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Outline

The factors that determine successful follow up of children diagnosed with incurable
blindness using Health Information collected during their visits to The Red Cross Children's
Hospital.

Part A research protocol

Part B literature review of articles on childhood blindness

Part C The main article of the research study; the methodology, results, discussion

and conclusion of the findings.
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THE FACTORS THAT DETERMINE SUCCESSFUL FOLLOW UP OF CHILDREN DIAGNOSED WITH
INCURABLE BLINDNESS USING HEALTH INFORMATION COLLECTED DURING THEIR VISITS
TO THE RED CROSS CHILDREN'S HOSPITAL.

1. Background

There is a high burden of blindness in children in lower- and middle-income countries
(LMIC). Although vision problems in children account for a relatively low percentage
(0.4- 0.5%) of those with visual impairment (Unicef.org, 2022), the prevalence of
blindness in children is estimated to be second only to adult cataracts in terms of
“blind person-years” (Gilbert & Foster, 2001). Few lower- and middle- income
countries (LMICs) possess accurate prevalence data about childhood blindness.
Hence the extent of the problem (of childhood blindness) and possible ways to

reduce it, is largely unknown (Solebo, Teoh & Rahi, 2017).

According to the IAPB Vision Atlas (IAPB,2022), there were between 300 and 400
blind children per million population globally in 2015. Up to 60% of these children
would have died within a year of going blind (Solebo, Teoh & Rahi, 2017; Assefa,
Tolessa & Ferede, 2020).

An additional 22 million children suffered from low vision and a further 47 million

children had a correctable refractive error causing visual impairment (WHO, 2000).

A higher prevalence of childhood blindness exists in lower- and middle-income countries:
Sub- Saharan Africa has an estimated three hundred thousand blind children, while in
the Asian region, the number of blind children is approximately one million (Solebo, Teoh
& Rahi, 2017). The high prevalence of childhood blindness and visual impairment has
been attributed to poor access to primary health care facilities or inadequately trained

medical personnel (Gilbert, 2007; Hussain et al., 2019).



2. Study Rationale and Aims and Objectives

The establishment of a childhood blindness register (CBR) is being piloted at the
University of Cape Town, South Africa. The aim of the CBR is to create an information
resource to help address the problem of fragmented information of children diagnoses
with incurable blindness. The loss to follow-up of children with disabilities is high and it

is anticipated that this may be more common in blind children.

Some of the activities include obtaining stakeholder buy-in, exploring the policy
environment related to childhood blindness, and characterising the causes of childhood
blindness. Analysis of the causes of blindness in children will provide information that
will be useful for planning, development, and implementation of health, education and
social services for blind children. Children diagnosed with irreversible blindness will be
registered on the CBR and their information updated through service users’ inputs. The
CBR will provide ready data that can be analysed any time for interpretation and use.
The CBR will allow health, educational, social development and civil society users to
access and updated the data which in turn will help to include blind children in

necessary service delivery.

Red Cross War Memorial Children’s Hospital (RXH) in Cape Town is the major tertiary
reference hospital for childhood blindness in the Western Cape Province of South Africa.
Over 5000 children attend the hospital every year with over 1000 sight restoring
operations performed yearly. A further 3800 children benefit from medical, surgical and
laser treatments and rehabilitation to improve their visual function.

Children who have been diagnosed with irreversible blindness are referred to educational
and social development services. There are several gaps in what is known about the

effectiveness of uptake of these services amongst blind children.

To ensure up to date information in the registry, a case verification step will be
required, during which blind children will be followed-up to monitor their status of visual
function, their participation in educational activities and the social support they benefit
from.

After diagnosis of incurable blindness, it is important to retain connection with the child

and their caregiver, hereafter referred to as “key informant”, to ensure that accessing



health services, social services and education facilities is continued and the child remains
connected. The health information obtained from the children and their key informants
is an essential link in the contactability with the child and their key informant. It is also
important that this information is correct and accurate, as the means of contacting the
child and key informant depends on this. This also allows for accessibility to the
necessary information of the child and key informant in an efficient manner when
required to do so in the future. This can also be beneficial in identifying some of the
challenges faced by children and key informants in accessing support services, that will

help with determining strategies to address them.

At registration, patients’ demographic information is entered into the CliniCom health
information system at RXH for the purpose of operational and financial management. At
the eye department, a patient file is created, and further information is generated
during interview with the key informant and patient, and the subsequent examination,
assessment, and treatment of the patient. This information (clinical, surgical, treatment
and management) is appended to the file. The appropriate referral procedures are
followed, which in the case of children with irreversible blindness, may include referral

to special institutions for education and rehabilitation.

Children diagnosed with incurable blindness may not necessarily return to the eye
department for treatment, but may have other health, education, or social
development service needs. Because of various factors, including accessibility,
information, cultural and economic barriers, many blind children do not make use of the
services they need. Many key informants may not be aware of recent developments in
social service policy and availability which can benefit the blind children in their care.
The low uptake of early childhood development services further justifies the need to
conduct proactive follow-up of children diagnosed with incurable blindness. It is
therefore essential to have up-to-date, reliable information about how to contact these
children, through their key informants.

This study aims to determine the accuracy of available contact information of a cohort
of children diagnosed with incurable blindness from 1 January 2011 to 31 December
2020 at RXH and identify strategies that ensure that contact information of key

informants is up-to- date and useful for follow-up.



The objectives of the study are:

a) To determine the accuracy of the contact information of children diagnosed
with incurable blindness at RXH from 1 January 2011 to 31 December 2020.

b) To identify the reasons for inaccurate contact information of children diagnosed
with incurable blindness at RXH from 1 January 2011 to 31 December 2020.

c) Todeterminethe lossto follow-up rate due to inaccurate contact information of
children diagnosed with incurable blindness at RXH from 1 January 2011 to 31
December 2020.

d) To determine the rate of uptake of health services of children diagnosed with
incurable blindness at RXH from 1 January 2011 to 31 December 2020.

e) To determine the rate of uptake of education services of children diagnosed
with incurable blindness at RXH from 1 January 2011 to 31 December 2020.

f) To determine the rate of uptake of social development services of children
diagnosed with incurable blindness at RXH from 1 January 2011 to 31 December

2020.

The main activities of the study are:

* To obtain approval from RXH to access files of referred children to collect contact
information about the children diagnosed with blindness between 2011 and 2020.

* To obtain ethical approval for the study from the Western Cape Health
Department and the UCT Human Research Ethics Committee.

* To contact key informants of referred blind children and obtain relevant
information

* To contact selected referral institutions to verify information related to uptake of
health, education and social development services.

* To analyse data, interpret and report findings

The study’s findings will provide critical information to be used in designing the registry
database, and approach to be adopted for the case verification protocol. In addition,
there will be availability of baseline data to be used for engagement with broader
stakeholder groups to formulate policy tools for advocacy to support the development

and implementation of a provincial CBR.



3. Methodology

The following definitions will be used for this study:
Blindness according to WHO is a visual acuity of less than 3/60 in the better eye.
Vision loss:  a term used to indicate any degree of reduced vision, including blindness.
Childhood: persons aged up to 14 years. The RXH data includes only
children aged up to 10 years.
Primary key informants: the children diagnosed with blindness
Secondary key informants: parents, family members who are caregivers of the children
in the study
Tertiary key informants: service providers like health care workers, social workers,
teachers and others who provide supporting information to
the follow-up teams.
Stakeholders: role-players interested in and involved in the care, development

and progress of children affected by vision loss.

Study design
The study design is that of a quantitative, cross-sectional survey, obtaining information,
including observations, measurements, and views of key informants about children who

have been diagnosed with incurable blindness.

Population and sampling

The target population is all respondents who can provide information about the
whereabouts, abilities and progress of children who have been diagnosed with
incurable blindness at RXH. The study sample comprises those associated with the

children diagnosed between January 2011 and December 2020.

Data collection methods
A list of all children diagnosed with incurable blindness between January 2011 and
December 2020 has been created as part of a study to characterise the causes of

blindness in children as diagnosed at RXH. Over this period, a total of 186 children,



diagnosed with incurable blindness, were referred to Athlone School for the Blind in

Cape Town.

The demographics and clinical data will be captured into a specially designed, closed,
secure access database, to create the electronic resource to be used for epidemiological
analysis. At the time of this research, the database is only accessible through local area
network (VPN) access by the Principal Investigators of the bigger CBR project (Prof
Christopher Tinley and Dr Deon Minnies), the protocol of which is currently being
developed. The electronic database is currently being tested to ensure accurate data
collection, analysis and enquiry. The database access will be expanded to allow read-
only access to co-investigators of the causes characterization study, and this one, the
“follow-up” study. Following completion and ethical approval of the bigger CBR study,
ophthalmologists at RXH will be able to register newly diagnosed blind children in the

database

After having obtained the necessary ethical approvals and permission from RXH, we
will obtain contact information of these children from their hospital files and make
telephone calls to obtain key information that will help to answer the research

question.

A specially designed questionnaire will be used, comprising mainly closed questions,
but also two open questions for comments and feedback from respondents.

The researcher will contact the caregiver by telephone and address the respondent in
their most preferred language (English or Xhosa). A suitable translated version of the

consent form will be used as a transcript for the consent-taking.



The following data will be collected:

PRIMARY KEY INFORMANT SOURCE
Name 1,2,3 Text [15, 15, 15] Already available
Address 1,2,3 Text [15, 15, 5]

Date of birth Date

Place of birth Date

Gender Text [6]

File number Number [15]

PKI verified Logical This study
PKI comment 1,2,3 Text [30, 30, 30]

FOLLOW-UP DETAILS

Date of follow-up Date Already available
Main pathologies RE 1,2,3 Text [15, 15, 15]

Main pathologies LE 1,2,3 Text [15, 15, 15]

Other disabilities 1,2,3,4,5* Text [10, 10, 10, 10, 10]

Wearing spectacles? Logical This study
Attending school? Logical

Type of school Text [15]

Comment about school Text [30]

Receiving child grant? Logical

Receiving disability grant? Logical

Comment about grant Text [30]

Last health support Text [15]

Last social support Text [15]

Last other support Text [15]

Comment about support Text [30]

Recently attended health service? Logical

Comment about health service Text [30]

Recently hospitalised? Logical

Comment about hospitalization Text [30]

Recently underwent operation? Logical

Comment about operation Text [30]

SECONDARY KEY INFORMANT

Receiving child grant? Logical YES / NO

Name 1,2,3 Text [15, 15, 15] Surname, namel,
name2

Address 1,2,3 Text [15, 15, 5] Street address, area,
town

Date of birth Date Format dd/mm/yyyy

Informed consent? Logical YES / NO

Occupation Text [15] Could be in a list

Gender Text [6] Male / Female / Other

Relation to PKI Text [15] Could be in a list

Contact number 1,2 Number [10] Format #H#-H##-HitH#

Comment 1, 2, 3

Text [30, 30, 30]




The following results will be determined:

Demographic disaggregation (age, sex, home language) of blind children
Demographic disaggregation of primary caregivers (age, sex, grants received)
Proportion of successful connections

Proportion of willing respondents

Proportion of children located

Proportion of children verified

Tabulations of children’s visual and disability outcomes

Proportion of children with health interactions

Proportion of children at school plus types

Proportion of children receiving grants plus types

Proportion of children receiving support disaggregated

Tabulations of secondary key informants’ demographics, relations and occupation
Views, challenges and achievements as reported

Analysis and interpretation

The data will be analysed using simple statistical methods, with cross-tabulations for
selected variables, and figures where appropriate. The narrative comments will be
guantitatively analysed and summarised in tables. No identifiable information
(names, addresses, telephone numbers) of children or their caregivers will be used in

the analysis of the data.

Ethics and consent

Ethical clearance will be obtained from RXH to access the contact details of the
caregivers of the children diagnosed with incurable blindness.

As this is a study towards a mini dissertation for a Master of Public Health degree at
the University of Cape Town, ethics approval will also be sought from the UCT

Human Research Ethics Committee.

A consent form will be used to guide the researcher in obtaining informed consent
from the respondent. This will explain the aim and purpose of the study, what will be
expected from the respondent, the risks and benefits of the study and
address issues of confidentiality, autonomy and voluntary participation. The consent

form will be available in the three main languages spoken in the Western Cape



Province of South Africa, namely, Afrikaans, English and Xhosa.
Assumptions and limitations

It is assumed that respondents will be available, willing and able to answer the
questions of the researcher, and that only one interaction will be required. It is also
assumed that the information obtained is the truth.

The main limitation of the study is that there will be no means of verifying the
information provided. Also, the list of children diagnosed with incurable blindness at

RXH from 2011 to 2020 may not be totally inclusive.

Significance of the study

The findings will be used to inform the bigger CBR project on approaches to design
and implement protocols for use in the registry’s database, the case verification step,
and engagement with stakeholders. From the findings it will also be possible to
suggest strategies to reduce the rate off loss to follow up. Overall, the study will
provide baseline data to support applications for approval to conduct the CBR study,
and obtain funding for implementation of the study, advocacy and stakeholder

mobilization.
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APPENDIX A: CONSENT FORM

PARTICIPANT’S INFORMATION PAGE

Dear Sir/ Madam,

My name is Noluthando Mjwana, and | am a student at the University of Cape Town. | am

currently doing my Master of Public Health degree in Community Eye Health.

My research project and topic of interest is aimed at determining the uptake of social
support services provided to children who have an irreversible blindness as well as factors

that hinder or help their follow up process in a LMIC setting.

| would like to request your permission and to be granted consent by you to take part in

this research project.

This research project, in the form of a telephonic interview will be conducted

telephonically and at your convenience.
I will ask you questions about the child who you are taking care of.

Should you have any further questions on the research, please feel free to ask for any

further clarification as it is very important that you are able to understand what it entails.

Participation in this study is entirely voluntary, and therefore you may choose whether to
participate or not. Choosing to not participate will not affect you in any way negatively.
You are also free to stop me at any time during the session should you not wish to

continue any further.

Confidentiality is fully assured, and your names will not be published in any form and only

the research team will have access to the results.

11



CONSENT FORM

A PRELIMINARY INVESTIGATION TO DETERMINE THE UPTAKE OF SOCIAL SUPPORT SERVICES
AND FACTORS THAT HINDER OR HELP WITH FOLLOWING-UP OF CHILDREN DIAGNOSED
WITH INCURABLE BLINDNESS IN A LOW- AND MIDDLE- INCOME SETTING.

Do you give permission and grant consent to participate in the research?

Yes [ ] No [ ]

Do you confirm that you understand the information that was read to you and have had an

opportunity to ask questions?

Yes | ] No|[ ]

Do you understand that your participation in this study is voluntary, and that you are free to

withdraw at any time, without giving reason.

Yes|[ ] No[ ]
File no: Date:
Researcher Signature: Date:

12



APPENDIX B: QUESTIONNAIRE

PRIMARY KEY INFORMANT DETAILS

Date of birth:

Gender: M ] FI]

1138 2 o SRR

Is the Primary Key Informant verified?

Comments:

FOLLOW UP DETAILS

8.

10.

11.

12.

13.

14.

15.

16.

17.

18.

FOUIOW UP date: ettt st st et e

Main pathologies:

Does the child wear spectacles?

Does the child attend school?

What type of school do you attend?
Mainstream [ ]

Special school for the blind [ ]

Other [ ] (Specify) ccveeeeeeeeeeeteeeeeeene
Does the child receive a child grant?
Does the child receive disability grant?

Do you have any comment about grant?

Other|[ ]
Y[]
Y[]
Y[]
Y[]
Y[]
Y[]

N[ ]
N[ ]
N[ ]

N[ ]

N[ ]
N[ ]

13



19. When was the child’s last health support given? e
20. When was the child’s last social support given? e
21. Whenwas the child’s last other support given? e

22. Do you have any comment about the support received?

23. Hasthe child recently attended any health service? Y[ ] N[ ]
24. Isthere any comment about the health service you attended? Y[ ] N[ ]
25. Hasthe child recently been hospitalised? Y[] NT ]

26. What is your comment about your hospitalization?
27. Did the child recently undergo an operation? Y[] N1

28. What is your comment about the operation?

SECONDARY KEY INFORMANT DETAILS

29. Are you receiving any child grant? Y[] N[ ]

30. NAME et e e e e e e

3L, AAArESS: ettt et et e s

32, CoNtact NO: e e

33. What is YOUr OCCUPALIONT ...cuiiieiiciiciee ettt eseste et r st st se s ebesasestesessebenateseens
34. What is your gender? MI ] FI 1] Other|[ ]

35. What is you relation to the Primary Key Informant?

36. Isthere any other comment? Y[] NT ]



UNIVERSITY OF CAPE TOWN
Faculty of Health Sciences

Human Research Ethics Committee

Room 45 E-52-E-Floor- Old Main Building

Groote Schuur Hospital

Observatory 7925

Telephone [021] 406 6492

Email: hrec-submissions@uct.ac.za

Website: www.health.uct.ac.za/home/human-research-ethics

14 December 2022

HREC REF: 789/2022

Dr D Minnies
Division of Ophthalmology
H-53 OMB

Student: MJIWNOLOO1@myuct.ac.za

Dear Dr Minnies

PROJECT TITLE: A PRELIMINARY INVESTIGATION TO DETERMINE THE UPTAKE OF SOCIAL
SUPPORT SERVICES AND FACTORS THAT HINDER OR HELP WITH FOLLOWING-UP OF
CHILDREN DIAGNOSED WITH INCURABLE BLINDNESS IN A LOW- AND MIDDLE- INCOME

SETTING-
(MASTERS CANDIDATE-MISS NOLUTHANDO MJWANA)

Thank you for your response letter, addressing the issues raised by the Faculty of Health Sciences
Human Research Ethics Committee (HREC).

It is a pleasure to inform you that the HREC has formally approved the above-mentioned study,
subject to adding the HREC contact details to the informed consent document.

Approval is granted for one year until the 30 December 2023.

Please submit a progress form, using the standardised Annual Report Form (FHS016) if the study
continues beyond the approval period. Please submit a Standard Closure form if the study is completed

within the approval period.
(Forms can be found on our website: www.health.uct.ac.za/fhs/research/humanethics/forms)

The HREC acknowledge that the student: Miss Noluthando Mjwana will also be involved in
this study.

Please quote the HREC REF 789/2022 in all your correspondence.

Please note that the ongoing ethical conduct of the study remains the responsibility of the principal
investigator.

Please note that for all studies approved by the HREC, the principal investigator must obtain appropriate
institutional approval, where necessary, before the research may occur.

Yours sincerely

PROFESSOR M BLOCKMAN
IRPERSON, FACULTY OF HEALTH SCIENCES HUMAN RESEARCH ETHICS COMMITTEE

HREC/ref 789.2022



Federal Wide Assurance Number: FWA00001637. Institutional Review Board (IRB) number:
IRB00001938 NHREC-registration number: REC-210208-007

This serves to confirm that the University of Cape Town Human Research Ethics Committee complies
to the Ethics Standards for Clinical Research with a new drug in patients, based on the Medical
Research Council (MRC-SA), Food and Drug Administration (FDA-USA), International Council for
Harmonisation of Technical Requirements for Pharmaceuticals for Human Use: Good Clinical Practice
(ICH GCP), South African Good Clinical Practice Guidelines (DoH 2020), based on the Association of
the British Pharmaceutical Industry Guidelines (ABPI), and Declaration of Helsinki (2013) guidelines.
The Human Research Ethics Committee granting this approval is in compliance with the ICH
Harmonised Tripartite Guidelines E6: Note for Guidance on Good Clinical Practice (CPMP/ICH/135/95)
and FDA Code Federal Regulation Part 50, 56 and 312.

HREC/ref 789.2022



FACULTY OF HEALTH SCIENCES

Human Research Ethics Committee

UNIVERSITY OF CAPE TOWN

EFU NIV RITRE YASTEAPA « BNAOVIRLATHEE VAN KAAPLTAD

Form FHS006: Protocol Amendment

HREC office use only (FWA00001637; IR?OOOM 938)

@/@mved VD4ype of review: Expedited O Full com

mittee

This serves as notification that all changes angl documentation described below are approved.

Signature HREC Chairperson / K
Date

Designee

f(o/fl/,l‘)’tj

stifying the changes

Note: All Major amendments must include a Cover Letter and a local Pl Synopsis ju
for the amendment. Please note that incomplete amendment submissions will not be J

Please email this form and supporting documents (if applicable) in a combined pdf-fil
enquiries@uct.ac.za with subject line: FHS006 + (HREC Reference number).

The latest forms are found on our website.
htto://mww.health.uct.ac.za/ths/research/humanethics/forms

SYEVAYIAN RESEARCH
to hreEIHICS COMMITTEE

- 7 NOV 72073

HEALTH SCIENCES FACULTY
UNIVERSITY OF CAPE TOWN

Please also clarify your plan for research-related activities during COVID-19 lockdown:

Comments from the HREC to the Principal Investigator:

Mk oo for T s e ytcorcd e i o

Note: The approval of this protocol amendment does not grant annual approval. Please complete the
FHS016 / FHS017 form for annual approval at least one month before study expiration.

Principal Investigator to complete the following:
1. Protocol information

Date (when submitting
this form) 25 October 2023 B

HREC REF Number HREC REF 789 /2022

A preliminary investigation to determine the uptake of social

Protocol Title factors that hinder or help with the follow up of children diagnosed with incurable

blindness in low- and middle-income setting

support services and

Protocol Number
(if applicable)

Principal Investigator Deon Minnies

Department / Office
Internal Mail Address | pjvision of Ophthalmology, Department of Surgery

1.1 Is this a major or a minor amendment? (see FHS006hIp) O Maior
Major (tick box) Minor (tick box) )

O Minor v

16 February 2022 Page 1 of 5

FHS006




IYORE AT TRSERARA = UMICEETEIR YA CAARSTAL Human Research Ethics Committee

1.2 Does this protocol receive US Federal funding? O Yes O No v

1.3 If the amendment is a major amendment and receives US
Federal Funding, does the amendment require full committee
approval?

O Yes O Nov
Note: Any protocol amendments for Full Committee Review
MUST be submitted on the monthly HREC submission dates.
(Please email an electronic copy to hrec-enquiries@uct.ac.za) |
'|
1.4 Did the initial study require UCT No-Fault Insurance O Yes ’ O Nov

2. List of Proposed Amendments with Revised Version Numbers and Dates

Please itemise on the page below, all amendments with revised version numbers and dates, which

need approval.
This page will be detached, signed and returned to the Pl as notification of approval. Please add extra pages

if necessary.

Title change
Elaboration of rationale

Revised aim

3. Protocol status (tick v')

O | Open to enrolment

0O | No participants have been enrolled

Closed to enrolment (tick v')
O | Research-related activities are ongoing
O | Research-related activities are complete, fong-term follow-up only

¥’ | Research-related activities are complete, data analysis only

4. Proposed changes will affect: (tick v all the categories that apply)

Protocol

Study objectives, design (including investigator’s brochure, clinical activities, study length)

| Study instruments, questionnaires, interview schedules

Sample size

Recruitment methods

Eligibility criteria (inclusion and exclusion criteria)

Drug/device (composition, amount, schedule, route of administration, combination with other
drugs/devices, safety information)

O 0o0|o|go|o (g

16 February 2022 Page 2 of 5 FHS006



URIVERSIEY BECAPE TEWN FACULTY OF HEALTH SCIENCES

INURINESITE TASERARA o hH (VIS8R 1T VAN WAAPSTAD Human Research Ethics Committee

-

Data collection/ analysis

Principal Investigator. (Please attach revised conflict of interest and Pl declaration statements. Refer:
sections 7 and 8.4 in the New Protocol Application Form FHS013)

Consent form and information sheet

Recruitment materials (e.g. advertisements)

Administrative (e.g. change in sponsor’s name, change in contact information)

olo|lolololo

Other. Please specify:

*Note: Amendment changes involving study length, sample size, additional sites and eligibility criteria (i.e.
inclusion of minors and /or pregnant woman) need to be declared to the Insurance office. Please liaise via
fhs.sponsorship@uct.ac.za regarding the required documentation and information to be submitted to obtain
an updated UCT No-fault Insurance Certificate- it should be included herewith

4.1 In your opinion, will there be any increase in risk, discomfort or : O Yes O Nov
inconvenience to participants?

If yes, please provide a detailed justification/explanation;

4.2 What follow-up action do you propose for participants who are already enrolled in the study?

00 | Inform current participants as soon as possible

O | Re-consent current participants with revised consent/assent forms (append)

Ov | No action required

O Other. Please describe:

5. Detailed description of the change(s)
Please attach, for each amendment, a summary of all changes which clearly indicates:
i. Old wording (e.g. strikethrough text, CHANGED FROM and CHANGED TO)

ii. New wording (e.g. italicized, bold, tracked)

iii. Detailed rationale/ justification/ explanation for each change

16 February 2022 Page 3 of 5 FHS006



UNIVERSITY OF CAPE TOWN

PYUSWE S Tm YRASERAPA = udiv TR THIT Fl% FAAPITAD

6. Ethics Review for Amendment Levy — cost including vat

FACULTY OF HEALTH SCIENCES

Human Research Ethics Committee

Amendment Review Costs including VAT

Please tick amount to be billed:

(FHS006 Form)

affect study design e.g. changes to informed
consent form, changes in study staff, etc.

Submission Type Description %{V_ !at L‘c}
Research funded solely from
UCT departmental/ Major/ Minor Amendments R0,00
divisional/group budget
Non-sponsored student
':f‘ilag.';.’;of;’; e‘:eg;?:e’;:iz’;s;s Major/ Minor Amendments R0,00 v
Colleges
Protocol amendment - Major | Clinical Trial & International Grant Funded Research
(FHS006 Form) - Any changes to the protocol that requires Fuil R8 000.00 (]
Committee review
Clinical Trial & International Grant Funded Research
Protocol amendment - Major | - Any change to the protocol that requires Expedited RS 000,00 O
{FHS006 Form) review that does not require Full Commitiee Review
Clinical Trial & International Grant Funded Research
Protocol amendment - Minor | - Minor amendments, administrative changes that do R2 250,00 0
(FHS006 Form) not affect study design e.g. changes to informed 3
consent form, changes in study staff, etc.
Protocol amendment - Major | National grant funded research - Any change to the R7 000,00 o
(FHS006 Form) protocol that requires Full Committee review !
5 National grant funded research - Any change to the a
Protoco'!_;rsnoe‘;:;dlr:nent- I protocol that requires Expedited review that does R2 500,00
( orm) not require Full Committee review
National grant funded research - Minor
Protocol amendment - Minor | amendments, administrative changes that do not R1 000,00 (]

NB: Protocols funded by UCT (e.g. departmental funding / student research) and by certain
grant funding organizations (e.g. MRC, NRF, CANSA,) are exempt from these charges.

Please provide details for Invoicing, either complete section 1 or 2 :

1. Invoice billing — Directly to Sponsor

Sponsor's name

Billing Address of Sponsor:

Vat Number:

Contact person:

Telephone number:

Email Address:

2. Internal Journal Billing:

Fund Number:

Cost Centre Number:

16 February 2022

Page 4 of §

FHS008



@ VeI TR e FACULTY OF HEALTH SCIENCES
Human Research Ethics Committee

FYONYEI AT YASTRAPA « UNIVERINIELE WAN KAAMITAD

Account Holder Name:

Division of Account Holder:

7. Amendment Submission checklist (tick v')

7.1 Please tick that all the documents are attached before submitting to the HREC.
NB: Incomplete submissions will not be processed

vo Latest FHS006 form completed with all sections completed as per our website

v'O | Cover Letter

vo PI Justification/ Summary for the reasons for the amendment

¥'O | Protocol - Track changes & Clean Copy (where necessary)
O Informed Consent Forms (ICF), if applicable (Any changes made to ICF tracked & clean copy)

Any other additional documentation in support of amendment

Updated no fault insurance certificate (if applicable)

Please email this form and supporting documents (if applicable) in a combined pdf-file to hrec-
enguiries@uct.ac.za with subject line: FHS006 + (HREC Reference number). The latest forms are found on

our website.

8. Signature

My signature certifies that | will maintain the anonymity and/ or confidentiality of information collected in this
research. If at any time | want to share or re-use the information for purposes other than those disclosed in
the original approval, | will seek further approval from the HREC.

Signature of PI Date 25 October 2023

| Signed by candidate |

16 February 2022 Page 5 of 5 FHS006






DR M SALIE
Acting Manager: Medical Services
Western Cape Red Cross War Memorial Children’s Hospital

Government

Email: Ellen.Thomas@westerncape.gov.za
Tel: +27 21 658 5383

Date: 02 February 2023

Ms N Mjwana
Ophthalmology

Dear Ms Mjwana

RESEARCH: RXH: RCC 360 / WC_202212_022

PROJECT TITLE: A Preliminary Investigation to determine the uptake of Social Support Services and
factors that hinder or help with following-up of children diagnosed with incurable blindness in a
low- and middle- income setting.

Thank you for submitting your study to the Red Cross War Memorial Children’s Hospital Research
Committee for review.

It is a pleasure to inform you that the Red Cross Children's Hospital Research Committee has
formally approved your application to conduct above-mentioned study.

Approval is granted for one year until 30 December 2023 as per your ethics approval.

Kindly submit a renewal request if your study continues beyond the approval period with a
progress report. If the study is completed within the approval period, please inform the committee.
A copy of your final document to be submitted after completion of your project.

Kindly quote the reference RXH: RCC 360 / WC_202212_022 in all your correspondence.

Yours sincerely,
A
i

| Signed by candidate |

DR M SALIE
ACTING MANAGER: MEDICAL SERVICES

www.westerncape.qov.za
Health | Red Cross War Memorial Children's Hospital




PART B
Literature review



TABLE OF CONTENTS

PART B

LITERATURE REVIEW

INErOAUCEION. ...ciiiiiiiiiee e 3
Causes and aetiology of blindness in children ..........ccccovevvivieiieiiiiiciiieeee e, 34
Non-clinical reasons for causes of childhood blindness ............cccceveiiiiniinnicniene 4-5
The Key Informant Method..........ccooiiiiiiiiiiiiiiieece e 5-6
Barriers to access of care for children with childhood blindness...........cccccoveinnennne. 6
The significance of a Childhood Blindness Register .......ccccocvveviviiveeiiniieeeeiniieee e 6-9
What is ClINICOM? ...eiiiiiiiiie et st 89-10
The use of telephone as a method to conduct interviews.........coveceevevececs e, 9-10
REFERENCES ......cooiiiiiiiiiiiiiiiniiininisisisissssssssssssssssssssssss s s s ss s s s s sssssssssssssssssssssssssssssssssssssnns 12-17



Introduction

Childhood blindness and visual impairment is a major cause of psychosocio-economic
problems in children and their families (Solebo & Rahi, 2014). In most cases, these negative
effects usually continue into adulthood, affecting their quality of life through their inability
to be economically active, productive and socially interactive (Mezer et al.,, 2015;
Heijthuijsen et al., 2013). In poor communities, families of children with visual impairment

carry additional burdens of high cost for health and educational services.

Due to this negative impact of childhood visual impairment and blindness, it has been
prioritized by the VISION 2020 initiative whose aim was the elimination of avoidable
blindness by the year 2020 (WHO, 2021). The Universal Eye Health strategy for eye care,
“the Global eye health action plan: 2014-2019” and the InSight 2030 strategy also
emphasized the importance of determining the burden of eye diseases and the elimination

of avoidable visual impairments and blindness in children (Heijthuijsen et al., 2013).

Reducing the occurrence of children having vision difficulties has the benefit of restoring to a
child a quality of life of up to ten times that of restoring the sight of an adult with blinding
cataract (Gilbert & Foster, 2001). However, the processes of identifying, referral, diagnosis
and treatment / rehabilitation of children with visual impairment are hampered by many
challenges, including lack of resources, skills, equipment and supplies (Gilbert & Foster,
2001; Hussain et al., 2019). Structural, ethical and policy issues further hamper the planning

and implementation of effective intervention strategies (Solebo & Rahi, 2014).

Causes and aetiology of childhood blindness

Globally, it has been reported that, in low and middle-income countries, the main causes of
blindness in children are retinal disorders, glaucoma, corneal ulcers due to vitamin A
deficiency as well as cataract, (Heijthuijsen et al., 2013; Santos-Bueso et al., 2015).

The main anatomical sites of abnormalities are the lens, the cornea, and the globe (Hussain
et al., 2019; Asferaw, Woodruff, & Gilbert, 2017).

It has been stated that many of the reasons for children being blind or visually impaired are
avoidable, i.e., can be prevented and treated, such as Vitamin A deficiency, cataract or

uncorrected refractive errors (Gilbert & Foster, 2001).



According to Kemmanu et al., (2016), the aetiology of childhood blindness is influenced by
various factors such as the socioeconomic state of the country and whether the services
can be easily accessible. In studies conducted in some LMIC settings such as Ethiopia and
Bangladesh, it was determined that, the aetiology of childhood blindness is mainly due to
childhood, hereditary, intrauterine, and perinatal factors (Hussain et al., 2019; Asferaw,

Woodruff, & Gilbert, 2017).

Although most of the causes of childhood blindness are avoidable, a large proportion of
children with eye problems become irreversibly blind. Those irreversibly blind are mostly

due to optic nerve, congenital eye anomalies and retinal dystrophies (Muhit et al., 2018).

Non-clinical reasons for causes of childhood blindness

The non-clinical reasons for children in LMICs having to live with avoidable blindness include
social, technological, and political factors (Koay et al., 2015). Central to this is the lack of up-
to-date epidemiological data of childhood blindness and visual impairment to inform the
design and implementation of suitable intervention strategies. This is because of lack of
resources including suitably trained staff and equipment as well as limited facilities that

offer eyecare services (Gilbert, 2007).

Incurable blindness in children requires an approach to ensure that their quality of life is
improved, and they are also able to develop socially. The involvement and support of family
members is critical in ensuring that the child can live with the disease. Part of the support
means that family members are trained and provided with counselling on what the child’s
disability is and how to deal with a blind child as well as the provision of access to facilities
that offer services for their children. This was supported by Gladstone et al, (2017) in a study

conducted to analyse care and support for visually impaired children.

Once blindness becomes irreversible, the blind child and caregivers must be trained to
manage the condition. This can be achieved by providing rehabilitative support services
and interventions at an available tertiary eyecare facility. This training must be provided by
a multi-disciplinary team of well-trained specialists to teach the child mobility and to be

functional to support their development and improve quality of life (Solebo & Rahi, 2014).

Frequently, the blind children and their families find it difficult to access information,



support and the services they need. It therefore is important that health, disability and
social services are involved to act as links between the service providers such as schools and
rehabilitation centres and the families to provide the necessary referral to meet the needs

of the families (Gilbert, 2007; Rahi et al, 2004).

Epidemiological studies to determine the magnitude and distribution of blindness in
children are challenging. Few countries have up-to-date epidemiological data of the
magnitude, distribution and causes of childhood blindness (Solebo, Teoh & Rahi, 2017). This
paucity of accurate data poses difficulty for effective planning of suitable interventions. One
of the reasons for this is the difficulty of conducting prevalence studies about blindness and
visual impairment in children. In many low- and middle-income countries (LMICs), the
prevalence of childhood blindness and visual impairment is neither well determined nor
properly measured (Gilbert & Foster, 2001). Unlike Rapid Assessment of Avoidable Blindness
(RAAB) surveys, which provide relatively easy methodology for conducting prevalence
surveys in people aged 50 years and above, blindness surveys in children require a very large
sample size (Wadhwani et al., 2020) because the prevalence is much lower. Furthermore,
children spend much of their time away from home, and blind and visually impaired
children, if they are at home, they may be isolated or hidden from the community, because

of difficulty in mobility and / or stigma (Baxter et al., 2014; Kulkarni et al., 2022

Obtaining data about childhood blindness prevalence and causes from blind school surveys
cannot provide reliable prevalence data, because only those children in schools are included
(Gilbert & Lepvrier-Chomette, 2016). Conducting these surveys in mainstream schools can

produce inaccurate data, because of similar reasons.

The Key Informant Method

Recently, the Key Informant Method (KIM) of determining prevalence and causes of
blindness has shown that it is possible to collect accurate population-based data about
blindness from caregivers of blind children. In many settings, these have become a
reference methodology (Gogate et al., 2014; Kilangalanga et al., 2020). However, the KIM
approach has some limitations, primarily related to the need to comprehensively identify

and interview key informants (Gogate et al., 2014).



Barriers to access to care for children with blindness

According to Alrasheed, (2021), barriers to eye care are broadly defined as factors that affect
people from accessing services such as healthcare, which negatively influences both services
delivered and access. Obstacles to access eye care services for children are wide-ranging and
encompass factors that hinder children from obtaining these services, ultimately leading to
negative consequences for both service distribution and access (Alrasheed, Mohamed, &

Alluwimi, 2024).

The main barriers to accessing paediatric eye care services in Africa were non-availability, non-
accessibility, and non-affordability, lack of knowledge, negative attitudes of parents and primary

health system (Alrasheed, 2021).

This is further confirmed in a report contained in Pawar et al, (2023), where in explaining health
care seeking behaviour, it states that it is affected by various factors including education of
parents, occupation, marital status, financial status, distance, regional beliefs and treatment,
family-related problems, accessibility, and affordability

In a systematic review conducted by (Alrasheed, Mohamed, & Alluwimi, 2024) it indicated that,
the barriers to accessing eyecare services were the awareness, practices and attitudes of the

community towards childhood.

The significance of a Childhood Blindness Registry

To conclude, it is proposed that a Childhood Blindness Registry would help to build a
characterization of the magnitude, distribution and causes of blindness-causing conditions in
children, provide information for interdisciplinary management of children affected by

blindness and severe visual impairment.

The Community Eye Health Institute at the University of Cape Town (UCT-CEHI), South Africa
is currently piloting the establishment of a Childhood Blindness Registry (CBR project) in the
Western Cape Province of South Africa, by exploring the feasibility, value and suitability of
such in relation to the relevant structural, ethical and policy frameworks. Feasibility
describes how easy or difficult it is to do something, and feasibility of health interventions

as defined in nurse.com, refers to the practicality and adequacy of the logistics required for



delivering interventions (Nurse Key, 2021).
In a feasibility study for Environmental Health registry, several factors, including reasonable
timeliness, sufficient funding and appropriate funding were regarded as points for

consideration before establishing a registry (Solomon et al., 1991).

Overall, the feasibility of a registry can be conceived as a construct related to the physical
structure, function, data and user interface of such a registry. Some of the key aspects that
determine feasibility are the ability to address exposure / health concerns of a population,
having reasonable timeliness, sufficient funding, appropriate staffing, adequate
communications capabilities with registrants, and ability to collect the necessary

information.

In Solomon et al., Bellows’ definition of a registry is cited as a system of recording, frequently
used in the general field of public health, which serves as a device for the administration of
programs concerned with the long-term care, follow-up or observation of individual cases
(Solomon et al., 1991). The same authors define a registry as a database of identifiable
people containing a clearly defined set of health and demographic data, collected for a
specific public health purpose, while Kodra et al., describes a registry as an organised

system, highlighting the prospective characteristic of its design (Kodra et al., 2018).

In describing the purpose or function of a registry, various authors describe it as, systems
that can generally be used to monitor the quality of care and provide relevant feedback,
description of treatment plans, observation of the natural course of diseases, monitoring of
clinical safety, assessment of disease burden, health outcomes, and costs of the diseases
(Pringsheim et al., 2013), while Antao et al., (2015), states that it is used to generate relevant
statistics about the group of registered people.

In a feasibility study for a dementia registry conducted in Ireland, factors such as provision
of information that is accurate and comprehensive were regarded as beneficial as this would
enhance knowledge and awareness on dementia as well as inform public health policy
(Hopper et al., 2016).

According to Adebusoye et al. (2022), a multi-country study has demonstrated that the
availability of clinical registries indeed improves health outcomes, increases the value of
healthcare, and lower healthcare costs in the long run by translating data to guidelines and
enabling clinicians to identify and share best clinical practices. This is supported by Newton &

Garner (2002), who state that registers are used to target resources and ensure consistency



and complete coverage.

Proper implementation of a project such as a registry requires that adequate budgeting
thereof is provisioned, as this ensures that the registry is sustainability. Different authors
agree that important aspects that require consideration when implementing a registry are
the cost implications and maintenance (Solomon et al., 1991; Antao et al., 2015).

Feasibility of intervention delivery rests on the interventionists’ capacity to provide the
intervention, as planned, to the predetermined number of participants, in addition to their
availability in an adequate number, the interventionists should be well prepared to provide
the intervention with fidelity (Nurse Key, 2021). This speaks to the multidisciplinary team
that will ensure that the registry becomes successful, such as medical staff, epidemiologists,

health scientists (Antao et al., 2015)

According to vocabulary.com, the ability to access information in an efficient, flexible, and
timely fashion is a key element to the success of a public health registry (vocabulary.com,
n.d.). Sufficient funding, staffing, communication, and other administrative capabilities are
important factors to evaluate before initiating a registry. Funding must be available for the
initial operation and the long-term maintenance of the registry. Developing a participatory
mechanism is feasible so that the affected population can have input into the registry’s

design and the research question.

Unambiguous operational definitions of who should and should not be included in the
registry are critical for success. They are an essential element of data quality (Solomon et
al., 1991). Usability is a design characteristic pertaining to the ease with which people can
employ tools and processes to perform goal-related tasks. Included in the characteristics
are elements such as ease of learning, recall, satisfaction, and efficiency (Medical Dictionary,

2009).

Blindness registers can be an important tool for public eye health programs and have been
used as data sources for population-based research, mostly in the developed world (Aghaji
et al., 2017). Such registers for the blind do not exist in low- and middle-income countries. In
establishing a childhood blindness registry in South Africa, it is important to know how

feasible registries are in their given contexts.



What is CliniCom?

Clinicom is a patient administration system software that is currently used in some public

hospitals in South Africa with the intention to integrate patient information.

According to accessgroup.com, a patient administration system (PAS), is an information service
providing a foundation to all healthcare. It performs the basic but crucial function of recording
non-clinical patient details, such as name, date of birth, and home address, as well as any

additional contact details for next of kin in an emergency (Sheasby, 2024)

The benefit of hospitals using CliniCom, is that it enables a patient to have a singular record
number in the entire province in any health care setting that is linked to the central Western
Cape Patient Master Index (Western Cape Government, 2016). This therefore makes it easy for
a healthcare professional to get the patient details and history even if the patient has

relocated to another area as long as the patient is linked to this system.

“The system will also provide improved operational reporting and will greatly improve the
availability of statistical information regarding patient services.” (Western Cape

Government, 2016)

In the context of blind children, it has the potential benefit to have up to date information in
terms of patient history and accessibility to necessary services. This may also play a role in

being able to do follow-up on these children as they would be on the system.

Having all the details in one record throughout this type of network is also helpful when it
comes to the establishment of a registry as records of patient history and their progress can be

retrieved when required such as for data analysis.

The use of the telephone as a method to conduct interviews

A telephone is one of the mechanisms used for communication purposes among other things.
Its use has become so widespread and popular because it is easy to carry around. is easily mobile
and convenient. According sanews.gov.za, in the last census conducted in 2022, it is stated that,

“The overwhelming majority (92.1%) of households in the country owned a cellphone in working



order, a notable increase from the 3.3% in 2001.” (South African Government News Agency,
2023). Having such a large number with cellphones therefore makes it easier to reach them for

communication.

In the context of research, it means that it is an effective tool that can be used to collect data
Fowler et al, 2019 states that telephone surveys have been a critical source of information for
those concerned with public health statistics. This means that with more data received, it will
be easier to implement the necessary services or changes to serve the public. In a study focusing
on telephone interviews in qualitative study by (Novic, 2008, it states that the advantages of
telephone interviews include decreased cost and travel, ability to reach geographically dispersed
respondents, ability to oversee interviewers and enhanced interviewer safety.

In stating benefits associated with telephone interviews, (Musselwhite et al, 2007) posits that,
using the telephone as a conduit to study participants is less expensive than requiring the
participant or the research associate travel for an in-person meeting. These types of interviews
do not require any travelling arrangements to be made or venues to conduct interviews but
rather these are conducted at the participants’ convenience and wherever they feel comfortable

responding to a call.

Musselwhite et al (2007), further argues that using the telephone for data collection interviews
may also reduce some forms of response bias as the interviewer and participant are

potentially less affected by each other’s presence, which means that there is less of a chance to
try and read the researcher’s face for their expressions. Also, the anonymity associated with
telephone contact may enable participants to be more forthcoming with their responses.

(Musselwhite et al, 2007)

While the telephone method has its great benefits, there is a flipside to it as well. Novic (2008)
states that reported drawbacks of telephone interviews include limited telephone coverage

in certain areas, lower response rates. This speaks to poor connectivity that may be experienced,
resulting in no calls coming through and therefore no data collected which may lead to response

bias of data.
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Search strategy:

Keywords:

PubMed and google scholar were used as search strategies to search for
terms for terms. All articles were filtered using English language and

year of publication.

follow up, childhood / paediatric blindness, visual impairment, low- and

middle-income countries
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ABSTRACT

Investigating the factors that determine successful follow up of children diagnosed with
incurable blindness using health information collected during their visits to the Red Cross

Children's Hospital.

Background

Most children diagnosed with incurable blindness will need access to health, education, and
social services, to support them during their potentially high number of disabled life years.
The accuracy of key informants’ contact information is therefore essential to ensure that
proper follow up is carried out, so that the necessary services are available to them. We
investigated the factors determining successful follow up of children diagnosed with
incurable blindness during their visits to the Red Cross War Memorial Children’s Hospital

(RXH) in Cape Town, using their health information.

Methods

This was a quantitative cross-sectional study, using data from a cohort of blind children who
were referred to a blind school from 2011 to 2020, a total of 178 children, from 0 years up to
12 years of age. Contact information was collected from the children’s hospital files at the
Red Cross Children’s Hospital. Using the telephone numbers obtained, calls were made, and
the results of the calls were recorded. For those calls that were responded to, an introduction
of who the researcher is, was made, then the purpose and explanation for the call was
provided and the respondent was informed that participation is voluntary and that the
interview can be stopped at any time should the respondent wish to do so. After that,
consent to proceed with an interview was requested, and after it was granted, the researcher
explained to the respondent that a few questions about the child’s whereabouts, and basic
information about health, education and social activities will be asked.

A second round of calls were made, using an identifiable cell phone number. This was to
ensure that for all the parents or guardians with whom contact was made but were not
reachable for any reason during the initial round, a second attempt was made to reach them.
Lastly, the nurse of the blind school was interviewed to triangulate the results of the
telephonic interviews. The interview with the nurse was to confirm, whether the children on
the data list were registered with the school as well as to ascertain the support services that
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are on offer at the school for the blind.

Results

The findings of the study indicated that of the total of 178 participants’ folders checked, 127
(71%) folders did contain real and contactable telephone numbers, 10 (6%) folders had
incorrectly recorded contact numbers, and 41 (23%) folders had no contact numbers as they
were missing. Of the 127 folders with contactable numbers, only 29 (23%) of the key
informants responded. Of these, 25 out of 29 (86%) confirmed that the children were alive
with 4 (16%) mortalities reported. With regards to information on various support services
offered, 7 out of 25 (24%) confirmed to have access to health services, which included hospital
visits on scheduled appointment dates, with 16 (64%) receiving support for social services such
as grants for relief on financial burden and 15 (60%) of the children are in receipt of education

support services or attending special schools.

Conclusion

As evidenced by the low response rate, contact with most of the parents was not achieved,
resulting in less data to inform us of successful follow of the children. This lack of success can
be attributed to the high inaccuracy in the capturing of the contact details, in the missing
contact numbers as well as calls for some contacts which were no longer in-service.

While little can be done with numbers being out of service, the incorrectly captured
information coupled with lack of contact numbers requires that further scrutiny is applied to
the patient folders when recording their information and that regular checks and updates are

done to ensure that contact numbers are available and that they are accurate.



THE FACTORS THAT DETERMINE SUCCESSFUL FOLLOW UP OF CHILDREN DIAGNOSED WITH
INCURABLE BLINDNESS USING HEALTH INFORMATION COLLECTED DURING THEIR VISITS TO
THE RED CROSS CHILDREN'S HOSPITAL.

Background

There is a high burden of blindness in children that are in developing countries (Alrasheed,
2021; Burnett et al, 2018). Blindness refers to a lack of vision which may happen suddenly or
over some time due to many reasons (Markos, Kefyalew & Tesfaye, 2022). while the WHO,
(2021) defines blindness as presenting with visual acuity worse than 3/60 in the better eye.

It is estimated that every minute a child goes blind in both eyes in a developing nation
(Shrestha,2011). For the majority of affected children, visual disability starts early, caused by

disorders arising in the ‘first 1001 days’ of postconceptional life (Solebo et al, 2023).

Many blind children die in childhood from the underlying causes of their blindness: measles,
vitamin A deficiency (VAD), meningitis, rubella, prematurity, genetic disease or head injury
(Demissie & Solomon, 2011). Although vision problems in children account for a relatively low
percentage (0.4-0.5%) of those with visual impairment (Unicef.org, 2021), the prevalence of
blindness in children is estimated to be second only to adult cataracts in terms of “blind
person-years (Gilbert & Foster, 2001; Gudlavalleti, 2017). Sub-Saharan Africa has an
estimated three hundred thousand blind children, while in the Asian region, the number of

blind children is approximately one million (Solebo, Teoh & Rahi, 2017).

The high prevalence of childhood blindness and visual impairment has been attributed to
poor access to primary health care facilities or inadequately trained medical personnel
(Gilbert, 2007; Hussain et al., 2019). Further disadvantages for blind children are the limited
number of services available in LMIC setting and the lack of availability of paediatric
ophthalmologists. There are only 26 paediatric eye-care centres in sub-Saharan African
countries serving 787 million with a ratio of one paediatric eye care centre for 30.3 million
children (Alrasheed, 2021).

In a study conducted by the International Council of Ophthalmology (ICO), it was stated that, of
a total number of ophthalmologists available worldwide, two thirds of them come from
developed countries while only a third of them come from lower- and middle- income
countries (LMICs) (Adio & Komolafe, 2013). This limited number of available trained medical
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staff adds to the burden already experienced in LMICs settings as only a selected few would be
able to access services that are beneficial to them, thereby further pushing them below
poverty levels, in turn reducing their chances of an improved quality of life. On the other hand,
these services may be available but making use of them is not possible due to certain
challenges. Alrasheed (2021) states that, in some countries where paediatric eye services exist,
they are underutilized because of barriers such as socio-economic status, cultural beliefs, and
unawareness of signs and symptoms (Alrasheed, Mohamed & Alluwimi, 2024).

In a study looking at health seeking behaviour, it was reported that, some parents mentioned
that, they did not seek eye care because of their “fear of the treatment options that might be
required”, while for other parents it was due to logistical reasons as some of the parents

complained of not having time to take their children for a proper check-up (Ebeigbe, 2018).

Childhood blindness and visual impairment is a major cause of psychosocio-economic
problems in children and their families (Solebo & Rahi, 2014; Lépez Ulloa, Burn & Beauregard,
2021; Eze et al,2024). In most cases, these negative effects usually continue into adulthood,
affecting their quality of life through their inability to be economically active, productive, and
socially interactive (Mezer et al., 2015; Heijthuijsen et al., 2013). In poor communities, the
families of children with visual impairment carry additional burdens of high cost for health

and educational services (Mannava, Borah & Shamanna, 2024).

In a study looking at early parent child relationship, Gui et al.,(2023) posits that, families of
totally blind children might feel particularly isolated because of this stigma. They are at risk of
withdrawing from their social circles due to a combination of physical and mental overburden
linked to medical care, concerns about the future and their children’s development, and

experience of exclusion.

Reducing vision loss in children has the benefit of restoring to a child a quality of life of up to
ten times that of restoring the sight of an adult with blinding cataract (Gilbert & Foster, 2001).
However, the processes of identifying, referral, diagnosis and treatment / rehabilitation of
children with visual impairment are hampered by many challenges, including lack of resources,
appropriate skills, equipment and supplies (Gilbert & Foster, 2001; Hussain et al., 2019;
Alrasheed, Mohamed & Alluwimi, .2024). Structural, ethical and policy issues further hamper

the planning and implementation of effective intervention strategies (Solebo & Rahi, 2014).



Purpose

This study was aimed at investigating the factors that determine successful follow up of
children diagnosed with incurable blindness by ascertaining the accuracy and usefulness
of contact information collected during their visits to the Red Cross War Memorial
Children’s Hospital (RXH), this information collected from 1 January 2011 to 31
December 2020.

The objectives of the study were:

a) To determine the accuracy of the contact information of children diagnosed with
incurable blindness at RXH from 1 January 2011 to 31 December 2020.

b) To identify the reasons for inaccurate contact information of children diagnosed with
incurable blindness at RXH from 1 January 2011 to 31 December 2020.

c) Todetermine the lossto follow-up rate due to inaccurate contact information of children
diagnosed with incurable blindness at RXH from 1 January 2011 to 31 December 2020.

d) To determine the rate of uptake of health services of children diagnosed with incurable
blindness at RXH from 1 January 2011 to 31 December 2020.

e) To determine the rate of uptake of education services of children diagnosed with
incurable blindness at RXH from 1 January 2011 to 31 December 2020.

f) To determine the rate of uptake of social development services of children
diagnosed with incurable blindness at RXH from 1 January 2011 to 31 December

2020.

Obtaining this information will help to identify strategies that will ensure that contact
information from key informants is up-to- date and useful for follow-up. This in turn will
contribute towards the provision of information for interdisciplinary management of children

affected by blindness and severe visual impairment.

Methodology

A guantitative, cross-sectional study methodology was used for this study, using records from
children who had visited Red Cross Children’s Hospital (RXH) as the study population. The
study sample was made up of hospital records of children who had been diagnosed with

incurable blindness and referred to Athlone School for the Blind from January 2011 until
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December 2020. Prior to collecting data, an MS Excel spreadsheet of these children’s names
and folder numbers was used for cross referencing with their contact numbers on the patient

record kept in the hospital’s health information system.

After obtaining ethical approvals from the Human Research Ethics Committee (hrec) at UCT
and the Western Cape Department of Health, patient record cards were accessed from the

hospital, to collect contact details of the primary caregivers (key informants) of the children.

After collecting the primary caregivers’ telephone numbers, the caregivers were called from

the RXH Eye Department phone (number showing) with the aim to conduct a brief interview.

The telephonic interviews were based on a questionnaire with a set of structured questions
consisting of three sections focusing on: primary key informant details including biographical
details, follow-up details such as follow-up dates at the hospital, education and school
attended, information on services received such as social support, health support, or other
services, as well as primary caregiver details including information on support grants and care

givers ‘occupation.

A second round of interviews was conducted from a personal cell phone, showing the number

of the cell phone.

As a follow up, a meeting with the nurse responsible for the children at the Athlone School
for the Blind was held to verify the information obtained from the referral list, and the data

collected during the interviews.

The data collected was captured on an MS Excel spreadsheet, and after cleaning, simple

descriptive analysis was using the R Studio statistical software (version 4.3.1)

For data analysis, a data sheet was created containing various variables such as: gender, call

status, consented calls, alive, school attendance as well as social and health support.

Results

There were 178 available folders of children diagnosed with incurable blindness and visual
impairments at the Red Cross War Memorial Children’s Hospital (RXH), from 1 January 2011 to
31 December 2020. (diagram 1)



Diagram 1 : Number of children on the
referral list

After thoroughly checking all the presented folders, It was established that, a total of 127
(71%) had correct and contactable numbers for potential phone calls to be made.

10 (6%) of these folders could not be considered as they contained incorrectly recorded
contact numbers, which were either a digit too short or too many which did not correspond to
the 10-digit number system in use in South Africa.

A further 41 (23%) of these were missing any care givers’ contact details altogether, either due
to an administrative oversight or may not have been provided by the caregiver for various
reasons unknown. This meant that only a total of 127 folders could be considered for phone

calls due to correctness of recorded digits. (diagram 1)



Distribution by gender

When the total of the children was broken down by gender, the sample was comprised of
91(51%) males and 87 (49%) females, showing more or less an even spread of genders that
were attended to at the hospital.

The children’s ages based on their dates of birth also ranged from zero at birth to 12 years of
age at the time of referral.

When looking at the overall number of children and categorizing the ages by various stages,
such as early childhood development (ECD), (0-4 years), foundation phase (5-9 years) ,
intermediate phase (10 -12 years). Statistically the children who were between the ages of
birth to 4 years for both genders showed a higher proportion than the other age groups with a
total of 122 (69%). When these were stratified even further, according to gender, there were
66 (73%) out of 91 males, whereas for the girls it was 56 (63%) showing an even distribution of

gender in that age group. (table 1)

Table 1: Distribution of the children’s age by gender at referral

AGE MALE(n=91) FEMALE (n = 87)
Male(%) Female (%)
0 — 4years 66 37% 56 31%
5—-9years 17 10% 25 14%
10 years 7 4% 5 3%
Unknown 1 0.5% 1 0.5%
Total 91 51.5% 87 48.5%
Call activity

For the phone call activities, the 127 potential contact numbers were recorded to be called.
Upon attempting to establish contact with the numbers, only 82 (65%) of the contact numbers
were active, which was proven by the ringing upon dialing. A total of 45 (35%) of these dialed
numbers did not exist on their respective service network providers, an indication that they
have been disconnected which could also have been due to various reasons such as lost sim
cards, changed numbers, relocations and others.

Of the active contact numbers, 45 (55%) out of 82 were dialed but they did not ring nor go
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through but went directly to voicemail. This then left only a handful of 37 (45%) numbers with

which calls were made and answered. (Table 2)

Table 2: Status of the folders with contact information

TOTAL
FOLDER STATUS CALL STATUS
Number Percentage (%)
Responses 29 16%
Folders with Voicemail 45 25%
contactable numbers Someone else’s number 8 5%
Number does not exist 45 25%
127 71%
Incorrectly recorded contact 10 6%
Folders with no numbers
contactable numbers
No contact numbers 41 23%
51 29%
178 100%

Response rate

There was a total of 37 participants who responded after being called, it was established that,
8 (22%) of these participants were not the expected key informants as those contact numbers
belonged to the wrong person, according to the respondents, and therefore had to be ruled

out, leaving a total of 29 (78%) contacts that belonged to key informants.

Respondents

Of the 29 respondents who answered their phones, 16 (55%) consented to the call and
granted an interview. Interviews with 13 (45%) of the respondents could not take place, this
was due to consent not being granted by some of the care givers, while some opted to not
continuing with the interview and another reason was due to the child reported to have
passed away. (Graph 1)

Overall, this resulted in a total of 16 out of 25 (64%) respondents providing and confirming



information on the various support services provided as well as verification of any school

attendance by the blind child.

Graph 1: Status of respondents

consented

No
Yes

counts

Y{I‘.ﬁ
Responded

SUPPORT SERVICES

As part of the interview, the parents were asked questions on whether they were able to
access health support services, and what type of services they were able to access. Some of
their responses ranged from being able to get walking sticks where needed while some were
taught to read in Braille as a way to equip them with a skill. For others there was access to
physiotherapy through the school for the blind for any other conditions they also have.

Social support services include being registered to receive a type of a grant, whether it is a
social care grant, child support grant or disability grant to assist towards the needs of the blind
or visually impaired child while in the care of the parent. This social support service is offered
through the department of social services through the recommendation and referral of the
ophthalmologist based on the circumstances of the child.

Education support services are received through referral by the treating ophthalmologist to a
special school, in this case the ASfTB being the referral school. For our context, the data used
was of information of children who were referred to the school for the blind.

The ASfTB is situated in Bellville and admits children who are blind and those who have a range
of visual impairments. Admission of these children starts from the early childhood
development (ECD) stage, which is the preschool age of between 4-6 years old, up until the
matric year of schooling. It accommodates day scholars, some of whom are transported to and

from the school as well as having a hostel to accommodate others. The use of the school bus
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or even staying at the hostel can also be considered as social support as the daily travelling for

some of the children can be challenging due to staying quite far and their special need.

Health support services

The information that was used for statistical purposes was of the parents, who not only
responded to the calls but those who consented to the interviews as that was also a means to
verify information. With regards to health support, 7 (44%) out of 16 children were reported
by their parents as receiving health support services, while 9 (56%) reported that no health

support was received in any form.

Social support services

During the interview, the parents were asked if they were in receipt of any form of social
support, this was specifically asking about the receipt of any grant for the child. As there were
several grant types available, all of the parents (100%) were able to confirm that they do
receive a grant, depending on the type of grant for which they qualified. This was very positive

as it means that some form of financial assistance is provided for the children.

Education status

The interview conducted at the Athlone School for The Blind (ASfTB) was aimed at verifying
the school status of the blind and visually impaired children that are on their register as it was
the referral school selected by the hospital. The verification was to ensure that the information

matches with that on the spreadsheet.

It was established that 55 (31%) of the children were registered at the school as confirmed by
the nurse. The list also included some of the children who had already left the school due to
reaching school leaving age or completion of matric. Most of the children on the list 123
(69%) could not be confirmed as they did not appear on the school’s register including 4 (2%)

were deceased.

The total number of children that were attending school regardless of the type registered at,
was 60 (34%) out of 178. One child (1%) had applied and waiting for acceptance at ASfTB.
One of the interviewed caregivers confirmed that their child was not accepted at the school

as the child needs specialized care and is on nappies, something not within the capacity of
11



the blind school.

A stratification based on the consented calls provides the following information, 9 (56%) out of
16 caregivers confirmed that their child is registered at ASfTB. 5 (31%) confirmed that their
children do attend special schools in and around their areas. While with the other 2(13%), one

was on the waiting list for school at ASfTB and the other was not at any school. (table 3)

Table 3: Characteristics of the respondents

VARIABLE NUMBER PERCENTAGE (%)
School attending
Athlone School for the Blind 9 56%
LOFOB preschool 1 6.3%
Erica Frail Care, Rocklands 1 6.3%
Project Playground, Langa 1 6.3%
Sibongile day care centre, iLitha Park 1 6.3%
Zamokuhle Special School, Bizana EC 1 6.3%
Applied at ASfTB 1 6.3%
Not attending a school 1 6.3%
Health support
Yes 7 44%
No 9 56%
Social support
Yes 16 100%
No 0
Grant type received
Child support 5 31%
Care dependency 3 19%
Disability 7 44%
Child support & disability 1 6%

Discussion

The study started off with a total of 178 folders that were meant to be contacted to get
telephone numbers, as a means to determine the extent of loss to follow up of blind children
as it was anticipated that this was on a high scale, especially for the blind children. The

collection of this information would then play a significant role in informing stakeholders,
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policy makers and other entities of the steps necessary to plan and implement the Childhood
Blindness Register, all this once an analysis of the information has been done, with the
ultimate goal of pooling together all the available information on children with irreversible
blindness centrally.

It was, however, established that, of all the available folders checked, only a handful of
telephone numbers were contactable; specifically of those who responded, only 29 (16%) can
be considered a success. 98 (55%) contact numbers comprising of those that are out of service,
those that went directly to voicemail and those that belonged to a different person skew the
research considerably as it is not adequate. The rest of the 51(29%) folders consisting of
incorrectly recorded numbers and those that had no numbers at all also pose a challenge for
the research and further reduces its reliability. This reduction in data means that there is no
clear conclusion to be drawn on the success of the follow up and might have an impact on the

planning and goals of the CBR due to insufficient information.

Some possible reasons for the poor outcome of the calls are that, as the initial sample included
patient-folders from January of 2011 to December of 2020 , it could be that these contact
details are no longer registered on any networks and maybe be blocked by the service
providers or might have relocated to other countries. The parents may also be in possession of
new numbers that they have yet to update or the caregiver may also not be aware of means to
do a sim card swop or have opted not to do any at all.

The calls going to voicemail can be taken as an indication that the contact numbers are still
active but that, the timing of the call was an issue or there might have been poor network

connectivity at the time the researcher made the call.

It is also important to note that, the researcher was only able to make calls during the day and
on weekdays which is typically during working hours for some people. Another fact is that calls
were coming through to potential respondents from an unfamiliar number and may have
chosen to ignore the call altogether.

Although there was no available research found that has done studies on reasons why people
do not answer unknown numbers, there is some anecdotal evidence as to why that is the
case. For instance, people who own cell phones can also be bombarded with a lot of calls,

sometimes at awkward times making it impossible for one to answer a call.
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In an online article by Peoplocity.com, asking why people do not answer unknown numbers,
one of the reasons that came up was that. “A phone call interrupts what you are doing, and
whether you’re at work or at home, it's distracting. A call can also be time
consuming”(Peoplocity.com,2018).

Another challenge with cell phones is that you maybe at a place that makes it challenging to
answer a call due to the lack of privacy especially if it rings at a place where there are lot of

people which makes it difficult to say certain things.

Due to the increased number of cell phone usage, it is not uncommon for people to change
their contact numbers frequently and those numbers being recycled, resulting in calls that are
sometimes not familiar to the receiver and them not answering those unknown numbers. An
important factor also to be considered, that makes people reluctant to answer unknown
contact numbers is the fear of being scammed resulting in the theft of their personal

information.

The missing contacts or inaccurate recording, speak to proper administration that needs to be
looked at for quality control purposes.

There were poor results determined on social and health support services, this was due to the
low response rate, which leaves the information of the uptake of these services undetermined
with only less than 10% of these services being received out of 178.

The school for the blind did confirm that it offers some health support by assisting with the
collection of the children’s medications, for those who require it. It also provides Braille tuition
for the children who require these lessons for their learning, which is also taught at the school.
This support however cannot be quantified by the researcher as it was just mentioned in brief
of its availability.

Again, it is hard to conclude as to whether a large number of the children are registered for
schooling as there were many that could not be verified and therefore remain unknown with

only 55 (31%) who could be actually verified.

Limitations
The interviews with the caregivers were initially conducted at the hospital using a landline.
Due to challenges with the handset used to make the calls, on the days data collection was to

take place, an alternative needed to be made. Some added challenges were related to the
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time the calls were being made due to researcher availability. The location and handset were
changed to ensure that data collection continued as planned, however the use of a cellphone
may be considered as a limitation as it may have been the reason for the low response on
some of the calls made due to it being an unfamiliar number. The use of a telephone as an
interview method in itself is a limitation as it may not be reliable for data collection due to

unpredictability.

With regards to the spreadsheet containing the children’s names and information, a limitation
thereof was that it was the only form available to work with, additionally there were a number
of the patients’ details that were spelled incorrectly with some of the columns missing some
information. This made verification of the details at the school challenging as other forms of
verification needed to be employed such as folder numbers making the process take longer or
not possible due to missing information.

The folders that were used were based on referrals to the blind school only and this limits the
reach to caregivers to only those who have children at the school. As indicated by those not
registered at the school, it means that those who could not be verified could also be at other
schools. This does leads to exclusion of potential data therefore resulting in information bias.
Sample size was not considered in the methodology as the cases were already in existence, but
future studies could determine whether there were any differences between “older” and

“newer” cases from 2011 to 2020.

Conclusion

It is evident by the available statistics that there was limited success in reaching the set out
objective of contacting the respondents. This inability to contact a larger pool of potential
respondents has an impact in the overall outlook of the study and its validity as it is not fully

representative of the sample, thereby leading to response bias.

The hospital management and the school management need to work in collaboration to make
sure that there is sharing of information to support efforts to better care for the blind child.

As the data collection relied on the accurate and up to date contacts from the patient folders
for its success, it is therefore crucial that, the administration dealing with contact information

is revisited and rectified to ensure that all information of the patients’ folders is valid. In the
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case where the contact numbers were incorrect, validation could be carried out by having a
space containing 10 blocks, that way it will make it easier to detect if the digits are too little or
to many and this can be followed by calling out the numbers for confirmation. Another
method of validation could be to send a one-time password OTP) to the parent’s contact
number so that they may verify and authenticate their number while in the presence of an
administrator. As people sometimes change telephone numbers, regular updates and routine
confirmation need to be conducted to ensure that correct and up-to-date information is
available. A much more cost effective and quick method is to call out the numbers as the
person is calling them as this makes the validation instant.

To conclude, to rely only on telephone numbers to make contact has been proven to be
inadequate as mistakes tend to happen when recording these. Therefore, very rigorous

measures need to be employed to make sure that these are accurate and up to date.
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