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Abstract

Public engagement in priority-setting for health is increasingly recognized as a means to ensure more

ethical, inclusive and legitimate decision-making processes, especially in the context of Universal Health

Coverage where demands outweigh the available resources and difficult decisions need to be made.

Deliberative approaches are often viewed as especially useful in considering social values and balancing

trade-offs, however, implementation of deliberative engagement tools for priority-setting is scant, espe-

cially in low- and middle-income settings. In order to address this gap, we implemented a context-

specific public deliberation tool in a rural community in South Africa to determine priorities for a health

services package. Qualitative data were analysed from seven group deliberations using the engagement

tool. The analysis focused on understanding the deliberative process, what the participants prioritized,

the reasons for these selections and how negotiations took place within the groups. The deliberations

demonstrated that the groups often considered curative services to be more important than primary

prevention which related to the perceived lack of efficacy of existing health education and prevention

programmes in leading to behaviour change. The groups engaged deeply with trade-offs between cost-

ly treatment options for HIV/AIDS and those for non-communicable disease. Barriers to healthcare ac-

cess were considered especially important by all groups and some priorities included investing in more

mobile clinics. This study demonstrates that deliberative engagement methods can be successful in

helping communities balance trade-offs and in eliciting social values around health priorities. The find-

ings from such deliberations, alongside other evidence and broader ethical considerations, have the po-

tential to inform decision-making with regard to health policy design and implementation.

Keywords: Priority-setting, community participation, resource allocation, decision-making, health care

Introduction

Public engagement in setting priorities for health refers to the active

involvement of communities in the decision-making activities for the

development of health policies and services (Florin and Dixon,

2004). This approach is increasingly recognized as a means to com-

plement standard approaches like economic evaluations and to en-

sure more ethical, inclusive and legitimate decision-making
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processes (Terwindt et al., 2016). It is especially important as coun-

tries move towards Universal Health Coverage (UHC) in contexts

where the demands on healthcare resources far outweigh the avail-

able resources (World Health Organisation, 2014; Weale et al.,

2016).

The concept of public engagement is rooted in deliberative

democratic principles which uphold the value of involving those

whose lives are impacted by a particular decision in its development

(Abelson et al., 2003). The inclusion of community voices in the

decision-making process has potential benefits for both decision

makers and communities. It ensures transparency which in turn pro-

motes public acceptability of the decision-making process and its

outcomes and increases the likelihood of successful policy imple-

mentation (Caddy and Vergez, 2001; Scuffham et al., 2014). It can

also more accurately reflect communities’ health needs as well as

barriers and facilitators to healthcare which can lead to more appro-

priate resource allocation decisions (Oladeinde et al., 2020).

Different methods exist for engaging the public in a priority-

setting but deliberative approaches are viewed as more meaningful

in considering social values, balancing trade-offs and developing

consensus (Carman et al., 2013). Some key components of public

deliberation include providing participants with factual information

that enables a shared knowledge base, ensuring that individuals with

diverse perspectives are represented and creating a setting where val-

ues and opinions can be voiced and challenged (Abelson et al.,

2013). Deliberative methods encourage dialogue and debate and at

times make use of tools that demonstrate the consequences of trade-

offs. This is in contrast to non-deliberative approaches like surveys,

opinion polling, discreet choice experiments, and others where the

aim is to determine ‘top of mind’ responses and not to deeply con-

sider and discuss issues (Solomon and Abelson, 2012).

There are a number of deliberation models. Some of these in-

clude community meetings, public panels, and deliberative forums

(Abelson et al., 2013). In some countries where there are formal

priority-setting institutions in place citizen groups play a role in the

decision-making process. In Thailand, public representatives are

involved in different stages of health benefit package development

as part of the Health Intervention and Technology Assessment

Programme (HITAP) (Slutsky et al., 2016).

In the UK, the National Institute for Health and Care Excellence

(NICE) makes use of a citizens’ council of representatives of the

public, which provides the public’s views on non-technical consider-

ations for benefit inclusion by the National Health Service (NICE,

2013). This type of engagement known as ‘minipublics’ has been

used in other settings including Canada and Australia (Abelson

et al., 2013). In low- and middle-income countries (LMICs), there is

limited public deliberation in decision-making (Alderman, 2013).

South Africa is moving towards UHC which is slated to be

financed through a national health insurance (NHI) scheme.

Difficult resource allocation decisions will need to be made in order

to improve health outcomes. In the interim, the challenge of

priority-setting for health continues to prevail under the existing

health system structure.

Currently, the health system is divided into a public and a private

sector. The public sector is poorly resourced and overburdened serv-

ing 83% of the population. The private sector serves 17% of the

population who derive benefit from private healthcare insurance

(Competition Commission, 2019). Within the public health system,

each of the nine provincial governments is responsible for service de-

livery decisions and the provision of healthcare services via a

district-based healthcare model but are reliant on National

Government for unconditional transfers or conditional grants to fi-

nance these healthcare services (Edoka and Stacey, 2020). The dis-

proportionately low resource availability in the public sector relative

to the private health sector is inequitable as more than half of finan-

cial and human resources are allocated to the private sector

(Government of the Republic of South Africa, 2018).

Since 1994, South Africa is governed by its progressive

Constitution which upholds participatory democratic principles and

considers public engagement in the legislative process a constitution-

al requirement (Government of the Republic of South Africa, 1996).

Various policy documents further entrench these principles. The

National Policy Framework on Public Participation states that com-

munities should influence decision-making, and The Parliamentary

Public Participation Model asserts that ‘the intention of public par-

ticipation and involvement in democratic processes is primarily to

influence decision-making processes that reflects the will of the peo-

ple’ (South African Legislative Sector, 2013; NCOP’, 2019). With

regard to health, public engagement in priority-setting is formalized

in the National Health Act 61 of 2003 (Amendment Act 12 of

2013), which makes provision for the establishment of community

health committees (National Department of Health, 2003). The in-

tention is that these committees ensure public participation in the

priority-setting process for local clinics, but in reality, this does not

happen (Padarath and Friedman, 2008). At both the national and

provincial/local levels any public engagement that does occur is typ-

ically a passive event. It is not deliberative in nature and does not

allow for the interrogation of what trade-offs the public might be

willing to make within a constrained budget.

Despite the recognition of the importance of public engagement

in priority-setting for health in South Africa, there are limited tools

and applications that enable a deliberative approach and where

communities are able to consider resource implications and balance

individual and societal values in reaching consensus regarding trade-

offs. This article focuses on the application of a modified delibera-

tive engagement tool in a South Africa rural setting. It explores the

group deliberations, what issues were prioritized by community

members, the reasons for these selections and how negotiations took

KEY MESSAGES

• Deliberative engagement methods for including the public in the decision-making process for the development of health

policy and services are important to ensure more ethical, legitimate and sustainable priority-setting
• Communities can engage in trade-offs within the context of limited resources using a deliberative approach
• Community priorities are may differ from priorities of experts and these should be considered when designing health

service packages
• Findings from such deliberative engagements should complement other cost effectiveness evidence and broader ethical

considerations to determine priorities for Universal Health Coverage
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place within the groups. This is the first time a deliberative engage-

ment tool has been implemented in South Africa which considers

health priorities and trade-offs in the context of limited resources.

Methods

Study site
The Agincourt Health and Socio-Demographic Surveillance System

(HDSS) study area (https://www.agincourt.co.za/) is located in

Bushbuckridge municipality in Mpumalanga Province. The area is

typical of rural South Africa as it fits into the definition by the

Comprehensive Rural Development Framework of

‘settlements in the former apartheid homelands, with no major

economic base apart from migrant labour and remittances, typi-

fied by poverty and underdevelopment and where traditional

authorities operate a land tenure system’ (Twine et al., 2016)

It has a population of �120 000 and life expectancy at birth is

61 for males and 70 for females (Kahn et al., 2012). There are two

health centres, six satellite clinics and three district hospitals within

20–60 km from the villages. Sanitation systems are inadequate with

pipe-borne water unavailable to 47% of the 20 000 households

(Agincourt Health and Demographic Surveillance System, 2020, un-

published data). Electricity is unaffordable for most and few tarred

roads exist. Every village has at least one primary school and most

have a high school but the quality of education is poor (Twine et al.,

2016) with 54.9% of adults having passed matric. Unemployment

rates are high and many households are dependent on government

grants (Agincourt Health and Demographic Surveillance System,

2020, unpublished data).

The deliberative engagement exercise
The Choosing All Together (CHAT) tool, which was originally

developed by the US National Institutes for Health and Michigan

State University, is a game-like exercise and aims to facilitate a de-

liberative and interactive process that encourages group decision-

making as participants grapple with trade-offs (Goold et al., 2005).

During the exercise, a trained facilitator guides participants through

different rounds where they distribute a limited number of stickers

on a board as they select from a range of options. The stickers,

which represent the available budget, are only able to cover �60%

of the options on the board.

The tool was modified for use in Bushbuckridge. This modifica-

tion process included an iterative participatory approach that relied

Figure 1 CHAT SA board as adapted for use in Bushbuckridge in rural South Africa. Originally published in Tugendhaft et al. (2020).
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Table 1 Topics/issues and specific interventions of the CHAT board

Mother, new-born and reproductive health (MNRH)

1: Education and information

Two-month long media campaign on antenatal care (Agincourt Health and Demographic Surveillance System)

Two-month long media campaign targeted at adolescents

Sex and reproductive education at schools

Mobile messaging for pregnant women

2: Prevention and screening

Cervical cancer screening (three per lifetime)

HPV vaccine at schools

Contraceptive provision at schools

Improve and provide more ANC-training of healthcare workers in basic ANC

Exclusive breastfeeding—promotion and access to lactation specialists

Complementary feeding-demonstrations

3: Treatment

Expanded services for termination of pregnancy—make available in communities.

Dedicated obstetric ambulances

Maternity waiting homes

Labour and delivery management

Emergency care for mothers and new-born

Child health

1: Education and information

Media campaigns for immunization and handwashing

Workshops on child health

2: Prevention

Hand washing promotion in community

Provision of food supplements for malnutrition and education

Immunisations (PHC level)

3: Treatment

ORS for diarrhoea

Oral antibiotics: case management of pneumonia in children

HIV/AIDS and TB

1: Education and information

2 months long media campaign

1 education workshop per year in every secondary school

2: Prevention and screening

Increase provision of condoms

Youth friendly MMC services—include school friendly hours

Testing for HIV exposed babies

HIV counselling and Testing

Making HIV counselling and testing youth friendly (training; extra hours)

3: Treatment

ART and mobile messaging reminders for adherence

Prevention of mother to child transmission of HIV (ARVs and breastfeeding choices)

TB treatment

Home based care

STI treatment

Youth Care Club

Lifestyle diseases (diabetes, hypertension, cancer)

1: Education and information

Two-month long media campaign on NCDs

Educational workshop on lifestyle diseases at community level

2: Prevention and screening

School vegetable garden

Increase screening and counselling in communities

3: Chronic medication

Diabetic medication

Hypertension medication

Mobile messaging for adherence

4. Treatment for complications and rehabilitation

Retinopathy

Dialysis

Amputations

Chemotherapy and radiation

(continued)
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on policy analysis and engagement with experts and community

members to identify health topics and related interventions specific

to the Bushbuckridge context. This process is described in detail

elsewhere (Tugendhaft et al., 2020). The outcome of the modifica-

tion process was a context-specific bilingual CHAT board which

included seven health topics/issues and costed options within each

topic/issue to select from as part of a health services package

through the allocation of funds represented by stickers.

The CHAT SA board is shown in Figure 1, and the health pack-

age options are summarized in Table 1. The board is divided into

different pie slices with different icons for each slice. Each pie slice

represents a health topic or issue. The slices are further divided

according to different categories of interventions. Interventions were

grouped together and categorized using the common classification

of the level of care for health interventions used in the South African

health system: health promotion, prevention, diagnosis (screening),

treatment, rehabilitation and palliative care (National Department

of Health, 2003, 2015). The access slice included five unique catego-

ries. The total cost of the package of interventions is approximately

R2 billion ($123 million) represented by 67 holes and each category

of interventions per health topic/issue has a specific cost depicted by

the sticker holes. Participants received 35 stickers which represented

the funds they had available to allocate and that were able to cover

52% of the options on the board. This allocation was based on a

starting point of 60% of stickers drawing on past CHAT exercises

and was revised to allow for more meaningful rationing in the con-

text of this specific board.

The categories and specific interventions for each category were

explained in detail in a user manual written in simple language in

the local language (Shangan) that accompanied the CHAT SA

board. The detail provided included descriptions of the interven-

tions, delivery mechanism and the cost of the intervention in sticker

value. The manual made it clear that interventions did not overlap

with one another and were independent of one another—i.e. one

category of intervention (e.g. treatment for Malaria) could be

selected without selecting another category under the same topic

(e.g. prevention and screening for Malaria).

Participants
Sixty-three individuals participated in seven group deliberations

using CHAT, with 6–11 individuals in each group. Table 2 shows

Rehab session for stroke patients

5: Palliative care

Palliative care (in-patient)

Palliative home based care

Access

1: Improve staff attitudes (especially around FP services for adolescents) and improve management and M&E in clinics

2: Make clinics operational for longer hours

3: Increase number of mobile clinics from 5 to 10

4: Chronic Medicines (ARVs, diabetes meds, hypertension meds) available at community health centres

5: Increase number of nurses in clinics

and more pharmacists in clinics to dispense meds

Woman and child abuse

1: Education and information

Education/life skills for children and adolescents, workshops on gender

Media messaging

Training and support workshops for families

2: Management of rape and abuse

Care and support programmes, including counselling and comfort kit

Training of nurses

3: Treatment

Treatment of injuries at clinics

PEP, 4 weeks PEP

Malaria

1: Education and information

Annual education campaign

2: Prevention and screening

ITN and indoor residual spraying

Screening at clinics

3: Treatment

antimalarial medication for uncomplicated cases

Table 2 Group composition in terms of gender and age

G1 G2 G3 G4 G5 G6 G7

Male 1 3 3 1 7 5 7

Female 5 5 8 10 4 4 0

Age range in years 37–62 30–67 30–55 20–28 20–42 40–66 48–67

Mean age in years 42 43 39 23 25 52 55
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the group composition in terms of age and gender of the seven

groups.

Sampling and recruitment
Purposive sampling was used to include participants from a range of

six villages. These villages included three with clinics in the village

and three without; three with tarred roads and three with dirt roads

in order to ensure inclusion of villages with different levels of devel-

opment as well as different barriers to accessing healthcare. The par-

ticipants were selected to ensure a mix of females and males in each

of the groups except for two which included one all-male group and

another group which included predominantly females. The partici-

pants were also selected based on age in order to ensure a mix of age

ranges. Seventy participants were recruited face to face by experi-

enced fieldworkers who explained the purpose of the study and

invited them to participate. The final number of participants com-

prised 63.

Study procedures
During each of the seven groups, after the facilitator explained the

board, participants individually allocated the stickers to the health

issues and interventions that they perceived to be the highest prior-

ities for their own family (round 1). Once this was complete the

group completed a board collectively in terms of their priorities for

the entire community of Bushbuckridge (round 2: group round).

The group rounds were led by a trained community facilitator who

was guided by a detailed script (Supplementary Appendix A). The

groups were expected to reach a consensus about how to allocate

the stickers through a majority vote. The entire deliberation process

was audio-recorded with consent from participants. Scenario cards

were used by the facilitator to assist participants in thinking through

the implications of the decisions that they made. During the final

round (round 3), participants were again asked to complete the exer-

cise individually thinking about which priorities they believed were

most important for their own family. The entire exercise took half a

day with the deliberations during the group round taking �2 h to

complete.

Table 3 Participant characteristics

Participants characteristics (N¼ 63)

Participant characteristics n %

Age

>35 35 56

<35 28 44

Gender

M 27 43

F 36 57

Education

No schooling 7 11

Primary school 10 16

Some high school 26 41

Completed high school (Matric) 15 24

Tertiary 5 8

Household income

ZAR 3000 ($185) and below 36 57

ZAR3001–5000 ($186-309) 17 27

>ZAR5000 ($309) 10 16

Income source

Government grants 19 30

Employment 11 17

Grants and employment 23 37

Other 10 16

Table 4 Group choices of interventions

Health topic/issue displayed on the CHAT Board % of stickers

(budget)

G1 G2 G3 G4 G5 G6 G7 Total number of groups

selecting the topic/issue

Maternal, neonatal and reproductive health (MNRH) 1

(education)

1.5 * * * * 4

MNRH 2 (prevention and screening) 4.0 * * 2

MNRH 3 (treatment) 3.0 * * 2

Child health 1 (education) 1.5 * * 2

Child health 2 (immunisations, food parcels) 1.5 * * * * * * 6

Child health 3 (treatment- ORS and antibiotics) 1.5 * * * 3

HIV/AIDS and TB 1 (education) 1.5 * * * * 4

HIV/AIDS and TB 2 (counselling and testing, condoms) 8.0 * * 2

HIV/AIDS and TB 3 (ARVs and TB treatment) 16.0 * * * * * * 6

Lifestyle diseases 1 (education) 1.5 * * 2

Lifestyle diseases 2 (prevention and screening) 1.5 * * * 3

Lifestyle diseases 3 (chronic medication) 25.0 * * * * 4

Lifestyle diseases 4 (tx for complications) 9.0 * * * 3

Lifestyle diseases 5 (palliative care) 1.5 0

Access 1 (staff attitudes) 1.5 * * * 3

Access 2 (clinics open for longer) 6.0 * * * * 4

Access 3 (mobile clinics) 1.5 * * * * * * 6

Access 4 (chronic medication at community centres) 3.0 0

Access 5 (increase number of nurses) 1.5 * 1

Women and child abuse 1 (education) 1.5 * * * * 4

Women and child abuse 2 (management and counselling) 1.5 * * * 3

Women and child abuse 3 (treatment) 1.5 * * * * 4

Malaria 1 (education) 1.5 * * * 3

Malaria 2 (prevention and screening) 1.5 * * * * * 5

Malaria 3 (treatment) 1.5 * * * * 4

*Selected.
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An informed consent process was undertaken at the recruitment

stage. Separate consent was obtained for audio recording.

Participants were given a participant number in order to maintain

their anonymity.

Data analysis
This article focuses on the verbatim transcripts from the audio-

recordings of the group rounds to understand the deliberative pro-

cess, what the priorities were, why some were selected over the

others and how negotiations took place within the groups. The ver-

batim transcriptions were translated from the local language,

Shangaan, into English. Content analysis was conducted. Initial

codes were developed deductively based on the health topics/issues

on the CHAT board. Sub-codes were developed based on the inter-

ventions under each health topic/issue and were classified according

to promotion (education); prevention; diagnosis (screening); treat-

ment; rehabilitation; palliative care. Inductive codes were identified

through deep readings of the transcripts and definitions were devel-

oped. Inductive codes were mostly linked to the CHAT deliberative

process. These codes included deliberations; trade-offs; resource al-

location; and shift in prioritization.

Codes were reviewed by a second coder and revisions were made

for greater clarity through discussions. The codes were then applied

systematically to all transcripts supported by MAXQDA 20.

Results

Participant characteristics
The participants (n¼63) ranged from age 20 to 67 years with a

mean age of 39 years. Fifty-seven percent were female and 43%

male; 41% had some degree of secondary education but only 24%

had completed high school (Matric). Most of the participants had a

household income of ZAR3000 ($200) or less per month with 30%

receiving government grants and 37% relying on a combination of

government grants and either formal or informal employment.

Table 4 shows the final group choices for each health topic/issue

and intervention category as well as the percentage of stickers

(budget) that was required to cover each intervention category. The

presence of an asterisk within the table demonstrates that the option

was selected by the group or was not selected where an asterisk is

absent. Every group selected a spread of some education, prevention

and treatment although some treatment options were more preva-

lent. None of the groups selected palliative care, which only featured

under non-communicable diseases (Lifestyle 5), nor did they select

Access level 4 which was making chronic medication available at

community health centres. Three areas that were picked by 6 of the

7 groups were treatment for HIV/AIDS and TB, prevention under

child health which included food supplementation and immuniza-

tions, and Access level 3 which was increase the number of mobile

clinics.

The results from the qualitative analysis help to understand the

considerations behind the priorities, what types of negotiations took

place, and what trade-offs were made within the groups in order to

allocate the budget to a particular issue and intervention category.

Education vs prevention vs treatment trade-offs: med-

icalization of healthcare
Although all of the groups chose a spread of treatment, education

and prevention options, much of the deliberations focused on the

benefit of treatment options versus education and/or prevention.

Education/prevention as insufficient in leading to behaviour change

There was an overriding view across all groups that even with edu-

cation and prevention programmes, disease would still be prevalent.

This was influenced by the perception that existing health education

and prevention programmes largely were ineffective in leading to be-

haviour change. In addition, many of the perceived underlying fac-

tors of ill-health, such as poor water and sanitation (and other social

determinants of health), were outside of their control as individuals

even where awareness was sufficient. Treatment, therefore, was con-

sidered important to address these issues.

‘[Community members] are just ignoring the knowledge [on mal-

aria] that they have and there is nothing that can change them.

So. . .it is better we don’t give education but we prevent them

from dying’ (G5)

Treatment as HIV prevention, investment in future generations and

to address NCD fatalities

Treatment was considered especially important when it came to

HIV/AIDS and TB and NCDs. For these issues, the treatment

options required significantly greater investments compared to edu-

cation and prevention, but many of the groups traded off prevention

and/or education for treatment. The reasons for allocating resources

to treatment for HIV/AIDS included that it contributed to preven-

tion by reducing the risk of transmitting HIV. It was also viewed by

some participants as investing in future generations and supporting

those who may have been infected during the perinatal period.

There were also concerns around drug stock-outs and HIV treat-

ment adherence, and an investment in treatment was viewed as a

way to address these issues.

‘I have chosen treatment for HIV/AIDS because if we can adhere

to treatment, HIV cannot continue to spread and the future gen-

eration can be HIV free.’ (G7)

In relation to NCD chronic medication treatment, many of the

groups expressed concerns about NCDs being serious and fatal

without treatment. There were specific mentions of type 2 diabetes

and hypertension as silent killers and treatment was viewed as a

means to prevent these fatalities.

‘. . .There are diseases that kill people instantly. . .the government

needs to put a lot of money on the chronic diseases like high

blood pressure. . . sugar diabetes etc. because their lives are at

stake and if they miss taking their treatment. . .they are gone.’

(G5)

Education for reproductive health, HIV/AIDS and violence against

women and children

Despite the view of participants that existing health education did

not lead to desired changes, some groups considered that it had a

role to play. The issues that garnered the most allocation for educa-

tion were reproductive health, HIV/AIDS and violence against

women (specifically rape) and children. All these topics related to

sexual practices and/or violence, some focused specifically on ado-

lescent sexual practices, and health education was seen as important

in this regard. There was an emphasis on community and family

education as opposed to existing school-based programmes which

were viewed as ineffective, and there was a need identified for open

communication between parents and their children. Some of the

groups also spoke to the need for more effective sexuality education

at schools.
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‘. . .educate the youth in the villages [with] parents also assisting

them. Some teenagers get pregnant because they get engaged in

sexual activities without the knowledge and information [they

need] education on the effects of unprotected sex’. (G5)

Group 3 and Group 6, both mixed groups of men and women

and with a mean age of 39 and 52, respectively, prioritized health

education across health topics more than the other groups. Group 3

was the only group that did not select treatment for HIV/AIDs and

TB, and instead chose to invest in comprehensive sexuality educa-

tion. There was a deliberation about changing the selection to in-

clude treatment for HIV/AIDS and TB but the group maintained

their position and noted that they would like to make a case for

increasing the budget rather than forgoing sexuality education:

. . .. I think that education is the most important thing on HIV/

AIDS because people will learn and know what will lead them

into contracting HIV. . .I think it will be a good thing if we [keep

our allocation as is] and we will go back to the government and

ask for more money to budget for some of the things that we

think are as important (G3)

Sexuality education and inequitable gender norms

Across the groups, inequitable gender norms were expressed, includ-

ing views that women were responsible for the violence perpetrated

against them. In two group discussions, there was a strong endorse-

ment of rape myths, e.g., that young women would not be raped if

they dressed appropriately. Sexuality education was viewed as a

way to ensure that young women controlled their sexuality and

were less provocative towards men. This perspective was prevalent

among both males and female group members. It showed that while

health education was viewed as the solution to some of the issues

that the community faced, the nature of the education that was pro-

posed would endorse unequal gender power relations.

. . .if as a mother, you can sit down with your daughters and teach

them the good way to dress because they can be raped because of

the way they are dressed (G6)

Group 7, which was the only entirely male did group did not

consider violence against women and children an issue at all and did

not select anything under this topic.

I did not choose this health service because as men we are known

to be the abusers and we are not abusing anyone. It’s just that

[young girls] love money too much and they can even lie and say

that they have been raped meanwhile they only want money.(G7)

Education to improve treatment efficacy

Another reason why some groups selected education, particularly

for issues such as HIV/AIDS and malaria, was to improve treatment

efficacy. Delays in diagnoses were viewed as one of the reasons why

treatment started late, often resulting in poorer outcomes.

Education was viewed as important to address these issues—partici-

pants wanted better information about symptoms to ensure early

help-seeking with a quicker diagnosis and initiation on treatment.

They can read the signs and know what to do. they can go to the

clinic while there is time than to delay going to the clinic to get

the treatment. So education is good so that people will be able to

go to the clinic and get the treatment in case they have malaria.

(G5)

HIV/AIDS and TB treatment and NCD treatment trade-offs. In

addition to the trade-offs between primary prevention

interventions and treatment interventions, among some of the

groups, there were explicit trade-offs that took place between

treatment for HIV/AIDS and TB and treatment for NCDs (which

included two separate categories of chronic medication and treat-

ment for complications).

Treatment for HIV/AIDS and TB required 16% of the budget

and was selected by all groups except for one (Group 3). Treatment

for NCDs required the highest percentage of the budget (25% for

chronic meds and 9% for the treatment of complications) and was

prioritized by all groups 4 of 7 selected chronic medication and the

3 that did not select chronic medication selected treatment for com-

plications. These three groups traded off their NCD chronic medica-

tion investment for treatment for HIV/AIDS and TB and

compromised by investing in treatment for NCD complications so

that they were able to include a treatment option within this topic

that was less costly.

Other groups (3 of 7) that selected both chronic medication for

NCDs and treatment for HIV/AIDS (36% of the budget combined)

traded off other interventions, specifically within primary preven-

tion and education across categories.

The reasons given why groups prioritized HIV/AIDS and TB

treatment over chronic medication for NCDs were based on age.

HIV was perceived to be a disease that affects younger people while

NCDs were viewed as more common among older people. Another

factor was whether treatment was viewed as able to cure/control dis-

ease. TB was viewed as curable while NCDs were not. There was a

perception among some of the groups that NCDs lead to death even

where medication is available.

People who are living with HIV are able to live for a long with

the treatment. . .and as for sugar diabetes, they don’t live for a

long time even when they are taking the treatment. Once you

have been diagnosed with sugar diabetes, you will die; there is no

other way (G4)

One group (Group 4) debated at length selecting a chronic medi-

cation for NCDs, but later on, when discussing HIV/AIDS treatment

made a strong case for removing the amount allocated to chronic

medication for NCDs and giving it to treatment for HIV/AIDS.

I want treatment [for HIV/AIDS]. I understand that we can take

our money from other areas because we are still

budgeting. . .Why don’t we take the money that we have put on

treatment for lifestyle diseases and put it on the treatment for

HIV/AIDS and TB. (G4)

The group finally unanimously agreed on reallocation of funds.

Their compromise was to allocate a percentage of their budget to

treatment for complications under NCDs, which included amputa-

tions, treatment for strokes and chemotherapy.

Healthcare access trade-offs. Access to health care was considered

important by all groups and was cross cutting. Access issues were

predominantly discussed in relation to improving treatment inter-

ventions but were also considered important for family planning

and antenatal care. Trade-offs primarily took place between the dif-

ferent categories under access as opposed to trading-off between ac-

cess and other health issues. The top three priority issues included

increasing the number of mobile clinics (selected by 6 of the 7

groups), longer operating hours at clinics (4 of 7), and improving

nurse attitudes (3 of 7). Only one group selected increasing the num-

ber of nurses and pharmacists in clinics, and none of the groups

invested in making chronic medications available at community

centres.
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Mobile clinics and longer hours to improve adherence to medication

and healthcare access

Mobile clinics and clinics operational for longer hours were priori-

tized to improve adherence to chronic medication and ARVs, and to

increase healthcare access for the elderly and disabled, especially in

villages without clinics. Extended opening hours would overcome

the challenges of individuals requiring emergency treatment after

hours, which were compounded by limited household income which

affected access to transport.

The number of mobile clinics [should] be increased because some

families are. . .unable to pay the taxis to travel to the clinic. Some

families are getting by through the social grants money and it is

not enough. . . .It is a challenge if there is a member of that house-

hold that is ill and they are living under poverty, how can they

travel to the clinic. (G3)

if there were clinics. . . and they were operating for 24 hours, at

least [women] will go there to give birth . . .some lose their babies

because they have to travel a long distance to the hospital. (G5)

There were some discussions about the need for primary health

care clinics in every village, even though this was not an option on

the CHAT board. One group (Group 5) discussed investing in add-

itional clinics instead of mobile clinics. However, there was recogni-

tion that this would likely be unaffordable for the entire community

of Bushbuckridge and so mobile clinics were viewed as an interim

solution.

Nurse attitudes as a barrier to healthcare access

Nurse attitudes were perceived as barriers to HIV testing and treat-

ment, which was related to stigma, and to family planning and ANC

services, especially for young women and teenagers.

The nurses have their own gestures that they use to show each

other that you are HIV positive. And for some people who are

HIV positive. . . they have the fear that the people working in

their local clinic will disclose their health status to other people.

(G1)

Group 4 which was a younger Group (20–28 years) with 10

women and only one male were especially concerned about the

nurse attitudes:

These nurses don’t know what they want us to do because if we

go to the clinic for contraceptives, they tell us that we are still

young for someone who is sexual active. . .And again if we go to

the clinic for ante-natal care, they also tell us that we have fallen

pregnant at an early age because we were not using the contra-

ceptives; what do they want us to do exactly?(G4)

Improving nurse attitudes and increasing the number of mobile

clinics did not require a substantial amount of the budget (both

3%), but participants commented that they were willing to spend

even more on these areas.

Discussion

The implementation of the CHAT SA tool in a rural setting in South

Africa demonstrates that the groups were able to engage with vari-

ous trade-offs required when developing a health services package

within the context of resource constraints and reach a consensus on

priorities. There is evidence on expert opinions for priorities for

UHC in South Africa, and limited work on community views on

health system challenges to improve public sector services under

NHI (Honda et al., 2015; Mathew and Mash, 2019). This is the first

time a deliberative approach was used to consider the views of the

public with regard to the design of a health services package under

UHC and in the context of a constrained budget. The priorities and

the justification behind the choices that emerged from the CHAT ex-

ercise reflect some of the social values of the community and could

be useful in informing decisions about health services as South

Africa moves towards UHC.

A predominant theme across groups was the medicalization of

healthcare and prioritization of curative services over primary pre-

vention options, and the need to invest in improvements of the for-

mer. This was linked to perceived inefficiencies in existing health

programmes and services, which result in treatment delays and are

compounded by barriers to access. The community priorities were

also related to perceptions about disease progression. In relation to

HIV/AIDS, there was an understanding and appreciation for the

ability to continue to live a long life by adhering to ART, yet with re-

gard to NCDs, there was a belief that they shortened people’s life-

span even with treatment. The misconceptions related to NCDs may

be influenced by the fact that people with HIV/AIDS usually present

at a much younger age than those with NCDs. These misconceptions

are also likely influenced by delays in screening and diagnoses of

NCDs which ultimately results in limitations regarding treatment ef-

ficacy in South Africa, as well as a historical country-level prioritiza-

tion of HIV/AIDS testing and treatment with limited resources

having been available for other illnesses like NCDs (Schutte, 2019;

Madela et al., 2020). This speaks to the need to tackle health system

failures not only to improve health outcomes but also to encourage

a deeper understanding of disease and illness, which in turn is

related to the shortcoming of current awareness programmes. This

also supports the more recent approach of investing in NCD preven-

tion and treatment.

None of the groups focused solely on health education and pre-

vention services. Existing health education programmes were viewed

as often being ineffective in leading to behaviour change. The find-

ing indicates either a disjuncture between current prioritization and

community need or that implementation of existing policies and

programmes are ineffective at the community level. Where primary

prevention was considered important it related predominantly to

community-based sexuality education or was directly related to

improving treatment efficacy and investing in children as the future

generation through interventions like immunizations. This demon-

strates that more of an emphasis should be placed on community-

level programmes and that children are valued as important mem-

bers of the community to preserve the future.

Access issues were the backbone of the deliberations and

intertwined specifically with treatment efficacy considerations.

Because the groups viewed health as being medicalized, access

to treatment was important in order to improve these outcomes.

Access issues were also linked to poverty especially with regard

to transport costs to distant clinics and investing in mobile clin-

ics was viewed as a way to address these challenges. None of

the groups selected chronic medication availability at community

health centres which is a current policy initiative in the country.

South Africa is committed to more effective dispensing of chron-

ic medication (including ARVs) often through community health

centres in rural areas (Health Systems Trust, 2016). While the

need for improved chronic medication provision is clear, the

barriers to this type of service and the preference for allocation

of resources toward other interventions like mobile clinics may

have been overlooked by policymakers in the absence of mean-

ingful public engagement. Some of these barriers may be due to

specific issues that were raised by the groups which included
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stigma and discrimination that still prevails in relation to HIV/

AIDS and the need for confidentiality around HIV testing and

treatment (Pantelic et al., 2020). This may be easier to ensure

through alternative collection points like mobile clinics, as

opposed to community health centres.

While violence against women and children was recognized as

an issue by most of the groups, gender attitudes of all groups, espe-

cially the all-male group, were untransformed with blame placed on

women. This was specifically stated in relation to the manner in

which women or young girls dress, which is often used as a justifica-

tion of violence against women and perpetuates hegemonic mascu-

linity (Smith et al., 2015). This prevailing view among the groups

demonstrates that the findings of this study, as well as any public en-

gagement process should be interpreted within a broader Human

Rights lens which values ethical considerations like equity.

The groups also did not invest in palliative care but broader ethic-

al consideration like the ease of suffering or dying with dignity would

be important to consider for any context. This speaks to the need for

priority-setting processes to incorporate public engagement with

multiple community groups and to be governed by broader ethical

consideration that may not emerge within the social values of the

groups (Clark and Weale, 2012). Ethical frameworks for priority-

setting alongside public engagement can be helpful in this regard.

South Africa is committed to public engagement in priority-

setting for health, yet the views of communities are in reality not

considered in policy and programme development which largely

involves top down decision-making (Gilson and Daire, 2011). The

implementation of the policies in turn is not evaluated in terms of

responding to community needs. This perpetuates a cycle of policies

and programmes that are often inappropriate and ineffective

(Maphumulo and Bhengu, 2019). While South Africa’s National

Parliamentary process includes public consultations and while there

are mechanisms in place at the local level, like the Community

Health Committees, these engagements have not been deliberative

nor about what trade-offs the public would be willing to make with-

in a constrained budget. The implementation of CHAT in a rural

setting in South Africa demonstrates that deliberative engagement

methods can be successful in helping communities balance trade-offs

and in eliciting social values around health priorities. This is similar

to findings from previous CHAT exercises which demonstrated that

decisions were made that were not only based on personal preferen-

ces but on societal priorities and values (Dror et al., 2007; Danis

et al., 2010; Schindler et al., 2018).

Limitations
This study has several limitations. The way in which we designed

the CHAT board meant that the intervention categories were inde-

pendent of one another, e.g., treatment for complications under

NCDs could be selected without selecting chronic medication which

in turn did not allow for the cascading impact on the cost which

would be a consideration in a real-life context. Our design was in-

tentional in order to allow participants to prioritize between pri-

mary prevention and curative services but in doing so the true cost

of the one option without selecting the other is not reflected. Other

CHAT exercises have provided levels contingent on others, but it is

still difficult to reflect changes in costs of some interventions after

the selection of others. Any future virtual design of CHAT may

benefit from including a feature that allows for the cost of interven-

tions to be modified in real time as other interventions are selected.

In addition, choices were constrained by prior selection of what is

on the CHAT board. Our participatory methodology for modifying

the CHAT board resulted in some topics/issues being excluded, e.g.,

mental health care, despite the fact that this is widely recommended.

On the other hand, the benefit of CHAT is that there is room for de-

liberation so that expression of group preferences is not totally dic-

tated by what is offered on the board, this was evident as the groups

discussed the need for permanent primary health care clinics even

though this was not an option on the board.

An additional limitation is that although the costs of interven-

tions are captured by the sticker hole allocation on the CHAT

board, cost effectiveness information is not depicted. The delibera-

tions that result are therefore influenced by the costs of the interven-

tions and the views of participants but not cost effectiveness data.

Prevalence information is also not provided but the topics and inter-

ventions that were included in the CHAT board were reflective of

the disease burden in Bushbuckridge.

A further limitation is that CHAT is a time-intensive exercise

and in order for it to influence priority-setting it would need to be

implemented with additional ‘publics’ or supplemented with a

broader engagement strategy that makes use of mechanisms like on-

line democratic forums. This speaks to the need to develop engage-

ment tools that are a key component of priority-setting institutions

and can impact decision-making in a timely fashion.

Another limitation is related to reconciling differences among

the groups. While there were some overarching themes and clear

convergence of priorities across groups there were also some diver-

gent views, e.g., the importance of sexuality education. It is not clear

if these divergent views represent entrenched differences in social

values, personal experiences or conceptualization of issues but this

could be further explored with additional CHAT exercises.

Conclusion

As South Africa moves towards UHC, economic evaluations will be

important in guiding difficult coverage decisions. However, broader

social values will need to be considered in order to ensure these deci-

sions are appropriate. In addition, any priority-setting process for

health would benefit from meaningful public engagement to en-

hance its legitimacy. While some criticism of public engagement

focus on the complexity of resource allocation decisions and the in-

ability of the lay public to grapple with such decisions (Carpini

et al., 2004) the implementation of CHAT SA demonstrates that

communities can appreciate the concept of trade-offs within the con-

text of limited resources and that there is value in engaging with

communities for priority-setting for health. The findings from such

deliberations, alongside other cost effectiveness evidence and

broader ethical considerations has the potential to inform decision-

making at the different levels with regard to health policy design

and implementation. This ultimately can lead to improved priority-

setting processes so that health outcomes are more successful.

Supplementary data

Supplementary data are available at Health Policy and Planning online.
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Appendix A CHAT facilitator Script

CHAT SA

‘Choosing Healthplans All Together for South Africa’

FACILITATOR SCRIPT

Note to Facilitator: Read the regular print out loud. The italicized

print in parentheses provides the facilitator directions that are not

meant to be read aloud

Introduction

(Prepare the room as follows: For each player lay out a packet con-

taining two paper CHAT boards, two sets of stickers, an informa-

tion manual and a pre- and post-exercise survey. Each of these

packets and the material in them should be labelled with an assigned

study number. Place the large CHAT board in the middle (or in sight

of all participants) and have large stickers for use on the large board.

If the session will be tape recorded, have the tape in the recorder

ready to be turned on)

STUDY TITLE: Engaging the public in priority setting for health

in a rural setting in South Africa

Welcome! I’m _______________ and these are my co-

fieldworkers, _________________. Today you are taking part in an

exercise called ‘CHAT.’ CHAT stands for Choosing Health-plans

All Together. We are here to help you decide what health services

are most important to you

You have each received a participant information sheet from the

fieldworkers when they invited you to participate in the study and

you have signed a consent form to participate as well as a form that

consents to the audio and video recording of the exercise today. I

would like to remind you that you will not be expected to share

your name and it will not be connected with the recording or the

transcript. You will not be identified by name in any of the reports

or publications of this study or its results. The information that is

collected will be used for educational and scientific purposes.

Taking part in this study is completely your choice. You have al-

ready agreed to participate but you can stop participating in the

study at any time if you want. By agreeing to participate you must

feel comfortable with the exercise being audiotaped and videotaped

and if you are not comfortable with this you can choose not to par-

ticipate without anything negative happening.

The information we collect from this exercise will be very helpful

to us in understanding which health services are important to you.

This project is an opportunity for you to voice your views about

health services and we will try and feedback these views to the gov-

ernment who decides which services to provide. Thank you for tak-

ing the time to share this experience with us. We will answer all

your questions as we go along. We hope you have fun.

You have each been given a packet of CHAT materials. Please

note that we will collect this material at the end of the session, to

use it with other groups. I will read these materials to you. We will

know your choices later, when we have replies of many groups, by

referring only to the study and participants number on these papers

(point out the number on the papers). This way we will protect your

privacy. We ask all of you to also keep private information you hear

from each other during the game –private; please do not repeat what

you heard after you leave this session.

OK, we will begin by filling out the first questionnaire. I will read

each question and you can select the answer that fits best for you.

(READ each question and all the answers and make sure partici-

pants feel comfortable and understand how to answer each question.)

Thank you for answering the questionnaire.

Now as we begin the CHAT exercise, let me tell you a bit about

the health service package.

Sometimes people in your household become ill. When this happens,

you try to help them as best you can. You take them to the clinic to get

medicine. If you do not go to the clinic or get medicine your family

member may be ill longer. If the illness gets terribly bad, your family

member must go to the hospital. Sometimes people need to take medi-

cine for their whole life, like if they have a chronic lifestyle disease like

diabetes. The government tries to provide health services for everybody

to make sure that those people who are sick are able to get the care

and support that they need. The government also tries to stop people

from getting sick in the first place by running things like education

campaigns. All these things cost the government money and, just like

in every country in the world, there sometimes isn’t enough money to

pay for all the services that we need. The government needs to decide

which health services are the most important and where they should

spend their money. It’s the same as when you go to the shops. You

have some money at the end of the month and you go to the shops to

buy food for your family. You don’t have enough money to buy every-

thing so you need to decide between milk, cereal, tinned food, meat

etc. These are the choices that you make. In the same way, the govern-

ment has to choose which health services to provide.

So in this exercise we want you to think about which health serv-

ices you would like to see included in a health package. For example,

it could be education and information for HIV/AIDS and TB or pre-

vention and screening for lifestyle diseases, or you may think things

like clinics being open for longer hours is important. You will make

choices using the stickers that are available to you. The stickers are

the money that is available and you will only be able to select as

many options as the stickers can cover. We hope this exercise will

help you to understand that not everything can be provided and will

help you to choose the things that are most important.

As we begin, let me give you some instructions:

Purpose

The purpose of CHAT is to help people to choose the components

of a health service package that they prefer and think are most

important.

Taking part in CHAT

There are three Rounds in this CHAT exercise.

• In the First Round, each of you will make a health package that

you think is best for you and your family.
• In the Second Round you will all work together to make a health

package for a whole community (all people living in Bushbuckridge).
• In the Third Round you will again make a health package for

you and your family, using all you learned as you took part in

the second round.

Let us make sure that we treat everyone with respect during this

exercise and we give other people a chance to talk, please do not

interrupt others or have your won conversations on the side

FIRST ROUND

Step 1. You determine your ideal Health Service Package for you

and your family
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Let’s start with the first Round. Does everyone have a CHAT

Exercise Board, CHAT Booklet, and 35 stickers? (Hold up CHAT

Game Board, CHAT Booklet and Stickers.) Your CHAT Board has

7 health service areas and in each of these areas there are different

options to choose from, for example- education and information or

prevention and screening or treatment. I will show you the picture,

the colour, and the name of each of the service areas (Hold up the

large CHAT Board and point to icon and name of each service area

while reading the names out loud.) (Hold up CHAT Booklet.) Your

CHAT Booklet explains these different services and the different

options. (Open the CHAT booklet, point to the icon for each health

service area and read the description of each option). Before you de-

cide which services to pick from the board you must make sure you

have read the booklet explaining the different components of the

services. During the game if anyone needs help looking for things in

the booklet please ask and we will help

(Hold up Stickers.) You make your choices by pasting stickers on

the CHAT Board. This is why we give you 35 Stickers to paste. You

can only choose services so long as you have stickers, so the game is

to choose the health services you want most with the number of

stickers you have.

For each health service you might choose to take it or leave it.

Some services do not cost very much and only need 1 sticker while

others cost more and need more sticker (Demonstrate the different

options on the CHAT Board.).

Let’s begin Round One. Remember that you are making a pack-

age just for you and your family in round 1- Put your Stickers on

your CHAT Board selections. Make the package you like using all

the Stickers you have. You can decide to change your mind and

move around your stickers at any point during round 1- Choose by

yourself. Work on your own but if you need any help or advice using

the board and the booklet please ask and we will be happy to help.

You can take about 15 min for this step. Go ahead; begin.

(PAUSE. Allow players time to work. Be available to answer

questions. Let players know when there are only a few minutes left.

After about 30 min say)

Step 2. Test Your Health Package

Okay. Now that you finished making your choices you can’t

change them anymore in this round- et’s test your package. You can

see the results of the choices you picked by the CHAT health event

cards which the fieldworkers will read. Each of the cards relates to

one of the health services on the board. On the back of the card there

is a medical problem you might face. The fieldworkers will read the

cards. Some Event Cards are about men or women or children.

After we read the event card, please share your thoughts about

how the health package you have designed in round 1 would help

the medical problem or not and would you change anything about

your package As you listen to the different medical stories on each

card, you’ll get a better and better idea of what is important and

what you want the health package to include.

Now the fieldworkers will read the cards
(PAUSE. Probe with additional questions such as: Did you package

work the way you expected it to work? Would you consider chang-

ing your priorities? making different choices in the future? After

completion of Round One, go to Round Two)

Second round

We’ve completed the First Round and will now move on to the

Second Round. Now we’ll ‘Choose a Health package All Together’

as one big group. Now please think about a package of health serv-

ices that is for everyone in the community, not just for your family.

To do this, we’ll use this Big CHAT Board (Point to Board).

We’ll each take turns saying what we prefer, and try to convince

the group to agree. We’ll go around the table asking each person to

choose an option within one of the health service areas. We will ask

you to tell us why you make this choice, and allow others to com-

ment. If others agree, I’ll place stickers, on the Big CHAT Board. If

someone disagrees with a suggestion, please raise your hand and tell

us why. We will decide together whether it is a good idea to add the

option and we will vote whether to include it. Please don’t be upset

if what you want does not get included in the board- remember the

way we decide is by majority vote-

(PAUSE for questions.)

Let’s begin making our recommendations. (Pick a person to

start.), Let’s begin with you. What health service area and which op-

tion would you like to select? Why do you select this? (important to

remember to ask WHY the participants select the options that they

do and for fieldworkers to note)

(PAUSE. After completion of the second Round, go to the Third

Round and say:)

Third ROUND

Now let’s move to the Third and last Round.

In this Round, each of you will repeat what you did in Round

One: you’ll make a choice on your own to create a package for you

and your family again, also think about the future and everything

you learned in the group round-ith all that you’ve heard and thought

about playing this game, take about 10 min to make the selection of

services, using your 35 tickers and your CHAT Board. Once again,

work on your own but please ask for help if you need it. Begin.

(PAUSE. Allow players time to work. After about 5 min say:)

If you’re finished, please wait for the Post-exercise questionnaire.

Now, let’s complete the questionnaire. I will read each question

and you can check the answer that fits best for you.

(READ each question and all the answers and make sure participants

feel comfortable and understand how to answer each question.)

Thank you for participating in the CHAT exercise. We hope you

enjoyed it.

Post-exercise debriefing if time allows

(To make this a valuable debriefing, be prepared to probe the

debriefing questions with follow up questions such as: Why? Why

not? What do you mean? How do others feel about this?)

Now that you’ve participated in the CHAT exercise, we’d like to know

• What did you think of it?
• What about the exercise did you enjoy?
• What did you not enjoy about the exercise?
• Do you remember at the beginning, we said the purpose of

CHAT was to help people to choose the components of a health

service package that they prefer and think are most important.

Do you think this exercise succeeded? Did it help you to make

these choices?
• What do you think about the final package made by the group?

(Would you want this same package for your family?)

(As Facilitator, take cues from statements of Participants.)
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(PAUSE. Allow time for general critique of the exercise and dis-

cussion of the exercise’s success in achieving its purpose. Then say:)

We hope you enjoyed the CHAT exercise. Thank You very much

for joining in!’
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