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Abstract

Background: Follow-up to eye care services for children especially in the context of Nepal is essential for ensuring a continuum
of care. Hence, as a continued effort, we designed this study to explore the service users experience of this community-based
intervention to improve follow-up at Bharatpur Eye Hospital (BEH) in Nepal.

Objective: This study aimed to explore the experiences and perceptions of service users about the community-based follow-up
intervention for eye-care servicesimplemented by BEH in Nepal.

Methods: A qualitative study utilizing an in-depth interview approach was used. Participants were purposively selected for this
research study. Participants who were part of a quasi-experimental study conducted to improve follow-up services in BEH and
their service catchment area were chosen. Those participants who had not attended even a single follow-up visit and those who
attended at least one follow-up were recruited for this qualitative study. Based on the distance from the base hospital and the
follow-up status 65 participants were initially found eligible for the qualitative study. However, only 17 participants were
available and consented. Topic guides were developed for the purpose of in-depth interviews specifically for participants, who
had not attended even the first follow-up visits and those who attended at least one follow-up visit. Two ophthalmic assistants,
who were not a part of the main intervention study, conducted the interviews.

Results: Seventeen service users whose children were receiving services from BEH hospital participated in the qualitative study.
We identified four key themes that provided invaluable information about the barriers and facilitators to follow-up as well as the
experiences (positive/negative) of the participants that needs to be considered in any future initiatives to improve follow-up in
Nepal.

Conclusions: It highlights the need for systematic development of interventions to address the unmet need for eye care services
in the community through innovative scalable solutions. As a next step, the BEH team will be working to develop such scalable
solutions for Nepal. Such interventions will also need to be optimized for similar settings and countries to meet the goals of
universal health coverage, vision 2030 and sustainable devel opment goal s worldwide.

(IMIR Preprints 06/08/2024:65023)
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Abstract
Background: Follow-up to eye care services for children especially in the context of Nepal is
essential for ensuring a continuum of care. Hence, as a continued effort, we designed this study to
explore the service users’ experience of this community-based intervention to improve follow-up at

Bharatpur Eye Hospital (BEH) in Nepal.

Objective: This study aimed to explore the experiences and perceptions of service users about the

community-based follow-up intervention for eye-care services implemented by BEH in Nepal.

Methods: A qualitative study utilizing an in-depth interview approach was used. Participants were
purposively selected for this research study. Participants who were part of a quasi-experimental study
conducted to improve follow-up services in BEH and their service catchment area were chosen.
Those participants who had not attended even a single follow-up visit and those who attended at least
one follow-up were recruited for this qualitative study. Based on the distance from the base hospital
and the follow-up status 65 participants were initially found eligible for the qualitative study.
However, only 17 participants were available and consented. Topic guides were developed for the
purpose of in-depth interviews specifically for participants, who had not attended even the first
follow-up visits and those who attended at least one follow-up visit. Two ophthalmic assistants, who

were not a part of the main intervention study, conducted the interviews.

Results: Seventeen service users whose children were receiving services from BEH hospital
participated in the qualitative study. We identified four key themes that provided invaluable
information about the barriers and facilitators to follow-up as well as the experiences
(positive/negative) of the participants that needs to be considered in any future initiatives to improve

follow-up in Nepal.

Conclusions: It highlights the need for systematic development of interventions to address the unmet
need for eye care services in the community through innovative scalable solutions. As a next step, the
BEH team will be working to develop such scalable solutions for Nepal. Such interventions will also
need to be optimized for similar settings and countries to meet the goals of universal health coverage,
vision 2030 and sustainable development goals worldwide.
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Exploring the service users’ experiences of a community-based intervention to improve follow-
up at
Bharatpur Eye Hospital in Nepal: A Qualitative Study.

Background

The Nepal’s National Health Policy 2019 recommend the development and expansion of eye care
services through public-private partnerships in all three tiers of primary care provided through the
government health systems. It provides guidance on the integration of primary eye care with primary
health care and the coordination of eye care programs by a dedicated eye unit at the federal ministry
of health.[1] One such effort is theRetina Eye Care of Nepal (RECON) project which was designed
to strengthen retina eye care services in Nepal.[2] This initiative was a well-planned health education
intervention targeting the knowledge of physicians about Diabetic Retinopathy (DR). Evidence from
the evaluation of this initiative identified an increase in the number of referrals and attendance of

patients for DR screening with the change in knowledge and referral mechanism.[3]

However, providing referrals do not mean the care is complete. Follow-up for eye-care services for
children, especially in the context of Nepal, is essential for ensuring a continuum of care.[4]
Counselling & follow-up with patients are the key factors in improving the utilization of health
services.[5] An exploratory analysis of data from one single hospital (Bharatpur Eye Hospital-BEH),
spanning from January 1, 2019, to January 7, 2019, revealed that only 22% of children aged 0 to 16
years attended at least one follow-up visit and the remaining 78% couldn’t attend for various reasons.
There are several studies conducted to find the impact of interventions like Short Message Service
(SMS), phone calls and counselling to improve adherence to follow-up care in both adult and
pediatric populations. One of the studies has shown that SMS reminders significantly improved

follow-up adherence in pediatric cataract treatment compared to the control group.[6]

A quasi-experimental study was carried out in Nepal by the BEH team to find the effectiveness of
follow-up interventions, particularly counselling with the provision of information leaflets and
reminders through phone calls and text messages to improve the follow-up rates in comparison to the
existing standard care. The primary outcome of the study was measured by the number of children
completing all three follow-up visits in different intervention groups. This research showed no
statistically significant difference in the proportion of follow-up between the intervention groups.
Only 3% (8/264) of children completed all three follow-ups, but the overall compliance with follow-
up was only 0.76% with more follow-ups in reminder with SMS and phone call groups.[7] There
may be several reasons for the poor adherence to follow-up visits, but it was hypothesized that

COVID-19 was the major contributor since the study was conducted during the peak COVID-19
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time. Hence, as a continued effort, we designed this study to explore the service users’ experience of
this community-based intervention to improve follow-up at BEH in Nepal. We believed that this
study would provide invaluable information on the reasons for the poor follow-up outcomes from the
quasi-experimental study and also the potential drivers to develop a culturally relevant context-
specific intervention for improving follow-up to ensure a continuum of eye care in the communities

of Nepal.

Primary Objective:

The primary objective of this research study was to explore the experiences and perceptions of
service users about the community-based follow-up intervention for eye care services implemented
by BEH in Nepal.

Methods

Study design: Qualitative study utilizing an in-depth interview approach.

Setting: Home. The purpose of the study was to understand why the participants did not visit the
hospital for follow-up. Hence interviewing them at their residence was identified to be the feasible
and effective option.

Study duration: 1 month (15" January— 16™ February 2024)

Participants:

Participants were purposively selected for this research study. Participants who were part of a quasi-
experimental study conducted to improve follow-up services in BEH and their service catchment
area were chosen. Those participants who had not attended even a single follow-up visit and also
those who attended at least one follow-up were recruited for this qualitative study. Participants were
selected irrespective of the intervention groups they were enrolled during the quasi-experimental
study. The participants were residing within 20km radius of the BEH hospital and the interviews
were conducted in participant’s residence. Participants with relatively serious eye problems requiring
multiple follow-ups were included. Based on the distance from the base hospital and the follow-up
status 65 participants were initially found eligible for the qualitative study. However, only 17

participants were available and consented. The interviews were conducted with these 17 participants.

Data collection process

Topic guides were developed by an expert in qualitative research who was our research guide. Its
purpose was to conduct in-depth interviews specifically for participants, who had not attended even
the first follow-up visits and those who attended at least one follow-up visit. Two ophthalmic

assistants, who were not a part of the main intervention study, conducted the interviews. These
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interviewers had a brief orientation on the topic guide and interview process, to ensure consistency in
the conduct of the interviews. The topic guides were piloted with a few participants before
interviewing the actual participants. After providing prior information and obtaining written consent
from each participant, the interview was carried out in their own communities as it was not feasible
for the participants to attend the hospital for interview purpose. During the interview process, one of
the ophthalmic assistants conducted the interviews and the other person was involved in observing
and taking notes. Interviews were conducted with the parents or guardians of the children who
received eye care services from BEH Hospital. The interview participants were the parents/service
users who accompanied the child to the hospital during the initial checkup. All the interviews were
audio-recorded using smartphone with consent from participants. We chose to stop the interviews
based on the principles of data saturation. (i.e.) when no further new information was provided by
participants interviewed.

Data analysis

We used the framework approach to analyze the qualitative data from this study. Interviews were
audio-recorded, and the recorded interviews were transcribed verbatim. The interviews were
conducted in the local language (Nepali). Hence, the audio recording was first transcribed verbatim
and subsequently, the transcribed interview transcripts were translated and back-translated to ensure
consistency in English by the other members of the study team. The transcribed data was read
multiple number of times to ensure familiarity. Codes were then identified to understand the
framework for analysis. The codes and categories identified from the transcripts were then applied to
that framework. The charted data was then carefully interpreted. We carried out member checking to

triangulate data and also to ensure data confirmability.

Ethical Considerations

Ethics approval was obtained from the Ethical Review Board (ERB) of the Nepal Health Research
Council (ERB protocol registration #761/2020 P and ClinicalTrials.gov No: NCT04837534). Written
consent was taken from the parents or guardians in a consent form before enrolling them in the study.
All the information collected was secured and stored safely by the principal investigators. The data
were completely anonymized for the purpose of privacy and confidentiality. The participants were
not compensated for participating in the study.

Result

Seventeen service users whose children were receiving services from BEH hospital participated in

the qualitative study. Details of the participants are provided in Table -1. Participants represented the
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actual communities in Nepal on important socio-demographics. We identified four key themes that

provided invaluable information about the barriers and facilitators to follow-up as well as the

experiences (positive/negative) of the participants that need to be considered in any future initiatives

to improve follow-up in Nepal.

Table — 1: Characteristics of study participants:

Interviewe | Relatio | Age *Education Profession Child | Distance from
e n with age | hospital(approx
child (in .) in kms
years
)
1 Mother 25 Secondary Housewife 2 5
2 father 30 Secondary Driver/ 6 5
business

3 father 34 Secondary business 7 15

4 mother 28 Primary housewife 2 7

5 mother 35 Secondary business 9 18

6 father 40 Secondary plumber 9 16

7 mother 22 Illiterate housewife s 54

8 mother 40 secondary housewife 10 34

9 father 35 Secondary contractor 1 17

10 father 30 Above secondary business 1 9

11 mother 29 Secondary housewife 2 11

12 mother 30 Secondary business 1 10

13 mother 40 Illiterate housewife 4 12

14 father 45 Secondary business 10 8

15 father 40 Secondary unemployed 3 13

16 mother 29 Secondary farming 4 6

17 father 50 Primary Retired/ 10 8

farming

*Illiterate- Unable to read and write in Nepali, Primary: Upto Grade 5, Secondary- Grade 6 to 10
Barriers to follow-up:

The main reasons for barriers to follow-up were a. Ignorance about the eye problem and the potential
solutions b. The poor financial situation of the service users and c. Lack of satisfactory experience
from the service providers during follow-up. Service users lacked awareness about the importance of
regular follow-up for their children’s eye condition. Some also found it very uncomfortable to go out
and discuss this with others in the community for further support. This was particularly because they
were financially poor and could not afford to spend time and seek this advice as well as the treatment
charges in hospitals that may be imposed when they follow advice from the community. Hence, they
did not attend the follow-up visit as advised by the BEH follow-up intervention.

Many expressed financial constraints as a barrier to follow-up. The costs incurred in the treatment

and travel were not affordable for them. Also, they were skeptical about whether the medications,
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treatment and investigation would fall under the insurance subsidy or not. Therefore, it was difficult
for the service users to abide by the advice related to follow-up that was suggested.

“People keep asking us to take our child to different places but its only us who know our
situation — Not easy”
Many parents were busy and had to take off time from their routine schedules including their work

commitments, which made it non-feasible to comply with the advice for follow-up. As their children,
were studying and attending school, it was difficult to match their schedule to bring the child for
follow-up as advised by the service providers. Lack of school attendance was considered by the
service users as a huge loss. Also, the distance of the hospital from home was a barrier as it cost time
and money to travel to the hospital from their far away residence.

“My child needs to go to school, so difficult to come for follow-up during the school hours.”
The child was not compliant with the treatment given, like not wearing the glasses prescribed. Some

parents were unsure if the child was asked to bring for follow-up or not. There were a few service
users whose children felt better with the initial treatment so did not continue to follow-up.

“I do not recall being called for follow up.”

2. Experiences and perceptions

During the interview, service users felt that their presence was not given any importance. Service
users expressed that BEH was the main centre for eye care in Chitwan and it was mostly
overcrowded implying a long waiting time, not just at one counter but in all the counters, rooms, and
departments they visited. The system and pathway that service users were advised to follow was
perceived to be outdated and there was no fast track or exclusive service for those referred by their
own staff and their own catchment area, thus making the experience not very satisfactory. This was
especially the case, for those who could not afford it and for those who required access to the service
on an urgent basis. The service users suggested that it would have been better if there was a fast-
track eye checkup system, especially for very small children and those who were invited for a
follow-up appointment.

“One whole day was wasted for eye checkup at BEH, no one valued our time, we are not sure
why did they ask us to come for making us wait for so long”

The service users also felt that some hospital staff did not respond well. They expressed that the BEH
support staff were busy on the phone, and did not have a friendly approach. Some felt that there was
miscommunication about the dates and time for follow-up and a lack of timely information provision
and advice related to their felt needs. Additionally, a few service users expressed that they were

unable to recollect their experiences accurately as it has been a long time since they visited the
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hospital for follow-up.

“I was there in the queue for 3 hours and when my turn came, I was handed out the paper and
told to come the next day, that is unfair, they should have informed me on time, it is not
possible for me to come here daily. I have a shop to run and so many errands at home!”
Service users also shared their positive experiences during the follow-up. They expressed that BEH
was well known in our communities, therefore whenever there was any eye care need, service users
preferred visiting BEH rather than other centers (medical or optical shops). Some service users liked
the system available to access eye care and felt that their experience was comfortable at BEH. Some
of the key features liked by service users were proper signage, guiding them to identify and access
different departments. The token system for registration and access to respective departments without
any waiting time and smaller queue and the presence of a separate department for children which
made the experience comfortable for the kids and their parents.

“It has a homely environment and feels like a second home.”
Service users also felt that the staffs both clinical and non-clinical were well behaved and had a
friendly attitude. The doctors and other clinical staffs used very simple and understandable advice.
They expressed that the service providers had explained the procedures and treatment options clearly
that made it very easy to understand and make decisions. Incidentally, some people experienced less
crowd during their visit, so their experience was smooth and less time-consuming.

“All staffs even the guard were very friendly to me.”

Service users felt that the doctors provided good treatment, provided patient education and stressed
the importance of follow-up visits. The counsellor and other clinical staffs were observed to have
stressed the role of proper treatment options and a good healthy lifestyle to reduce eye problems (like
reducing screen time, having a good healthy diet, importance of outdoor activities for children).

The eye check-up went easily, it was not at all complicated as anticipated.”

Drivers for the follow-up

One of the important facilitators for implementing any intervention at BEH was the trustworthiness
of and brand name of the service provider. Being the oldest and biggest eye care centre in Chitwan,
BEH has earned its reputation, people perceive it to be the key service provider for that the region.

“This is the oldest and biggest centre for eyes in Chitwan, why would I go anywhere else?”

Service providers expressed that the eye camps were regularly held by the BEH hospital at schools
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and localities which refer patients to the base hospital (BEH). They felt that the service providers
helped with information regarding the importance of pre-school vision screening. The hospital also
had provision of providing national health insurance scheme so it was very economical to get
treatment there. There was also a subsidy system for poor patients, so no one was denied basic eye
care at BEH. Related to the intervention, participants felt that the reminder phone call from the
hospital was very useful and helped people to remind themselves of the upcoming follow-up date.
Discussion

This qualitative study aimed to explore the reasons for poor follow-up for eye care services and the
experiences of service users receiving pediatric eye care at BEH. The findings revealed a complex
interplay of factors influencing adherence to follow-up appointments, encompassing barriers,
negative experiences, positive experiences, and facilitators. Lack of information and awareness about
the eye problem and the required care, poor experience in accessing follow-up care, opportunity cost
and financial constraints have been the key reasons for poor follow-up. Additionally, the COVID-19
pandemic and the naturally recovered service users who may not need a follow-up may be the
contributors to poor follow-up that must be considered.

These reasons for poor follow-up were the commonly identified barriers to accessing any health or
rehabilitation, particularly in low and middle-income countries context.[8] In a country like Nepal,
the geographical access barriers could be an additional drawback which was not evident from this
study.[9-11] However, the experiences of those who attended the follow-up provided very useful
insights about the important aspects to ensure during the development of any pathway for follow-up.
[12-13] It stresses the importance of developing a specific pathway systematically that is sensitive to
the context and culture of the service users in the catchment area.[14-16] It also highlights the need
for sensitizing the service providers that the delivery of health care services may not have the same
process and pathways for all service users.[17]

The positive experiences from this study reveal some of the important aspects that need to be
considered while developing such follow-up pathways for improving the effectiveness and quality of
service provision.[18] Let alone eye care but this is applicable to all kinds of health and care
provision services.[19,20] Service providers including field workers and ground staff, organization
of care and delivery of services must be carefully optimized for improving service efficiency.[21]
Our study highlights these important drivers for improving eye care services.[22]

The implication from this study highlights the need for more research into the interventions for
follow-up especially for eyecare services in Nepal and similar contexts. Much of the care globally

available, are provided within an institution.[3-7] However, for eye care services this approach needs
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to be different, and it should include community-based care connecting service users in the
community to the service providers at the institutions.[23,24] Technology can be a huge advantage in
developing such kinds of interventions. Hence, more research is required on the systematic
development and evaluation of comprehensive interventions that can promote a continuum of care.
[25]

This study also has a few practice and policy implications. Increasing awareness about the problem
and potential solutions at the first point of contact can promote the information required to identify
choices of care and make appropriate decisions about it. Similarly, the optimization of insurance
coverage for socially disadvantaged communities and economically deprived service users by
ratifying existing policies or expanding and implementing the cover to provide financial relief for
service users can add value and improve service users’ experience positively.[26]

Limitations and Strengths

This study also comes with a few limitations. Since the initial experimental study was conducted
during COVID-19. It was difficult to locate the participants for recruitment. We collected data two
years post COVID but soon after the experimental study to test the intervention effectiveness was
completed. Although this might appear to contaminate the results, the authors did not identify any
potential limitation or recall issues related to the objective of this study during the study. Also, the
other stakeholders such as service providers, and administrators were not interviewed. This might
provide their perspectives for understanding the actual context. The interview was recorded in
Nepali, which was later translated in English. This may have resulted in inadequate reporting of the
emotional aspects of the interview. These aspects need to be carefully considered in future studies on
this topic. The study also had a few strengths. This study was actually an extension of a quasi-
experimental study to understand the lack of statistically significant difference in the findings of that
quantitative study. This study enabled us to understand the reasons to systematically develop and
evaluate interventions. The participants were those with a need to attend follow-ups but did not turn
up. Hence the data from interviews relate very closely to the purpose of the study. Data triangulation
through repeated verification of audio recording and transcriptions were completed. We also carried
out member checking and added the rigor to this study

Conclusion

This study provides immensely valuable insights. It highlights the need for systematic development
of interventions to address the unmet need for eye care services in the community through innovative
scalable solutions. As a next step, the BEH team will be working to develop such scalable solutions

for Nepal. Such interventions will also need to be optimized for similar settings and countries to
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meet the goals of universal health coverage, vision 2030 and sustainable development goals

worldwide.
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