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Abstract

Purpose—To explore why glaucoma patients believe that glaucoma continues to cause vision
loss despite the availability of effective treatment.

Methods—Nine focus groups were conducted in 3 geographically and ethnically diverse areas
of the United States (Los Angeles, CA; Rochester, MN; Durham, NC) that included 56
participants, 31 with poor vision and 25 with good vision. Content analysis was used to identify
important themes. Semi-quantitative analysis was used to measure the frequency of each theme.

Results—A474 relevant comments were made in the nine focus groups. Focus groups elicited
305 comments about barriers to glaucoma management including issues with adherence (30%),
the doctor-patient relationship (21%), knowledge about glaucoma (19%), personal support systems
(19%), and barriers to healthcare delivery such as cost and insurance (11%). 101 comments were
made regarding feelings about glaucoma and 58 comments were made regarding beliefs about
disease and treatment.

Conclusion—These focus groups brought up many issues surrounding barriers to glaucoma
treatment, perceived susceptibility to glaucoma, perceived benefits to treatment and the emotional
response to living with glaucoma. There is a need to create a more comprehensive chronic disease
management approach for patients with glaucoma to address both the concrete and emotional
issues identified in these focus group discussions.

Introduction

Despite the fairly high number of evidence-based treatments for glaucoma, it remains a
leading cause of blindness in the United States. The prevalence of glaucoma is 1.9% among
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the US population over the age of 40 and 7.9% among the US population over the age of 80.
As the number of octogenarians in the US increases, glaucoma will become a more pressing
public health issue.

There are many potential reasons why glaucoma remains a disease that is so difficult to
arrest on a population level. As an initially asymptomatic disease, patients are unlikely to
seek out evaluation themselves and the US Preventive Task Force has stated that eye care
providers do not currently have an effective way to screen the population for glaucoma.
Once a patient is diagnosed with glaucoma, we know from a systematic review of 29 studies
that up to 80% of glaucoma patients do not adhere to treatment recommendations. Poor
adherence to medications is a multifactorial issue, and previous studies have identified many
barriers to glaucoma medication adherence including cost —; forgetfulness—; side effects;
difficulty instilling eye drops'—; skepticism that glaucoma will cause vision loss; skepticism
that glaucoma medications are effective; a lack of knowledge about glaucoma'»; a lack of
self-efficacy; difficulties with the medication schedule; a poor doctor patient relationship;
and perceived life stress. Ung and colleagues found that those with less severe disease were
less adherent to their medications, while those with more severe disease were less adherent
with their follow-up care, indicating that there may be different issues that face glaucoma
patients early and later in their disease process.

The objective of this study was to explore why glaucoma patients believe that glaucoma
continues to cause blindness, including exploring patient’s perceived barriers to effective
treatment. Focus groups were conducted with glaucoma patients with good vision and
glaucoma patients with poor vision in order to compare these different perspectives on
barriers to optimal glaucoma treatment.

Methods

Focus Group Subjects

Participants in focus groups were selected to maintain homogeneity in critical characteristics
to ensure that adequate discussion would occur. Groups were allocated by the following
criteria: 1) patients with vision of at least 20/40 vision in both eyes and AGIS score on visual
fields of 6 or less in the worse eye (“good” vision); 2) family members or friends of those
with good vision; 3) patients who were legally blind in at least one eye, with vision worse
than 20/200 OR a visual field of 10 degrees or less (“poor” vision) and 4) family members or
friends of those with poor vision. Care was taken with the patient and family groups to have
groups that were of both higher and lower socio-economic status.

Creating the Focus Group Interview Guide

Semi-structured interviews and focus groups were performed in 3 geographically and
ethnically diverse areas of the United States — Los Angeles, CA, Rochester, MN, and
Durham, NC. Each site used a standardized study protocol overseen by the Pl (PPL) and site
Pls (AC, Los Angeles, CA; DJ, Rochester, MN; LH, Durham NC). All study interviewers
and focus group moderators underwent a standardized training regimen. Research staff
conducting the interviews and focus groups with patients were not involved in patient care.
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Overall, the study specifically sought input from patients with glaucoma (both those with
vision loss and those without), family members and friends of those with glaucoma, and
community or front-line providers of care for patients with glaucoma.

A total of 12 structured interviews were carried out at the 3 sites (4 per site) with the
following key stakeholders: 3 for patients with good vision, 3 for patients with poor vision,
and 6 for family members of both types of patients (3 with good vision, 3 with poor vision).
The interview guide was created based on an extensive literature review. The results of the
literature review and interviews were then used to create one focus group script for the
patient focus group and one interview script for the support system focus group. These semi-
structured interview guides underwent pilot testing and additional revision (Semi-Structured
Interview Guide, Patient Focus Group Appendix 1, available on-line only).

Patient Focus Groups

IRB

Results

A total of nine focus groups were conducted with patients who had glaucoma. These
included four patient groups with good vision and five patient groups with poor vision. Each
focus group had between 5-7 subjects for a total of 56 participants. All focus groups were
audio- and/or video- taped. Transcripts were then created using the tapes and written notes
of each session. Each site Pl reviewed the transcripts and made any necessary corrections
based on the written contemporaneous notes taken by study personnel at the time the group
was being conducted.

Content analyses were then conducted on the data collected in the focus groups. The
transcripts were coded for themes independently by two reviewers (PANC, RS). The
reviewers came to a consensus on how to classify the identified themes and created a
codebook with the definition of each theme. The two reviewers then re-coded each transcript
using the codebook. Statements that were classified differently were discussed until
consensus was reached. The entire study team agreed on the thematic interpretation of the
transcripts. In order to understand the potential factors of interest that were raised in the
focus group discussions, we both identify whether a stated factor was mentioned in the focus
groups and how frequently it was mentioned. Although our primary purpose was to identify
the range of issues facing glaucoma patients with good vision and those with poor vision, we
also included semi-quantitative analysis of the frequency with which concept domains were
raised and addressed in these focus group discussions.

This study received Institutional Review Board approval at each institution in which it was
conducted and adhered to the tenets of the Declaration of Helsinki.

Description of the Subject Population and Focus Groups

Of the 56 focus group participants, 31 participants had poor vision and 25 had good vision.
Of those who had poor vision, 16 (52%) were men and 15 (48%) were women. Of those
who had good vision, 14 (56%) were men and 11(44%) were women. The age ranges in the
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good vision focus groups were 43-90 and those in the poor vision focus groups were 49-86.
All comments made in the focus groups that were relevant to the primary study question,
why glaucoma continues to cause blindness, were extracted and coded. There were a total of
474 relevant comments from the nine focus groups with a range of 7-71 relevant comments
made in each focus group. Four main themes arose in the content analysis of the focus group
transcripts: beliefs about glaucoma and its treatment, barriers to controlling glaucoma, issues
with adherence and the emotional burden of having glaucoma.

Beliefs about Disease and Treatment

People conceptualize their ilinesses and the treatment for their disease in different ways.
They do not always think about their illness, or in this case, their glaucoma, in a strictly
patho-physiologic way. People have their own perceptions of both disease-related and
treatment- related symptoms and they construct their own mental model about what
glaucoma is and how glaucoma affects their life. Overall, there were 58 distinct comments
made regarding beliefs about glaucoma (25 comments made by 17 subjects) and its
treatment (33 comments made by 23 subjects) (Table 1). An important theme that arose was
that of the asymptomatic nature of glaucoma, reflected in comments such as glaucoma is
“not a very visible thing and it’s really easy to ignore.” Both those who had poor vision and
those who had good vision reflected the sentiment that it is easy not to prioritize glaucoma
when it is not “bothering you.” There was an overall belief that once people were prescribed
appropriate treatment, the treatment was effective in preventing vision loss. This belief gave
people a sense of control over the disease; “[i]n my case, taking the drops is the control.”

Barriers to Controlling Glaucoma

Not including issues with adherence, there were 222 distinct comments made regarding
barriers to optimally managing glaucoma, and results are described in Table 2. The
frequency with which comments were made were as follows: 1) 67 comments were made
about the doctor-patient relationship (32 people); 2) 60 comments were made about
glaucoma knowledge (40 people); 3) 59 comments were made about support systems (34
people); 4) 36 comments were made about systems barriers (19 people) (Table 2). The most
prevalent issue was the doctor-patient relationship, and the focus of the doctor-patient
relationship for many patients was how much time the patient perceived the physician spent
with them, and that was mainly determined by whether the patient felt like the doctor
elicited and listened to their concerns and then provided adequate responses. For example,
“[t]he doctor has to ask the questions and draw it out of the patient, and that takes time and
some doctors either don’t have the time or don’t take the time”(Table 2).

The second most common barrier was knowledge about glaucoma, and there were two
different types of learning preferences that emerged. One set of participants (29/60 [48%]
comments) preferred to learn all they needed to know about glaucoma through their doctor,
“I just leave it up to the doctor... he knows best I think.” Another set of participants (31/60
[52%] comments) preferred to learn about glaucoma through multiple sources, and would go
out of their way to find new sources of information about glaucoma, “anything in a
magazine or a newspaper that has glaucoma in it, | read it.”

J Glaucoma. Author manuscript; available in PMC 2017 July 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Newman-Casey et al.

Page 5

The third type of barrier discussed was support systems. The types of comments made about
support systems varied by type of support (positive vs negative) and gender. Overall, 46/59
(78%) comments described positive support systems and 13/59 (22%) comments described
negative support or a lack of support. Among the men, 32/33 (97%) comments described
positive family support while among women, only 14/26 (54%) comments described
positive family support. For example, a male participant stated “[m]y wife constantly says
‘have you put your drop in,” she knows I do it but she still has got to ask” in contrast to a
female participant who stated “[b]ecause nothing is visible, | don’t think it dawns on my
husband, he knows I have trouble seeing and he still just forges on you know and I’'m
stumbling along behind him.”

The least frequently mentioned obstacle was systems barriers. The majority of the comments
made about systems barriers had to do with financial issues with cost and insurance
companies. Subjects reported difficulties obtaining authorization for services from insurance
companies, issues maintaining or obtaining insurance coverage and issues getting coverage
for their preferred provider.

Another interesting issue that arose was screening. 20 participants made 35 distinct
comments about the need for improved screening for glaucoma in order to catch the disease
in an earlier state, such as “[y]ou have to have a good screening system because there are an
awful lot of people out there who have glaucoma and have no idea they do.” The discussion
about the importance of screening for glaucoma as a public health issue appeared to stem
from the feelings of remorse about being diagnosed at a later stage of disease. One
participant noted “I wish I had been diagnosed earlier.”

Adherence

There were 93 unique comments made about issues with medication adherence (Table 3).
General comments (26 comments, 17 people) included ones like “I’ve tried to do everything
I’m supposed to do because | worry.” Those who had poor vision contributed 65% (17/26)
of the comments about adherence in general compared to 35% among those who had good
vision (9/26). Interestingly, comments about adherence differed when participants were
asked about what they would tell someone newly diagnosed with glaucoma about managing
their disease as compared to the difficulties they themselves experienced when trying to be
adherent to their medications. The type of comment that subjects made about taking care of
their own glaucoma is well reflected in “[i]t is a very difficult disease to detect when you’ve
got it or you don’t have it you’re not aware of it so...why do anything if nothing is bothering
you | guess” as compared to the type of comment subjects made about what they would tell
others to do if they were diagnosed with glaucoma: “[i]t is just very important that you use
your drops and [do] whatever you are told to do.”

Difficulties with drop administration were relatively common (20 comments, 15 people),
and many people reported issues with squeezing the bottle appropriately; “[w]hen you don’t
squeeze, it doesn’t come out and when you do squeeze it, you get more than one drop.
Consequently, the bottle doesn’t last as long as they advertise it lasting.” This was another
issue which differed based on vision status, with 85% (17/20) of comments made by those
who had good vision compared to 15% among those who had poor vision (3/20).

J Glaucoma. Author manuscript; available in PMC 2017 July 01.
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Side effects were another significant barrier (13 comments, 13 people), with comments like
“[m]y eyes got redder and redder and | got more frustrated.” Less common issues were
problems with the complexity of the medication schedule (10 comments, 10 people),
problems with forgetfulness (5 comments, 5 people), and problems with cost (15 comments,
12 people). Four participants made comments about how they had generated systems to
remind themselves to take their drops, or cues to action, such as: “I take a lot of other
medicines so | put it out along with the medicine that | take before | go to bed.”

Feelings about Glaucoma

There were 101 comments where participants were describing their feelings about
glaucoma, and comments about feelings were made in all nine focus groups, and the results
are described in Table 4. The types of feelings described did not differ much by vision
status, as both those with poor vision and those with good vision reported emotions that
ranged from fear to apathy to acceptance. An example of fear was “I knew what it was and |
was scared to death.” The type of apathy present in the discussion was well represented by
the quote “I was surprised but it didn’t bother me- it didn’t phase me. No one in my family
has ever had it. | know very little about it so it really didn’t bother me.” There were also
those who had made peace with their diagnosis and were able to manage it, “I decided that,
well, it was something that could be taken care of so | wasn’t going to worry about it.”

Fear of blindness was an important theme that emerged as well. Fear of blindness was more
commonly reported by those participants in the poor vision groups, where those with poor
vision made 69% (11/16) of the comments about this fear. However, this fear was not limited
to those whose vision was affected by glaucoma, as even a participant who still had good
vision reported that “[w]ell, everybody | knew who has glaucoma eventually became blind,
so | figured that was my fate too.” A third theme that participants commented on was a fear
of loss of independence (14 comments, 11 people). The grand majority (93%, 13/14) of
these comments were describing the fear of not being able to drive. Interestingly, the
majority of the concerns about not being able to drive were brought up by those with good
vision (77%, 10/13 comments).

Discussion

The purpose of these focus groups was to elucidate why patients think that people with
glaucoma lose vision even though effective treatments exist. Major themes that arose
through these discussions included beliefs about glaucoma and its treatment and barriers to
controlling glaucoma. Throughout the discussions, participants also mentioned their
emotional responses to glaucoma including a fear of blindness and a fear of loss of
independence.

The Health Belief Model is a theory of health behavior that was developed by public health
officials in the 1950’s to explain why people did not participate in screening tests for
asymptomatic diseases. The theory postulates that a specific health behavior, such as
managing glaucoma in this case, is influenced by a person’s perceived susceptibility to the
disease, the perceived severity of the disease, the perceived benefits to treatment and the
perceived barriers to the recommended behavior change. For a glaucoma patient, this would

J Glaucoma. Author manuscript; available in PMC 2017 July 01.
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mean that the person would only take their medication and return for their follow-up
appointments if they believed that glaucoma would cause undesirable vision loss, the
treatments offered by their doctor could mitigate this effect, and the barriers to following
their physician’s recommendation were not so difficult to overcome that they outweighed the
perceived benefit of treatment. The Health Belief Model also discusses that cues to action, or
stimuli that could trigger the desired behavior, could help people overcome their barriers and
carry out the desired health behavior. The type of cues to action involve ideas like
integrating taking glaucoma medications into the daily routine, such as by linking taking a
prostaglandin analogue to taking additional oral medications before bed.

These focus groups brought up many issues surrounding glaucoma patients’ perceived
susceptibility to and perceived severity of the disease as well as the perceived benefits to
treatment. An issue that participants acknowledged many times was the asymptomatic nature
of glaucoma. One participant stated: “[t]hat’s the problem with glaucoma, there is no way of
knowing you have that until you do have a check-up. In fact there is no pain or nothing with
it until it’s too late.” Once subjects truly accepted the fact that they had a chronic disease
that can become very severe, they were able to give more weight to the benefits of treatment.
Another participant said “[i]t really scared me for a while until | realized that if | treated it
and the treatment worked, | didn’t, | shouldn’t say didn’t have to worry about that, but at
least I could slow it down considerably.”

Focus group participants brought up many barriers to optimal glaucoma management. The
barriers included issues with adherence (30%, 93/315 of comments about barriers), the
doctor-patient relationship (21%, 67/315), knowledge about glaucoma (19%, 60/315),
personal support systems (19%, 59/315) and overarching health care delivery system barriers
(11%, 36/315). Issues with adherence are inextricably linked to both the other categories of
barriers that participants mentioned as well as to beliefs about glaucoma and its treatment. If
patients do not believe that glaucoma will affect them because they have not noticed any
change in their vision, do not have a good, trusting relationship with their eye care provider,
do not understand the chronic nature of glaucoma, do not have a good support system at
home, or cannot afford management and treatment for their glaucoma, it is very likely that
patients with any of these important barriers will be poorly adherent to their treatment
regimen. Poor adherence to glaucoma medications and follow-up visits is associated with
more advanced glaucomatous disease’ .

This study had a number of limitations. The focus group moderators were different at each
site. Though they each underwent the same training, they each had different levels of
experience and each facilitated the conversation in a slightly different way. This study was
also undertaken at tertiary care academic medical centers where many of the patients were
cared for by glaucoma specialists who served as investigators in this study. This could have
biased the comments in the focus groups as patients may not have been comfortable making
negative statements about the care received from their current care providers even though the
moderators stated that the research would not affect clinical care. Though patients
represented a broad range of ages (43-90), we did not purposefully sample to ensure that a
certain percentage of participants were older (>75 years old), so we cannot comment on how
aging might affect the themes generated. The content of the focus groups was mainly
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analyzed by glaucoma specialists and by a cornea specialist (SM). Subspecialists may bring
a different lens to the analysis than comprehensive ophthalmologists or behavioral
psychologists.

While the Health Belief Model addresses many of the themes that glaucoma patients
mentioned in our focus groups, it does not discuss how people’s emotions might impact
these different constructs, and we found that glaucoma patients wanted to discuss their
emotional reaction to their diagnosis and management of their glaucoma. We need to create
a space within the delivery of ophthalmic care to address patients’ emotional needs
surrounding managing their glaucoma. With the projected growth in the number of
glaucoma patients as the population ages and the concomitant projected workforce issues for
ophthalmologists relative to increased demand, physicians will not be able to provide all of
the necessary emotional support for their patients with chronic disease. Paraprofessional
staff will need to become key players in providing counseling and education for glaucoma
patients to help them cope with the emotional burden of living with glaucoma. There are
excellent examples for how paraprofessional staff can educate patients and aid in their
disease self-management in chronic diseases in internal medicine such as hypertension and
diabetes™. There is a need to create similar paradigms in ophthalmology to aid our patients in
improving their chronic disease self-management. This type of a paradigm for providing
support for disease self-management for our glaucoma patients may help address some of
the reasons that patients continue to lose vision from glaucoma, despite the availability of
effective medical treatment.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.

ACKNOWLEDGEMENTS

The study was conducted with the active involvement and contribution of Doug Johnson, MD, PhD, of the Mayo
Clinic, prior to his passing away. His contributions would have merited co-authorship on this manuscript.

This study was supported by grant funding from the Glaucoma Research Foundation (ALC; LH; PPL) and the
National Institute of Health (K12EY022299; PANC). The funding organizations had no role in the design or
conduct of the study; collection, management, analysis, or interpretation of the data; and preparation, review, or
approval of the manuscript.

References

1. Quigley HA, Broman AT. The number of people with glaucoma worldwide in 2010 and 2020. Br J
Ophthalmol. 2006; 90:262-267. [PubMed: 16488940]

2. National Eye Institute. [Accessed September 24, 2014] Glaucoma, open-angle. 2010. Available at:
http://www.nei.nih.gov/eyedata/glaucoma.asp.

3. Moyer VA. Screening for glaucoma: U.S. Preventive Services Task Force Recommendation
Statement. Ann Intern Med. 2013; 159:484-489. [PubMed: 24325017]

4. Olthoff CM, Schouten JS, van de Borne BW, et al. Noncompliance with ocular hypotensive
treatment in patients with glaucoma or ocular hypertension an evidence-based review.
Ophthalmology. 2005; 112:953-961. [PubMed: 15885795]

5. Lacey J, Cate H, Broadway DC. Barriers to adherence with glaucoma medications: a qualitative
research study. Eye (Lond). 2009; 23:924-932. [PubMed: 18437182]

J Glaucoma. Author manuscript; available in PMC 2017 July 01.


http://www.nei.nih.gov/eyedata/glaucoma.asp

1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Newman-Casey et al.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

Page 9

. Tsai JC, McClure CA, Ramos SE, et al. Compliance barriers in glaucoma: a systematic

classification. J Glaucoma. 2003; 12:393-398. [PubMed: 14520147]

. Safran DG, Neuman P, Schoen C, et al. Prescription drug coverage and seniors: findings from a

2003 national survey. Health Aff (Millwood). 2005 Suppl Web Exclusives:W5-152-W155-166.

. Dreer LE, Girkin CA, Campbell L, et al. Glaucoma medication adherence among African

Americans: program development. Optom Vis Sci. 2013; 90:883-897. [PubMed: 23873033]

. Waterman H, Brunton L, Fenerty C, et al. Adherence to ocular hypotensive therapy: patient health

education needs and views on group education. Patient Prefer Adherence. 2013; 7:55-63. [PubMed:
23378741]

Taylor SA, Galbraith SM, Mills RP. Causes of non-compliance with drug regimens in glaucoma
patients: a qualitative study. J Ocul Pharmacol Ther. 2002; 18:401-409. [PubMed: 12419091]
Stryker JE, Beck AD, Primo SA, et al. An exploratory study of factors influencing glaucoma
treatment adherence. J Glaucoma. 2010; 19:66—72. [PubMed: 20075676]

Friedman DS, Hahn SR, Gelb L, et al. Doctor-patient communication, health-related beliefs, and
adherence in glaucoma results from the Glaucoma Adherence and Persistency Study.
Ophthalmology. 2008; 115:1320-1327. 1327 £1321-1323. [PubMed: 18321582]

Lunnela J, Kaariainen M, Kyngas H. The views of compliant glaucoma patients on counselling and
social support. Scand J Caring Sci. 2010; 24:490-498. [PubMed: 20210901]

Sleath B, Blalock SJ, Stone JL, et al. Validation of a short version of the glaucoma medication self-
efficacy questionnaire. Br J Ophthalmol. 2012; 96:258-262. [PubMed: 21610264]

Blackstock OJ, Addison DN, Brennan JS, et al. Trust in primary care providers and antiretroviral
adherence in an urban HIV clinic. J Health Care Poor Underserved. 2012; 23:88-98. [PubMed:
22643464]

Weng FL, Chandwani S, Kurtyka KM, et al. Prevalence and correlates of medication non-
adherence among kidney transplant recipients more than 6 months post-transplant: a cross-
sectional study. BMC Nephrol. 2013; 14:261. [PubMed: 24289809]

Ung C, Zhang E, Alfaro T, et al. Glaucoma severity and medication adherence in a county hospital
population. Ophthalmology. 2013; 120:1150-1157. [PubMed: 23453512]

Ung C, Murakami Y, Zhang E, et al. The association between compliance with recommended
follow-up and glaucomatous disease severity in a county hospital population. Am J Ophthalmol.
2013; 156:362-369. [PubMed: 23601654]

Champion, VL.; Skinner, CS. The health belief model. In: Glanz, K.; Rimer, BK.; Viswanath, K.,
editors. Health Behavior and Health Education: Theory, Research, and Practice. 4th ed.. San
Francisco, CA: Jossey-Bass; 2008.

Sleath B, Blalock S, Covert D, et al. The relationship between glaucoma medication adherence, eye
drop technique, and visual field defect severity. Ophthalmology. 2011; 118:2398-2402. [PubMed:
21856009]

Stewart WC, Chorak RP, Hunt HH, et al. Factors associated with visual loss in patients with
advanced glaucomatous changes in the optic nerve head. Am J Ophthalmol. 1993; 116:176-181.
[PubMed: 8352302]

Rossi GC, Pasinetti GM, Scudeller L, et al. Do adherence rates and glaucomatous visual field
progression correlate? Eur J Ophthalmol. 2011; 21:410-414. [PubMed: 21140373]

Lee PP, Hoskins HD Jr. Parke DW 3rd. Access to care: eye care provider workforce considerations
in 2020. Arch Ophthalmol. 2007; 125:406-410. [PubMed: 17353416]

Ogedegbe G, Schoenthaler A, Richardson T, et al. An RCT of the effect of motivational
interviewing on medication adherence in hypertensive African Americans: rationale and design.
Contemp Clin Trials. 2007; 28:169-181. [PubMed: 16765100]

Lundahl B, Moleni T, Burke BL, et al. Mativational interviewing in medical care settings: a
systematic review and meta-analysis of randomized controlled trials. Patient Educ Couns. 2013;
93:157-168. [PubMed: 24001658]

Tang TS, Funnell MM, Brown MB, et al. Self-management support in"real-world" settings: an
empowerment-based intervention. Patient Educ Couns. 2010; 79:178-184. [PubMed: 19889508]

J Glaucoma. Author manuscript; available in PMC 2017 July 01.



1duosnuepy Joyiny 1duosnuely Joyiny 1duosnuey Joyiny

1duosnue Joyiny

Newman-Casey et al.

27. Spencer MS, Rosland AM, Kieffer EC, et al. Effectiveness of a community health worker
intervention among African American and Latino adults with type 2 diabetes: a randomized
controlled trial. Am J Public Health. 2011; 101:2253-2260. [PubMed: 21680932]

J Glaucoma. Author manuscript; available in PMC 2017 July 01.

Page 10



Page 11

Newman-Casey et al.

L ybisaka
InoA daay |],noA yuiys | ‘Buiop

Author Manuscript

Author Manuscript

Author Manuscript

Author Manuscript

81,noA yeym ui Juabijip a1,noA j1 os spipg
10209 ayy st pue sdoJp axe1 am ased SIy Ul pue Wil |
sdoup ay3 Buniey u1nsul ae} ued NoA ‘sajagelp ai|
‘ased Aw ul,, 14 0t LT S.31 "PIHOM 3Y1 JO pua ayr1ou s i, S €1 91
.’ssanb | noA Bunayioq
. 'aloubi s1 Buiyiou 1 BuiyrAue op Aym spl
01 Asea Ajjeal su *** 11 JO 8JeMe 10U 31,N0A 1 11 aney E._m_m_
pue Buiy aqisin 3,Uop NoA 10 11 106 aA,NOA usym 'a
Alaneious,y,, 14 6 0T 10918p 03 8SeaSIP INJIYIP AJBA S1 1, [ 8 ST
sa10nd sdnoio a|doad sdnoio 9|doad
a|dwex3 SN20- 10 SuBWWOD s910nd a|dwex3 SNo04H 10 SjuBWIWOD
jo equinN | sqwnN | jo equnN jo quinN | JlqwnN | jo equnN | Alobered
UOSIA UOSIA
Jood pooo
SJjal|ag Juswieal] pue asessig
T 3|qeL

J Glaucoma. Author manuscript; available in PMC 2017 July 01.



Page 12

Newman-Casey et al.

Author Manuscript

ualp|1yo Aw pue Jaxelaled
Arewnid Aw st ayim AN, id se 01106 sey [|ns
.77 8w 03 3 sutejdxa ay ays INq 11 Op | SMOUY| ays
USYM pue aW YlIM S10100p Ui dodp anoA ind noA aney,
3l 01 SaWI0D SAeM|e ays ‘sAes Ajiueisuod ajim AN, :d
asnedaq spuelslapun ays ‘M . uorjelauafap sejnoew
IN0OQe pPUBISIaPUN UBAS 1, Uop sey ays "a|ppu puodas st
Algeqoud aym Aw 1daoxa sIY1 0s swajqoid aka snouias
Anwey Aw Jo ISON,, :N 6T 91BN aIow Jey sey spm AN, :N ¥T 9N
14 81 0€ ¥ 91 62 1joddns
. SBWIBWOS AL Ul Ml ARy
A8y} os[e pue ewoone|f ) peal | ‘1 ul ewoone|b
noge eLdlew Auy sey 1ey Jadedsmau (s.Juaned)
"985 | JoAsIeUM peal 0} An |, S A IT 10 auizefew e ul Buiyhuy,, % 0T I
Wiy IsnJy | ‘pawogut
119m A1aA 8q |1m 21Ul oAey
ay3 1e 10300p Aw Jeyy Bunsniy
Uy we | "ewoane|f 1noge
1 1589 SMOU3] 9H "10}o0p (s.40100Q) pawiojul-||am Jadns aq | reyy (s.40100Q)
ayy 01 dn 31 anes| isnf |, v 6 1 AJessagau S, YuIy3 3,uop |,, ¥ vT LT
S 44 62 14 81 7€ abpajmouyf
«Japunwi 31 10U
ale NOA 41 Ing ddUBINSUL YUIM ) Op aW 19| 0}
PaJIaA0I ||aM 31,N0A uaym pap1aap Ay pue agueinsul
Tey} azifeas 0} pfey s} " 1o ay} 0} sIana| Aiseu e Bunlm
183 Jaylie aq 01 136 11 ‘doup dn papus Ajeut} uosuyor "1q
1ey1 A13 ||,8M UdY) ‘MJom pue A1abuns annuanaid ay}
1,Usa0p Jeyy doup Sy 4oy aney 0} aW 1o} Aex0 3y} aw
Aed uayy pue ob Asy) swn anib 01 way) 1oy Auedwod
AJans 10J00p 8y} 0} SHSIA 30uRINSUI 8Y) YIM JJey sklireg
118y} Joy Aed o1 aney a1doad,, [ 0T 6T ® pue Jeak e 10j 1ybnoy apn,, v 6 T SwesAS
. SWI1 ayy axe} 3, uop
10 AW} 3y} aAeY 3,U0p JayNd
$10}00p BWOS pue awi diysuoirepy
soMe) Jey) pue uaiied sy d/4a
Juaired ay) 0 uay J0 1IN0 31 MeJp pue suopnsanb
uosiad e s| uosuyor "1, S /T 472 aU} >se 03 Sey J0300p 8y, g ST (14
¢ o|ge1das | soueRYpY
sdnoio sdnoio
snooH 9|doaq snooH 9|doad
sajond a|dwex3 10 10 SIBWIWOD sajond a|dwex3 10 10 SIBWIWOD Kiobared
BqunN | sequnN | jo equnN BqunN | sequnN | jo lequnN
UOSIA UOSIA
lood pooo
ewoone|9 mc___obcoo 0] sialieg
¢ d|qeL

Author Manuscript

Author Manuscript

Author Manuscript

J Glaucoma. Author manuscript; available in PMC 2017 July 01.



Page 13

Newman-Casey et al.

«Lwiy
puiyaq Buoje Burjquns w, |
pue ‘mou noA ‘syabioy 1snl
111s 8y pue Bulaas ajgnosy
aney | SMouy| aH “pueqsny
Aw uo sumep 1 reyy
Uiy ,uop | ‘ajqisiA Buryiou
S1 213y} asnedag,, :N
«Jay1abo1 yem
3M pUE ‘|[aM 00} 885 },Ued

«Alreal djay Aue Jo aq Jo op

01 Aeme Jey 003 ae A3yl Ing

‘pautaouod si Ajiwey AN, N
«Jalsyl

a1, A8} ‘reyy ax1| Buiyiswos

10 3p1 © paau | §| "paIsaIsIul

| uaym xoer ojuo Buey |,, :d TT :9JewsaS AKian st Ajiwey AN, d GT :9JewsaS
djay [ense ale
sdnoio sdnoio
SnooH a|doad snooH a|doad
s910nd) a|dwex3 10 10 SIBWWOD sa10nd) a|dwex3 10 10 SIBWIWOD Klobere)
BgqunN | lqunN | Jo lequnN BqwnN | lqunN | Jo oqunN
UOSIA UOSIA
Jood pooo

Author Manuscript

Author Manuscript

Author Manuscript

Author Manuscript

J Glaucoma. Author manuscript; available in PMC 2017 July 01.



Page 14

Newman-Casey et al.

'31aymAUR JuaM |
UBYM aW YUM punoJe wayy
AJ1rea 10U J0 Way} 400} NoA
JAYIBYM UMOP WBY] 3IM
pue 8UO Yoea [eriul pjnom . paq
] 8snedaq SpI| PaJojod 01 06 | a10§3q ae} | YRy}
walaylIp a1, Asyl poo auIdIpaW ayl yum Buoje
ueyy pue dn paulj sdolp N0 11 Ind | 0S suoleaIpaw
Aw [1e Buiney Jaquiswsal |,, T T T J13Y10 40 10] B 8)el |,, T [ € uoloe 013NY
’sdoip
aka Aw yum abiyip Ajjeal
uaaq aA, | eyl sseak 0T
Lawn Ajgeqoud 1se] ayy Ul usaq
© passiw Jans Ajptey aney AJuo s,31 pue Ases aw 0}
| 8w yum sdiolp Aw axey aWo9 1,UpIp 1| "Tey} ules)
| Aeme Buiob ate am y1 ** 01 pey | Juabiyip Buiaq
ued | Buiphians suop eA.l,, T T 1 st Burys 1s8661q aup quIys 1, € 4 4 ssau|nywb o4
. parensniy
alow 106 | pue Jappal .'0S 10 Inoy ue loy Azzny si
pue Jappal 196 saka AN, Z € € UOISIA AW ey asn | Jauv,, € / 0T SIEETS
HesAw . Bunse|
11 afeuew uRd | 3SIMIBYI0 11 s1aApe Asy) se
anIsuadxa ulep os Buo se 1se| 1,Usa0p ajN0q
s, Aue 2)seM 0) JUBM 1, Uop ay1 Ajpuanbasuo) "doip
|+ ur eyl bumab sjgnon auo uey} alow 136 noA
aney | pue aAa ay} ur ind 11 9zd9anbs op noA uaym
01 aARY | 1By} JUBLLUIO dAeY pue IN0 BWO0J 1,Uss0p 1 uoieJisiulwpe
1 aw sdjay puegsny A, b4 € € 8zaanbs 1,uop NoA uaym,, [ 4 /T doiqg
. Ie 10 15114 3|Npayas
1461 8y} Jaquiawial 03 pJey
AJan sem 11 urebe Aep e
Aep e saw} JUaIBIP 931y}
10 omy sdoup alayip saly}
«Wbrens 10 oM} Way} 40 10| © Buryel a|npays
way daay noA op moy 0s,, z € € aw sem wajqoud ay ., 2z v A uolyeaIpa N
.90 0]
A110m | asnedaq A1 ‘suononansui Buimojjoy
op 01 pasoddns w, | yeyy e poofB Ajjeas w, | — 01 sw (e Jousb)
Buiyifiens op 03 paLil A, |,, S 6 IT 118} $10100P 8y} JeYyM 0op |,, [ 8 6 U BYPY
sdnouo sdnoi9
SN20- 9|doad se10nd SN20- 9|doad A 1oBoge
s910n0 10 10 SBWWOD a|durex3 10 10 SuBWWOD S
a|durex3 BqunN | sequnN | jo equnN qunN | seqwnN | jo equnN
UOSIA UOSIA
lood pooo
SONSS| aduslsypy
€ 9|qel

Author Manuscript

Author Manuscript

Author Manuscript

Author Manuscript

J Glaucoma. Author manuscript; available in PMC 2017 July 01.



Page 15

Newman-Casey et al.

W Ruew « Preayo
00} 81SeM 0} JUBM 1,U0p NOA Aw] asayy umop Buruuni
08¢$ 1e s3[noq sm| ssoyL,, 14 8 0T SIe|jop Usally ‘Yeym s, Jeyl,, € 14 S 100
sdnoio sdnol9
snoo4 | s|doad $910N0 snoo4 | ajdoed KloBare
s910n0 jo jo SuBWWOD a|durex3 jo jo SuBWWOD ®D
a|dwex3 qunN | seqwnN | jo equnN BqunN | seqwnN | jo egqunN
UOSIA UOSIA
Jood pooo

Author Manuscript

Author Manuscript

Author Manuscript

Author Manuscript

J Glaucoma. Author manuscript; available in PMC 2017 July 01.



Page 16

Newman-Casey et al.

Burjaay onayredy ‘v ‘Buijasy annisod ‘d ‘Buijasy annebaN ‘N

Author Manuscript

. BuiALp aley)
W Janup e N0 8¢ 1,UpNOYs NOA uiyy
311y [].] PUIlg 8WO023q | UYM AUy |1om d8s 1,uop noAk
0S 8W09 [[1M Aep 8yl yuiyl 31Uy Asyy pue swajqo.d
| pue op | BuiyiAiana Buiop aka yum |[am Buiaass jou
pue BuiALp dasy 01 Juem 91821109 A3y} asnedaq
| ‘9ouapuadapul Aw daay wsa|qoid aks pey noA
0} JueM | pue BulALp |IBs W, | mouy 03 ApogAue Juem
ey s1 BuiyiAue uey) aiow 1,U0p NOA "aseasip ysny aouapuadapu |
awW saJeas Jeys Buryr sy L, 14 % 14 -ysny [eal aq 031 pasn i, ¥ L 01 J0Ss07 Jo read
. '00] 31k}
Aw sem reyy painbuy | os
.’pullg ob pjnom | presse pulq awedaq Ajjeniuana
SeM | UIY} 03 JeyM MOUY| ewoone|f sey oym ssaupullg
1.UpIp | "Pasnjuod sem |,, 1 0t 11 Moy | ApogAiana |[am,, 4 1% S JO .Tea
. dW Jay3oq 1, upip Ajjeal 3
0S 11 1n0qe 3[NI| AJoA mouy|
| )l pey Jans sey Ajiwey
Aw ui suo oN "aw aseyd
1.UpIp 11 — 8w Jayloq 1, upip
11 INg pasuidins sem |,, 1/
« W 1noge
Auiom 03 Buiof 3, usem
] 0S JO 218D UdXE) 3q
« M UIIM 3A1| 0} paules| pINo3 ey Buiyiawos sem
yonw Anaid an, | ssanb |, :d 1 |13M Jey) papIoap |, :d
. 'Y1eap 0] paJeds sem SwoidwAs
| pue sem 11 Jeym mau |,, :N S 8T 13 ou pey | Wbud,, :N 1% 0¢ L€ sbulpad
sdnoio sdnoio
SnooH a]doad SnooH a]doad
sa10nd 10 10 SjlBWWOD 910N 10 10 SjUBWIWOD
a|dwex3 qunN | JgquwnN | Jo lgunN a|dwex3 RqwnN | equnN | Jo equnN AioBore)n
UOSIA
J100d
sbuljaa4
¥ a|qeL

Author Manuscript

Author Manuscript

Author Manuscript

J Glaucoma. Author manuscript; available in PMC 2017 July 01.



	Abstract
	Introduction
	Methods
	Focus Group Subjects
	Creating the Focus Group Interview Guide
	Patient Focus Groups
	IRB

	Results
	Description of the Subject Population and Focus Groups
	Beliefs about Disease and Treatment
	Barriers to Controlling Glaucoma
	Adherence
	Feelings about Glaucoma

	Discussion
	References
	Table 1
	Table 2
	Table 3
	Table 4



