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“To preserve healthy vision through awareness,  

improved access to treatments and education  

of patients with diabetes and  

health care professionals” 
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CDC Diabetes factsheet, www.cdc.gov/diabetes; accessed September 2015 
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Insight on the experience of 

people with diabetes and the 

health professionals who care 

for them as they face the threat 

and impact of vision 

impairment and loss. 
 

Diabetic Retinopathy  
Barometer Study 

provides 



Qualitative Study 
 Eight countries: Argentina, Bangladesh, 

Germany, Japan, Mexico, Romania, Saudi 
Arabia and Uganda 

 Interviews to examine the experience of 
people with diabetes (n=73) and 
providers (n=48) 
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Quantitative Study 
 Forty-one countries across Europe, the 

Americas, Africa, Middle East, Asia and 
Australia 

 Purposeful sample of people with 
diabetes (n=4,340) and healthcare 
professionals (n=2,329) 
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The most difficult aspect of forecasting the future 

is figuring out the good and bad consequences 

and where the balance may lie. 

Education and  
Prevention 

Diagnosis and 
Treatment 

Impact of  
vision loss 

OUTLINE OF  
PRESENTATION 



DEMOGRAPHICS 



54% 46% 

14% 

22% 
38% 

26% 

Age 

Time % 

11+ years 24% 

6-10 years 38% 

1-5 years 23% 

Within the 
past year 

12% 

Prevalence % 

Neither 74% 

DR  26% 

DME 8% 

Not sure 17% 

Patients 

Time since diabetes 
diagnosis 



GP 
17% 

Diabetes 
Specialist 

18% Eye 
Specialist 

43% 

Other 
24% 

Specialty 

GP 

Hospital 
36% 

Medical 
Practice 

15% 

Diabetes 
Practice 

16% 

Eye Clinic 
24% 

Other  
7% 

Work setting 

Providers 







Vision loss 
40% 

CVD/Stroke 
17% 

Amputation 
16% 

Kidney 
disease 

13% 

Neuropathy 
4% 

Other  
10% 

Complications of Concern  

2x 

Diabetes 
Complications 



22% 

Knowledge impacts  
attitudes (and decisions) 

14% Associated vision loss with ageing 
Do not do all that they can to 

prevent vision loss 



7% 

11% 

11% 

20% 

22% 

50% 

22% 

24% 

25% 

37% 

42% 

85% Doctor or nurse 

Diabetes 
organization 

Family, friends 
or neighbors 

TV/radio, 
newspapers and 

magazines 

Internet 

Sources of information about  
Diabetes and DR / DME impacts on action 

Other health 
organization 

NO information about DR / DME  

1/3  



 
 
 

Around 1 in 6 patients  
discuss symptoms only when 

they arise 

 
 
 

Nearly 1 in 8 never discuss 
eye complications with their 

physicians  

1 in 4 

Patient knowledge 
impacts the nature of 
discussions 



 
 
 
 

Of the patients currently enrolled 
on a patient-support program 

only 1 in 6 reported having 

education on eye complications 

34% 

22% 

8% 

29% 
Available and 
sufficient eye 
complication 
information 

Information not 
sufficient on eye 

complications 

No information 
on eye 

complications 

Not available 

Two out of every three providers  
Reported insufficient educational information  

on diabetes and eye complications 
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Communication 
 
• Many patients do not 

discuss eye 
complications with 
HCP 

• Many do not see HCPs 
as early or regularly 
as they should 

 

Management 
 
Patients are: 

• Concerned about 
vision loss  

• Not managing their 
diabetes well  

• Not doing everything 
they can to prevent 
vision loss 

Summary 
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Education Resources  
 
There is  lack of 
meaningful educational 
resources that supports 
prevention and early 
diagnosis 
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DIAGNOSIS AND TREATMENT 



“We are trying to draw their attention to the need 
of periodic ophthalmologic examinations. But 
unfortunately we do not succeed 100% every 
time. A lot of our patients do not understand 
why they should come.” 
 
- Ophthalmologist, Romania 



More than 25% of patients 

have not had an eye exam in 
the past 2 years  

 
 
 

Nearly 1/3 say cost is a 

barrier to eye exams 

 
 
 
 

Nearly 2 in 5 report long 

wait times for appointment 
 

63% of patients come for 

screenings only when visual 
problems have already 

occurred 
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29% 
39% 63% 

35% 

52% 

45% 

38% 

60% 

41% 

54% 45% 

43% 

57% 

40% 

51% 

20% 

29% 

40% 

Counseling 
GP visit 

Specialist 
medical visits 

Medications 

Medical  
supplies Procedures 

Test/screening 

Health education 

52% 

45% 

38% 

60% 

41% 

54% 

29% 
39% 63% 

35% 

45% 

43% 

57% 

40% 

51% 

20% 

29% 

40% 

No out of pocket costs 

Do not use service  

Part of out of pocket Cost is a barrier  

More than 4 in 10 
people are paying for  

 

screening, 
counselling, 

medical visits, 
procedures and 

treatments 



Barriers to improving 

patient outcomes 
Late diagnosis and limited access to patient 

education materials are barriers 

Late diagnosis Education Referral path Integration Reimbursement Approval

65% 

53% 

39% 40% 
36% 

33% 



Lack of training is a barrier 

77% 

23% 

Almost 1 in 4 specialists report 
no specific training in diagnosis 

and treatment of DME/DR 

9% 

44% 35% 

12% 

Did not Report 

Protocols and guidelines for 
detection and  

management of DR  

Available but 
not used  

Available and 
used 

Not available 

Have had no 
training 

Have had 
training 
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1 
Patient knowledge  

Most patients 
present for screening 
after vision loss has  
already occurred 
  
  

2 
Timely Screening  

Impact by: 

• Lack of understanding 
of diabetes-related eye 
complications  

• Long wait times 

• High costs  
 

Summary 

Late diagnosis 

Occurs as a consequence 
of: 

• Poor referral pathways 

• Lack of multidisciplinary 
integration 

• Insufficient resources for 
patients and providers  

It limits specialists’ ability 
to improve patient 
outcomes 



IMPACT OF VISION IMPAIRMENT AND LOSS 



I am unemployed...  

I trained as an electrician 

and worked for 10 years 

in this job.  

 

I stopped working at 31   

because of the progressing 

loss of vision, because of 

diabetes the loss of vision 

happened.  

 

- Individual with diabetes, 

age 59, Germany 

With Diabetic Retinopathy Normal Vision 



 
~1 in 5 people 
with diabetes 

  
and vision loss report 

difficulties in managing 
their condition 

 
 

Self management of diabetes 
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10

Vision loss No vision loss

9.5 days  

3.9 days 
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6

8

Vision loss No vision loss

7.6 days  

4 days  

Physical health 
People with diabetes who have 

vision loss have double the 
number of poor physical health 

days as people with diabetes 
without vision loss 

Mental health 
People with diabetes who have 
vision loss have nearly double 

the number of poor mental 
health days as people with 
diabetes without vision loss 

Vison loss  
impacts health 



34% 

34% 

23% 

9% 

18-39 40-59 60-69 70+

Ag

Vision loss impacts being able to 
work or even keep a job 



47% 

35% 

17% 

1% 

61% 

25% 

13% 

1% 

Vision loss  
affects employment status 

Working Retired Unemployed Student 

Do not have vision loss 

Have vision loss 



4% 

8% 

12% 

18% 

7% 

14% 

18% 

24% Medical  

Pension assistance   

Do not have DR 

Have DR 

People with DR rely on 
government assistance 

more than those 
without DR 

Social and 
Economic Burden 

Income assistance   

Other 



Vision loss affects daily life  

Driving 
 
 
 
 

More than 1 in 3 
affected (40%)  

Social activities 
 
 
 
 

1 in 5 affected (20%)  

 
 
 
 

Around 1 in 4 affected (27%) 

Leisure and household activities 



 

 
 
 

 

 
 
 

2 
Work life 

• Our ability to be in 
paid employment is 
impacted by vision 
loss 

• Our contribution to 
family resources is 
then limited  

• Being a burden is 
not an option  

Patient management 

Eye complications 
impact a person’s 
ability to: 

manage diabetes and 
its complications 
  
  

 
 

3 
Home life 

Our role and 
responsibilities in 
family, community 
and society are 
impacted with DR 
and vision loss  

 

Summary 

1 

DR, diabetic retinopathy 
Cavan D, Ackland P and  Barratt J. Diabetic retinopathy (DR) BAROMETER project, global results; 
Presented at the 15th EURETINA congress, Nice, France; September 17th 2015 




