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Thank you for submitting your proposal to underiake the above-mentioned study. We are pleased
to inform you that the department has granted you approval for your research.

Please contact the following people to assist you with any further enguiries in accessing the following
sites:

Reed Street CDC Murdock Home 021 946 2309

Kindly ensure that the following are adhered to:

1. Arrangements can be made with managers, providing that normal activities at requested
facilities are not interrupted.

2. Researchers, in accessing provincial health facilities, are expressing consent to provide the
department with an electronic copy-of the final feedback (annexure 9) within six months of
completion of research. This can be submitted to the provincial Research Co-ordinator

(Health.Research@westerncape.qov.za).

3. Inthe event where the research project goes beyond the estim ated completion date
which was submitted, researchers are expected to complete and submit a progress report
(Annexure 8) to the provincial Research Co-ordinator
(Health.Research@westerncape.gov.za).

4. The reference number above should be quoted in all future correspondence.

Yours sincerely

DR M MOODLEY
DIRECTOR: HEALTH IMPACT ASSESSMENT
DATE: 15/11/2020

http://etd%gf'/vc.ac.za/



16 March 2020

Permission Letter for Access to the Retinal Sereening Programme Data

Research Project Title: Determinants of compliance behaviour in patients living with
diabetes referred for diabetic retinopathy at a government health care facility in Cape Town,

South Africa.

Dear Annalie Wentzel,

We hereby grant you aceess to our information pertaining to patients who have been referred
for diabetic retinopathy in the Northern/Tygerberg sub-district by Carevision on the
following conditions:

e Your research project has been approved by your university 's governing ethics body
e The National Health Research Department or Provineial Health Research Department has
approved your rescarch project

Kind regards,
)l \
! ‘\/\
L
¥,
Ryan Sampson,
Manager

Carevision

ryan(@wcarevision.co.za

CAREVISION

TEL / FAR (Q21) 2171841 | EMAIL INFOSCAREVISIONCO ZA

LIING M2 ZKi OF FRANS CONRADIE DRIVE & “IKE PIENAAR BOQULEVARD
BELLVILLE 7520

WWW CAREVISIONCO.ZA

Scanned with CamScanner
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Appendix B

10 March 2020
Application Letter for Support by the Retinal Screening Programme
Director of Carevision:

Carevision: M2 Building, Karl Bremer Hospital, Bellville 7500
schoemanbv@gmail.com

Tel: 021 917 1841

REQUEST FOR PERMISSION TO ACCESS INFORMATION OF PATIENTS WHO HAVE
BEEN REFERRED FOR DIABETIC RETINOPATHY BY THE RETINAL SCREENING
PROGRAMME RUNNING IN THE NORTHERN/TYGERBERG SUB-DISTRICT

Research Project Title: Determinants of compliance behaviour in patients living with diabetes referred
for diabetic retinopathy at a government health care facility-in Cape Town, South Africa.

Dear Mr Schoeman,

We are currently planning a study to explore the determinants of compliance behaviour among patients
on DR treatment in the Northern/Tygerberg substructure. This study is being done for the purpose of a
mini-thesis at the School of Public Health of the University of the Western Cape.

We wish to apply for permission access information regarding adult patients who have been referred
for diabetic retinopathy treatment via the Retinal Screening Programme in the Northern/Tygerberg Sub-
structure.

This information will help inform strategic interventions to reduce the non-compliance among diabetic
patients receiving treatment for diabetic retinopathy in the Cape Town Metropole area.

Attached is a copy of the full research proposal, as well as copies of the information sheet, consent form
and interview guides. Upon completion of the study, we will provide your office with a copy of any
research outputs that this project might result in.

If you require any further information, please do not hesitate to contact me on 0721040891 or
3814491@myuwec.ac.za. Thank you for your time and consideration in this matter.

I look forward to your favourable consideration.

Yours sincerely,

Annalie Wentzel

http://etd%agvc.ac.za/



School of Public Health
University of the Western Cape
Email: 3814491@myuwc.ac.za
Tel: 0721040891

This research has been approved by the University of the Western Cape’s Biomedical Research Ethics
Committee.

REFERENCE NUMBER: BM20/1/8

Biomedical Research Ethics Committee
University of the Western Cape

Private Bag X17

Bellville

7535

Tel: 021 959 4111

e-mail: research-ethics@uwec.ac.za

http://etd%8\7/vc.ac.za/
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Appendix C
Information Sheet: Participant

Title of research project: Determinants of compliance behaviour among patients living with diabetes
referred for diabetic retinopathy treatment in a government health care facility in Cape Town, South
Africa.

What is this study about?

This is a research project being conducted by Annalie Wentzel, for the purpose of a mini-thesis at the
University of the Western Cape. The purpose of this research is to explore the factors related to the
compliance of diabetic persons that have been referred for diabetic retinopathy treatment. You are
invited to participate in this research because you are a diabetic person who has been referred for
diabetic retinopathy treatment and it is believed that your perceptions and experiences will help shed
light on what motivates or demotivates diabetic persons to attend treatment for diabetic retinopathy.

What will | be asked to do if | agree to participate?

If you agree to participate in the study, you will be asked to sign a consent form. If you have agreed to
participate in the study you will be given copies of the participant information sheet and consent form.
You will be asked to participate in a telephone interview with the researcher. The interview will take
place at a time that is convenient for you. The interview should not exceed 45 minutes. The interview
will be recorded using an audio-recorder. It will be a once-off interview and no further action will be
required on your part. You will be asked questions regarding your diabetic retinopathy treatment, as
well as about your experiences and opinions regarding barriers in attending treatment appointments.

Would my participation in the study be kept confidential?

The researcher undertakes to protect your identity and the nature of your contributions. To ensure
anonymity, your name will not be recorded in the interview; instead, a code will be used to link your
data with your identity. The researcher will be the only person with access to the identification codes.
The consent forms will be kept in a secure location that only the researcher has access to. The audio
recordings and typed interview notes will be kept on a password protected computer. If we write a
report or article about this research project, your identity will be protected. In accordance with legal
requirements and/or professional standards, | will disclose to the appropriate individuals and/or
authorities information that comes to my attention concerning child abuse or neglect or potential harm
to you or others. In this event, | will inform you that | have to break confidentiality to fulfil my legal
responsibility to report to the designated authorities.

What are the risks of this research?

Potential risks for participating in this study include discomfort or anxiety when speaking about
diabetic retinopathy treatment. Similarly, speaking about barriers that demotivate treatment
attendance can induce discomfort and stress. All human interactions and talking about self or others
carry some risks. The researcher will minimise such risks and act promptly to assist you if you
experience any emotional or physical distress during the process of your participation in this study.
Where necessary, an appropriate referral will be made to a suitable professional for further assistance
or intervention.

Contact details for referral resources:
Stikland Hospital: 0219404400
LOFOB: 0217053753
Helen Keller Society: 0215315311

http://etd%ai\gfvc.ac.za/



Coronavirus hotline 0800029999

What are the benefits of this research?

The study might not help you personally; however, the findings may help the researcher learn more
about the perspectives and experiences related to diabetic retinopathy treatment, as well as barriers
experienced regarding the attendance of treatment appointments. It is hoped that people will benefit
from the study through improved understanding of the needs of diabetic persons requiring treatment
for diabetic retinopathy.

Do I have to be in this research and may | stop participating at any time?

Your participation in this research is completely voluntary. You may choose not to participate. If you
have agreed to participate, you may stop participating at any time. If you decide not to participate in
this study or if you stop participating at any time, you will not be penalised or lose any benefits to
which you otherwise qualify.

What if | have questions?

This research is being conducted by Annalie Wentzel through the School of Public Health at the
University of the Western Cape. If you have any questions about the research study itself, please
contact Annalie Wentzel at:

Tel: 072 104 0891
E-mail: 3814491@myuwc.ac.za

Should you have any questions regarding this study and your rights as a research participant or if you
wish to report any problems you have experienced related to the study, please contact:

Prof. Uta Lehmann

Director

School of Public Health
University of the Western Cape
Private Bag X17

Bellville 7535

ulehmann@uwc.ac.za

Prof Anthea Rhoda
Dean of the Faculty of Community and Health Sciences

University of the Western Cape

http://etd%as\)/vc.ac.za/
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Private Bag X17
Bellville 7535

arhoda@uwc.ac.za

This research has been approved by the University of the Western Cape’s Biomedical Research Ethics
Committee.

REFERENCE NUMBER: BM20/1/8

Biomedical Research Ethics Committee
University of the Western Cape

Private Bag X17

Bellville

7535

Tel: 021 959 4111

e-mail; research-ethics@uwc.ac.za

http://etd%?xvc.ac.za/
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Appendix D
Information Sheet: Key Informant

Title of research project: Determinants of compliance behaviour among patients living with diabetes
referred for diabetic retinopathy treatment in a government health care facility in Cape Town, South
Africa.

What is this study about?

This is a research project being conducted by Annalie Wentzel, for the purpose of a mini-thesis at the
University of the Western Cape. The purpose of this research is to explore the factors related to the
compliance of diabetic persons that have been referred for diabetic retinopathy treatment. You are
invited to participate in this research because you are an optometrist working with and referring diabetic
patients for diabetic retinopathy treatment in the Cape Town Metropole area. It is believed that your
perceptions and experiences will help shed light on what motivates or demotivates diabetic persons to
attend treatment for diabetic retinopathy.

What will | be asked to do if | agree to participate?

If you agree to participate in the study, you will be asked to sign a consent form or give written,
electronic consent. If you have agreed to participate in the study you will be given copies of the
participant information sheet and consent form. You will be asked to participate in a telephone interview
with the researcher. The interview will take place at a time that is convenient for you. The interview
should not exceed 45 minutes. The interview will be recorded. It will be a once-off interview and no
further action will be required on your part. You- will be asked questions regarding your diabetic
retinopathy treatment, as well as about your experiences and opinions regarding barriers in attending
treatment appointments.

Would my participation in the study be kept confidential?

The researcher undertakes to protect your identity and the nature of your contributions. To ensure
anonymity, your name will not be recorded in the interview; instead a code will be used to link your
data with your identity. The researcher will be the only person with access to the identification codes.
The consent forms will be kept in a secure location that only the researcher has access to. The audio
recordings and typed interview notes will be kept on a password protected computer.

If we write a report or article about this research project, your identity will be protected.

In accordance with legal requirements and/or professional standards, | will disclose to the
appropriate individuals and/or authorities information that comes to my attention concerning
child abuse or neglect or potential harm to you or others. In this event, | will inform you that
I have to break confidentiality to fulfil my legal responsibility to report to the designated
authorities.

What are the risks of this research?

Potential risks for participating in this study include discomfort or anxiety when speaking about diabetic
retinopathy treatment. Similarly, speaking about barriers that demotivate treatment attendance can
induce discomfort and stress. All human interactions and talking about self or others carry some risks.
The researcher will minimise such risks and act promptly to assist you if you experience any emotional
or physical distress during the process of your participation in this study. Where necessary, an
appropriate referral will be made to a suitable professional for further assistance or intervention.

Contact details for referral resources:
Stikland Hospital: 0219404400

What are the benefits of this research?
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The study might not help you personally; however, the findings may help the researcher learn more
about the perspectives and experiences related to diabetic retinopathy treatment, as well as barriers
experienced regarding the attendance of treatment appointments. It is hoped that people will benefit
from the study through improved understanding of the needs of diabetic persons requiring treatment for
diabetic retinopathy.

Do I have to be in this research and may | stop participating at any time?

Your participation in this research is completely voluntary. You may choose not to participate. If you
have agreed to participate, you may stop participating at any time. If you decide not to participate in
this study or if you stop participating at any time, you will not be penalised or lose any benefits to which
you otherwise qualify.

What if | have questions?

This research is being conducted by Annalie Wentzel through the School of Public Health at the
University of the Western Cape. If you have any questions about the research study itself, please contact
Annalie Wentzel at:

Tel: 072 104 0891
E-mail: 3814491@myuwc.ac.za

Should you have any questions regarding this study and your rights as a research participant or if you
wish to report any problems you have experienced related to the study, please contact:

Prof. Uta Lehmann

Director

School of Public Health
University of the Western Cape
Private Bag X17

Bellville 7535
ulehmann@uwc.ac.za

Prof Anthea Rhoda

Dean of the Faculty of Community and Health Sciences
University of the Western Cape

Private Bag X17

Bellville 7535

arhoda@uwc.ac.za

This research has been approved by the University of the Western Cape’s Biomedical Research Ethics
Committee.

REFERENCE NUMBER: BM20/1/8

Biomedical Research Ethics Committee
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University of the Western Cape
Private Bag X17

Bellville

7535

Tel: 021 959 4111

e-mail: research-ethics@uwc.ac.za
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Appendix E

Participant Consent Form

Title of research project: Determinants of compliance behaviour among patients living with diabetes
referred for diabetic retinopathy treatment in a government health care facility in Cape Town, South
Africa.

The study has been described to me in a language that | understand. My questions about the
study have been answered. | understand what my participation will involve and | agree to

participate of my own choice and free will. | understand that my identity will remain anonymous. |
understand that | may withdraw from the study at any time without

giving a reason and without fear of negative consequences.
| agree to be recorded during my participation in this study:

I do not agree to be recorded during my participation in this study:

Participant’s name = ... iiicciiiiiiieiieinieens

Participant’s signature..........cocoeeviininnninnns

Date = gALELLUTNIER T

Biomedical Research Ethics Committee
University of the Western Cape

Private Bag X17

Bellville

7535

Tel: 021 959 4111

E-mail: research-ethics@uwc.ac.za

REFERENCE NUMBER: BM20/1/8
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Appendix F

Key Informant Consent Form

Title of research project: Determinants of compliance behaviour among patients living with diabetes
referred for diabetic retinopathy treatment in a government health care facility in Cape Town, South
Africa.

The study has been described to me in a language that | understand. My questions about the
study have been answered. | understand what my participation will involve and | agree to

participate of my own choice and free will. | understand that my identity will remain anonymous. |
understand that | may withdraw from the study at any time without

giving a reason and without fear of negative consequences.
| agree to be recorded during my participation in this study:

I do not agree to be recorded during my participation in this study:

Participant’s name  .iiiicieeiiieiieccececncnaes

Participant’s signature..........c.coceveeiiniennens

Date = gALELLUTNIER T

Biomedical Research Ethics Committee
University of the Western Cape

Private Bag X17

Bellville

7535

Tel: 021 959 4111

E-mail: research-ethics@uwc.ac.za

REFERENCE NUMBER: BM20/1/8

http://etd%llJ\SNc.ac.za/


mailto:research-ethics@uwc.ac.za

Appendix G
Inligtingsblad: Deelnemer

Titel van navorsingsprojek: Bepalers van nakomingsgedrag in pasiénte met diabetes wat verwys was
vir diabetiese retinopatie vanaf 'n gesondheidsorginstelling in Kaapstad, Suid-Afrika.

Woaaroor gaan hierdie studie?

Dit is 'n navorsingsprojek wat deur Annalie Wentzel gedoen word vir ‘n skripsie by die Universiteit van
die Wes-Kaap. Die doel van hierdie navorsing is om die faktore te ondersoek wat verband hou met die
nakoming van diabetiese persone wat verwys word na diabetiese retinopatie-behandeling. U word
uitgenooi om aan hierdie navorsing deel te neem omdat u 'n diabeet is wat verwys was na diabetiese
retinopatie-behandeling. Daar word geglo dat u persepsies en ervarings sal help om lig te werp op wat
motiveer of demotiveer diabetiese persone om behandeling vir diabetiese retinopatie by te woon.

Wat sal ek gevra word om te doen as ek instem om deel te neem?

As u instem om aan die studie deel te neem, sal u gevra word om 'n toestemmingsvorm te onderteken.
As u ingestem het om aan die studie deel te neem, kry u afskrifte van die deelnemer-inligtingsblad en
toestemmingsvorm. U sal gevra word om deel te neem aan 'n telefoniese onderhoud met die navorser.
Die onderhoud sal plaasvind op 'n tyd wat u goedkeur. Die onderhoud behoort nie langer as 45 minute
te duur nie. Die onderhoud sal met behulp van 'n klankopnemer opgeneem word. Dit sal 'n eenmalige
onderhoud wees en u hoef nie verder op te tree nie. Jy sal gevra word vrae oor jou diabetiese retinopatie
behandeling, asook oor jou ervarings en menings oor hindernisse in die bywoning van behandeling.

Sal my deelname aan die studie vertroulik gehou word?

Die navorser onderneem om u identiteit en die aard van u bydraes te beskerm. Om anonimiteit te
verseker, sal u naam nie in die onderhoud opgeneem word nie; in plaas daarvan word 'n kode gebruik
om u data met u identiteit te koppel. Die navorser sal die enigste persoon wees met toegang tot die
identifikasiekodes. Die toestemmingsvorms sal op 'n veilige plek bewaar word waartoe slegs die
navorser toegang het. Die klankopnames en getikte onderhoudsnotas sal op 'n rekenaar met 'n
wagwoordbeskerming gehou word.

As ons 'n verslag of artikel oor hierdie navorsingsprojek skryf, sal u identiteit beskerm word.

In ooreenstemming met wetlike vereistes en / of professionele standaarde, sal ek informasie rakende
kindermishandeling of verwaarlosing, of moontlike skade aan u of ander persone onder die aandag van
die toepaslike individue en / of owerheidsinligting bring. In hierdie geval sal ek u daarvan inlig dat ek
vertroulikheid moet verbreek om my wetlike verantwoordelikheid aan die owerhede na te kom.

Wat is die risiko’s van hierdie navorsing?

Potensiéle risiko's vir deelname aan hierdie studie sluit in ongemak of angs as daar gepraat word oor
die behandeling van u diabetiese retinopatie . Net so kan ongemak en stress veroorsaak word as 'n mens
praat oor hindernisse wat die bywoning van behandeling demotiveer,. Alle menslike interaksies en om
oor jouself of ander te praat hou 'n mate van risiko's in. Die navorser sal sulke risiko's verminder en sal
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dadelik optree om u te help as u emosionele of fisieke probleme ervaar tydens die deelname aan hierdie
studie. Waar nodig, sal 'n toepaslike professionele persoon verwys word vir verdere hulp of ingryping.

Kontak inligting vir verwysings:

Stikland Hospitaal: 0219404400
LOFOB: 0217053753
Helen Keller Society: 0215315311
Koronavirus hulp-lyn 0800029999

Wat is die voordele van hierdie navorsing?

U sal miskien nie persoonlike voordeel uit die studie trek nie; die bevindinge kan die navorser egter
help om meer te wete te kom oor die perspektiewe en ervarings wat verband hou met diabetiese
retinopatiese behandeling, sowel as hindernisse wat met die behandeling van afsprake ervaar word.
Daar word gehoop dat mense voordeel sal trek uit die studie deur 'n beter begrip van die behoeftes van
diabetiese persone wat behandeling vir diabetiese retinopatie benodig.

Moet ek aan hierdie navorsing deelneem en mag ek op enige tyd ophou deelneem?

U deelname aan hierdie navorsing is heeltemal vrywillig. U kan kies om nie deel te neem nie. As u
besluit om deel te neem, kan u op enige tyd ophou deelneem. As u besluit om nie aan hierdie studie
deel te neem nie, of as u kies om op te hou met deelname, sal u nie gepenaliseer word of enige voordele
waarop u anders kwalifiseer het verloor nie.

Wat gebeur as ek vrae het?

Hierdie navorsing word deur Annalie Wentzel deur die Skool van' Openbare Gesondheid aan die
Universiteit van die Wes-Kaap gedoen. As u enige vrae het oor die navorsingstudie, kontak Annalie
Wentzel by:

Tel: 072 104 0891
E-pos: 3814491@myuwc.ac.za

As u enige vrae het rakende hierdie studie en u regte as navorsingsdeelnemer, of as u probleme wat u
ondervind het rakende die studie wil rapporteer, kontak:

Prof. Uta Lehmann

Direkteur

School of Public Health
University of the Western Cape
Private Bag X17

Bellville 7535

http://etd%z/vc.ac.za/



ulehmann@uwc.ac.za

OF

Prof Anthea Rhoda

Dekaan van die Fakulteit Gemeenskaps- en Gesondheidswetenskappe
Universiteit van die Wes-Kaap

Privaatsak X17

Bellville 7535

arhoda@uwc.ac.za

Hierdie navorsing is goedgekeur deur die Universiteit van Wes-Kaapland se Biomediese
Navorsingsetiekkomitee.

Verwysings nommer: BM20/1/8

Biomediese Navorsingsetiekkomitee
Universiteit van Wes-Kaapland
Privaatsak X17

Bellville

7535

Tel: 021 959 4111

e-pos: research-ethics@uwc.ac.za
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Appendix H
Inligtingsblad: Belangrike informant

Titel van navorsingsprojek: Bepalers van nakomingsgedrag in pasiénte met diabetes wat verwys was
vir diabetiese retinopatie vanaf 'n gesondheidsorginstelling in Kaapstad, Suid-Afrika.

Waaroor gaan hierdie studie?

Dit is 'n navorsingsprojek wat deur Annalie Wentzel gedoen word met die 0og op 'n skripsie aan die
Universiteit van die Wes-Kaap. Die doel van hierdie navorsing is om die faktore te ondersoek wat
verband hou met die nakoming van diabetiese persone wat verwys word na diabetiese retinopatie-
behandeling. U word uitgenooi om aan hierdie navorsing deel te neem omdat u 'n cogkundige is wat
met diabeetpasiénte saamwerk en hulle verwys vir diabetiese retinopatie in die Kaapstadse metropool.
Dit word geglo dat jou persepsies en ervarings sal help lig werp op wat motiveer of demotivates diabeet
persone om behandeling vir diabetiese retinopatie by te woon.

Wat sal ek gevra word om te doen as ek instem om deel te neem?

As u instem om aan die studie deel te neem, sal u gevra word om 'n toestemmingsvorm te onderteken.
As u ingestem het om aan die studie deel te neem, kry u afskrifte van die deelnemer-inligtingsblad en
toestemmingsvorm. U sal gevra word om deel te neem aan 'n telefoniese onderhoud met die navorser.
Die onderhoud sal plaasvind op 'n tyd wat u goedkeur. Die onderhoud behoort nie langer as 45 minute
te duur nie. Die onderhoud sal met behulp van 'n klankopnemer opgeneem word. Dit sal 'n eenmalige
onderhoud wees en u hoef nie verder op te tree nie. Jy sal gevra word vrae oor jou diabetiese retinopatie
behandeling, asook oor jou ervarings en menings oor hindernisse in die bywoning van behandeling.

Sal my deelname aan die studie vertroulik gehou word?

Die navorser onderneem om u identiteit en die aard van u bydraes te beskerm. Om anonimiteit te
verseker, sal u naam nie in die onderhoud opgeneem word nie; in plaas daarvan word 'n kode gebruik
om u data met u identiteit te koppel. Die navorser sal die enigste persoon wees met toegang tot die
identifikasiekodes. Die toestemmingsvorms sal op 'n veilige plek bewaar word waartoe slegs die
navorser toegang het. Die klankopnames en getikte onderhoudsnotas sal op 'n rekenaar met 'n
wagwoordbeskerming gehou word.

As ons 'n verslag of artikel oor hierdie navorsingsprojek skryf, sal u identiteit beskerm word.

In ooreenstemming met wetlike vereistes en / of professionele standaarde, sal ek informasie rakende
kindermishandeling of verwaarlosing, of moontlike skade aan u of ander persone onder die aandag van
die toepaslike individue en / of owerheidsinligting bring. In hierdie geval sal ek u daarvan inlig dat ek
vertroulikheid moet verbreek om my wetlike verantwoordelikheid aan die owerhede na te kom.

Wat is die risiko's van hierdie navorsing?

Potensiéle risiko's vir deelname aan hierdie studie sluit in ongemak of angs as daar gepraat word oor
die behandeling van u diabetiese retinopatie . Net so kan ongemak en stress veroorsaak word as 'n mens
praat oor hindernisse wat die bywoning van behandeling demotiveer,. Alle menslike interaksies en om
oor jouself of ander te praat hou 'n mate van risiko's in. Die navorser sal sulke risiko's verminder en sal
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dadelik optree om u te help as u emosionele of fisieke probleme ervaar tydens die deelname aan hierdie
studie. Waar nodig, sal 'n toepaslike professionele persoon verwys word vir verdere hulp of ingryping.

Kontak inligting vir verwysings:

Stikland Hospital: 0219404400

Wat is die voordele van hierdie navorsing?

U sal miskien nie persoonlike voordeel uit die studie trek nie; die bevindinge kan die navorser egter
help om meer te wete te kom oor die perspektiewe en ervarings wat verband hou met diabetiese
retinopatiese behandeling, sowel as hindernisse wat met die behandeling van afsprake ervaar word.
Daar word gehoop dat mense voordeel sal trek uit die studie deur 'n beter begrip van die behoeftes van
diabetiese persone wat behandeling vir diabetiese retinopatie benodig.

Moet ek aan hierdie navorsing deelneem en mag ek op enige tyd ophou deelneem?

U deelname aan hierdie navorsing is heeltemal vrywillig. U kan kies om nie deel te neem nie. As u
besluit om deel te neem, kan u op enige tyd ophou deelneem. As u besluit om nie aan hierdie studie
deel te neem nie, of as u kies om op te hou met deelname, sal u nie gepenaliseer word of enige voordele
waarop u anders kwalifiseer het verloor nie.

Wat gebeur as ek vrae het?

Hierdie navorsing word deur Annalie Wentzel deur die Skool van Openbare Gesondheid aan die
Universiteit van die Wes-Kaap gedoen. As u enige vrae het oor die navorsingstudie, kontak Annalie
Wentzel by:

Tel: 072 104 0891
E-pos: 3814491@myuwc.ac.za

As u enige vrae het rakende hierdie studie en u regte as navorsingsdeelnemer, of as u probleme wat u
ondervind het rakende die studie wil rapporteer, kontak:

Prof. Uta Lehmann

Direkteur

School of Public Health
University of the Western Cape
Private Bag X17

Bellville 7535

ulehmann@uwc.ac.za

OF
Prof Anthea Rhoda
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Dekaan van die Fakulteit Gemeenskaps- en Gesondheidswetenskappe
Universiteit van die Wes-Kaap

Privaatsak X17

Bellville 7535

arhoda@uwc.ac.za

Hierdie navorsing is goedgekeur deur die Universiteit van Wes-Kaapland se Biomediese
Navorsingsetiekkomitee.

Verwysings nommer: BM20/1/8

Biomediese Navorsingsetiekkomitee
Universiteit van Wes-Kaapland
Privaatsak X17

Bellville

7535

Tel: 021 959 4111

e-pos: research-ethics@uwc.ac.za
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Appendix I
DEELNEMER INSTEMMING VORM

Titel van navorsingsprojek: Bepalers van nakomingsgedrag in pasiénte met diabetes wat verwys was
vir diabetiese retinopatie vanaf 'n gesondheidsorginstelling in Kaapstad, Suid-Afrika.

Die studie is vir my beskryf in 'n taal wat ek verstaan. My vrae oor die studie was beantwoord. Ek
verstaan wat my deelname sal betrek en ek stem saam om deel te neem van my eie keuse en vrye wil.
Ek verstaan dat my identiteit nie aan enigiemand bekend gemaak sal word nie. Ek verstaan dat ek kan
besluit om nie meer deel te neem aan die studie te eniger tyd sonder om 'n rede en sonder vrees vir
negatiewe gevolge of verlies van voordele vir my.

Deelnemer se N@aam  iiieiiiieceeeeenececncnenens

Deelnemer se handtekening  ..ciceeeeiiieneeiiineennnens

Datum i iiiirereaae.

BIOMEDICAL RESEARCH ETHICS ADMINISTRATION
Research Office

New Arts Building,

C-Block, Top Floor, Room 28

University of the Western Cape

Private Bag X17

Bellville 7535
Verwysings Nommer: BM20/1/8
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Appendix J
BELANGRIKE INFORMANT INSTEMMING VORM

Titel van navorsingsprojek: Bepalers van nakomingsgedrag in pasiénte met diabetes wat verwys was
vir diabetiese retinopatie vanaf 'n gesondheidsorginstelling in Kaapstad, Suid-Afrika.

Die studie is vir my beskryf in 'n taal wat ek verstaan. My vrae oor die studie was beantwoord. Ek
verstaan wat my deelname sal betrek en ek stem saam om deel te neem van my eie keuse en vrye wil.
Ek verstaan dat my identiteit nie aan enigiemand bekend gemaak sal word nie. Ek verstaan dat ek kan
besluit om nie meer deel te neem aan die studie te eniger tyd sonder om 'n rede en sonder vrees vir
negatiewe gevolge of verlies van voordele vir my.

Deelnemer se N@aam  iiieiieieceeceeneneencnennns

Deelnemer se handtekening  ..ciceeeeiiieneeiiineennnens

Datum i iiiirereaae.

BIOMEDICAL RESEARCH ETHICS ADMINISTRATION
Research Office

New Arts Building,

C-Block, Top Floor, Room 28

University of the Western Cape

Private Bag X17

Bellville 7535
Verwysings Nommer: BM20/1/8
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Appendix K

Semi-structured interview guide: participants

1.

N

11.

12

13.
14.

Can you tell me about the day hospital that you visit for treatment and information (for
diabetes)?
Prompts

e s it easily accessible?

e How do you feel about the services?

e How do you feel about the staff?

e How do you feel about the information they give you?

How long have been living with diabetes?
Can you tell me what you know about diabetes and eye health?
Prompts

e Canyou elaborate?

e Where did you get this information from?

e What information has the day hospital provided regarding eyecare for diabetic

patients?

e Do you ever get your information from friends, family or the internet (google)?
Are you aware that you require an eye examination every year due to your diabetic
condition?

Can you tell me what you were told about diabetic retinopathy treatment?
Prompts

e Who told you?

Is there anything related to diabetic retinopathy you wish medical staff explained
better?

Did the person who referred you for treatment tell you what to expect when going for
treatment?

Can you tell me about finding out that you have diabetic retinopathy?

Prompts

e Who informed you?

e What did they say?

e Can you explain how you felt?

° Why’7
Did you attend the eye treatment?

. Was it easy for you to get to Tygerberg Hospital?

e Did you have to rely on someone for transport?
e Was the distance to travel or cost of travelling a problem?
Did you have to take time off of work?

. Can you tell me about the experience you had when you went for diabetic retinopathy

treatment?
Prompts
e Was the procedure comfortable or uncomfortable?
e Did anyone explain to you what they were doing and why?
e Would you go for another treatment if it was required?
Can you tell me about some times when you missed your treatment appointments?
What made it difficult for you to attend appointments?
Prompts
e What was going on in your life?
e Did you tell friends and family about needing the treatment?
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15.
16.

17.
18.

e Were your family and friends supportive?

e What were your experiences with Tygerberg Hospital and its staff members?
What were the main factors that motivated you to attend appointments?
Has it been easier or more difficult to get the required diabetic retinopathy treatment
since the coronavirus lockdown?
Prompts

e Can you explain what process you went through?
Did you forgo eye appointments due to corona-virus concerns?
Has the coronavirus pandemic stopped you from seeking medical care for diabetic
retinopathy?
Prompts

e In what way?

e Are you worried about going to a hospital during this time?

e Why are you worried?

e Were your treatment or follow-up dates changed as a result of COVID-19

related problems?
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Appendix L

Semi-structured interview guide: key informants

1.

11.

Please describe your role within the Retinal Screening Programme
Prompts
e Can you elaborate on your duties relating to the retinal screenings?
e Are there more people in your team?
What information regarding diabetic retinopathy do you provide to diabetic patients
during their retinal screening?
Prompts:
e Do the patients seem well informed regarding diabetic retinopathy?
e Are you aware of any other medical professionals that inform them of diabetic
retinopathy?
e Do you think the day hospital provides enough information regarding diabetic
retinopathy?
Do the other members of your team offer patients information regarding diabetic
retinopathy?
Prompts:
e What information do they offer patients?
e How is it different from the information you offer patients?
Do you know if the day hospital provides them with any info?
e Do you think it would help if health promoters take on some of those education
responsibilities?
What information regarding the treatment of diabetic retinopathy is provided to
diabetic patients when they are referred?
Prompts:
e Are patients informed of the available treatments?
e Are patients informed about what they can expect regarding treatment?
How do diabetic patients react when you inform them that they need to be referred for
diabetic retinopathy and require treatment?
What support is provided by the Retinal Screening Programme/your NGO for patients
who need treatment?
What are some of the challenges you have faced when referring participants for diabetic
retinopathy treatment?
Prompts
e Were there challenges relating to the patient/ patient compliance?
e Were the challenges related to the referral protocol with the tertiary/treating
institution?
e What were the challenges related to the diabetic retinopathy treatment facility
or its staff members?
How would you address challenges brought up in the previous question?

. Have any patients informed you that they have missed their scheduled treatment

appointments?
Prompts:
e Did they give a reason?
e What were the reasons?
e To your knowledge, did they receive a new date for treatment?
e Was it relatively easy for them to get another date?
What, in your opinion, are the main barriers to compliance among your patients?
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12. How does the health care facility (day hospital AND Tertiary Hospital sides) help
address these problems?

13. What steps/implementations/measures do you think can be taken by day hospitals or
your NGO/retinal screening programme to reduce the non-compliance rates regarding
DR treatment?

14. Has the coronavirus pandemic affected your ability to perform retinal screenings and
refer patients for diabetic retinopathy treatment?

Prompts
e How has it affected your ability to perform at work?
e How do you feel about this?

15. If you are unable to provide the retinal screening services during this time, are you
aware of any other routes that patients within the public health system can take to access
primary eyecare services and retinal screenings?

Prompts
e Can you describe the routes?
e Ifthere aren’t any other routes, what do you think will happen with patients who
urgently require diabetic retinopathy treatment?
e Do you think urgent cases will receive timeous treatment?
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Appendix M

Semi-gestruktureerde onderhoudsgids: deelnemers

1. Kan u my vertel van die daghospitaal waar u behandeling en inligting ontvang vir u
diabetes?

aanwysings
* [s die daghospitaal maklik bereikbaar?
* Hoe voel u oor die dienste?
* Hoe voel u or die personeel?
* Hoe voel u oor die inligting wat hulle vir u gee?
2. Hoe lank is u al ‘n diabeet?
3. Kan u my vertel wat u weet van hoe diabetes die ooggesondheid beinvloed?
aanwysings

« Kan u uitbrei?

»  Waar het u hierdie inligting ontvang? (wie het die inligting aan u oorgedra?)

« Watter inligting het die daghospitaal aan u verskaf rakende oogversorging vir
diabetiese pasiénte?

« Kry u ooit u informasie by vriende, familie of die internet (google)?

3. Is u bewus dat diabete elke jaar ‘n retinale/oog toets behoort te kry?
4. Weet u dat u elke jaar 'n oogondersoek benodig as gevolg van u diabetiese toestand?

5. Wat weet u rakende die behandeling van die oogprobleme wat versoorsaak is deur
diabetes?

aanwysings
*Wie het jou vertel?
5. Het die person wat jou verwys het vir oogbehandeling jou vertel wat jy kan verwag?

6. Dink u die mediese personeel behoort meer oor die ooggesondheid en diabetes
verduidelik?

7. Het die persoon wat u vir behandeling verwys het, vir u gesé wat u kan verwag wanneer u
vir behandeling gaan?

8. Kan u uitbrei oor hoe u gevoel het toe u vertel is dat u diabetiese retinopatie het?
aanwysings
» Wie het u ingelig?
*Wat het hulle gesé?

+ Kan u verduidelik hoe u gevoel het?
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* Hoekom?
9. Het u die oogbehandeling bygewoon?
10. Was die Tygerberg Hospitaal vir u maklik bereikbaar?

e Moes u iemand vra om u daarheen te neem?
e Was die reisafstand of die koste van die reis 'n probleem?

11. Moes u tyd by die werk afgevat het?

12. Kan u my vertel van die ervaring wat u gehad het toe u vir die oogbehandeling gegaan
het?

aanwysings
» Was die prosedure gemaklik of ongemaklik?
* Het iemand aan u verduidelik wat hulle doen en waarom?
» Hoe het u die personeel ervaar? Was hulle vriendelik etc.
» Sal u vir verdere behandeling gaan as dit nodig is?
13. Kan u my vertel van die kere wat u die afsprake misgeloop het?
14. Wat het dit vir u moeilik gemaak om afsprake by te woon?
Aanwysing

« Wat het in jou lewe aangegaan toe jy afsprake gemis het?

» Het u vriende en familie vertel dat u die behandeling benodig?

» Was u familie en vriende ondersteunend?

« Wat was u ervarings met Tygerberg Hospitaal se cogkliniek en sy personeellede?

15. Wat het u gemotiveer maak om oogafsprake by te woon?

16. Was dit makliker of moeiliker om die nodige behandeling met diabetiese retinopatie te
kry sedert die pandemie-maatreéls van die Coronavirus in werking getree het?

aanwysings
+ Kan u verduidelik watter proses u deurgemaak het?
17. Het u oogafsprake gemis weens korona-virus?

18. Het die koronaviruspandemie u verhinder om mediese behandeling vir diabetiese
retinopatie te soek?

aanwysings
*Op watter manier?
* Is u bekommerd om in hierdie tyd hospitaal toe te gaan?

» Waarom is u bekommerd?
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* Is u behandelings- of opvolgdatums verander as gevolg van COVID-19 verwante
probleme?
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Appendix N

Semi-gestruktureerde onderhoudsgids - Belangrike informante

1. Beskryf u rol in die Retinal Screening Program
Aanwysings
e Kan u meer verduidelik oor u pligte rakende die retinale ondersoeke
e |s daar ander mense in u span?

2. Watter inligting word rakende diabetiese retinopatie gegee aan
pasiénte gedurende die oogondersoek?
Aanwysings

e Lyk die pasiénte goed ingelig rakende diabetiese retinopatie?
e s u bewus van enige ander mediese beroepslui wat hulle inlig oor
diabetiese retinopatie?
e Dink u die daghospitaal verskaf genoeg inligting rakende diabetiese
retinopatie?
3. Bied die ander lede van u span pasiénte inligting rakende diabetiese
retinopatie?
Aanwysings:
e Watter inligting bied hulle aan pasiénte?
e Hoe verskil dit van die inligting wat u aan pasiénte bied?
4. Weet u of die daghospitaal inligting aan hulle verskaf?
e Dink u dit sal help as gesondheidsbevorderaars sommige van die
verantwoordelikhede / opvoedingsprogram aanvaar?
5. Watter inligting wat handel oor diabetiese retinopatie behandeling word aan
diabetiese pasiénte gegee wanneer hulle verwys word?
e Word pasiénte ingelig oor die beskikbare behandelings?
e Word pasiénte ingelig oor wat hulle kan verwag?
6. Hoe reageer diabetiese pasiénte as u sé dat hulle na diabetiese retinopatie
behandeling verwys moet word?
7. Hoeveel steun word deur die Retinal Screening Programme gebied vir
pasiénte wat behandeling benodig?
8. Wat is 'n paar van die uitdagings wat u in die gesig gestaar het toe u pasiénte
moes verwys vir diabetiese retinopatie behandeling?
Aanwysing
e Was daar uitdagings wat verband hou met die nakomingsgedrag van
die pasiént
e Hou die uitdagings verband met die verwysingsprotokol na die tersiére
/ behandelende instansie?
e Wat was die uitdagings wat verband hou met die behandelingsinstansie
vir diabetiese retinopatie of sy personeellede?

9. Hoe sou u hierdie uitdagings aanpak?
10. Het enige pasiénte u in kennis gestel dat hulle hul geskeduleerde
behandelingsafsprake misgeloop het?
Aanwysings

e Het hulle ‘n rede gegee?
e Wat was die redes?
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11.

12.

13.

14.

15.

e Het hulle, volgens u wete, 'n nuwe datum vir behandeling ontvang?
e Was dit relatief maklik vir hulle om 'n ander afspraak te kry?
Wat is volgens u die belangrikste hindernisse vir die nakoming van afpsrake vir
u pasiénte?
Hoe help die gesondheidsorgfasiliteit (daghospitaal EN Tersiére hospitaal) om
hierdie probleme aan te spreek?
Watter stappe / implementerings / maatreéls dink u kan deur daghospitale of u
NRO / retinale siftingsprogram geneem word om die nie-nakomingsyfers rakende DR-
behandeling te verlaag?
Het die koronaviruspandemie u vermoé beinvlioed om retinale siftings uit te voer en
pasiénte na diabetiese retinopatie behandeling te verwys?
Aanwysings
e Hoe het dit u vermoé om te presteer by die werk beinvloed?
e Hoe voel u hieroor?
Is u bewus van enige ander roetes wat pasiénte binne die openbare
gesondheidsorgstelsel kan gebruik om toegang tot primére oogversorgingsdienste en
retinale siftings te verkry, as u nie in staat is om die retinasiftingsdienste gedurende
hierdie tyd te lewer nie?
Aanwysings
e Kan u die roete beskryf?
e Asdaar geen ander roetes is nie, wat dink u sal dan met gebeur met pasiénte wat
dringend retinopatiese behandeling benodig?
e Dink u dringende gevalle sal tydig behandel word?
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Appendix O

Table 5: Themes and corresponding codes used for tagging participant data

Themes

Codes and frequency

1. Knowledge about the

aetiology and treatment of .
DM and DR and the need for °
information

Annual retinal screening awareness (9)

DR and eye info participants want (10)

DR info given at day hospitals (37)
Diabetes-related information given at day
hospitals (36)

Eye test purpose as per participant (specs>retinal
screening) (4)

Info from community members/non-treating
medical professionals/internet (15)

Info given at retinal screening (18)

Info given at Tygerberg ophthalmology
regarding DR (2)

Participant knowledge or explanation of DR and
other related info (30)

Explanation for DR referral (7)

2. Personal and

behaviour

sociodemographic factors
that influenced compliance o

Barriers to receiving DR treatment and care
(Tygerberg and retinal screenings) (58)

DR treatment compliance (12)

General accessibility of day hospitals (3)
Financial problems relating to diabetes control
@)

Barriers to attending TBH in general (4)

How participants felt when told they have DR
(11)

Motivations to comply with DR treatment and
care (28)

Negative experiences with DR care (2)
Participant access to TBH (19)

Reasons for non-compliance to DR treatment (9)
State of vision and experiences with vision loss
(12)

Diabetes control (25)

Familial support (21)
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3.
of health care provided at the tertiary
and day hospitals

Perceptions about the quality

Experience at Tygerberg ophthalmologist (36)
Experiences at Tygerberg in general (7)

One on one at day hospitals to improve patient
relationships (and compliance) (2)

Participant experience of care at day hospital
(61)

Participant perceptions (interesting) (19)
Participant problems with Tygerberg (2)
Positive stories about Tygerberg Ophthalmology
(1)

Referral issues after retinal screening (8)
Unfounded stories regarding TBH/eye problems
()

Participant experience at retinal screening (27)

4.
experiences with care since the start
of the COVID-19 pandemic

Perceptions of and

Attitude towards COVID-19 (17)

COVID-19 affecting access to care (33)
COVID-19 affecting participant resolve to get
DR treatment and care (21)

Table 6: Themes and corresponding codes used for tagging key informant data

Themes

1.

Perception about the patients’
knowledge about the
aetiology and treatment of
DM and DR and the need for
information

Retinal screening duties/purpose (2)
Key informant- information given at retinal
screening (6)

Experiences with patient
referral at tertiary institutions
(Tygerberg Hospital and
Hospital 1)

Key informant experience with TBH (1)
Key informant experience with Hospital 1 (5)
Referral procedure (6)

Perceptions of patients’
issues that influence
compliance with DM and DR
care

Perceptions of barriers to DR care compliance
(18)
Key informants- interesting perceptions (13)

Recommendations to
improve DR care compliance
among patients

Health promoter and community health workers
(7)

How to improve DR care compliance (7)

Perceptions of how COVID-
19 affected access to DR care

COVID-19 affecting access to care (33)
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COVID-19 affecting px resolve to get DR
treatment and care (21)

6. Attitudes towards lack of DR
care during the COVID-19
pandemic

Attitude towards COVID-19 (17)
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Appendix P

Table 7: The Scottish diabetic retinopathy grading system (Zachariah, Wykes and Yorston,

2015)

Retinopathy
grade

Retinopathy description

Outcome

RO

No diabetic retinopathy present

Rescreen in 12 months

R1

Non-proliferative diabetic retinopathy — mild

The presence of at least one of any of the
following features

anywhere

dot haemorrhages
microaneurysms

hard exudates

cotton wool spots

blot haemorrhages

superficial/ flame shaped
haemorrhages

Rescreen in 12 months

R2

Non-proliferative diabetic retinopathy —
moderate

Four or more blot haemorrhages in one hemi-

field only

Rescreen in 6 months

R3

Non-proliferative diabetic retinopathy —
severe

Four or mare blot haemorrhages in both
inferior and superior hemi-fields
e Venous beading
e Intraretinal microvascular
abnormalities

Refer to an
ophthalmologist

R4

Proliferative diabetic retinopathy

e Neovascularisation
e Vitreous haemorrhage
e Pre-retinal haemorrhage

Refer to an
ophthalmologist urgently

R6

Retina not adequately visualised

Arrange an alternative
screening

M1

Hard exudates within 2 disc-diameters of the
fovea but further than 1 disc diameter from
the fovea

Rescreen in 6 months

M2

Lesions as specified below within 1 disc-
diameter of the centre of the fovea

¢ Any blot haemorrhages
e Any hard exudates

Refer to an
ophthalmologist
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