Supplemental Digital Content

Survey of Comprehensive Cleft Care in Sub-Saharan Africa

Part 1 intro:

Dear colleague,

Thank you for your interest in our survey about the barriers to African comprehensive cleft
care. This is an approved study survey, which has met the ethical and research requirements of
the University of Cape Town.

This study aims to identify the barriers that African healthcare professionals face while
performing and implementing comprehensive cleft care delivery in Africa. Furthermore, this
study aims to identify easily rectifiable factors as well as the most important interventions to

improve comprehensive cleft care delivery in Africa.

If you would like to participate in the study, once you have carefully considered the information
provided on the next page, please complete the whole survey and press ‘finish survey’.

Please do not hesitate to contact one of our researchers if you would like to discuss the

information provided or for further questions before agreeing to participate.

We greatly appreciate your time and participation in this study.

Part 2 intro:

About the survey

The survey consists of 27 questions, mostly multiple-choice, with the possibility to specify
your answer. If you choose to participate in this study, it will take approximately 10 minutes

of your time.

The language of the buttons (i.e. previous/next/finish) can be changed in the upper right corner.



Private information about you will be collected and used by the study team. All your responses
will be kept confidential. Only those directly involved with this project will have access to the
data. The results of all the details and tests collected by researchers will be transferred to a
computer. The information is stored in Castor, a server in the EU. No information about
individual persons will be released to any other parties besides the research team. When the
results are published (for example, in medical journals), no personal details that could identify
individuals, or individual households will be included. Completed results and all other study-

related paper or electronic records will be stored in a secure place.

If you decide to take part in the study, you may withdraw from participation at any time. Your
information will be deleted.

If you have any questions about the study, please contact the researchers by emailing the

division of plastic surgery email.

Part 1: consent
By clicking YES below, | affirm that | have read this consent form and that | voluntarily consent
to participate in this survey, and | give consent that my information is used for a possible
publication.

e YES

e NO

— When the answer is ‘No’, the participant cannot continue with the survey.

By clicking YES below, I give consent to be approached for further questions in the future.

e YES
e NO
Part 2 general questions:
1. Name:.......................

2. Surname: ...........cc.euenn.

3. E-mail: ...................

4. AQe: ..o years



5. Gender
e Female
e Male
e | rather not say
e Other

Part 3: health care professional
6.  Are you currently working in cleft lip and palate care or have you worked in cleft lip
and palate care in the past 3 years?*
* Working in cleft lip and palate care means that you have seen and treated patients with cleft
lip and/or palate on a regular basis.
e Yes

e NO

— When the answer is ‘No’, the participant cannot continue with the survey.

7. Inwhich African country do you provide cleft care?:

All African countries multiple choice

Other (please specify) ...
8.  In which city/area do you provide cleft care? .................oooeiiiiiiiiin...
9.  Name of the hospital you are working in: .............
10.  In what type of hospital are you working?
e Public hospital
e Private hospital
e [don’t know

e Other (please specify) .....

— When the answer is ‘public hospital’, show question 10.1



10.1.  In what type of public hospital are you working?
e Teaching academic hospital
e General peripheral hospital
e [don’t know

e Other (please specify) ......

11.  What kind of specialist are you?
e Pediatrician
e Plastic Surgeon
e Maxillofacial Surgeon
e Ear, Nose, Throat surgeon
e Clinical geneticist
e Nursing specialist
e Psychologist
e Dentist
e Orthodontist
e Speech therapist
e Social worker

o Other (please Specify) ....o.vviiiiiiii

— When plastic surgeon, maxillofacial surgeon, ENT surgeon, or other, go to question 11.1 &

11.2, when not, go to question 12.

11.1. Do you perform cleft surgery in your hospital?
e Yes

e NO

11.2. How many cleft surgeons are there in your country?

e 5-10
e 10-20
e 20-30
o >30



e [ don’ know

— If “yes” to 11.1, go to number 11.3, if “no” go to number 12.

11.3.  How many primary cleft surgeries do you perform per year?
e <20 cases
e 20-40 cases

e > 40 cases

11.3  How were you trained to perform cleft surgery? (more than 1 possibility)
e Taught by an experienced cleft surgeon
e Learned through courses and/or workshops
e Followed a fellowship
e Learned through visiting cleft units

e Other (please specify) ..................

11.4 Are you involved with NGOs?
® Yes

e NO

— If ‘yes’ then continue to 11.5

11.5 Which NGOs are you involved with
e Smile train
e Operation Smile

e Other (please specify) ....

12.  How many years have you been working in your present position?
e <1]1year
e 1-—3years
e 3-5years
e 5-10years

e 10+ years



13.  How many days per week do you work?
e Lessthan 1 day per week
e 1 day per week
e 2 days per week
e 3 days per week
e 4 days per week
e 5 days per week
e More than 5 days per week

14.  How many days per week do you provide cleft lip and/or palate care?
e Lessthan 1 day per week
e 1 day per week
e 2 days per week
e 3 days per week
e 4 days per week
e 5 days per week

e More than 5 days per week

Part 4 Specific barriers:
15.  Does your hospital/care facility have a waiting list for initial cleft repair (primary cleft
surgery)?
e NoO
e Yes

e [don’t know

If yes, how many patients are on the waiting list?
e fewer than 20 patients are on the waiting list
e 20 - 50 patients are on the waiting list
e 50 - 100 patients are on the waiting list

e more than 100 patients are on the waiting list

— If the answer is ‘yes’, go to question 15.1. If the answer is ‘no’ or ‘I don’t know’, go to

question 16.



15.1.  Which barrier(s) mainly cause(s) the waiting list for initial cleft repair?

Lack of financial means of the hospital
Lack of financial means of the patient
Lack of equipment

Lack of available staff

Lack of trained professionals

Lack of operating time

Lack of operating theatres

Poor staff remuneration

Migration of staff to the West

Other (please specify)

16.  Does your hospital have an experienced anaesthetist for cleft surgery?

e Yes
e NO

e [don’t know

17.  Does your hospital have any problems/shortcomings with regard to anaesthesia?

e Yes
e NO

e [don’t know

— If the answer is ‘yes’, go to question 17.1. If the answer is ‘no’ or ‘I don’t know’, go to

question 18.

17.1.  Which barrier(s) mainly cause(s) the problems/shortcomings with regards to

anaesthesia (multiple):

Lack of financial means of the hospital
Lack of financial means of the patient
Lack of equipment

Lack of available staff

Lack of trained professionals

Lack of operating time

Lack of operating theatres



e Poor staff remuneration
e Migration of staff to the West
e Other (please specify)

18.  Does your hospital have any problems with regard to operating room facilities?
® Yes
e No

e [don’t know

— If the answer is ‘yes’, go to question 18.1. If the answer is ‘no’ or ‘I don’t know’, go to

question 19.

18.1.  Which barrier(s) mainly cause(s) the problems with regards to operating room
facilities?
e Lack of financial means of the hospital
e Lack of financial means of the patient
e Lack of equipment
e Lack of available staff
e Lack of trained professionals
e Lack of operating time
e Lack of operating theatres
e Poor staff remuneration
e Migration of staff to the West
e Other (please specify)

19.  Is/Are there a/multiple multidisciplinary cleft team(s) in the country for cleft care?
*Consultants are either present at the clinic or always available for consultation.
® Yes
e No
e [don’t know

— If the answer is ‘no’, go to question 20.1.



20. Do you work in a multidisciplinary team for cleft care?

e Yes

e NO

e Other (please specify) .........

— If the answer is ‘yes’, go to questions 20.2, 20.3, 20.4. and 20.5

— If “I don’t know” go to question 21.

20.1.

20.2.

Which barrier(s) mainly cause(s) the absence of a multidisciplinary team for

cleft care:

Lack of financial means of the hospital

Lack of equipment

Lack of available staff

Lack of trained professionals

Poor staff remuneration

Migration of staff to the West

Other (please specify) .......ccooeviiiiiiiiiiiinn..

Which members are part of this multidisciplinary team for cleft care (If

applicable, more than one answer option is possible)

e Pediatrician

e Plastic Surgeon

e Maxillofacial Surgeon
e Ear, nose, throat surgeon
e Clinical geneticist

e Nursing specialist

e Psychologist

e Dentist

e Orthodontist

e Speech therapist

e Social worker

e Other (please Specify) ....covviiiiriii i



20.3.  Which of these members are present at the weekly or biweekly meetings? (If
applicable, more than one answer option is possible)
e Pediatrician
e Plastic Surgeon
e Maxillofacial Surgeon
e Ear, nose, throat surgeon
e Clinical geneticist
e Nursing specialist
e Psychologist
e Dentist
e Orthodontist
e Speech therapist
e Social worker

e Other (please specify) .....ooevvriiiiiiiii i

20.4.  How often does this multidisciplinary cleft team approximately meet?
e Never
e Once a week
e Once per two weeks
e Once per month

e Other (please specify) .....coovvviiiiiiiiiiiiiiien

20.5.  Inyour opinion, has the multidisciplinary team reached its full potential in your
hospital/care facility?
e Yes
e No
e Idon’t know

— If the answer is ‘no’ go to question 20.6.

— [f the answer is ‘yes or I don’t know’ to question 20.5, go to question 21.

20.6.  Which barrier(s) mainly cause(s) the multidisciplinary cleft team to have not
reached its full potential?

e Lack of financial means of the hospital



e Lack of financial means of the patient

e Lack of equipment

e Lack of available staff

e Lack of trained professionals

e Poor staff remuneration

e Migration of staff to the West

o Other (please Specify) ....ouvvviiiiiii i

21. s there a possibility of postoperative intensive care at the facility for cleft care?
® Yes
e No

e [don’t know

— If the answer is ‘no’, go to question 21.1.

— If the answer is ‘yes’ or ‘1 don’t know’, go to question 22.

21.1.  Which barrier(s) mainly cause(s) the absence of postoperative ICU at the facility
for cleft care:
e Lack of financial means of the hospital
e Lack of financial means of the patient
e Lack of equipment
e Lack of available staff
e Lack of trained professionals
e Lack of operating time
e Lack of operating theatres
e Poor staff remuneration
e Migration of staff to the West
e Other (please SPecify) ...oovviiriiiiii i

22.  Is dental support available in your cleft team?
® Yes
e No
e [don’t know



— [f the answer is ‘yes’, go to question 22.1.

— If the answer is ‘no’, go to question 22.2.

— [f the answer is ‘I don’t know’, go to question 23.

22.1.  What are the dental services provided?

e Oral hygiene improvement

e Orthodontics
e Other

22.2.  Which barrier(s) mainly cause(s) the absence of dental support?

Lack of financial means of the hospital

Lack of financial means of the patient

Lack of equipment

Lack of available staff

Lack of trained professionals

Lack of available treatment rooms

Inadequate training

Poor staff remuneration

Migration of staff to the West

Other (please specify) ....oovriviiiiiiii e

23.  Does your hospital have nutritional support available for cleft babies after birth?

Yes
No

I don’t know

— If the answer is ‘no’, go to question 23.1. If the answer is ‘yes’ or ‘I don’t know’, go to

question 24.

23.1.  If not, which barrier(s) mainly cause(s) the absence of nutritional support?

Lack of financial means of the hospital
Lack of financial means of the patient
Lack of equipment

Lack of available staff



e Lack of trained professionals

e Inadequate training

e Poor staff remuneration

e Migration of staff to the West

o Other (please specify) ....c.ovvvriiriiiiii

24.  Does your hospital/healthcare facility have a speech therapist available?
e Yes
e No

e [ don’t know

— If the answer is ‘no’, go to question 24.1. If the answer is ‘yes’ or ‘I don’t know’, go to

question 25.

24.1.  If not, which barrier(s) mainly cause(s) the absence of speech therapy?
e Lack of financial means of the hospital
e Lack of financial means of the patient
e Lack of equipment
e Lack of available staff
e Lack of trained professionals
e Inadequate training
e Poor staff remuneration
e Migration of staff to the West
e Other (please Specify) ....covviiiiiiiiii

25. Do you think cleft lip and/or palate is a stigmatised health condition in your country
which causes a barrier to comprehensive cleft care?
® Yes
e No
e | do not know
— If the answer is Yes, go to question 25.1. If the answer is no or i don’t know, go to question

26.

25.1.  If yes, what mainly causes this stigma?



e Cultural beliefs

e Religion

e Lack of awareness

e Lack of health literacy
e Lack of acceptability
e Other (please specify)

Part 5: Overall barriers
26.  What percentage of your cleft patients do you estimate to return for follow-up visit(s)
after they received primary lip surgery?
e Less than 25%
o 25% to 50%
e About 50%
e 50% to 75%
e More than 75%
e About 100%

27.  What is/are the biggest obstacle(s) to comprehensive cleft care in your country?
e Lack of financial means of the hospital
e Lack of financial means of the patient
e Lack of equipment
e Lack of available staff
e Lack of trained professionals
e Lack of operating time
e Lack of operating theatres
e Poor training
e Poor staff remuneration
e Migration of staff to the West
e Lack of patient awareness regarding congenital cleft lip and/or palate
o Social stigma around cleft lip and/or palate patients
e Poor general patient health
e Patient travel distance



e Patient travel costs
e Absence of multidisciplinary cleft teams
e Absence of cleft centres

e Other (please SPeCify) ..oovviiiriiiii i

28.  How can comprehensive cleft care be improved in your country?
e Creating multidisciplinary cleft teams
e Providing cleft training
e Financial support for patients
e Financial support for hospitals
e Creating cleft centres
e Raising awareness regarding congenital cleft lip and/or palate
e Realizing more operating theatres

o Other (please Specify) .....ooovviiiriiiiii

QOutro:

Thank you for participating in this questionnaire. This questionnaire was created with the help
of:

Prof Saleigh Adams, Plastic Surgeon, Cape Town, South Africa

Prof Meshach Onguti, Maxillofacial Surgeon, Nairobi, Kenya

Prof Anil Madaree, Plastic Surgeon, Durban, South Africa

Dr Peter Nthumba, Plastic Surgeon, Kijabe, Kenya

Miss Amber Mahieu, Medical student, Amsterdam, The Netherlands

Miss Pien Verreijdt, Medical Student, Amsterdam, The Netherlands

Prof Phumzile Hlongwa, Orthodontist, Pretoria, South Africa

Dr David Chong, Plastic Surgeon, Melbourne, Australia

Prof Salome Maswime, Head Global Surgery, University of Cape Town, South Africa

Prof Corstiaan Breugem, Plastic Surgeon, Amsterdam, The Netherlands

This is the end of the survey. You can now click on 'finish survey'.



