost  time and effort this aspect of 9 ' every group discussion.
: : 3F _ : : : . . i . . the cost | pay lose sleep or for my prescribed  spent dealing with managing my . 5 . . . . o o o
. medication access, affordability, cost-sharing, and potential benefit * Affordability challenges disproportionately affected respondents on lower incomes, with for my experience other  medication has the cost for health insurance Focus group discussions emphasized the importance of educational efforts to clearly Participants on lower incomes
Study design design changes. 50% of those earning less than US$40,000 annually unable to afford their OOP costs. prescribed physical negatively affected  my prescribed plan and would explain design changes and their direct benefits to patients (see digital supplement for faced particular difficulties with
e A mixed hod q q d with US id livi e Th dv did include di . b ifi . ] ] . medication symptoms of my overall medication prefer to keep detailed contextualization). p
mixe —mgt ods study was con ucted wit USresi ents living e stuay ! not Include discussions a OEJ’C specific * Focus group transcripts and observations underwent thematic analysis stress quality of life my energy on affordabilit
with chronic diseases and continuous health insurance coverage, pharmaceutical products, health plans, or insurance carriers, and using MAXQDA software; a narrative analysis framework was applied to Financial unpredictability managing y.
using an online survey and virtual focus group discussions researchers were unaware of participants' potential use of code data based on predefined topics and participants’ lived experiences. . . . . o . o my condition . .
(Figure 1). specific products or their affiliation with particular health plans. : Whlle 86_/° of ‘?‘urvey respondents recalled dISCUSS.mg cI|r.1|caI benefits of new medications M 1- Strongly disagree | 2 - Disagree M 3 - Neither agree nor disagree 4 - Agree M 5 - Strongly agree FIGURE 4: Patient support for proposed changes to health insurance R f . P t‘ 1 t
TABLE 1: Demographics and insurance types of survey respondents and with their provider, fewer than 23% remembered discussing costs. (survey respondents; n=146)* erorm: Farticipants were
* Participants were recruited from the Patient Engagement * This study was deemed exempt from institutional review board focus aroub barticibants . . o ) “Data labels within bars show numbers of patients. o . o _ pragmatic about insurance reform
Research Council (PERC), a program led by Johnson & Johnson approval pursuant to the terms of the U.S. Department of Health grotip p P * Only 16% of respondents felt confident they understood their prescription medication costs E"m'”?ﬁfle colsurance for Ch“’f”'c d'sezse Patients who h _ . . e g
. ’ . . . . . T . . . are refilling their prescription for a medication they are
that engages a diverse group of patients with chronic health and Human Service's Policy for Protection of Human Research Parameter Survey Focus group when selecting their health insurance plan. . - tod additional in-desth descrioti  hal ’ stable on f?vorlng greater predictability,
T ida insi : ici . ) .. , . Qut * Focus group participants provided additional in-de escriptions of challenges -
conditions to provide insights through structured research Subjects at 45 C.F.R. §46104(d). respondents participants - Despite 58% of respondents researching costs before receiving their medications, 23% could LRI P AR P P ge . . o fixed copays, and transparency.
activities’ Participant demographics are shown in Table 1. ; : ) 5 , : : : affecting their stress and anxiety levels that contributed to an overall sense of insurance Require insurance plans to cover high-value medications . o
never find the information, and 21% found the information they gathered to be inconsistent. - - . : : - N without a deductible to reduce delavs in care [IE& e Endorsed solutions included
S . ‘ AU Y SRS 570 (23.0-810) 56,5 (31.0-80.0) fatigue, including uncertainty of coverage, failure to cover prescription medication costs, y .. . . .
° Pg;t{mpce;tlondwast\./o.luntiry, written |nformfddcotn]§gnt walj o - ’ : ; = * Over half (568%) of survey respondents found that actual medication costs differed from and difficulty troubleshooting issues (Figure 3). More information on patient costs by offering easy-to-find s ellmlnatlng (varlable) coinsurance
obtained, and participants were compensated at fair market value ge category, years, n (% - o . . . e : : ° 4 o o
for their time. 18-39 20 (14) 4 (14) expectations. * Participants suggested that the stress caused by insurance issues was linked to and easy-to-understand cost estimates (t:;?:;éi'z':;o”ng for prescription refills, capping
40-59 62 ((42)) ) ((38)) * Focus group participants highlighted challenges with inconsistent OOP cost burdens and increased disease activity or flares. Every focus group had participants mention skippfing 1= medication costs relative to
FIGURE 1: Study design 60-79 6142 13 (45 inaccurate copay estimates, which particularly impact those with rare diseases or needing doses, stretching out medication, or completely abandoning medication due to lack o Ensure that total cost for medication cannot exceed a : ;
>80 3(2) 1(3) newly approved medications. access, resulting in worsening health outcomes. certain percentage of my household income household "}come, and Spreadlng
tiont £ Research Council (PERC) Gender, n (%) 1 costs over time.
- Patient Engagement Research Counci participants » AP Test that eliminate all int £ savi
Recruitment  Chronic disease areas: AS, BICa, gMG, IBD, lung cancer, MDD, MM, MS E/Iear:;ale 59; ((?3%3)) 11?((33)) Financial burden FIGURE 3: St Janxiet i i ad tei desian th hout th o P air:sm:d?c; ::dp?rlnse‘]:rr:wair:iigalsc?g!g | “
P ’ T ’ » L TS . _ _ ) : Stress/anxiety arising from inadequate insurance design throughout the _ H _ . P
PAD, PH, PrCa, PsA, PsO, stem cell therapy, VTE Non-binary 3 (2) 1(3) * 11% of survey respondents reported spending more than US$2,000 (not including premiums) C ot —2 Acceptmg trade-offs: Part|C|pants
. . . . patient journey Allow patients to spread costs over the course of a year o o o
Race/ethnicity,’ n (%) over the previous 12 months on drug OOP costs despite having insurance; 3% had spent P P rather than pay all costs upf}’ont also believed premium increases
: S than US$5,000. i
Sample l l White 81(55) 18 (62) more ’ 1, can be acceptable if they
Black/African American 38 (26) 8 (28) . . . . . CYCLES OF STRESS RESTART : : : P = .
| | | N Hispanic/Latino 15 (10) 13) Due to hl%h OOP costs, 18% of roespondents reported having to reduce spending on basic EAGH YEAR More predictable costs by replacing coms{ﬁl:(?dnzzxx effectlvely allow for reduced OOP
Screenin * English-speaking patient participants Asian American/Pacific Islander 7(5) 2 (7) needs, 13% took on debt, and 15% abandoned medications. ¢ It added stress for me as far as mental | cost burdens and improved ACCesS
g . Resident in the United States Other 5 (3) 0 . . . . . . . . health every year ... Is this covered? Is ) ) ) - R .
el o Grtieris * The financial strain disproportionately impacted non-White respondents, who comprised this not covered? What is that going to More information on how insurers have used the money to medications.
- At least some knowledge of health insurance Highest level of education, n (%) 63% of those reducing basic needs, 79% of those incurring debt, and 68% of those mean as far as my out-of-pocket cost? 1§ from premiums to benefit patients when they need care
Post-graduate 45 (31) 7 (24) abandoning medications. Pulmonary hypertension, female | | | |
Bachelor's degree 48 (33) 10 (34) 25% 50% 5% 100% : AN
l l Associate degree 5 (3) 1(3) * Focus group discussions further emphasized the detrimental impact of cost-exposure e s Survey respondents ll;ullélu re ms:francel delf;gn. TP:S-[?
Trade school 9 (6) 2 (7) (Table 2). B 1- Stronglv d - N : ) ) INAINgsS oTrer vaiuapie qualitative
gly disagree & 2 - Disagree M 3 - Neither agree nor disagree 4 - Agree M 5 - Strongly agree
: : D . Some college 28 (19) 6 (21) AFFORDABILITY AND IMPACT o o o
: : Online survey BB SULTHE; (T8 DRI [HES @ High school 8 (5) 1(3) Increased medical costs “ If you're sick and can't work, *Data labels within bars show numbers of patients. |n3|gh1.:s tO Inform actL!arlaI . !
Quantitative 90 minut - Demographics and insurance coverage Other 3(2) 2 (7) TABLE 2: Focus group participants’ experiences of the financial burden of OOP costs HEAVY BURDEN ON THE CHRONICALLY ILL where do you get the money? B OOO modellng. Understandlng patlents
component (nT;Zl:S)eS - Medication access, affordability, and understanding of cost-exposure Annual household income,’ n (%) Patient strategiesto  Example patient perspectives 'Y [My doctor asks me where's my stress at? And she. Venous thromboembolism, female ‘ preferences will be critical in
- : S : : : fford medicati tells me when | leave making sure that | exercise an o o o
- Financial impacts and patient-centered preferences for insurance design ;i‘é%%%o 479999 323 (1251) ;(gj) e medieation making sure that | keep my stress levels down by deSIinng value-based insurance
’ to ’ ( ) ( ) I know how to be creative. | got to be creative with my bills [such as] food bills, because a big chunk of my check being pr oactive and making sure | monitor my H 1
$80,000 to $119,000 42 (29) 6 (21) Reduced household icsh%cr)g;%t[zl;/cgg(s::]"‘ly medical, and | don't want to be surprised by my medical bill when I'm being . | budgeting and work extremely hard at my career Key ta keaways fo r A M C P dQCiSiO n_ m a ke rs that balances SOClEtaI COStS Wlth
2$120,000 34 (23) 8 (28) spending on food and bills “lt could affect missing a bill, leave us short on grocery money, [force us to] do what we need to do until... we have | fo be able to afford these eI me‘.jlcatlons. ” addrESSIng the needs Of Chronlc
Not sure/prefer not to say 8 (5) 1(3) |
i money. 9 9 Inflammatory bowel disease, female nflammatory bowel disease, male ° ° ° disease atie nts
Conducted by a prOfeSSional moderator USing a research-informed PERC chronic disease category’ n (%) Going without There was a couple of times my utilities were disconnected because | had to have this medication, and it was ’ There Is a perSIStent IaCk Of e‘IIdence from real-world p )
. : . : , Cardiovascular® 24 (16) 5 (17) gas/electricity a hardship. Stem coll therav. male . z . ith ch ic di inf
S— Virtual focus groups discussion guide, to explore: Py FEELINGS OF BEING OVERWHELMED AND experiences of patients with chronic diseases to inform
Qualltatlve o 1 2 1 1 iri ImmunOIOgyd 49 (34) 13 (45) 'm trying to figure out where I'm going to get money to get my kids Christmas presents. | don't know how much room UNDER CONSTANT PRESSURE ° M °
component 120 mInUteS : P.atlen’.cs experfences with their msurance. coverage . (I\;eurcilog):e 155 ((1:?')) 61 ((:23-)1) Taking on debt ;mv?;ngni/c{rzditcarfjsﬁit'slfrugtragntg.g t Y to getmy s Chrisimasp Geil.e:::ize;kmyas:,:henia gfavis, mlale “ | have been very overwhelmed and stressed and emotionally Insurance deSIQn eVOIUtlon.
(n =29) Financial, emotional, and health outcome impacts of insurance ncology . €6 1 rave fod bamkraptey toioe iy e f oy 421 vom voute 8, ondlyoute $10000 1 debt. what do you dor drained dealing with the process. Everything that | have
. ave Jlle ankruptcy twice in my lije. mqn hae mean, W en youre lo, an .oure A In aept, wnat do you dor ... d d t X S I ’t t th t k ° ° °
Solutions and patient-centered alternatives to current insurance design AU L) \" oecaing vty (@ e e nasro sy " o iy b ol e s kind of ke that domino effect that wil start. - ’ Current benefit designs can fall short in adequately Acknowled ts and Discl
Health insurance plan, n (%) ’ [trickling] down. . . . . . . cKnowle ments an Isclosures
Employer—based Only 56 (38) 12 (41) @ “Thelin;ur?r.u;ei;opgejcc;veringitaltogether, so that went way up... | had to stop that for quite some time until | could Worsening health Multiple sclerosis, female redUCIng flnanCIaI burdens for patlents Wlth Chronlc Bridaet Dohert q 3 ich N | £ Joh & Joh
Medi | 39 (27 9 (31 Skipping.doses or worrthat into the buaget- 9 9 Venous thromboembolism, female e 0 ° ° ° ° ridget Doherty an ric eumann are employees of Johnson ohnson
>1e|n;(;?,;en§2 ’Zype 36 §25; 8 ((28)) abandoning medication @ “I'Iltry to stretch [my meds] because | can only afford a month. I'll just take half and try to get by until | can get the next INSURANCE STRESS EXACERBATING condltlons, caus'“g emOtlonaI dIStress and rISks Of and hold shares in the company. WeSIey Peters is an employee of Evidera,
Madinai months dosage. 9.9 Inflammatory bowel disease, female CHRONIC CONDITION 1 H which helped to conduct the research with funding from Johnson & Johnson
- . Medicaid only 11(8) 0 disease worsening. p . g fror hnson.
Descriptive analysis of survey responses TRICARE or Veterans Affairs only 2 (1) 0 }’vetincounteredmedications that were very difficult to afford and | had to borrow money from family to pay GE Because of the neuromuscular disease g The a.Lkl)thC.)rS thanhk lfclmbelily Hcl)olfs, Sfter\]/.en Zona, ?]mécll_-lsa .Srea C;c(;r tl.1e|r
. ) . . . . Marketpl /Exch I 2 (1 0 wi or them. Lung cancer, male that | have, stress is a big problem for o o o o o o contribution to the formal analysis of this research. editorial and design
PerSpeCtlveS Data anaIySIS z(lj:llll'lfsaglr;loeufeg:anrscc.;]:fiial;:nqt:;eycl;te(;btsl‘]eerr\;]aetslonS analyzed by 4 SERIor arketplace/=xchange onty ( ) Borrowing money @ “Iaskedj_us.tsomebody that I'm nearly a complete stranger with [for] $20 because | had to get to the pharmacy and get me. If | get stressed, | get slurry or nasally Thls StUdy hlghllghts the Importance Of deSIinng health Support was provided by Twist Medical and funded by Johnson & Johnson.
sIndividuals could identify as more than one race/ethnicity. In US dollars. cCardiovascular: peripheral arterial my medicine. 9 9 Multiple sclerosis, female and weak and | can’t walk anymore pretty o T |° 'th th I d d f t. T
Narrative analysis framework (MAXQDA software) disease, venous thromboembolism. {immunology: ankylosing spondylitis, generalized myasthenia gravis, Patient assistance S ——— mujz an;(vwhere except to the bathroom Insurance to a Ign Wi € values and needs o pa Ients
inflammatory bowel disease, psoriasis, psoriatic arthritis, stem cell therapy. °Neurology: major depressive disorder, reimbursement and that helps so much. ' SN A N S ana back. ° ° ° o o °
multiple sclerosis. fOncology: bladder cancer, lung cancer, multiple myeloma, prostate cancer. progTETe ’ ¢ tzed myasthenta gravis, mel Generalized myasthenia gravis, male’, Wlth Chronlc dlseases, WhICh affeCt 60/0 Of Amerlcans'
AS, ankylosing spondylitis; BICa, bladder cancer; gMG, generalized myasthenia gravis; IBD, inflammatory bowel disease; MDD, major depressive disorder; MM, multiple myeloma; MS, multiple sclerosis; 9Pulmonary: pulmonary hypertension. OOP, out-of-pocket. Scan the QR code
PAD, peripheral artery disease; PH, pulmonary hypertension; PrCa, prostate cancer; PsA, psoriatic arthritis; PsO, psoriasis; VTE, venous thromboembolism. PERC, Patient Engagement Research Council. The QR code is intended to provide scientific information for
individual reference, and the information should not be altered or
reproduced in any way.
The content contained in this poster is provided solely for research and
scientific discussion, not for promotional purposes.
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