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Purpose: The purpose of this study was to understand individual-, social-, and system-level factors that affect compliance with
recommended diabetic retinopathy (DR)-evaluations, and how these factors vary between English and Spanish speakers.
Patients and Methods: We conducted a qualitative study using semi-structured interviews. Study subjects included Kaiser
Permanente Southern California members with type II diabetes mellitus at least aged 26 years who spoke English or Spanish.
Patients were divided into groups based on their adherence with DR evaluations. Our main outcome measure was the major themes
expressed by patients that explained their compliance with DR evaluation.
Results: Fifty-one participants were enrolled: 30 English speakers (11 nonadherent, 19 adherent) and 21 Spanish speakers (8
nonadherent, 13 adherent). Adherent patients were more likely to have had experience with diabetes and identify as being responsible
for their own care. Substantially more non-adherent patients suggested that beliefs and attitudes were the reasons people missed
retinopathy appointments. More English-speaking participants tended to be self-directed in managing their healthcare, whereas more
Spanish speakers relied on others for help. English speakers also noted better relationships with their physicians. Spanish speakers
outlined problems with insurance coverage and costs as barriers.
Conclusion: These data suggest two specific intervention strategies that eye care providers could implement to improve adherence
with diabetic retinopathy screening and follow up: incorporating a person with DR-related visual loss into the team of staff delivering
diabetes support programs and communication campaigns including specific messaging to address fears related to vision loss.
Keywords: diabetes, diabetic retinopathy, screening, adherence, language

Introduction
Diabetes is a major public health concern which affects an estimated 463 million adults, with the North American and
Caribbean region having the highest age-adjusted adult prevalence at 12.3%.1 The prevalence of diabetes globally and in
the United States has been rapidly increasing.2 The number of patients in the United States with diabetes is anticipated to
increase to 47.9 million by 2040 and to exceed 60 million by 2060.3 Diabetic retinopathy (DR) is an important cause of
visual morbidity and the leading cause of blindness among working-age American adults.4

Early treatment of DR can reduce the risk of severe vision loss by 94%; however, compliance is poor with only
18–60% of diabetic patients receiving recommended exams.5–7 Most studies of screening non-compliance have utilized
quantitative approaches and results frequently have been inconsistent due to differences in methodology.8 Qualitative
research approaches may help fill important gaps in our knowledge of DR screening compliance.9 Exploring what themes
emerge when patients express their experiences in their own words can open investigators’ perspectives to factors that
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may have otherwise gone neglected, and allows for better insight into culturally specific factors when performing root
cause analysis.8–11

This study sought to characterize factors that influence compliance with recommended DR evaluations among
English and Spanish speaking patients.

Research Design and Methods
Study Design and Sample
The study was conducted at Kaiser Permanente Southern California (KPSC), a large, integrated healthcare system that serves
more than 4.6 million members. KPSC’s members are diverse and representative of the Southern California population.12 The
study cohort was identified through KPSC’s electronic medical record. To be considered eligible patients had to be at least 26
years of age with preferred spoken language of English or Spanish, be diagnosed with type II diabetes at least one year prior to
enrollment, and maintain KPSC membership continuously for at least one year. Patients who were unable to consent to
medical decision making were excluded. Multistage purposeful sampling strategy was used to select patients for recruitment
between November 2017 and December 2018. First, purposeful intensity sampling was used to categorize patients across
strata: language (English or Spanish) and adherence to DR evaluation (adherent or non-adherent).13 Adherence to initial DR
screening and follow-up appointments following a positive screening result were both considered. Second, patients were
randomly sampled from each group for recruitment. Patients were defined as adherent to screening if they had received a
retinal screening (fundus photography or clinical exam) in the past two years for those with no history of retinopathy, or the
past year for those with a history of retinopathy. Patients were eligible for inclusion in analyses of follow-up care if they
received a positive retinal screening result. Patients were defined as adherent to follow-up care if they had an eye exam
conducted by an eye care provider within six months of the positive screening.

Recruitment targets were based on the expectation that 10–12 subjects per group would be adequate to achieve thematic
saturation.14 Recruitment was stratified by language (English/Spanish) and adherence, resulting in initial estimates of 8 groups
and an estimated sample size of 80 (2 languages x 2 types of adherence x 2 adherence status groups). Programmers applied the
eligibility criteria and adherence definitions to identify a random sample of eligible members with equal numbers of adherent
and non-adherent participants. Bilingual/bicultural team members contacted these individuals by telephone to invite them to
participate, and for those interested, administered informed consent by phone. Participants were offered a $20 gift card as
compensation. The study was conducted in accordance with the Declaration of Helsinki. The KPSC Institutional Review
Board (IRB) approval was obtained for the study and all participants provided informed consent.

Instrument and Data Collection
The interview guide was developed based on the Theory of Planned Behavior and the Social Ecological Model.
Participants were interviewed in their preferred language.15,16 Content areas addressed included knowledge and attitudes
regarding diabetes and its complications (particularly DR), practical barriers to care, communication with medical
providers about diabetes and eye care, patient perceptions of medical center- and system-level barriers or facilitators
to screening and follow-up, intentions to engage in recommended diabetic eye care, and social support and norms related
to medical care in general and eye care in particular. On average, interviews lasted 45 minutes. Study interviewers
digitally recorded all interviews for transcription and analysis.

Data Analysis
A certified vendor translated Spanish interviews into English. The first Spanish transcripts were back-translated to
establish accuracy of translation and meanings of cross-cultural concepts.17 For interviews conducted in English, every
tenth transcript was compared to the recording to ensure full and accurate transcription. Two trained coders conducted
consensus-based thematic analysis of the transcripts, identifying relevant themes and patterns using NVivo 11 for
Windows software (QSR International). Each coder independently analyzed three randomly selected interviews, then
met with the qualitative research lead to compare and discuss themes. Through three such coding cycles, the coders and
qualitative research lead developed the codes to conduct thematic analysis of all interviews. They repeated this process
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with every fifth interview to ensure consistency in coding. Once all interviews were coded, within-group analysis
explored major patterns and relationships between codes to identify themes shared within groups (eg, non-adherent
patients). A secondary round of coding was conducted by the qualitative research lead (SH) to identify more specific
themes. Cross-group analysis was done to explore major patterns between codes to identify themes that were shared
across groups (eg, Spanish-speaking patients).18

Results
Of tens of thousands of eligible patients, 818 were randomly selected for recruitment. Of these, 27 (3.3%) patients were
deemed ineligible (eg, patient had died, was no longer a member of the health plan, etc.),116 patients (14.2%) declined
participation, 18 (1.9%) agreed to participate but accrual closed before they were enrolled, and 665 patients were never
reached (after at least one attempt) before accrual closed. Analysis of initial interviews began while recruitment was still
underway, and revealed that the barriers and themes identified for adherence with DR screening and adherence with DR
follow-up did not differ; therefore, the two groups of patients were combined, resulting in four categories (2 languages x
2 adherence status groups). The study achieved thematic saturation after 72 patients were interviewed and 51 interviews
were transcribed and coded. At this point, recruitment, interviewing, and additional coding stopped.

Of the 51 patients included in these analyses, 30 (58.8%) were male. One participant (1.9%) identified as Asian, 4
(7.8%) Black, 32 (62.7%) Hispanic/Latino, 13 (25.5%) White, and 1 (1.9%) mixed race/ethnicity. Baseline characteristics
are listed in Table 1.

Knowledge Regarding Diabetic Retinopathy Screening and Results
The large majority of patients (88%) were aware that diabetes can affect the eyes and lead to vision loss; roughly half
knew that regular DR screening can help prevent vision loss. A majority (57%) identified vision loss as the complication
of diabetes that they most feared. Over one-third (37%) reported that they had learned about diabetic complications by
seeing family members and friends experience them:

I have a friend with the kidney [complications] and his eyesight too, he can’t see, and he is younger than me. And my brother is
also diabetic right now, he has the kidney [complications]. (non-adherent/Spanish)

Table 1 Participant Characteristics, N=51

Adherent n=32 Non-Adherent n=19 Total N=51

Age at Index, Years (SD) 58.4 (9.3) 54.0 (12.9) 56.8 (10.7)

Ethnicity, N (%)

Asian 1 (3.1) 0 1 (2.0)

Black 3 (9.4) 1 (5.3) 4 (7.8)

Hispanic/Latino 20 (62.5) 12 (63.2) 32 (62.7)

White 8 (25.0) 5 (26.3) 13 (25.5)

Multiple 0 1 (5.3) 1 (2.0)

Sex, N (%)

Male 19 (59.4) 11 (57.9) 30 (58.8)

Female 13 4 (0.6) 8 (42.1) 21 (41.2)

Language, N (%)

English 19 (59.4) 11 (57.9) 30 (58.8)

Spanish 13 (40.6) 8 (42.1) 21 (41.2)
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This direct experience seeing DR and other complications of diabetes in people they were close to was more commonly
reported by adherent patients (44% versus 26% of non-adherent patients) and Spanish speakers (43% versus 33% of
English speakers).

Many patients were unfamiliar with the term “diabetic retinopathy,” and only 33% knew how frequently they were
supposed to be screened. Three-quarters reported that the health system notifies them when they are due to be screened,
and many noted they relied on these reminders. Many more adherent patients were aware of the screening schedule they
were recommended to follow (44% versus 16% of non-adherent patients) and reported receiving their results by
telephone (25% versus 5%). While most (71%) Spanish speakers reported that results and other information were
delivered in Spanish, a few reported that information was provided in English and they did not always understand what
their results were.

Relatively few patients in either of the language groups could describe what happens during DR screening or how it
differs from other eye exams. One in five confused diabetic retinopathy and DR screening with other eye conditions:
“[Diabetes] damages the retina, it can cause you a little bit of glaucoma or cataracts,” adherent/Spanish). Many described
procedures for refraction or glaucoma evaluation when asked to explain the details of their last DR screening.

Non-adherent patients frequently cited practical reasons for missing DR screening or follow-up appointments, such as
having to travel too far and/or having transportation problems (32%), cost (16%), or not being able to get an appointment
at a convenient time (16%). One-quarter stated they had not received a reminder or simply forgot. A substantial
proportion – almost all English speakers – did not prioritize the appointment because their visual acuity was good.
Others (21%, mostly English speakers) evidenced a fatalistic attitude about their diabetes and their vision: “I don’t know
there’s anything I can do now. I mean, those malformed veins in my eyes are there,” (non-adherent/English). Another
respondent knew he was doing things that could result in uncontrolled diabetes and DR, and accepted possible
complications rather than change his behavior: “This is why I don’t go to the appointments: because if I already know
that eating hamburgers hurts me, I know that I am going to get sick,” (non-adherent/Spanish).

Relationship with Physician and Satisfaction with Care
Three-quarters or more of patients in both adherence and both language groups were generally satisfied with their
diabetes care, and many offered strong praise for their providers. Adherent patients were more likely than non-adherent
patients to report that they feel comfortable enough with their doctor to tell them everything (41% versus 11%); this was
an aspect of what patients considered a more engaged and personal relationship with their doctor, and/or because they
feel their care provider is exceptionally thorough (eg, “She even called me at home one night just to see how I was doing
with it … and I just told her things that I would never tell anybody,” (adherent/English). Spanish speakers were less likely
than English speakers tell their doctor everything (14% versus 40%), and were also less likely to note that their doctors
do a good job listening to them (43% versus 67%). Those with limited English proficiency reported they preferred and
sought out doctors who spoke their native language, although they still tended to be satisfied with non-Spanish speaking
primary care providers (PCPs) because they found the interpretation services offered to be sufficient. However, they
reported far more communication challenges with eye care providers, who they perceived as less willing or able to use
interpretation or translation services. Patients with limited English proficiency often left eye care visits confused and
reported waiting until their next appointment with their PCP to seek clarification on their ophthalmic findings and
recommendations.

Perceived Self-Control and Self-Discipline
Nearly all patients reported that living with a chronic condition was a challenge related to difficulties with “control,”
“discipline,” or “self-discipline.” They described the process of adapting to life with diabetes as a process that requires a
high degree of self-discipline. These concepts directly related to their views on DR: the best way to prevent DR, they
believed, was by controlling one’s diabetes through diet, weight control, exercise, and medication adherence. Patients
viewed attending DR screening and treatment appointments as a specific task among the many that diabetic patients must
manage.

https://doi.org/10.2147/OPTH.S342965

DovePress

Clinical Ophthalmology 2022:161012

Hudson et al Dovepress

Powered by TCPDF (www.tcpdf.org)Powered by TCPDF (www.tcpdf.org)

https://www.dovepress.com
https://www.dovepress.com


Across adherence and language groups, many patients emphasized the importance of self-discipline in determining
their success to adhere to DR screening. Non-adherent patients tended to focus on their lack of self-discipline as a barrier
to compliance, while some adherent patients identified their strong sense of self-discipline as a driving factor in their
ability to follow recommendations. One-quarter of patients expressed the attitude that it was their primary responsibility
to be in charge of their diabetes and health (eg, “It’s on you … they just notify you when it’s time to come in and why
you should come in, and it’s up to you to go in,” (adherent/English). Adherent patients were more likely to hold these
attitudes (31% versus 16%), as were English speakers relative to Spanish speakers (30% versus 19%).

Prioritization and Perceived Risk
Many patients perceived DR screening to be a tedious task similar to other routine tasks necessary in the management of
chronic disease. As such, these patients did not attach a sense of urgency to completing their DR screening because they
were asymptomatic and felt that diabetic damage to the eye was a gradual process which allowed for delaying ophthalmic
care. Patients with visual symptoms were more likely to have their eyes examined.

Competing priorities such as work or caretaking overshadowed preventive health tasks in all patient groups, although
non-adherent patients reported greater difficulties prioritizing and utilizing preventive health services. For both language
groups, low prioritization of preventive care appeared related to the fact that even advanced DR can be asymptomatic;
patients expressed difficulty motivating themselves to come in for evaluation when they were asymptomatic. Spanish
speakers were much less likely to identify making one’s DR diagnosis (and health more generally) a priority, with low
perceived risk an important barrier for some people: 29% (versus 0 English speakers) said other people may miss DR
screening and follow-up appointments for this reason (eg, “I don’t know why other people would not go, it doesn’t make
sense … [it’s] because they don’t care about their health,” (adherent/Spanish).

Social Support
Both adherent and non-adherent patients noted the importance of social support in attending appointments, although the
theme was more dominant among adherent patients. Informational support was critical for managing information about
appointments (such as appointment times), while instrumental support was needed to make and attend appointments
(including translation for non-English speaking patients). Social support was particularly important for patients with
additional needs, such as those with limited mobility who required assistance with transportation or those with cognitive
limitations who needed help keeping track of information.

Economic Factors
Many lower income Spanish- and English-speaking patients reported that their health insurance coverage was unstable,
with fluctuations experienced in coverage and health insurance carriers. In these circumstances, these patients report that
they could not afford DR screening and follow-up and associated costs: “I don’t go because, the insurance I have right
now … the insurance doesn’t cover 100% of everything,” (non-adherent/Spanish).

Patients from both language groups endorsed emotional barriers due to limited financial resources. Some reported
being overwhelmed with financial stressors, such as paying rent, which made it practically difficult to manage their health
care because their priorities were divided between economic and medical needs. The emotional turmoil surrounding
financial challenges further complicated the ability of patients to address their health care needs because they were
psychologically drained, and providers were not always aware or sensitive to these challenges. As one patient reported,
“They don’t understand much what you feel,” (adherent, Spanish). Another elaborated further:

[My doctor told me], ‘You’re working too much. Why don’t you work less?’ And I told him, I mean, well, if you share your
check with me, I don’t mind. (adherent, English)

Discussion
DR is recognized as an important cause of visual morbidity and considerable effort has been extended into improving the
low rates of compliance with screening recommendations.19–23 Despite these efforts, compliance with DR screening has
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not improved over the past decade.24 This study found that adherent patients were more likely to know about diabetic
complications including vision loss because of family and friends who had experienced those complications themselves;
this immediacy and relevance may have been important in motivating attendance. Non-adherent patients were more
likely to cite low perceived risk and lack of symptoms as reasons people with diabetes might miss DR screening
appointment, and were more likely to feel a personal responsibility for management of their diabetes. A systematic
review published in 2018 identified some attitudes and beliefs that are barriers to DR screening adherence, including
anxiety about the screening, but none of the factors that we identified was listed.25 This highlights the importance of
taking a qualitative approach to studying DR screening adherence: quantitative measures can ask about known barriers
and other factors, but only methodologies that allow for more open-ended explorations can reveal previously unreported
barriers. Using a qualitative methodology also does not a guarantee revealing all possible barriers; results can vary based
on the types of questions and probes asked. This is reflected by a 2021 review of the qualitative research literature
addressing DR screening barriers and adherence that identified some of the broad categories of barriers found in the
present study (eg, knowledge regarding DR, communication with providers), but also failed to mention factors such as
having family or friends with diabetes-related vision loss.26

While a few previous studies have assessed whether the person with diabetes had family members who also had the
disease, we are unaware of previous work examining the target patient’s exposure to diabetic complications through
family and friends with diabetes.27 This suggests that interventions could benefit from increasing the salience and
relevance of complications (and DR in particular). Future work might also seek to further examine and detail this finding.
For example, would experience with other complications enhance DR screening adherence? Some patients in the current
study described the members of diabetes education classes as becoming a support group for each other; if such classes
were designed to include members with DR and/or other complications, would this improve adherence?

It is important for physicians to view challenges with DR screening compliance as part of the broader difficulties
patients face in managing their diabetes care. Non-adherent patients were more likely to report tasks surrounding diabetes
care as being overwhelming. Similarly, Liu et al’s qualitative study also discussed the emotional burden some patients
felt as they tried to cope with a range of diabetes management tasks.28 Patients perceive DR-related care as another task
in a long list of tedious responsibilities which results in patients feeling overwhelmed. As such, attempts to improve DR
screening need to fit within the large structure alleviating the burdens patients feel about diabetes care. Lawrenson et al
found that interventions targeting DR screening specifically were not significantly more effective than those focused
more generally on diabetes care for improving adherence with screening guidelines.29

Linked to this broader context of general diabetes care tasks is the idea of self-control and self-discipline being
necessary to successfully manage the litany of those behaviors. Self-discipline was seen by all language groups as
necessary for managing retinopathy screening and care, with adherent patients reporting higher self-discipline. Egunsola
et al's review documented evidence that among some individuals with diabetes, DR screening adherence is associated
with feelings of guilt for not controlling their diabetes better.26 The respondents in Liu et al’s study reported similar
themes, labeling themselves as “bad” or “naughty” if they did not complete all the behaviors they felt they should be
doing.28 This is consistent with what behavioral economists refer to as present bias, or an overemphasis on benefits in the
moment over longer term benefits of behavior. Those who exhibit present bias frequently describe themselves as having
limited self-control.30 They are likely to give low priority to behaviors with limited short-term benefit. Many of the
patients in this study displayed this aspect of present bias by placing a low priority on DR screening because DR was felt
to be a slowly progressive disease and not an imminent danger to their vision. They were not concerned about DR
because they were not currently experiencing visual symptoms. Lake et al's study of younger people with diabetes
suggested that low perception of DR risk was a barrier to screening for young adults; our study suggests it continues to be
a barrier for older adults as well.31 Low perceived risk is a relatively understudied barrier to DR screening adherence,
receiving far less attention than than knowledge-related barriers and issues related to cost.27 Yet it is a factor highly
amenable to change. Intervention strategies recommended to counter lower perceived risk and other aspects of present
bias include reminders, setting goals and devising specific steps to achieve them (eg, behavioral coaching), and offering
financial incentives to increase near-term benefits.30 Prompts and cues, as well as goal setting, have been found to be
effective strategies to increase adherence to DR screening.29
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Previous research has documented the need for improved communication between providers and patients to enhance
adherence with DR screening recommendations.26 The current work confirms this and details important differences
between the English- and Spanish-speaking groups, which largely lay in the realm of patient education and patient-
provider communication: communication barriers were significant for limited English speakers, both for making
appointments and for understanding exam results. The current study extends previous findings with additional details
about patients’ perceptions regarding the comparatively poor communication they experienced with eye care providers
relative to general practitioners. While education (and other measures of socioeconomic status) have also been associated
with lower DR screening adherence,32–34 the fact that communication problems were not consistently experienced across
all provider types suggests that communication-related adherence issues were likely not related to lower education: Non-
English speakers described communication barriers when seeing their eye care providers which were not as pronounced
as when they saw their PCPs, and over a quarter reported that results and other important information they received were
not always understood because they were delivered in English. Spanish speakers were less likely to state that their
doctors do a good job listening to them. Furthermore, while there were some financial barriers noted by some participants
in this study, cost-related limits to access were not the principal barrier experienced by this group because all were
insured members of Kaiser Permanente. This underscores that there may be uniquely challenging elements to medical
translation within eye care services that need to be addressed to help improve the patient experience and increase
adherence with DR screening. (For a summary of all major differences identified between the two language groups, see
Table 2).

Conclusion
Taken as a whole, these results suggest some practical strategies to improve adherence with DR screening and follow up
recommendations (see Table 3 for a summary). The first type of approach involves interventions that provide exposure to
individuals with DR-related vision loss; this can be done through diabetes-related support groups or peer navigator
programs that many health systems already provide. Both the American Diabetes Association and the American
Association of Diabetes Educators have identified the need for provide self-management support – in addition to
education – to patients living with diabetes.35 Peer support interventions are effective in achieving clinically significant
reductions in HbA1c; peer support provided by nonprofessionals – community health workers, medical assistants, or lay
community health workers – can achieve substantial self-management effects.36 Diabetes-related peer support groups can
ease the emotional and psychological burdens that people with diabetes frequently experience; participation in these
groups can enhance patients’ self-awareness regarding their disease self-management, and may motivate improved self-

Table 2 Differences Found Between English and Spanish Speakers

Theme Findings

Knowledge/patient education Over a quarter of Spanish speakers reported that results and other information were delivered in English;

some reported they did not always understand what their results were.

Health as a priority More than one-quarter of Spanish speakers (versus 0 English speakers) thought that people would miss a

DR screening and follow up appointment due to a lack of prioritization. Spanish speakers were much less

likely to report that they make their DR diagnosis (and health in general) a priority.

Visual acuity and fatalism about

possible blindness

Substantially more English than Spanish speakers gave a low priority to DR screening if their visual acuity

was good. About one in five participants (almost all English speakers) either felt there was nothing they
could do to prevent their disease progressing to blindness, or were unwilling to change their behaviors in

order to prevent severe complications.

Satisfaction and communication with

care providers

While most patients in both language groups were satisfied with their diabetes care, Spanish speakers were

less likely to state their doctors do a good job listening to them. Limited proficiency English speakers were

generally satisfied with English speaking primary care providers because they found the translation services
sufficient; however, they perceived eye care specialists as less willing or able to use interpretation or

translation services, leaving them confused about their results and recommendations.
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management to an even greater extent than medical providers can.37–39 The current results suggest that support groups
could enhance adherence with DR-related screening and follow-up recommendations by incorporating a team member
who has experienced DR-related vision loss; this may be effective in providing exposure and connection to someone who
has experienced this complication, and motivate patients’ in their DR-related self-management.

The second type of adherence strategy these results suggest involves health communication messages delivered
through pamphlets, videos, fotonovelas, or whatever medium is most appropriate for the local population. The current
results are consistent with a large body of research demonstrating that people with diabetes strongly fear losing their
eyesight.40,41 Simply appealing to this fear and attempting to scare patients into following care recommendations is
unlikely to be effective, however: unless people also feel confident that they can do something to prevent losing their
eyesight, their response to the fear makes them likely to do the opposite of whatever action is recommended.42 In fact,
the fatalism demonstrated by some patients in the current study echoes previous research finding that many patients
believe these complications are inevitable, and many overestimate their risk for diabetic complications including
blindness.41,43 These fears can inhibit self-management if they are not countered by eye care providers. To address the
fear of blindness and the fatalism common among patients with diabetes, as well as our finding that non-adherent patients
are likely to see themselves as lacking self-discipline for the difficult tasks of diabetes management, we suggest a
communication strategy including three basic messages for patients with diabetes: 1) The bad news: Diabetic retinopathy
can cause vision loss and blindness. Even if your vision seems fine, you could have diabetic eye disease and be at risk for
future vision loss 2) The good news: There’s something easy you can do to reduce your risk of vision loss! Getting
screened for diabetic retinopathy is probably the easiest part of managing your diabetes and can significantly reduce your
risk of losing vision. 3) What do you gain? You keep your ability to work, to read, to drive, to play with your grandkids;
you keep your independence. Whatever materials are developed to communicate these messages, they should be
translated and tailored to different language/cultural groups in order to help overcome the communication barriers
identified by non-English speaking patients. These materials could also incorporate photos and text to help patients
distinguish DR screening from other types of eye exams.

There are some potential limitations to this study. The study may not be representative of all patients with diabetic
retinopathy for several reasons. All participants volunteered to take the time to complete the interview; although the
study reached thematic saturation for those interviewed, those who opted not to participate might have had different
experiences and opinions. All participants were members of a health care system, and their perspectives may not fully

Table 3 Suggested Changes to Routine Eye Care Practice to Enhance DR Screening and Follow-Up Adherence

Suggested Changes to Routine Practice to Enhance Adherence Study Results Supporting This Approach

Incorporate a lay health worker who has experienced DR-related vision
loss into team delivering support groups or peer navigation services.

● Adherent patients more likely to have previous exposure to diabetes-
related complications including DR through family and friends with

diabetes.

Prepare pamphlets or other communication tools to deliver 3 messages:

1.Diabetic retinopathy can cause vision loss, and even if your vision is good

now, you could be at risk for future vision loss. Early detection of diabetic
damange, even before you have symptoms, is the key to preventing vision

loss.

2.There is a very easy thing you can do to protect your vision. Diabetic
retinopathy screening may be the easiest thing you have to do as part of

managing your diabetes.

3.By getting screened and following up as your eye care provider
recommends, you’ll protect your vision and your independence.

These materials should be translated and tailored to be culturally

appropriate for speakers of other languages. Incorporate photographs
to help patients understand what DR screening is and does.

● Fear of vision loss/blindness (including consequences of blindness such
as loss of independence and loss of the ability to work, to read, to drive,

to play with grandchildren etc.)
● Non-adherent patients focus on their lack of self-discipline and

inability to manage all the tasks of their diabetes care

● Fatalism regarding the likelihood of developing diabetic retinopathy
● Communication barriers for non-English speakers, especially with eye

care professionals (relative to primary care providers)

● Many patients could not accurately describe a DR exam, and/or
confused DR screening with other types of eye clinic visits.
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reflect the experiences of uninsured individuals. All lived in Southern California, in largely urban or suburban rather than
rural areas. Patients were considered non-adherent if they failed to attend screening visits or if they failed to attend
follow-up visits after previously being diagnosed with DR. Although these groups may be expected to face different
barriers to adherence, patients who were non-adherent to screening and non-adherent to follow up reported similar
experiences in this study. These limitations are mitigated by this study’s relatively large sample size (for a qualitative
study) and multi-level and theory driven approach, identifying individual-, social- and system-level factors that may
influence the behavior of people with diabetes. Future work can apply this information in the development of
comprehensive interventions that effectively target different patient groups.

Interventions aimed at improving patient knowledge of DR are necessary but incompletely address the gaps in
diabetes care. Service delivery changes that overcome practical and psychosocial barriers patients face, such as enhanced
translation services in eye care settings, after hour clinic availability, and/or enhanced care coordination and outreach
may help improve patient compliance with screening.
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