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Original Report:

Diabetes

IntroductIon

 The incidence of type 2 diabetes 
and related complications is dispro-
portionately higher among Afri-
can Americans (AAs) in the United 
States.1,2 AAs with diabetes have twice 
the rate of blindness and a three-fold 
higher rate of diabetic neuropathy, 
end stage renal disease, and non-
traumatic lower extremity amputa-
tions compared with non-Hispanic 
Whites.3 In recent years, a recognition 
of diabetes as one of the most chal-
lenging chronic illnesses to manage 
led to a dramatic increase in research 
focused on psychosocial issues related 
to diabetes.4 This focus is important 
especially for AAs who are likely to 
face multiple psychosocial challenges 
while living with the disease and are 
likely to have varying perceptions of 
diabetes that might shape their health 
behavior.5 Based on limited quantita-

tive data regarding racial/ethnic mi-
norities with type 2 diabetes, culture, 
socioeconomic status and psychoso-
cial factors (including social support, 
self-efficacy) play a significant role 
in explaining diabetes self-care be-
haviors and outcomes.6,7 Qualitative 
research provides some additional in-
formation on the many psychosocial 
factors influencing self-care manage-
ment among AAs with diabetes.8,9 
However, in order to design cultur-
ally tailored treatment adherence in-
terventions for AAs with diabetes, it is 
important to also explore how socio-
cultural factors might influence dis-
ease self-management and medication 
adherence via illness representations, 
especially given the social context in 
which adherence behaviors occur.10

 Various reasons, including AAs’ 
cultural beliefs, have been suggested 
for the disproportionate burden of 
diabetes among AAs and AAs’ low 
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interest in performing self-manage-
ment behaviors.11 AAs with diabetes 
are likely to have negative beliefs and 
attitudes about diabetes and perceive 
worse control of their illness.12-14 Opti-
mal diabetes self-management behav-
iors can be hindered by cultural views 
such as personal hopelessness and fear 
of discussing diabetes complications 
with health care providers,15 cultural 
traditions,16 ineffective provider-pa-
tient interactions, need for psychoso-
cial support, and religious practices.8 
These potential cultural influences on 

illness are formed by patients and in-
fluence their coping behaviors.18 For 
patients with diabetes, these schemas 
(illness representations) drive cop-
ing behaviors, decision-making, and 
action plans by predicting their self-
management behaviors (ie, medica-
tion adherence, blood glucose moni-
toring, and glycemic control).19-21 
 Patient illness representations are 
formed based on knowledge obtained 
from the sociocultural environment 
(eg, family, friends, media), influen-
tial sources such as health care pro-
viders, and individual personal illness 
experience (eg, symptoms or anxiety 
associated with the disease).22 Illness 
representations of AAs with diabetes 
might be constructed by their expe-
riences with family members dealing 
with diabetes, their personal experi-
ences, sociocultural and/or sociopo-
litical background, and knowledge 
about health care providers. While 
AAs with diabetes may respond to 
their illness experience based on their 
beliefs about diabetes and their con-
scious and implicit knowledge of 
what the disease means, sociocultural 
issues from their environment could 
also influence their view of diabetes. 
 According to the Common Sense 
Model, patient illness representations 
are shaped by the cultural context of 
an individual.23 For example, although 
a diagnosis of type 2 diabetes may pose 
a threat to the emotional and physical 
wellbeing of AAs, AAs could employ 
cultural protective characteristics to 
enhance coping and attain control of 
the disease. Attitudes and beliefs about 
self-protective and self-enhancing mo-
tivations for AAs who live within the 
sociocultural context of a legacy of rac-
ism may shape behavioral responses 

to an illness and these sociocultural 
factors may also shape illness represen-
tations.24 For example, AAs with dia-
betes may have self-motivated tenden-
cies to detect the occurrence of,  and 
protect themselves from racism, which 
might influence how they respond to 
being diagnosed with an illness and 
subsequently lead to a distrust of their 
provider’s treatment recommenda-
tions. In addition, if AAs with diabetes 
are oriented to sustaining, defending, 
and enhancing their self-worth, they 
might believe in only self-control of 
diabetes vs the use of medications.24 
 Consideration of the patient’s view 
of an illness is important but under-
standing the context of their experi-
ence is paramount to their disease 
experience.9 Few studies have explored 
illness representations of AAs with dia-
betes. Limited literature recommends 
the incorporation of these beliefs in 
the design of treatment adherence in-
terventions. However, an important 
issue to consider is that for health care 
providers to truly understand the con-
text of disease management among 
AAs and tailor their adherence inter-
ventions, they may need to pay atten-
tion to the role that patient sociocul-
tural factors play in the influence and 
adaptation of illness representations. 
To this end, the objective of our study 
was to explore the sociocultural fac-
tors influencing the illness represen-
tations of AAs with type 2 diabetes.

Methods

Study Design
 We used a qualitative approach 
with focus groups as the primary mode 
of data collection to explore the socio-

The objective of our 
study was to explore 

the sociocultural factors 
influencing the illness 
representations of AAs 
with type 2 diabetes.

diabetes self-management may also 
hinder medication use among AAs 
with diabetes. For example, a belief in 
the use of home remedies vs prescrip-
tion medications may lead to nonad-
herence to prescribed medications.
 Our study explores how AA pa-
tients’ beliefs might be influenced by 
contextual cultural influences using a 
theoretical framework, known as the 
Leventhal’s Common Sense Model.17 
Illness representations, defined as “pa-
tients’ beliefs and expectations about 
an illness” are central in this model, 
which also proposes that perception 
of the cause, timeline, controllability, 
symptoms, and consequences of an 
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cultural factors influencing illness rep-
resentations of AA adults with type 2 
diabetes. An exploratory approach to 
examine the study objectives allowed 
us to engage AAs by understand-
ing their experience with diabetes. 

Study Participants
 Using purposive sampling, we re-
cruited AA men and women with type 
2 diabetes aged 45-60 years taking oral 
diabetes medications. To be included 
in the study, participants had to self-
identify as English-speaking and AA/
Black. In addition, participants had 
to self-report a diagnosis of type 2 di-
abetes by their health provider at least 
one year prior, and be prescribed to 
take at least one oral diabetes medi-
cation. We included only individuals 
prescribed an oral diabetes medica-
tion because of the complexity of dia-
betes among individuals taking insu-
lin. In addition, patients taking only 
insulin were excluded because of the 
possible complexity of their disease. 

Recruitment
 Participant recruitment occurred 
in various community sites within two 
different cities in a US midwestern 
state. The community locations in-
cluded a federally qualified community 
health center, a church, senior centers, 
and apartment buildings. To recruit 
study participants, we collaborated 
with key informants within the com-
munity sites, AA community advisory 
boards, and community networks, and 
disseminated recruitment messaging 
through flyers and word-of-mouth. 

Measures
 A brief 3-minute questionnaire 
assessed patient sociodemographics 

(including age, sex, highest level of 
education,) and clinical character-
istics (self-reported health status). 
Upon obtaining written consent, par-
ticipants discussed their illness rep-
resentations regarding diabetes, and 
talked about their perception of how 
various factors within their sociocul-
tural environment influenced how 
they developed and controlled type 
2 diabetes. The focus group guide 
comprised open-ended questions re-
lated to the study objective (Table 1).

Data Collection
 In a private room, six semi-struc-
tured, 90-minute focus groups were 
conducted in the two different cit-
ies. Each of the six focus groups were 
audio-recorded and moderated by the 
principal investigator (a PhD-level 
AA/Black individual with 6-7 years of 
experience conducting focus groups) 
and a trained AA research assistant 
who observed and wrote notes. The 
moderator described the study at the 
beginning of the focus group, ap-
propriately redirected participants’ 
discussion to the main topic if there 
were divergences, engaged quiet par-
ticipants, and prevented stronger 
participants from controlling the ver-
balization of other participants in the 
group. A $50 incentive was given to 
thank participants for their contribu-
tions at the end of each focus group.  

Data Analysis
 A certified transcriptionist tran-
scribed all audio-recorded focus groups 
verbatim and a research assistant veri-
fied each recording against the written 
transcript to ensure accuracy. There 
were six overall transcripts. Qualitative 
content analysis was conducted to ex-

plore the data. A qualitative data soft-
ware, NVivo 10 (QSR International-
Melbourne) was used to facilitate data 
coding, rapid retrieval and comparison 
of codes, allowing for categorization 
and organization of themes. Using 
open coding (which involves reading 
the transcripts repeatedly, develop-
ing a coding frame for the emerging 
categories and conceptualizing it into 
themes),25 allowed the identification of 
items elicited during the discussion. The 
principal investigator and another re-
search team member who is also skilled 
in qualitative research independently 
coded the transcripts and analyzed the 
data by identifying salient emerging 
themes using participant phrasing, rep-
etitions and descriptions of meaning-
ful events. The themes were compared 
across participants and focus groups 
to understand similarities, differences, 
and interrelations across the codes and 
themes. The analysis continued until 
data saturation “the point in which 
the researcher cannot discover new di-
mensions in the data set” occurred.26 

Table 1. Focus group questions 

What made you think you would or 
would NOT get diabetes? 
Where do people in your community get 
information about diabetes? How else do 
people learn about diabetes? 
Some people’s religion or faith influence 
how they think they got diabetes. What 
do you think? 
In your opinion, how does the money 
you have influence why people get 
diabetes? 
In your opinion, does a person’s race 
influence how people get diabetes?
In your opinion, does racism in society 
influence how people get diabetes?
People sometimes say that their emotions 
affect how they think about diabetes. 
Does anyone feel that way?
How do people learn what to expect as 
they age with diabetes?  What leads to 
those expectations?
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Subsequently, each team member in-
volved in the analysis met to address 
similarities and discrepancies in coding 
and to resolve differences by consen-
sus. All codes and themes were agreed 
upon before the interpretation of the 
results. After all analysis was complet-
ed, member-checking, a process used 
to explore the credibility of qualita-
tive data, 27 was conducted by offering 
the results section of the paper to four 
focus group participants to check for 
accuracy and resonance with their ex-
periences. After review, participants re-
ported their experiences were captured 
and agreed with the results. No chang-
es or additions were recommended. 

results

 Forty AA men and women par-
ticipated in the study. Most of the 
participants were female (61.4%) 
with a mean age of 53.3 (±4.9) years. 
The highest level of education com-
pleted for most participants was 
high school (n=11, 28.2%) or some 
college education (n=13, 33.3%). 
Many participants self-reported that 
they had fair health (n=17, 43.6%). 
 Two major themes emerged 
based on patients’ perceptions of 
the sociocultural influences on ill-
ness representations. Themes in-
cluded the roles of: 1) race, racism 
and poverty; and 2) the community.

Race, Racism and Poverty

Race and Poverty
 Participants reported that poverty 
led to their diabetes diagnosis and lim-
ited their ability to control their diabe-
tes. In addition, participants perceived 

that they had diabetes because of a race-
mediated effect related to past slavery 
and poverty. These factors influenced 
AAs’ unhealthy eating habits, which 
led to diabetes diagnosis among their 
ancestors and their subsequent devel-
opment of the disease since it was he-
reditary as shown in the quotes below.
  0023: And I think that (race-relat-
ed poverty and slavery) has something 
to do with it too, because…a lot of 
food that wasn’t good for our system 
for the most part, because we ate the 
leftovers... So I think that probably 
has some influence on our bodies…
that caused the diseases. …I think 
what you put in your body certainly 
has a lot to do with it...our ancestors 
did what they did to survive, so they 
ate what was left or what was available, 
which maybe was not good for them…
 0013: I said that it (diabetes) is 
higher in Blacks because of what we 
used to eat, because our ancestors, 
what they ate…to live. From Africa, 
the slavery and all that. We made 
with whatever we could to survive.

Race, Racism and Providers
 There was deep-seated mistrust 
of health care providers among our 
study participants. The perception of 
privilege, influenced by race, might 
have driven the construction of the 
negative perception of health care 
providers and the distrust regard-
ing them. For example, participants 
believed that there were compet-
ing incentives for providers to help 
with control of diabetes. Participants 
perceived that there was provider ill 
intention, ie, providers were pur-
posefully making people sick. In ad-
dition, they perceived that providers 
withheld information on purpose 

and the racial discrimination they 
experienced both contributed to 
their lack of education on diabetes.  
 0041: Well, I think it was about a 
money thing…why do you got to take 
this from when you’re young?  Why 
you got to take this medicine when 
you a certain age?  Why all of a sud-
den…or later on in life you got to take 
this and all your life you ain’t never 
took this type of stuff? See, …it could 
be a big money scheme. It’s financial...

Sub-themes
 More specifically, several par-
ticipants expressed common per-
ceptions related to four sub-themes 
of the race, racism and provid-
ers category as demonstrated by 
the participant quotes below.

Mistrust of provider because 
of patient’s race and provider 
privilege
 0011: Because they (Whites) have 
never had to suffer. They have never 
had to work, and they’ve always had 
choice, which is called White privi-
lege…the reason why the Black peo-
ple cannot go to the doctor as easy 
as the White people is because of 
White privilege. It has existed in this 
country, and it will stay in this coun-
try until this country is no more.
 0013: But, see, back then when you 
Black, they was afraid to go to doctors. 
In the south, they still don’t trust doc-
tors…They don’t go to the doctors….

Provider incompetence and 
unfamiliarity with AAs’ 
physiology and body type
 0015: Because they keep telling 
us one thing…they did not discover, 
misdiagnosed me for years, and it got 
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worsened to a point, and they don’t 
know much about especially Black 
women and our body type. They 
said I had fibromyalgia. And I said, 
okay, I’m hurting all over and stuff 
like that. But really, it’s the diabe-
tes taking over here, nerve damage. 
So the misdiagnosis of our race…
 M-002: I couldn’t walk. I said, 
something wrong. I have to go to the 
doc…and then they got me in the hos-
pital…These people could not get it 
right...they were giving me my shots. 
And one minute, I’m good. About two, 
three hours later, I’m back up there.

Providers financially benefit 
from patients taking medicines 
and being harmed and sick
 0025:  When I go to my doctors, 
primary, endocrinologist, pain man-
agement, physical therapy . . . they 
started kicking me with prescriptions. 
Every time I go, I get a new prescrip-
tion. I’m on 10 different medications 
a day now. Sometimes, a couple of 
them are multiple times a day. I think 
that the pharmaceutical company and 
the doctors is in some kind of kickback 
together. Something is going on here.
 0038:  The general major, the 
cat that’s in charge of giving the 
government the okay...to take these 
medicines saying that they’re safe. 
We need to be up in his office. We 
need to take a trip to the phar-
macy place…to the manufacturer 
where they make these pills, and 
then we can ask questions to them. 
Hey, what’s happening with this?  
 0036: …but the thing is the doc-
tors don’t want to because if they cure 
us of these things, they going to lose 
their money...I’ve been told that. …
They pay the doctors not to cure us.

Providers do not share 
detailed information about 
diabetes, which is racially and 
socioeconomically motivated
 004: Yeah (a person’s race influ-
ence how people get diabetes), just 
like we were saying that, well, when 
you’re borderline, you know, they 
just watch it. And I’m sure that if 
it was somebody else, they would 
show them the diet that they need 
to be on and the walking, …I’m 
just thinking that that’s how it goes 
for disadvantaged and anybody else.
 003: They need to say the whole 
story, because you only getting half 
of the story when you get diagnosed. 
You know, if you don’t attack it like 
you’re supposed to, then the conse-
quences, I always say I wish I would 
have listened to them, because this 
disease is troublesome. I’m always got 
to take my pills. I always got to do this 
before I eat. I can’t have this, I can’t 
have that.  I didn’t know that before.
 001: (Racism) I think it influenced 
our lack of education about diabetes. 
So, we don’t have the same tools that 
we could use as preventative measures 
as non-Black people would have.

Stigma from Community 
Members
 Participants reported that diabetes 
was stigmatized among family mem-
bers and the AA community. The 
perceived stigma led to participants’ 
avoidance and denial of the disease, 
and subsequently the development of 
diabetes. It is not clear why the stig-
ma may have occurred. Participants 
reported diabetes as a “silent disease” 
that was prevalent in the commu-
nity and talking about it was private 
and not shared in conversations. 

 004: …some people want to be 
close-mouthed. They don’t want to 
let people know that it’s (diabetes) 
here. It’s nothing like you can put a 
Band-Aid on… It’s a process of what 
you have, to learn how to control.
 0023: That’s a tough one, I think, 
because I think that stigma is just a 
tough one. I think that’s right up there 
with domestic violence. …Of sharing 
that information or telling somebody 
that … you have the disease (diabe-
tes)… people kind of sometimes think, 
you know, it’s nobody’s business but 
mine when there’s a lot of help out there.
 0014:  People are so silent . . . 
about diabetes.  You’d never know 
they got it, you know.  I know church 
members in the church, geez, I didn’t 
know half of them had diabetes up in 
there, you know, when the lady asked 
the question, and they went to raising 
their hands.… I guess I’m the same 
way. They probably don’t know I got 
diabetes, you know.  It’s like a silent 
disease. You never know who got it.

dIscussIon

 In our study, participants’ be-
liefs about diabetes were influenced 
by sociocultural factors such as race, 
racism, poverty and the commu-
nity. Based on the Common Sense 
Model, for AA patients with diabe-
tes, illness representation, which is 
shaped by their cultural context, is 
influenced by the broader sociohis-
torical and environmental contexts 
that patients associate with their life 
experiences.4,23 In our study, AAs per-
ceived there was a race-mediated ef-
fect on the development and control 
of diabetes, which were rooted in the 
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effects of slavery and related poverty, 
perceived racial and social class issues, 
discrimination by health care pro-
viders and the representation/beliefs 
of diabetes in the AA community.
 Our study findings showed that 
participants perceived that past his-
torical events influenced their ances-
tors’ unhealthy eating habits, which 
then led to familial diabetes and 
heritability of diabetes. Similarly, 
Wagner et al28 found that AA women 
with diabetes perceived the historical 
legacy of slavery and segregation as 
playing a role in the onset and per-
ceived cause of diabetes. Based on 
our study findings, there is a percep-
tion among AAs with diabetes that 
slavery and its associated poverty led 
their AA ancestors to eat “leftovers,” 
which caused diabetes to develop 
within the family and it “inherently” 
was passed down to them.28,29 AAs 
with diabetes may also perceive that 
they are unable to control their dis-
ease and perform self-management 
behaviors including adherence be-
cause of the influence of poverty. 
 Our study results showed mistrust 
of health care providers among AAs 
with diabetes. It is possible the per-
ception of provider privilege, together 
with the race of the patient, influenced 
the construction of the negative per-
ception of health care providers and 
the distrust regarding them. Since 
AAs were the primary subjects of the 
Tuskegee experiments, there is an in-
creased awareness and concern of the 
possibility of health providers doing 
harm to them because of who they 
are compared with other racial/ethnic 
groups. Health care providers need to 
become aware and educated on how 
AAs mistrust of providers influences 

AAs’ perception of the cause and con-
trol of diabetes, and how addressing 
these sociocultural issues in treat-
ment practices may lead to improved 
diabetes outcomes for this group. 
 In our current study, participants 
perceived that health care providers 
were incompetent and not familiar 
with AAs’ body type. As described 
above, AAs are known to have low 
trust in providers’ competence com-
pared with other racial groups.29,30 In 
keeping with our study results,  Lu-
koschek et al earlier (2003) also found 

betes as a means of improving medi-
cation adherence and enhancing dia-
betes management would also likely 
not be effective for this patient group. 
 Participants in our study reported 
that provider racism and discrimina-
tion influenced how they developed 
diabetes and hindered their ability to 
control the disease. For AAs, knowl-
edge of the sociopolitical history of 
AAs with the health care system and 
personal experiences of racism in mod-
ern day health care environments may 
lead to the mistrust of health care pro-
viders.32 Knowledge of the history of 
racism in the health care system and 
the patient’s personal experience with 
racism could constitute a broad cul-
tural memory of abuse and lead to a 
belief in conspiracy theories among 
AAs, including a perception of how 
they developed diabetes.33,34 Regard-
less, AAs with diabetes who internalize 
these perceptions are likely to experi-
ence negative emotions about diabetes 
and poor management of the illness. 
Interventions that provide behavioral 
and psychological support for deal-
ing with negative reactions to diabetes 
could be helpful for AAs with diabetes.
 The participants in our study 
named two factors that influenced 
the development of diabetes: the AA 
family unit and the AA community. 
Similar to a prior study, diabetes 
among our participants was not dis-
cussed in the family.35 Participants 
reported that diabetes was stigma-
tized among family members and the 
community, which led to avoidance 
and denial of the disease, and sub-
sequent development of the disease. 
It is possible that diabetes is another 
“silent killer” in the AA community 
because it is taboo to talk about it. 

Our study findings showed 
that participants perceived 
that past historical events 
influenced their ancestors’ 
unhealthy eating habits, 

which then led to familial 
diabetes and heritability of 

diabetes.

that AAs were skeptical of medica-
tions, as they believed their use was 
part of a conspiracy by physicians, 
hospitals, and pharmaceutical com-
panies to exploit AAs and test these 
medicines experimentally.31 For their 
AA patients with these embedded 
perceptions, providers would have 
difficulty in engaging these patients 
in conversations to address inaccurate 
perceptions of the cause or control 
of diabetes. Interventions to address 
and/or educate on the cause of dia-
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Clinical Implications
 Provider distrust cannot be sepa-
rated from patient perceptions of ra-
cial discrimination and may be at the 
root of some illness representations.31 
Hence, the development of trust and 
concordance during patient-provider 
communication, as well as education 
on the causes of diabetes and cultur-
ally appropriate ways of controlling 
the disease delivered by providers, 
could address AAs’ perception of rac-
ism, influence illness representations, 
and enhance adherence and diabetes 
control. Interventions that encourage 
truthful discourse about mistrust of 
the US government and health care 
system, as well as conspiracy theo-
ries in the context of historical and 
current racial discrimination, are 
needed to achieve success in diabe-
tes management.34 To gain the trust 
of AA communities, health orga-
nizations, government institutions, 
public health entities, and health 
provider groups need to openly ac-
knowledge the origin of these beliefs, 
and collaboratively work with social 
groups and community organiza-
tions to address current discrimina-
tion within the health care system.34

 To enhance self-management for 
AAs with diabetes, clinicians and 
other health care providers may ben-
efit from having culturally appropri-
ate and sociocultural-sensitive talking 
points about improving diabetes self-
care and medication-taking behaviors. 
In the design of these talking points 
and other interventions, attention to 
patient-perceived racism and histori-
cal trauma due to slavery are potential 
areas to address to improve health out-
comes. Future studies should examine 
the clinical outcomes of medication 

adherence interventions that incor-
porate the key sociocultural issues 
reflected from this study’s findings. 

Limitations
 Individuals within racial and eth-
nic groups may be heterogeneous with 
regard to beliefs, perceptions, and 
values that predict behavior; hence, 
the influence of sociocultural factors 
on illness representations might vary 
among AAs. This study was conduct-
ed in a US midwestern state where 
there are fewer AAs compared with 
other geographic regions of the Unit-
ed States. Since this is a qualitative 
study, the sample is not representative 
of all AAs with type 2 diabetes. The 
study was conducted among middle-
aged AAs with diabetes. Future stud-
ies should consider including AAs of 
other age groups. Participants had 
varying educational backgrounds. It 
is possible that AAs’ illness represen-
tations of diabetes will differ based 
on this factor, as there might be in-
creased knowledge about diabetes 
among individuals with higher edu-
cational levels compared with indi-
viduals with lower educational levels. 

conclusIons 

 In our study, AAs’ perceptions 
about type 2 diabetes appeared to be 
situated in historical racism, slavery 
and its poverty effects, and affected by 
current experiences as a racial minor-
ity, which may manifest in mistrust 
and unfamiliarity with health care 
providers. The perceived stigma of 
diabetes within the AA communities 
of our study group may hinder AAs’ 
ability to take control of diabetes. To 

enhance disease management for AAs 
with diabetes, it may be important 
to focus on the sociocultural context 
of how AAs may be influenced by 
their knowledge of historical circum-
stances and their current provider 
relationship, which may, in turn, re-
flect unto their perceptions of diabe-
tes and self-management behaviors.
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