Barriers and facilitators to health care access for children in a low-income area in
Cape Town

Profitt, LB https://orcid.org/0000-0001-8307-2285, Bresick G https://orcid.org/0000-
0001-8512-9329, Rossouw L https://orcid.org/0000-0002-1642-9536, Van Stormbroek B
https://orcid.org/0000-0001-5508-7391

Abstract

Background

In Cape Town the under-5 mortality rate has plateaued to 20 per 1000 live births. The
southern subdistrict has the largest paediatric population in Metro West and accounts
for 31% of deaths in Metro West. Across the metropole 60% of child deaths are out
of hospital. We investigated barriers to accessing health care for children in the False

Bay Hospital drainage area.
Methods

Quantitative and qualitative methods were used: community survey (n=62),
qualitative interviews (n=11) with caregivers of children who presented critically ill or
deceased (January 2017 - Dec 2020) and a modified nominal group meeting of
community based and clinical services managers to identify and achieve consensus

on solutions.
Results

Community members (74%) experienced barriers in accessing care and only 60%
knew the correct emergency contact numbers. Knowledge of basic home care for
common conditions was limited. Interview themes showed barriers of affordability,
acceptability, access, as well as household and facility factors. The nominal group
technique suggested that improvement in community-based services, transport
access and lengthening service hours would alleviate some of the challenges in

accessing care.
Conclusions

The barriers to accessing care seem insurmountable to those who encounter them,
yet solutions and community assets do exist. The optimal utilization of services and
community assets have the potential to improve access to care with resultant
decreased out-of-hospital deaths and improvement of the under-5 mortality rate. A
well-coordinated Community Orientated Primary Care (COPC) program with

intersectoral collaboration and government commitment needs to be implemented.
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Introduction

The poorest and the most rural communities are usually the worst affected by high
childhood mortality rates.” This is demonstrated in the differences in under-5
mortality rates (USMR) between high income countries (e.g. Spain) of 5 per 1000 live
births and in Sub-Saharan Africa with 76 per 1000 (50% of the global child deaths).®
4 In response to the poverty related burden of iliness, the United Nations published
Millennium Development Goals (MDGs).® © The 4" MDG was to reduce deaths
under 5 years by two thirds. Globally, there has been only a 50% drop in under 5
mortality.® The MDG’s were replaced in 2016 with the sustainable development
goals (SDGs),® following the 2015 report that noted the interplay of poverty and
health, with vulnerable children living in poverty suffering double the mortality
compared to those from the richest quintiles of society.® The SDG'’s are less specific
than the MDG'’s but attempt to address the social determinants of health (SDH) that
reflect the circumstances in which people live such as education levels, sanitation,

and nutrition."- 6.8

Barriers to accessing health care are common® in developing countries and
vulnerable populations across the globe and have been described in terms of
availability, affordability and accessibility.'"” Accessibility includes access to
transportation and communication in one's own language.!"" '2 Availability of health
care facilities tends to vary between urban and rural settings, with 62% of African
people having a clinic within walking distance.® Affordability relates to both the direct
cost such as user fees and medication costs and the indirect costs such as loss of

income or transport costs.

South Africa has reduced its USMR from 75 per 1000 in 2008 to 34 per 1000 in 2016;
this varies by province and population group reflecting both the Apartheid
segregation and rural urban divide.? ¥ The Western Cape Province U5MR
plateaued in 2018 at 20 per 1000 live births¥ from 24.1 in 2011.'"Y By 2015, the City
of Cape Town had succeeded in a 33% drop in the under 5 mortality rate.'> '® The
plateauing of the death rate has been linked to out of hospital preventable deaths
making up 50-70% of all under 5 deaths in the Western Cape. This is similar to the
rest of Southern Africa where 50% of deaths are out of hospital,”® from pneumonia,
gastroenteritis, trauma and sepsis.('> 1% 17 18 Pathway to care'® studies have shown
delays in seeking care are due to failure to recognise illness or severity thereof, lack
of transport, health care facility issues and other barriers.® 2% In a retrospective study
of under 5 deaths in metro west in 2011, Reid et al showed that up to 15% of children
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dying at home had received care within the week that they died.(® In Cape Town it
was noted that there are complex pathways with multiple delays in assessment and
transfer to a Paediatric Intensive Care Unit (PICU) resulting in many potentially
avoidable deaths.®” Common barriers to care within Cape Town include
communication challenges, facility barriers including staff attitudes and access
issues.® The majority of patients attending the Red Cross War Memorial Children’s
Hospital (RCWMCH) report walking to access health care with a median distance to
a 24 hour facility being 6km from their home.®" In the same study 70% of patients
traveled by foot to the nearest facility with some having to walk 13km.®".22)

South Africa is in a fairly unique situation, being classed as a middle income country
and having a per capita percentage health spend comparable with European
countries (SA 8.11%, ltaly 8.8%, European Union 9.87%).?% 24 South Africa however
faces political antecedents, historical disparities and the quadruple burden of
disease,® as well as many poor communities in both rural and periurban
settingssettlements. Primary Health Care (PHC) (defined as first contact, continuous
and comprehensive care provided to [undifferentiated] populations...”?®) together
with  Community Orientated Primary Care®) (COPC) has been advocated as a
solution to this burden and South Africa along with many countries has undertaken
PHC re-engineering. The Western Cape has further prioritized reduction of childhood
mortality in the First 1000 days program.?® The program aims to reduce harms
children face from conception to their second birthday in order to improve the long
term quality and prosperity of their lives.

Study Purpose

This study aimed to determine and understand barriers to health care access of sick
children in the drainage areas of False Bay Hospital (FBH) in Cape Town and to
propose solutions using existing community assets and a COPC approach.

Study Objectives

1. To describe the health seeking behaviour and basic health care provision at
home by caregivers in the community.

2. To describe the demographic and clinical characteristics of the paediatric patients
(0-18 yrs) who presented severely ill (triaged red or blue) between January 2017-
December 2020.
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3. To explore caregivers’ experience when accessing health care for their critically ill
child.

4. To determine health care providers’ solutions and obtain their consensus on best
methods and local assets available to overcome the barriers and SDH impacting
negatively on health care access.

Methods

Study design
This cross-sectional mixed methods case study was conducted utilizing a community
survey, semi-structured interviews and the nominal group technique to collect

qualitative and quantitative data.

Study setting
The study was conducted at FBH and the associated health and community-based
facilities including Masiphumelele clinic and Ocean View clinic

The City of Cape Town is divided into eight health sub-districts,?® namely the
Northern, Khayelitsha, Tygerberg and Eastern sub-district which make up Metro East
and the Western, Southern, Klipfontein, and Mitchells Plain sub-district which make
up Metro West. The Southern sub-district is one of the largest - comprising 13% of
Cape Town’s population.®® The southern sub-district has the largest paediatric
population in Metro-west and 31% of paediatric deaths occur in this subdistrict with
60% of these are occurring outside of hospital facilities.'® Up to 10% of childhood
deaths at the RCWMCH PICU are from the False Bay Hospital (FBH) catchment
area.®) FBH is a district family physician led hospital with 76 inpatient beds, of which
6 are paediatric beds.®® The emergency centre (EC) receives both adult and
paediatric patients who are either self-referred or referred in from the surrounding
clinics. All patients are triaged according to the South African Triage Score (SATS).
Common paediatric emergencies include gastroenteritis with shock; pneumonia or
bronchiolitis with severe respiratory distress; status epilepticus and acute
exacerbations of asthma.

Areas that refer to FBH include Masiphumulele, Ocean View, Red Hill, Fish Hoek,
Simon’s Town and Muizenberg, which are commonly referred to as the Far South.
Masiphumulele is a large peri-urban informal settlement with approximately 40000
people of multiple nationalities, 75% of whom live in informal housing and half of the
population is unemployed®® Primary Health Care (PHC) is provided by the local
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Masiphumelele clinic run by the City of Cape Town Municipality. Non-Governmental
Organizations (NGO’s) such as the University of Cape Town’s (UCT) Students
Health and Welfare Centre’s Organisation (SHAWCO) provide evening clinics once
or twice per month® mostly for adult patients. The clinics in these areas are only 8-
hour facilities. Metro EMS has only one ambulance servicing households and
interfacility transfers in the Far South. COPC is coordinated by the family physician at
FBH with quarterly meetings with Community based services (CBS) — who are given
oversight by Living Hope, an NGO partnering with local health services for more than
two decades® — along with local clinic managers and hospital staff. The CBS
Community health workers (CHW) have received basic training in child health.

Selection of study population and sampling:

1. Community Survey

A survey was conducted amongst voluntary consenting eligible adult persons in the
community who self-identify as caregivers and are able to answer a questionnaire in
written or verbal form in English, Afrikaans, isiXhosa, Chichewa or Shona. This was
done in each of four quadrants of Masiphumlele using a map drawn by Living
Hope. 3 Adults who were not care givers or could not communicate in any of the five
languages were excluded.

The sample size was calculated using an online sample calculator® at 62 in order to
obtain a representative response from the population of 40000 representing 10000
households with an expected rate of 80% experiencing barriers; a margin of error
(precision) of 10%; and confidence interval of 95%.

2. Parent/Caregiver Interviews
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N=23788 (Total number of emergency N=23702 Patients
center patients aged 0-18 yrs in the time L__—,| triaged orange, yellow
period) or green excluded

v

N=86 (Triaged Red or Blue) Excluded N=81:

Jl N=27 incorrectly triaged
N=1 incorrect age
Additional 22 N=108
mortuary files found |=—= === N=47 no contact detail or

N=6 records not found

incorrect contact detail

Jl

N=27 invited for interview

not available

Jl N=8 did not attend
scheduled interview

—0 | N=8refused interview or

N= 11 interview conducted (and theme
saturation reached)

Figure 1: Flow diagram of participants in the interviews

The (FBH EC) patient register was searched retrospectively for children (0-18y) who
presented between Jan 2017 and Dec 2020 and were triaged red (severe acute
illness) or blue (no signs of life).®® The clinical record for each of these was
retrieved to confirm triage score and clinical outcomes. Demographic data, clinical
condition and disposition were extracted for analysis. A dataset was compiled of
critically ill children from which to invite parents or caregivers for interview. Eligible
parents or caregivers were contacted telephonically, verbal consent was obtained,
and one-on-one, face-to-face (n=10) or web based (n=1) interviews were set up at a
time convenient for the parent or caregiver. Written consent was signed at the time
of the interview, except in the case of the web-based interview where verbal consent
was taken. Caregivers were excluded if they were under 18 years of age; unable to
communicate in South African languages dominant in the Western Cape including
Xhosa, Afrikaans and English; no translator was available for their preferred
language; contact details were unavailable; unable to attend the interview or those
who were incorrectly triaged. The additional files found were returned from the
mortuary and added to the database. See figure 1.
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3. Nominal Group Technique

The Nominal Group Technique® was conducted amongst 11 participants. The
group consisted of five community health workers, the family physician of FBH, one
clinic nurse, two nurse supervisors for community health workers, the outreach
paediatrician and the head of Living Hope organization. This group forms an existing
COPC structure known as the Far South Clinical governance forum, it is a group of
stakeholders who meet monthly to discuss clinical governance issues in the far
south geographical area. The group was selected for the NGT as it represented
invested stakeholders. EMS are also representative in the group but were excluded
as they were not available on the day. Each participant provided signed written
consent to participate in the NGT part of the study.

Data collection tools and analysis

Data collection tools included a community survey questionnaire, interviews with

caregivers and a nominal group technique-based meeting with health care workers.

1. Community Survey Questionnaire

A questionnaire was developed based on the WHO verbal autopsy®©® % to interview
parents and caregivers in the community. The WHO verbal autopsy is a tool used to
postulate cause of death and possible reversible causes in areas where there is less
access to formal mortuary and diagnostic services. An initial pilot of the questionnaire
was done with five respondents, feedback was obtained, and the survey was
adapted accordingly. Further to this, feedback was obtained from the translators and
amendments made. The survey translations — Afrikaans, Xhosa, Shona — were
checked by a second native speaker for accuracy. The questionnaire was
administered by a research assistant or self-administered in paper-based (n=50) or
an electronic format (n=12) (Google forms) between April and September 2020.
Convenience sampling was used for ease of conducting the survey. Parents and
caregivers were approached randomly and invited to participate in the survey. The
survey data were captured and securely stored in Google sheets (MS Excel
equivalent) and analysed using basic spreadsheet analysis and thematic analysis of
the qualitative responses. Health seeking behaviour was classified in categories of
Diarhoea and vomiting, cough and fever and injury by the researcher on a Linkert
scale as poor, good or excellent based on caregiver advice in the Road to Health
Booklet (RTHB).“0
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2. Parent/Caregiver Interviews

Interviews were conducted from a mixed phenomenological and grounded theory
perspective®! 42 with parents or caregivers whose children died or survived a major
critical health event. Phenomenological perspectives capture people’s experiences of
a phenomenon, situation or event while grounded theory builds an explanation of the
why of behaviour, these can be combined to reflect both the experiences and
reasoning which was adopted here. Interviews were conducted between November
2020 and May 2021. The interview schedule followed a semi-structured approach
with demographic information, and the experience of caregivers in accessing care
was explored. This included language fluency, physical barriers and social factors
associated with access to health care. Eleven face-to-face one-on-one Interviews
were conducted by an independent trained research assistant — a professional
counsellor — and recorded on digital devices. A translator was used during the
interview for non-English language speakers. Thereafter recordings were transcribed
verbatim by a separate assistant. The primary researcher checked the transcriptions
for accuracy and anonymity by comparing audio recordings with transcripts. Key
phrases from the transcriptions were manually coded using NVIVO12 for windows
(2021, QSR international) electronic data coding program by the primary researcher
and confirmed independently by the other authors to determine themes from within
the narratives of the interviews. Interviews were completed once theme saturation
had been reached and no new data emerged. All data collected was de-identified
and stored in a password protected computer file. Interviewees experiencing grief
reactions were offered voluntary counselling with a local NGO (HospiVision).

3. Nominal Group Technique

The NGT key stakeholders formed a physical group of eleven consenting adults over
the age of 18 and tasked with answering the question “How can we improve access
to health care for children in the Far South?” Due to constraints (COVID related) the
final NGT stages (5&6) could not be reached in the in-person meeting. The NGT was
therefore modified to allow for electronic (email) ranking of the items (responses)
generated. Each participant was emailed a copy of the categorized responses (see
Table 3) together with five ranking categorisations discussed at the meeting. Email
responses were correlated against the list of attendees before the data was entered
into the spreadsheet (anonymously). The researcher’s ranking for obtaining on
feasibility consensus with scoring is in brackets

1 Most feasible to implement immediately (Score 5)

2 Feasible to implement in the medium term (Score 4)
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3 Long term implementation (Score 3)

4 Dream to implement (Score 2)

5 Not currently useful. (Score 1)

Participants were given one month to respond electronically. Responses were
collated in an Excel (Office 365) spreadsheet. Data was analysed as per the NGT
method outlined in Figure 2 below. Provided all participants responded, the maximum

score an item could receive was 55 and the minimum sore was 11.

1. Presentation of Question: How can we improve access to health care for

children
2. Silent phase: Participants record
answers
3&4. Item generation,
clarification and 5. voting and
categorization prioritization
6. Group
consensus

Figure 2: Graphic representing Nominal group stages to consensus

Ethical Considerations

Ethics approval was obtained from UCT Health Research Ethics Committee
(Reference number: HREC 869_2019) and permission was obtained from Western
Cape Government health and wellness (WCGHW) (WC_202003_020) and the City of
Cape Town (Ref:8306) to conduct this research study. Participation in every section
was voluntary, anonymous and by means of informed consent. Data for each of the
three methods was anonymized and stored securely after being captured and
electronic data stored in a password protected electronic storage.

Results

1. Community Survey

Table 1 Results of community survey

Surveys completed 62




Gender of participant Female 48 (77%)
Male 9 (14%)
Undisclosed 5 (8%)
Nationality South African 47 (76%)
Zimbabwean 10 (16%)
Malawian 5 (8%)
Housing Brick 18 (29%)
Wendy (informal wooden housing) 4 (6%)
Shack (wood, plastic and iron sheeting) 38 (61%)
Schooling completed Never attended school 3 (5%)
Primary 11 (18%)
Secondary 40 (65%)
Tertiary 6 (10%)
Other 1 (2%)
Home language Xhosa 39 (63%)
Shona 7 (11%)
Chichewa 3 (5%)
Afrikaans 3 (5%)
English 1 (2%)
Fluency in local High fluency Moderate Poor Very  poor
languages fluency fluency fluency
English 28 (45%) 16 (26%) 15 (24%) 3 (4%)
Afrikaans 5 (8%) 8 (13%) 14 (23%) 33 (53%)
Xhosa 45 (73%) 4(6%) 7 (11%) 6 (9%)
Languages that health Xhosa 18 (29%)
:iﬂgﬁt ig?mmunlcated to English 17 (27%)
Mix of Xhosa and English 22 (35%)
Other 5 (8%)
Frequency of health care Seldom (< 2 visits per year) 15 (24%)
visits Infrequent (2-4 visits per year) 40 (65%)
Regularly (5-6 visits per year) 11 (18%)
Frequently (>7 visits per year) 9 (14%)




Experienced difficulty in accessing care for children 45 (74%)
Barriers experienced Multiple barriers 17 (27%)
Long waiting times 49 (79%)
Staff attitude 17 (27%)
Transport 8 (13%)
Language 7 (11%)
Knowledge of system 5 (8%)
Fears 5 (8%)
Cost 4 (6%)
| feel the health services are accessible 55 (89%)
Mode of transport to Walking 21 (34%)
health care facility Neighbours car 11 (18%)
Own transport 7 (11%),
Ambulance 8 (13%)
Public transport 11 (18%)
Correct Knowledge of emergency services number 36 (60%)
| feel the staff attitude Good 6 (10%)
towards me is Caring 10 (16%)
Abrupt 1 (1%)
Too busy 15 (24%)
Helpful 5 (8%)
Bad 1 (1%)
Good and caring 1 (1%)
Kind 17 (27%)
Did not answer 6 (10%)
| believe the heath Poor 20 (32%)
zﬁirs,rr;]ospital()air:buIance, Moderate 6 (10%)
Good 4 (6%)
Excellent 22 (35%)
Reason | heard so 9 (18%)
my experience 35 (56%)




| don't know 18 (29%)

they can't speak my language 5 (8%)
Health seeking behaviour
Diarrhoea
When your child becomes initiate sugar salt solution at home 20 (32%)
!Ih ovl\::éhyotﬂa:jr;r']?oea, what take to the clinic first 25 (40%)
take the child straight to the hospital 11 (18%)
give traditional medication 1 (2%)
When your child is sick restrict food and water 2 (3%)
with diarrhoea give sugar salt solution 22 (35%)
take the child to clinic 21 (33%)
take the child to hospital 10 (16%)
When in the illness would immediately 16 (25%)
m:pti?:le child to clinic or once loose stool and thirst 25 (40%)
when becoming weak 8 (12%)
when too weak to take sorrol 9 (14%)
If a child in your care is clinic 41 (66%)
(S(;?grrhvggg) Tur\;vr:)ymdst;(l)(lz use home or plant remedies 1 (2%)
them to take the child to hospital 12 (19%)
give sugar salt solution 5 (8%)
Vomiting
If a child in your care is clinic 47 (75%)

sick with vomiting, | would
take them to

take to spiritual healer/spiritist to drive out spirits afflicting

them 4 (6%)
take the child to hospital 5 (8%)
give sugar salt solution 2 (3%)
Cough with fever
If a child is coughing with  within hours 11 (18%)
2egjvet:; \t/\;k;(een tk?gmy?[g when cough and fever 11 (18%)
hospital or clinic? when looks ill 10 (16%)
if not improving after 1 day 18 (29%)
(

if not improving after 2 days 5 8%)




if struggling to breathe 2 (3%)

If a child in your care is clinic 43 (69%)
?g/l;r, \:Vl\tcoulgo’tje?kl tf\:\g:: private GP 1 (1%)
to pray for them 7 (11%)

use over the counter medicines 1 (1%)

take the child to hospital 9 (14%)

give sugar salt solution 2 (3%)
Injury 91% of respondents would take their child to hospital if there is

any level of pain following trauma. This was clarified further
with the following question based on the Wong-Baker pain

faces
| would take my child to no hurt 2 (3%)
ggf‘npiffges) (Wong-Baker i< a little bit 11 (18%)
hurts a little more 0 (0%)
hurts even more 19 (31%)
hurts a whole lot 11 (18%)
hurts worst 4 (6%)

Survey qualitative data

The written response section of the survey showed overall poor health seeking behaviour and

245  knowledge of home treatment of basic conditions including fever, cough and diarrhoea or vomiting.
Five themes emerged from analysis of the qualitative section of the survey, namely accessibility,
affordability, acceptability, household factors and facility factors.

Affordability
“I find it difficult to get the money”

250  “I'will not stay because | am bread winner in this house” “...once | take off day. yho!”

Accessibility (transport)

“I am working and | don’t have a car to carry my family to the hospital if they fall sick especially
during the night”

255
Acceptability
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“Most of the nurses are rough to patients, they will be social media so they won't have time and
patient to gave children health care because of cell phones”

“We find it difficult to access health services especially during the night, hospital workers hesitate to
attend to patients”

LT

“Get more sickness” “Corona”

Facility factors
“because of a long waiting time”

“I will not stay because | don't understand the English they use in hospital”
“I will not stay because | may not find a place for me to sleep with the child”

“I am a foreigner”

Household factors

“'m not educated for taking care of children”
“Who will take care of my children”

Transport is a variable barrier with transport cost for travel to health facility ranging between RO and
R500. Foreigners experience a greater cost in transport to access care especially at night, with the
Chichewa respondents reporting the highest range of cost (R250 to R500) compared with other
respondents (range 0-R45) except for one South African that reported that it costs R350 at night.

Some of the community assets recognised by survey respondents to overcome these barriers
included the unity of the community, a care for the environment and education.

Characteristics of paediatric patients at FBH

FBH had 23788 children attend the EC between January 2017 and Dec 2020 with an average of
5947 per year. Of these 86 were triaged red or blue code according to the SATS. This is an average
of 21 (0.35%) per year. The files were evaluated according to inclusion criteria.

The records identified 108 children as being red or blue code. Two children presented multiple times
(both known with epilepsy/seizure disorder) and 27 were coded incorrectly and excluded as they
were neither triaged red nor blue, 1 was incorrectly recorded as a child. The data for 78 patients
was represented as 80 EC visits, 41% of these were male. The age category - 1 month to 1 year
was the largest, with a female predominance — see figure 3. The most common presenting
complaint or diagnoses were respiratory illnesses (53.8%), seizures (11.3%), gastrointestinal
conditions (6.3%), sepsis including neonatal sepsis (2.5%), Presumed Sudden infant death
syndrome (3.8%), injuries (3.8%) and poison ingestion (2.5%). Other illnesses included one case of
chicken pox, one diabetic ketoacidosis and one foreign body inserted into the nose. See figure 4

below. Of the files audited 11% had missing data, within the file or the whole file could not be found.



Figure 3 Distribution of Paediatric emergency visits by age and gender
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The clinical dispositions of these patients

The following clinical dispositions were recorded: Fifteen children were transferred to higher levels
of care (Level 2 or Level 3), 20 were admitted at district level (non-paediatrician care) five were

295 declared dead in the EC and five were dead on arrival, for four deaths there is not enough data to
confirm whether they were confirmed as in or out of hospital deaths, 4 absconded before being
seen and 13 had no record of their outcome, 41 were discharged home.

Figure 4 Diagnoses or presenting complaint
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2. Caregiver Interviews

Data analysis of interviews revealed six categories — Affordability, Acceptability, Accessibility,
Availability, knowledge/ understanding and facility factors — with associated subcategories.

A further article is needed to give the full impact of the interviews, but the following quotes are
pertinent

Affordable

1.1 Transport
A28: “Not enough money for the taxi sometimes...”

1.2 Private versus public health care

A65 “...I've got medical aid so that | can provide and pay ... to get the best sort of access to the
best”

1.3 loss of income

A59“...you need help you get even more frustrated because you specifically set up that day [and not
able to earn]”

Acceptable

2.1 staff attitudes

A1 “she asked the security to help her because the child, ... was getting dizzy but the security

ignored her.”
A58” ... you can’t speak to them because they are irritated”
2.2 waiting times

A58 “Well, it’s like, if you come in for emergencies, like, you wait forever"
2.3 discrimination

A4: “Everything is perfect, | know and | tell you as a foreigner we experience no different...”
Accessible

3.1 Safety

A59 “...For safety reasons because the area that the clinic is in, there’s always gangsters around”
3.2 distance

A1: “Makhula. It’s ah a little bit far”

3.3 language
A2: “Some of the-the words | didn’t understand

3.4 Transport

A66 “...we just called Uber to come and get him to the hospital ... | didn’t think about [calling
ambulance] because he... it take long...”

3.5 lack of carer

A39 “...because most of the time he is with my mother because | work a lot so ...”
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3.6 social capital

A33 7 ... I've got one lady who | am working for. Sometimes he help me a lot...”
3.7 Facility capacity

AB5 “...sometimes people are turned away because they just can’t. They don’t have the capacity to
deal with you today...”

Available

A58: “Only once a week on a Tuesday ... | just think if there was a facility closer, she would have
been here today”

Knowledge and understanding/household factors

5.1 lliness

A66 “... his daddy stopped him and uh he take some soap and he cleaned the mouth...” [home
treatment for toxin ingestion]

5.2 System

A33 “When | want to come to hospital... They said you must go to clinic first and then one will send
you here. It’s just their rules, | don’t know why”

5.3 Ambulance contact number

AB5: “...it’s interesting we all know the nine-one-one for America but we don’t know our own one...”
Facility
6.1 Cleanliness

A32: “Um, and also that hospital is more clean”
6.2 Continuity of care

A32: “...Our folders are not complete, um, most of the time the folders are missing ...”

6.3 Communication

A58 “...it's almost like they are trying to show me, they tried to do something but they are not...
Three / four doctors they didn’t say much, they just said sorry until | had to go and get something to
calm myself.”

6.4 food

A32 “...that they maybe just offer the child a snack...There would be parents sitting ... They think
they are just going to see a doctor and then go home so they don’t pack a snack.”

6.5 Staff attitudes

A4 “...you almost died and they didn’t care about it.” A65 “...| think they’re not trained well enough

to engage themselves into the lives of people that come...”
6.6 burden of illness

A66 “... | leave my problem that | have because | see other people with more serious problems
come in hospital...”
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Data was triangulated with community survey data and experiences of Jones®? et al.

3. NGT with health care providers

The analysis of responses — Summation of scores — is included despite consensus not being

obtained (limitations). Those marked in bold should be investigated further for implementation —

scores of 8 or more are highlighted (the upper quartile of responses) — having been scored higher

by the NGT respondents.

Table 3 Recommended solutions to overcome barriers to accessing health care

Recommended solutions to barriers to accessing health care

score

Transport

Improve access to Emergency care after hours by strengthening state and private sector
ambulance services

13

Print Ambulance number into Road to health book/put a sticker into book

Educate community on Ambulance service

Signs in community with ambulance numbers

Healthnet for transport for follow-up visits

Subsidy for transport to health care facilities

Facility

Ocean View clinic to extend operating hours

Relationships strengthening

Nurse/community relationship improvement

Increase availability of emergency services within 2km e.g. fire station, police station

Becoming compassionate

Improve family planning access/services, especially for teens

Improve pregnancy counselling services

Increase access to 24-hour facilities in community i.e. at clinic not hospital

Mobile child health services in community doing health care, education and mental health to
strengthen care of children

g O N| N| O o o ©

Free care in hospitals - issue vouchers [current cost at hospital R40 or 2-3USD for unemployed
people]

Training of all support staff e.g. security officers and clerks in emotional intelligence and handling
people going through emergency situations

Prioritizing children in Emergency unit
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Dedicated child health queue in clinic with triaging at door

Starting a family clinic - everyone in a family can be seen on the same day 3
Cut down queues by having appointments 2
Education
Educate moms on family planning, Alcohol and substances 7
Community education - services available 4
- pamphlets to be distributed with CBS home services 4
Educate parents 4
- when child is sick
- when to take child to hospital
Education of community re immunizations 4
Environment
Crime prevention strategies in Ocean View 6
Policy and external changes
Perinatal/antenatal - identify those at high risk and refer to CBS; Community Health | 9
workers must then walk-through 1%t 1000 days with parent, educating on breast feeding,
substances etc, this will empower moms to seek care and increase accountability.
Increase preventable health care budget 8
Community liaison person for where to access help 4
Focus on 1 1000 days 4

Discussion

The study aimed to determine barriers and facilitators to health care for children in the FBH

drainage area and to identify solutions directed at reducing paediatric mortality. The Western Cape,

particularly Cape Town compares favourably with the national USMR, but more can be done to

reduce the USMR. While working at FBH, the principal investigator (LP) observed multiple “dead-on-

arrival” cases and hypothesized that many of these deaths were due to poor caregiver health
seeking behaviour as well as barriers to accessing care. We defined children as 0-18 years in line
with international nomenclature. We conducted a community survey and interviewed caregivers
whose children had experienced a critical event, and triangulated the results for a more holistic

understanding of the barriers caregivers faced in accessing care for children.
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The results from the community survey show that participant demographics (Table 1) concur with
experience working in the area which is a multicultural community with high unemployment, poor
education and mostly inadequate housing - SDH that are common in South Africa.'¥ Almost one
quarter of survey respondents were foreign nationals who experienced additional barriers to
accessing services such as language and poor attitudes of health care workers to foreigners, the
same issues have been noted in other parts of the country.“® Transport was also a barrier,
especially for Chichewa respondents who noted that it can cost in excess of R350 (approx. 24USD)
to access health care after hours, the equivalent to the monthly social relief grant.*4

Health seeking behaviour

Our findings show that basic knowledge of health care for children at home is poor. Most caregivers
do not know when to give oral rehydrate, which conditions can be managed at home, or which
needs immediate assistance at a health facility due to the severity. Only a third of survey
participants would use the World Health Organization (WHO) standard of sugar salt solution
(SSS)“9 to treat diarrhea. This reflects poor insight into home based care for children with
gastroenteritis, a common condition accounting for 10% of childhood deaths in the metro-west area
of Cape Town.'®)

Despite most respondents indicating a preference for western medicine over traditional medicine,
overall healthcare seeking behaviour is poor. Every child born in South Africa is given a RTHB
which details what to do and where to go in the event of a sick child. Our study highlights that these
guidelines are not followed, defying one of the key principles of the 15t 1000 days program.©® In
addition, recognition of severity of illness is poor. Some caregivers either rush to take their child to
clinic at the first signs of a cough, fever or after the first loose stool, or seek help too late. Poor
recognition of illness severity is a global phenomenon. 847 Too many presentations of mild, self-
limiting illness have the potential to overburden services. Recognition of the severity of illness can
however be difficult even for health care providers.@"

An interesting finding is that there were very few neonates (under 28 days) presenting to the
hospital EC during the study period. There were similar numbers for those under 1 year and those
under 5 years, with a male predominance under 1 and female predominance under 5. Presenting
conditions followed South African trends® of causes of death in under 5yrs with pneumonia first,
followed by seizures and diarrhoeal diseases.

Caregivers’ experiences

It is not surprising that 74% of respondents experienced barriers to accessing care, given what is
known from national and international literature.® 1012, 20. 21. 48-50) The |iterature shows that foreign

nationals experience greater barriers with respect to language, staff attitudes, transport, xenophobia



425

430

435

440

445

450

455

and documentation.('": 43 %0 The former three featured prominently in interviews and surveys, while

some survey respondents felt discriminated against because of their ethnicity.

Barriers to access elicited by the survey were similar to those expressed in interviews. The barriers
experienced were related to the associated cost of health care (affordability), with transport costs
and loss of income for days spent at hospital being the dominant concerns. Many found waiting
times and staff attitudes unacceptable. Accessibility was influenced by language barriers, distance
to health care facility, safety of the area, inadequate capacity of the facility, and lack of ambulance
services. One interview highlighted the difficulty caregivers face in accessing care after-hours in an
area serviced only by a mobile clinic on a weekly basis (availability). Household barriers evident in
both the interviews and survey were mostly related to inadequate knowledge of treating the iliness
at home, recognizing the severity of illness and practices such as washing the child’s mouth with
soap after a poison ingestion. Many would not initiate SSS at home for diarrhoea or vomiting; and
some would wait for signs of respiratory distress before taking a child with a respiratory illness to
hospital. Many did not know the emergency medical services number.

The Coronavirus pandemic impacted health care attendance. Child health visits were noted to be
reduced by up to 60% in some areas of the country.®" Local data from another sub-district in Cape
Town showed a reduction in child emergency presentations.®? Those who did present were
generally more ill compared with pre-pandemic presentations®? which may indicate a delay in
health seeking behaviour. The disruption of health services due to the pandemic is likely to have a
long term impact on access to care®® due to reduced vaccination coverage, deworming, vitamin A
supplementation and nutritional and TB screening, with a potential future worsening of mortality.
Work on interventions to improve paediatric care and to reduce barriers to accessing care will have
to consider recurrent waves of Coronavirus infection, the worsening economic climate and their

impact on PHC.

Providers ideas on improving access to care for children

The findings of the NGT conducted with providers concur well with those of the caregivers’
experiences. While the barriers faced are in keeping with those reported globally,
understanding/knowledge of caregivers’ experience emerged as important in devising solutions
proposed by providers. The top ranked items from the combined list generated by participants in
(stages 2-4) involved improving ambulance services, extending service opening times (to 21h00 or
24 hours) at the local clinic and including ambulance and emergency telephone numbers in the
RTHB. Solutions proposed by the nominal group will be relayed to the district paediatrician to be
addressed by future research e.g. piloting interventions. Providers noted the role of outside
stakeholder solutions — e.g. by higher management — such as improved government funding for
PHC, transport vouchers, ambulance availability and adjustment of clinic service hours.
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Recommendations

Recommendations have been categorized into the
themes of barriers experienced for ease of reading,
however some recommendations will affect multiple
barriers. These recommendations are a combination of
the NGT and the

the recommendations from

researchers recommendations.

1. Affordability

The problem of affordability could be addressed
through transport vouchers or improving private public
partnership. The utility of this community asset has
already been illustrated in Masiphumelele with private
ambulances assisting state patients when state
ambulances are not available. Lost income for days
spent at clinic may be alleviated if existing appointment
systems are improved, opening hours extended and
families seen by the same doctor rather than at
separate appointments. The differences noted in
private and state health care may be addressed with
the implementation of the proposed National Health
Insurance (NHI) by narrowing the access gap between
those who have and those who do not have health
insurance. This strategy is some time away.

2. Acceptability

Acceptability of the health care service may be

enhanced by staff training in interpersonal
communication and the sensitive handling of patients
and family members. Relationship strengthening
between health workers and the community and
increasing Health worker compassion were noted by
NGT participants as worthy interventions. It would be
worth investigating how this could be achieved in our

area, examples include compassionate care training.®*

Summary of recommendations

e U1 e b

e O e o

Affordability

Transport vouchers

NHI to bridge gap between public and
private health care costs

Appointments and longer clinic hours to
prevent loss of earning

Acceptability

Staff training on management of people in
emotionally charged environments
Appointments to reduce waiting times
Training of all workers including security,
clerical and healthcare workers in
compassionate care.

Access

Community interventions to reduce crime
and improve safety

Longer clinic working hours
Translation services
Transport solutions -
partnerships, vouchers
Improved social capital — people available
to safely care for children when parents are
working

Increased PHC spend to improve capacity
at facilities

Availability

Clinic hours adjustment

Household Factors

CHWSs to do more home visits and educate
on home care of iliness

Education via media platforms

Publication of emergency numbers - 112
Facility factors

Increase scope of work of CHW to include
vitamin A administration, deworming; to
reduce burden on facilities

ambulance

Broad recommendations

MWCAN to focus on respiratory illnesses
Implement levels of training and
remuneration for CHWs

Electronic registers for improved data
collection and improving triage consistency
Standardization of process of dead-on-
arrival children across health care facilities

Further studies

Assess to improve Facility preparedness to
handle emergencies

Artificial intelligence (Al) to assist with
efficient allocation of resources

Investigate the impact of communication of
non-medical staff with patients on health
care

Intervention planning studies such as
determining if increasing CHWs (reduced
CHW to household ratio) reduces mortality
and improves knowledge or household care
for children.
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%) Training could include using a calm tone of voice, listening to the complaints and concerns and
having methods to defuse a situation. Both clinical and non-clinical staff should be trained in this
regard. Family friendly methods of accessing care should be sought e.g. family-orientated clinics
and / or clinics available after hours for working care givers.

3. Access and 4. Availability

A community based ambulance service would be a logical expansion of the fledgling Emergency
First Aid Responder®® (EFAR) program within the community, an asset to fulfilling this role. EFARs
could assist with basic home care, directing the ambulance to the location when called and to
ascertain if an ambulance is really warranted. Strategies to address language barriers such as on-
site translators or 24-hour access to the folio translation service are needed. High crime rates
require community-wide interventions such as community policing, community development and
employment projects. FBH is the only 24-hour facility in the far South. Extended opening hours at
local PHC services will improve the availability of services and may overcome some transport

barriers.

5. Household factors
CHWs should focus on health promotion and education for appropriate health seeking behaviours.
WBOTs should utilize profile mapping in order to focus resources on high-risk families. Health
education at multiple levels is needed. This will include community health promotion, education at
primary and high schools, using social media, radio and television; and educating pregnant women
and parents to recognize when a child is sick and what home care can be provided. Improved
community-based services that include frequent home visits and health education will help

overcome knowledge gaps in home care for common illnesses.
Broad recommendations

It is also recommended that the Maternal, Women, Child, Adolescent and Neonate (MWCAN) forum
gives as much attention to respiratory illnesses in children now as it did with diarrhoeal diseases
over the past decade. This is imperative given the findings of higher death rates from respiratory
illnesses rather than gastroenteritis in this as well as other studies. While no consensus was
obtained in the NGT it was felt that PHC could be enriched by a full COPC approach. Home visits by
the CHWs could relieve factors of knowledge and home care and thus improve child health
literacy.®” This however mammoth task falls to the already over-stretched community-based
services.'>17:58.59) The importance of primary and then secondary prevention needs to be stressed.
It would be of great benefit to our communities to increase the number of community health workers.

These workers are only paid minimal wage and have only a basic education in health care. We
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recommend standardisation of training and tiered remuneration progression as further training is
completed. This model has been met with success at Philani®® a local NGO active in the Western
Cape for more than 40 years. The training of community-based workers under different NGO’s is
often disparate thus standardisation of the CHW curriculum is needed.®"

When compiling the interviewee list, we observed that not all dead-on-arrival children were captured
on emergency registers — files sent to the mortuary were returned to FBH. This highlights the need
for a standard operating procedure across all the services regarding facility level data capturing. At
the time of the study, FBH used a paper-based register system. Advances in technology such as
the HECTIS system (electronic triage and emergency record keeping for emergency centers with
electronic prompts for SATS data to be imputed) used at other hospitals in the metro have the

potential to improve data capturing and reduce triage errors.

Our findings should lead to policy considerations and discussions relating to how staff across the
board relate to the patients and handle difficult situations. Research into implementing solutions is
needed. Further research should focus on potentially reducing out of hospital deaths through
improved CBS e.g. reducing the CHW to household ratio to improve education and improved home
care of sick children. These measures are encouraged by the 1t 1000 days program and COPC
and PHC policies. The PHC budget needs to be increased and studies should examine whether
there is a relationship between child mortality and number of homes each community health worker

visits.

Technologies including Artificial intelligence could be studied to determine more effective ways of
utilising current resources. Having an ambulance base in the far south could influence ambulance
availability. A 24-hour CHC facility within the far south is important for improving access to care.
Although not addressed by our study, it is likely that providers have lower confidence in handling
paediatric emergencies due to seeing them infrequently (average two per month), which is
consistent with a recent publication by Amien®? et al. This confidence in handling emergencies
could be addressed with manikin-based simulation trainings on a regular basis, although further
study to address this is needed.

Local assets and changes suggested in this study should however be investigated further to reduce
mortality in line with the Western Cape Provincial department of health plan.® 39 The SDH are
known; they affect Masiphumelele and the far south in the same ways as the rest of the country and
globally. Health systems need to be strengthened through COPC and reduction of the SDH to
achieve the SDGs.®

Limitations
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The study faced a number of constraints. A potential limitation was the interpretation of data
represented in other languages however translators were used to ensure the integrity of the data.

Not all registers or files were available and triaging errors excluded some potential interviewees. Not
all potential interviewees meeting criteria for interview were contactable, this could introduce bias as
those who are uncontactable may experience more barriers to accessing care. Interviews were
conducted by a trained research assistant with counselling experience; however, some interviews
were more structured and some more semi-structured reflecting educational and language
difficulties in the interviews. This was however not felt to detract from the quality of the data and did
not impact on saturation of themes. A potential bias of qualitative data collection and representation
is the subjective views of the researcher being incorporated into data through suggestive
questioning or selective quotation. This was mitigated however by the electronic recording of all
responses which were transcribed verbatim. All transcripts were reviewed by multiple researchers
and comparison made to confirm themes represented to ensure credible, dependable and reliable
representation of the data. Member checking was not done and those interviewed were not
contacted again to confirm what they said or if they were happy with the transcripts.

The presence of a representative from emergency medical services and a nursing sister in charge
of Masiphumelele clinic in NGT would have strengthened the results. These key stakeholders will be
engaged in implementing recommendations. Due to restrictions imposed during the Coronavirus
pandemic, in-person voting and prioritisation (stage 5) did not take place at a follow-up meeting.
These were replaced by ranking and voting by email and did not include the whole group — a further
limitation. Despite the constraints forcing a modification of the NGT, generation of ideas (stages 3
and 4) in response to the question posed was ensured.

The constraints notwithstanding, a strength of the study is the inclusion of caregivers’, community
and providers’ voices that also permitted triangulation and integration of data.

Conclusion

Solutions proposed by the NGT present a strong voice for change e.g. transport solutions, CBS
solutions and facility based solutions. Ultimately there are already good solutions that exist with the
commitment to improve PHC, COPC and the 1t 1000 days program. The implementation, however,
needs to be upscaled and more uniformly applied. The study results suggest an association
between poor caregiver care at home for sick children combined with barriers to health care access
and the higher childhood mortality in the out-of-hospital group in this sub-district. The solutions
offered by the providers could be a springboard for more research as well as community and
Government led change to reduce under 5 mortality. This will require a well-coordinated effort
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emphasizing health promotion and prevention and improving emergency medical services through
PHC utilizing a COPC approach. The barriers highlighted in this study are likely to reflect those in
the rest of South Africa, however solutions need to be locally designed and involve the participation
of all key stakeholders (a COPC approach). This approach may be the most cost effective as it
involves the strengthening and utility of existing community assets and programs rather than the
design of new services. Health care planners should examine the barriers within their geographic
areas of responsibility to determine the best way forward to reduce childhood out of hospital deaths.
The study findings are based on the experiences of users and providers of child health services and
concur with other studies locally and internationally. They suggest that existing PHC, COPC and 1*t
1000 days policies have not been adequately implemented. Further studies are needed to assess
this as well as the assessment of facility preparedness to deal with childhood emergencies;
equitable allocation of resources; the assessment of staff attitudes as well as research into the
effects of improving community health worker to population ratio.
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