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AbStraCt Table 1: Part|C|pant characteristics (n=296) Flg. 3: Most |mportant criteria In selectlng d hew prOVIder e About half (47%) of respondents reported that out-of-pocket (OOP) T2DM expenses affected
Obijective: Describe factors that affect Type 2 Diabetes Mellitus (T2DM) patients’ perceptions 579% their other financial decisions “extremely” or “very much.” (Table 3)
aracteristic Nn\7
. . o . . . .
of care quality and the impact of out-of-pocket (OOP) costs. S Female (%) 207 (70%) S1% 49% 48% Q:festlg):kt'igt%:r);o:e e Inthe last 12 months, 60% made financial changes due to OOP T2DM expenses. (Table 3)
\"\" | \"\";
. : : Age (years): Mean (5D) 57.4(10.1) doctor, what measures . : . .
Methods: US-based patients aged 18+ who selt-report T2DM were recruited from an online Duration of T2D inyears:  Median (IQR) 9 (13) would be most important e Inthe last 12 months, 19% reported using less medication than was prescribed due to OOP
health data-sharing network, PatientsLikeMe, to complete an online survey. Multiple choice (F;‘;sz’ Wi 263895 | e IﬁrYO?ul;clo knowlabctmt t T2DM expenses (Table 3)
. : — . : . : : ° : em? Please select up to
questions were analyzed using descriptive statistics; free-text questions were qualitatively Ethnicity: Hispanic 13 (4%) . “"Competence- the expertise to handle T2D care, 21% 19% 3. (n=296).
| Tvoe: Direct 17 (6% . being up-to-date about the management of T2D,
analyzed- neHrance ype Em |(I)re§r : o) . familiarity with broad and specific related topics. : . . .
ploys 105 (36%) ; o Response options are ° . o k f d h d
Medicaic 37 (13%) S 8%  Lased on a literature Fig. 4: Actions taken after discussing OOP T2DM costs with doctor
Results: 296 patients completed the survey; 70% female, 89% white, with a mean age of 57.4 Medicare 102 (35%) L e ¥ i review and consultation
eSulIts. P P Y, o p o / g . Military 6 (2%) . being genuinely concerned, empowering the patient - )
. . . .. 0 : i inq. : with experts.
years, and median T2DM duration of nine years. The majority (67%) of respondents reported Sone igfg ; ° beapartne”n::r o‘:n h:a:lmg B ; How well their Availability Patient Offer diabetes-  How oftenthey  Offer advance Other " 60%
. . . . . . . . . VA 4 (4% : Communication skills- the ability to talk with the . tients with T2D f tra hel tisfati ifi , ib |
satisfaction with their current care. The most frequently mentioned indicator of high quality —— " = E ) ) | patient, to engage the patient by not using jargon, e e oot helP A A P care plans
care (HQC) reported by patients in an open-ended question was patient-provider interaction Suburban area 125 (42%) : simplifying the conversation as much as possible.” many can control  exercise, or exams and treatments
. . . Rural area 102 (36%) : : their blood pressure,  tobacco use foot exams (e.g., statins, 38% ) . .
(n=59), followed by adequate information and education (n=51). When asked to choose the Other 11 (4%) L 8 M b lvina with fvne 2 : avoid amputation, antiplatelet Question text: What did
. . . Providers seen for T2DM management* : : J P : maintain a normal therapy) your doctor suggest when
h f f | h _|: | | d . ger diabetes, female age 46 : 26% ) :
three best indicators of HQC from a list, the 296 respondents most frequently selected: General/Primary care 232 (78%) weight, etc) 24% you discussed problems
: : : : : : Endocrinologist 75 (25% lated to T2D out-of-
provider listens carefully (62%), explains things in a way that is easy to understand (45%), and Nurzegcrggtci)tig%gr 46%16%3 """"""""""""""""""""""""""""" 16% ;eoikit eipenS:s‘; ;ease
. o . : : Foot-care specialist 38 (13%) : : . :
spends enough time (44%). When seeking a new provider, respondents would most like to Pharmacist 28 (10%) e When asked to choose the three best indicators of health care quality from a list, respondents most 3% fj'_‘j‘;;';if‘:nigs\',{m o
o : SUNIT : Cardiologist 28 (10% . . . . . . =
know a provider’s patient outcomes (57%) and availability of support services (e.g., tobacco Cortifiad diabete;‘;gj;%ﬁr 22((7%)) frequently selected: provider listens carefully (62%), explains things in a way that is easy to m— made financial changes)
cessation and diet management) (51%). Many respondents (60%) made financial changes e pititan gt understand (45%), and spends enough time (44%). (Figure 2) My coctor s My doctor My doctor Other vy doctor
. . o . y 9 o changed my given free ~gave me ~gave me reduced the
due to T2DM OOP expenses, 31% reduced non-health spending, 23% increased credit card , , , L , medicationtoa  medication information  information number of
o . . . O When Seek|ng d New prOVIder, respondents WOUld M oSt ||ke to knOW d prOVIdeI’ S patlent outcomes cheaper brand about low-cost about financial medications
debt, and 19% reported they use less medication than prescribed to reduce costs. Only o T . . . o or ceneric edication  assistance | take for T2D
o . . . . . . . Participant characteristics (57%) and availability of support services (e.g., tobacco cessation and diet management) (51%). 9
42% (74/178) who made financial changes discussed cost issues with their physician and, of (Figure 3) sources programs
those, 63% (44/74) altered their treatment regimen as a result. e Majority of respondents were female (70%) and white (89%), with mean age of 57.4 and 9
e , | o ” et ) median disease duration of nine years. About half (48%) were on Medicare/Medicaid. The e Intheir own words, respondents described high quality care as emphasizing the doctor-patient o Among respondents who had made financial changes to pay for T2D costs in the past 12
Cor.1c.u5|ons. 12DM patients prioritize proviaer engagement an | ea.t care outcomes when majority see a primary care doctor for their T2DM. (Table 1) interaction, specific informational and support resources, and administrative factors. (Table 2) the 42% have talked to thei | hout OOP cost brobl Over half of
defining HQC. Respondents value providers who help them longitudinally understand and montns, 427 have talked to their proviaers abou Ccost problems. Lver halt ©
manage their T2DM. The OOP cost burden of T2DM management impacts adherence to e Two-thirds of participants were “satistied” or “very satisfied” with their T2DM providers. conversations (63%) led to changes in treatment regimen. (Figure 4)
° o
treatment and forces patients to make other financial changes to afford treatment. (Figure 1) Table 2: ?/Iam th)emes used by respondents to describe hlgh quahty care
n=296 Conclusion
BaCkg rou nd Flg. 1: Patient satisfaction with T2DM care prowders Theme Description e High quality care for patients means that in addition to healthcare outcomes, providers must
e The cost and quality of Type 2 Diabetes Mellitus (T2DM) care are important factors in - Aspects of the interaction between provider and patient, such as ||st§n and be responsive ’Fo their |n.d|V|dua| heaTI’.ch n.eeds holistically, provide §peC|flc and
medication adherence and health outcomes (1 _3) 32% Provider-Patient interaction Iistening.and communicating, individualized goal-setting, and showing 59 . g actionable recommendations for In‘estyle mod|f|c:at|ons, and spend enough time to assess,
. compassion uestion text: How wou : -
-y . incorporate, and support these aspects of care over time.
: : L : : : Inf : d ed : Specific information or education needs that providers should provide, 1 you describe high quality P PP P
* Including the patient perspective in care quality measurement is an important way to nformation and education (" oL L 5 T2D care? What should The OOP urd fToDM | Jh oy
. . . . . o . . i i t o
improve the relevance of quality measures of patient care used in research and evaluation 21% Question text: All things L Includes administrative aspects of care such as coordination of services, providers be doing to < cost burden o management impacts adherence to treatment and torces
/ considered, how satisfied or Care administration f cation, and f f visits and foll 29 make sure they are atients to make other financial changes to afford treatment
of health care services, as their perspectives may differ from those of providers. (4,5) dissatisfied are you with the way means of communication, and frequency of VISIts and Toflow=up offering their patients the P g -
your care providers are helping Support and resources Specific support services available to patients 29 highest quality of care?
: : : 10% you manage your T2D? (n=296) o o o
e This study sought to understand factors that affect Type 2 Diabetes Mellitus (T2DM) | Taking a holistic approah to the patient or understanding the patient's «Categories not mutually Limitations
: , : : : Patient-centered approach individual context 28 :
patients’ perceptions of care quality and the impact of out-of-pocket (OOP) costs on - individual contex exclusive
treatment adherence. B Clinical measures Specific tests or measures that participants want providers to use 24 e The results of this StUdy may not be generahzable due to the low sample size and as a result of
Very Dissatisfied Neither Satisfied Very Up-to-date care Perceptic;\n that providers are up-to-date on treatments and care 3 convenience sam plmg :
dissatisfied satisfied nor satisfied approaches
Methods dissatisfied e PatientsLikeMe represents a population that may be more engaged in disease management
. . . . . and may not be representative of the broader population of individuals with T2DM.
e This study was conducted with members of PatientsLikeMe (PLM), an online Burden of out-of-pocket T2DM expenses y P POP
patient-powered research network. Over a four-week period in April and May 2016, a Quality of care: Patient perspectives . o L
sample of PLM members aged 18 or over who reported US residence, and Type 2 Table 3: Financial impact of T2DM OUt'Of'pOCket expenses (n=296) it
: L. : : : . . . . . . . . itations
diabetes were invited to complete an online questionnaire. Fig. 2: fatl_?znl’gﬁted FQOS’C important patient satisfaction criteria cOuestion text: To what (1) et 4D, Heisler M, Wagner TH. Problers paying out-ofpocket medication osts among older adults with iabstes. Diabstes Care. 2004 Feb
: C : : : or care . . B extent does the amount i 20a-7 1
e The questionnaire included 31 questions covering demographics, treatments for T2DM, Median monthly spending on T2DM care, Mean (IQR) (n=162) $100 (160) of money you spend on (2) Tamblyn R, Laprise R, Hanley JA, Abrahamowicz M, Scott S, Mayo N, Hurley J, Grad R, Latimer E, Perreault R, McLeod P. Adverse events
: : - : t-of-pocket medical - - ot shari . 421
care expeﬂencesl attrtudes and preferences related to care quahtyl COSt, and |mpaC't Of Carefullv listens to vou 629, Impact of T2DM spending on other expenses* Extremely 56 (19%) z)l:peonsizca;ez?iﬂ:(:: associated with prescription drug cost sharlng among poor and elderly persons. Jama. 2001 Jan 24,285(4).421 9.
. . . y y ] ° Vv h o i . .. (3) Thornton SJ, Seabury S, Lopez J, McKenzie S, Goldman DP. Impact of type 2 diabetes medication cost sharing on patient outcomes and health
cost of care on financial decisions. A e . ery muc 85 (28%) financial decisions you lan costs. | The American iourmal of managed care. 2016 Jun:22(6r433
xplains things in a way that is easy to understand G 45 Moderatel 75 (25%) make? (n=296) - - 122(6):433.
: : : : — CL ‘ , Slightli 37 (13%) (4) Brett J, Staniszewska S, Mockford C, Herron-Marx S, Hughes J, Tysall C, Suleman R. Mapping the impact of patient and public involvement on
® |\/|u|t|p|e ch0|ce questlons were analyzed using descrlptlve statistics; open—ended Spends enough time with you |GGG 44% Ouestion text: Bel o Not at all 44 (15%) **Question text: Which health and social care research: a systematic review. Health Expectations. 2014 Oct 1;17(5):637-50.
. . . . uestion text: Below are some of the o . . . s . , . . . , , o
questions were analyzed for themes using conve ntional content ana|y3|s. (6) Gets you in for an appointment as soon as needed |GG 39% criteria used to measure patient E:Z:Z'?L:If:;ﬁasehz\ﬁ %I(Z)U (5) Levine R, Shore K, Lubalin J, Qarﬂnkel S, Hurtado M, Carman K. Comparing physician and patient perceptions of quality in ambulatory care.
satisfaction with T2D care. Which of - : , . , P International Journal for Quality in Health Care. 2012 May 22:mzs023.
_ . . _ . ast 12 month financial changes made as a result of T2DM expenses months in order to pay for
Knows important information about your medical history | GG 35 % thes? are the best indicators of high (select all that apply) your T2D out-of-pocket (6) Hsieh HF, Shannon SE. Three approaches to qualitative content analysis. Qualitative health research. 2005 Nov;15(9):1277-88.
Resu Its Shows respect for what you say |GGG 28% quality care?* Select top 3. (n=296) Spent less on food, heat, or basic expenses 93 (31%) medical expenses (e.g.
*Adapted from AHRQ's CAHPS survey Increased credit card debt carried month to month 69 (23%) prezcriFI)tions,ldoctor \)IE)SitS, Acknowledgment
. .. : A ti th d 1 I 22% , C i - o medical supplies, etc.)?
e A total of 1 1649 PLM users were invited to participate in the survey and 496 of these NSWETS QUESTIONS on the same ddy you ca 22% httP-//CahRS-ahVQ-QOV/ Used less medication thar.m WaS.preSCFIbed 57 (19%) Please select all that apply. The authors would like to thank members of the PatientsLikeMe T2DM community who took part in this study.
surveys-guidance/cg/about/cg_3-0_ Other financial changes 73 (25%)
d th T ncludi 0| ved f Has someone call you to follow up on lab test or other tests [N 20% . (n=296)
opened the survey invitation. Responses (including partial responses) were received from overview.pdf, accessed 3/21/2016 Borrowed money from a friend or family member 38 (13%) Contact information
_ . Has someone call you to talk about all the [l 5% No financial changes 118 (40%)
376 US based respondents, Of WhOm 296 Completed the entire SUrvey. prescription medications you are taking Kristina Simacek, Research Scientist, PatientsLikeMe, Inc (ksimacek@patientslikeme.com)
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