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Coalition on Children Affected By AIDS 



The goal of 'Elimination' … 

To reduce the number of 
new paediatric infections 
and improve the health and 
survival of HIV-positive 
mothers and their infants 



Any suggestions to make your work more effective? 

• Organise community event 

• Explain to family elders 

• Counsellor meetings to share experiences 

• Consistency between clinic and community 





What do we mean by community action? 

• Interventions or actions that are … 
– Community based 

– Community directed 

    or result in … 

– Community mobilisation 

– Community involvement 

'… health system cannot achieve the PMTCT targets alone.  
The huge, as yet largely untapped, potential of families and 
communities must be harnessed to bring demand for quality 
services to scale up supportive environments. In turn, families 
benefit from social protection mechanisms to help them cope with 
the challenges of AIDS and to remain enrolled in programmes.'  



The case for community action … 

• What do we mean by community action? 
– Community based 

– Community directed 

– Community mobilisation 

– Community involvement 

• Which community? 
– Mothers 

– Extended families 

– Local population 

– Health workers 



Relieved 

Unaware 

Scared 



Breastfeeding is not 
just nutrition 





Natal Witness 4th February 1999 

 

Baby cries, mum killed 

  “An Ermelo man who allegedly whipped a woman to death with a 

sjambok was arrested on Tuesday, Mpumalanga police said 

yesterday.  The 33-year-old man allegedly whipped Ellen Nkosi to 

death at about midnight on Monday. Police said he shouted at her 

for not breastfeeding her baby to make it stop crying, and then 

whipped her” – Sapa 



South Africa 



Building on cultural 
and traditional 

values 

South Africa 

Coovadia et al. Lancet 2007 

Exclusive 
breastfeeding 

rates 
increased from 
<10% to 67% 
among HIV-

positive 
mothers at 4 

months 



Among 2579 mother infant pairs, low intensity community peer 
support increased exclusive breastfeeding rates at 24 weeks of age, 

by between x4.7  to  x9.8  
For example  71% vs. 9% in Burkina Faso 

Community based intervention 



Mma bana study 

2 randomised arms and one observational 
Mothers not eligible for ART received either:      
lopinavir/ritonavir and combivir }  for 6m 
or   abacavir/AZT/3TC                   }  while BF 
Mothers eligible for ART – outcomes observed 
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Mothers not eligible for 
ART 

Observational 

1248 pregnant women referred 
to study sites. After counselling 
about study interventions, 110 
(8.8%) declined enrolment as 

preferred to give formula 
feeds.  



Cuba 

Cluster randomised trial in 32 polyclinics (18 provinces) 

• National initiative 

• Engaged leaders – 'shared vision' 
– Mayors, heads of Provincial and local health services 

– Presidents of local communities including Federacion Mujeres Cubana 

– Health facility staff and facilities prepared 

– Circles of grandmothers and grandfathers 

• Staff trained and clinic developed own posters etc 

• Women and children engaged at facilities and in communities 

• Diversity of approaches 

• Fathers and men included  

 



Redressing a 
social perception 



Using different media and approaches 



Including 
fathers 



Cuba 

Cluster randomised trial in 32 polyclinics (18 provinces) 

• National initiative 

• Engaged leaders – 'shared vision' 

• Staff trained and clinic developed own posters etc 

• Women and children engaged at facilities and in communities 

• Diversity of approaches 

• Fathers and men included  

 

Significant increase in exclusive breastfeeding 
rates and especially delayed introduction of 
other foods 



South Africa 

An 'activated' civil society 

Why successful? 
• Attention to detail (facts, science) 
• Having lawyers learn about HIV/AIDS 
• Combining legal arguments with real life stories & 

case histories 
• Use of experts on range of issues 
• High level of public awareness 
• Alliances between activists, PWAs, scientists, 

health professionals & lawyers 

Constitutional court: TAC vs. Minister of Health 
 
Court ordered government to: 
• immediately remove all restrictions on the 

availability of nevirapine in hospitals which are not 
research sites 

• develop comprehensive programme & specifically 
employ counsellors at all public facilities 



Community health worker interventions to 
improve maternal and newborn survival 

1.  Cluster-RCT in 6 districts of central Ghana: Effect of home visits during 
pregnancy and postnatal period by CHW  

      Preliminary results: moderate improvement in early and exclusive 
breastfeeding; mortality impact 8-14% but not statistically significant 

2. Cluster-RCT in Hala, Pakistan: Effect of community-based interventions 
 Results: 15% reduction in neonatal mortality, 21% reduction in stillbirths 
3.  Cluster-RCT in one district in India to evaluate mortality impact of IMNCI 
      Preliminary results: 18% reduction in IMR, 13% in NMR 
4.  Country-wide evaluation on mortality impact of IMCI implementation in 

Egypt  
      Preliminary results: Annual rate of mortality decline 6.3% after IMCI 

implementation compared with 3.3% before IMCI 

Do not all work, in the same way, in different settings 



Systematic review on community 
participation to increase skilled 
care at birth 

• Review of the evidence from studies that link community 
participation in health programmes to specific direct and 
indirect maternal and newborn health outcomes  

• First study:  Marston C et al. (2009) Effect of community 
participation interventions on maternal health and HIV 
prevention: a systematic review.   

• Currently being updated – exclusive focus on MNH and 
expanded search - 9,854 reports, including 227 full texts. 
Fifteen met the inclusion criteria, pertaining to 10 separate 
interventions  

 



Initial conclusions 

• Community participation involved encouraging  
people to talk about their health problems and  
services, and acting, or helping them act, on what they said 

• Five of the included interventions were associated with 
positive effects on maternal and neonatal outcomes 

• Two other community participation programmes increased 
births in health facilities and one additional programme also 
reduced neonatal mortality and stillbirths but success could 
not be attributed solely to the participation component.  

• The successful interventions involved raising community 
awareness of maternal and newborn health problems, and 
encouraging dialogue although this was also done in the 
interventions where no effect was shown. 
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Qu: If 100 HIV-infected mother breastfeed their children up to 2 yrs,  
         how many children will be infected? (mother and child do not receive any ARVs) 

Chopra and Rollins, Arch. Dis. Child. 2008 

% nurses/ 
counsellors 
agreeing 
with this 
estimate 

% infants becoming infected if HIV-positive breastfeed 

334 nurses/ 
counsellors 
interviewed in 
4 countries 

Knowledge of nurses and counsellors about the risk of HIV 
transmission through breastfeeding 



How information is presented 

Scenario 1 

BBC (UK). Bang. 2011 

"The UK is preparing for 
an outbreak of a new 
epidemic, and it's 
predicted that 60,000 
people will die. You have 
to decide between two 
programmes, A or B, to 
combat the disease." 

Scenario 2 



Scenario 1 Scenario 2 

BBC (UK). Bang. 2011 

The way information is presented in Scenario 1 emphasises lives saved, while 
Scenario 2 emphasises deaths. However, the numbers add up the same. Both 
programme have 20,000 deaths, and both programme have the same gamble.  
 
Results: 
- In Scenario 1 most people choose the certainty of A 
- In Scenario 2 most people choose the gamble of B. 



Feeding at some PMTCT sites in South Africa 
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The quality of infant feeding 
counselling translated into 
HIV free survival of infants 

Woldenbeset. IAS 2009 



Community action to end vertical 
transmission of HIV  

….. and keep infants and mothers alive?  

What is needed so that health workers will 
want to promote breastfeeding with ARVs and 
HIV-positive mothers will want to breastfeed? 



Not … 'either, or' 

Community … 
• Engagement 
• Mobilization 
• Inclusion 

Facilities … 
• Readiness 
• Reliability 

 
Context will define the needs and opportunities 

• Non-engagement, no mobilization or inclusion of 
communities will impose a ceiling on the potential outcomes 

• Health systems and communities need to enter into 
'coalitions' if comprehensive and sustained benefits are to be 
achieved 



 Rationale 
 Proof of principle – 

community-directed 
interventions and 
community 'activation' 
improve outcomes 

 

What's needed? 

?  More research 

 



What's needed? 

More research 
? Impact and cost-effectiveness  
   of mothers' support groups 
? How to better link facilities 
   with community as partners 
? Which community action is  
   most effective and feasible  
   according to setting 
? How to scale up and sustain  
   the relevant community  
   action 

 



Families,  
communities  

and health systems 




