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I would like to begin by saluting UNICEF for its courage in standing up for breastfeeding and for recognising and acknowledging the key role of the breastfeeding-supportive non-governmental organisations (NGOs). Among the agencies and NGOs working on the prevention of mother to child transmission of HIV (PMTCT), this is rare indeed.

UNICEF is rare not only in its recognition of the crucial role of civil society in development, but in its efforts to actually implement this by working hand in hand with NGOs particularly. In the case of the breastfeeding-supportive NGOs, the World Alliance for Breastfeeding Action, WABA, an umbrella organisation with over 500 affiliated individuals and organisations, was actually founded in the UNICEF Headquarters building in 1991. Many of these breastfeeding-supportive NGOs are represented here today including the International Baby Food Action Network (IBFAN), the International Lactation Counsellors Association (ILCA), and La Leche League International (LLLI). LINKAGES is another of these organisations, involved in providing US technical assistance on breastfeeding to developing countries.

The impact of ignoring breastfeeding expertise
Today I will discuss the infant feeding component of measures to prevent mother to child transmission of HIV (postnatal PMTCT which, for sake of brevity, I will refer to as postnatal PMTCT, ignoring that there are ARV and other non-infant feeding aspects). I will speak from the perspective of the breastfeeding-supportive NGOs. Policy formulation, research and program implementation related to HIV and infant feeding have so far failed adequately to involve persons and organisations with breastfeeding expertise. The NGOs have watched in frustration as policy, research and program activities have ignored good practice and lessons learned from the past. In the best case this has resulted in a lot “reinventing the wheel.” It is likely that it has also resulted in a good deal of unnecessary human suffering and perhaps death. This oversight needs to be redressed as soon as possible. 


Impacts on policy 

The first international expert meeting on HIV and breastfeeding was held by WHO in June 1987. At that time, The United States Agency for International Development (USAID) and the Swedish International Development Cooperation Agency (Sida) were working together with UNICEF and WHO on the process that later led to the Innocenti Declaration, still the leading breastfeeding policy statement. They each were allowed to send an observer to the WHO meeting who noted that they were the only breastfeeding experts present (all WHO invitees were HIV experts). Due to their efforts behind the scenes, the experts gave WHO, not what they asked for at the beginning of the meeting, but a statement ending with the recommendation that in places where infection and malnutrition were the major cause of infant death, women should be advised to breastfeed irrespective of their HIV status.  This sentence was indeed added and then was included in the UN policy statement on this issue that came out in 1992. 

The mirror image of this approach had already by that time been adopted in most industrialised countries. Still today they follow this approach. There is no postnatal PMTCT. No health workers receive training in it. No principle of "informed choice" is followed. Indeed in most, ranging in their human rights orientation from the USA to Sweden, the force of law is used to mandate how HIV-positive women feed their infants. The UN Policy of 1997 and Guidelines of 1998 are totally ignored. This raises an interesting question of why the UN policy had to be changed in 1997. Obviously the arguments used, that a more equitable and human rights approach was needed, somehow only applied to part of the world. The NGOs have always been concerned about the role of industry in the background.


Impacts on research

The initial precedent of acting without the involvement of breastfeeding experts, let alone the breastfeeding “community” or “movement,” has been conformed to in most research and policy making on the infant feeding component of PMTCT. I have seen hardly any co-authors on relevant published original research that I would recognize as breastfeeding experts. 

For those of us who have spent over 25 years working with breastfeeding, we recognize history repeating itself. Until the 1990s, research relating health outcomes in general to feeding patterns rarely had exclusively breast-fed groups, but compared partially breastfed infants to non-breastfed infants—and found few health differences measurable using relatively small sample sizes except in the early months in very low-income populations. This was not cited as what it was—a lack of good data—it was widely cited as evidence that there were no longer any differences between formula and breast milk. This was reflected in lukewarm recommendations to breastfeed from health worker associations and ministries of health. Yet, indirectly such differences have all along on a continuing basis been emphasised by the infant formula industry. For each new “generation” of formula continues to be touted as being better for health and “closer” to breast milk, ignoring the implications for all babies who received the previous, inferior formulations.

Similarly, only one longitudinal study defined exclusive breastfeeding reasonably well (Coutsoudis et al), and it was published after the UN policy on HIV and infant feeding was changed in 1997. An even more exacting definition (for example, taking into account which infants receive antibiotics, which radically impact on infant gut microflora) may result in yet another set of findings regarding how much HIV is transmitted through breastfeeding. 

Due to this single study alone and the way it has changed postnatal PMTCT, I do not hesitate to state that there are now more people in the world who have heard of the term “exclusive breastfeeding” than had done so before 1998. Anyone here who wonders how that can be true is unaware of the few resources we have ever had to work on breastfeeding. Though we are delighted that over 300 people will be in attendance at the WABA Forum next week, very few of those who wanted to attend were able to find resources to do so. WABA was only able to raise about half the amount for it they raised for the first Forum in 1996. Yet for each of the recent HIV conferences in Durban, Kampala and Barcelona, a registration fee twice the size of WABA’s was no hindrance for thousands of delegates.


Impacts on programs

The five AFASS criteria (acceptability, feasibility, affordability, safety and sustainability) have received far too little attention in the implementation of postnatal PMTCT. In the 1970s a good deal of work was done to show how difficult if not impossible safe artificial feeding is in low-income settings. This has somehow been forgotten and it is assumed that if the mother has access to safe water and free formula there will be no problem? Health workers recommend cup feeding and wash their hands of any responsibility for the dirty bottles that mothers choose to use for the sake of convenience. At the very least, knowledge of and commitment to practising good hygiene should be included in the equation. Public health practitioners who know how poorly we have done in convincing people to even wash their hands with soap should be ashamed for not raising more of a fuss regarding the difficulties involved in safely practising artificial feeding in low-income settings.

The most ignorance-driven aspect of postnatal PMTCT programmes however has to be the absurd idea of giving free formula. Can the mother who cannot afford formula afford fuel, bottle, brushes and the time, transport and health worker costs for the inevitably increased health care costs?  More importantly, free formula undermines the very informed choice argument for changing the postnatal PMTCT policy in the first place. Are we really giving an HIV-positive woman an informed choice when in one direction we offer her a couple hundred dollars worth of commodities (formula) and in the other direction we offer her nothing but the opportunity to risk increased nutritional depletion in the face of a disease likely to kill her in part through nutritional depletion? In situations where free formula can be afforded, I see no argument for not offering food of equal value to those women who choose exclusive breastfeeding.

The potential role of the breastfeeding-supportive NGOs

Let us begin by admitting that we in the breastfeeding movement have also neglected this issue. We need to increase our knowledge of both the science and the implementation issues and to get more involved.

I hope that this meeting will prove to be a watershed, relegating the neglect of breastfeeding expertise to a memory of the past. In particular, I hope processes are being already set in motion that will lead to a large increase in promotion of exclusive breastfeeding throughout the world, not just within postnatal PMTCT. Similarly, there will hopefully be a large increase in demand for training of PMTCT counsellors in lactation management. 

In both cases, the breastfeeding-supportive NGOs are the ones possessing not only the knowledge but also the human resources (womanpower?) for doing so. There are several skills that they are the main source of: 

(a) Lactation management will be needed for both, and these are rare in most countries.  

(b) (b) Of particular importance is that exclusive breastfeeding cannot be adequately supported only through the hospital and health centre. A community-based aspect is recognised in the tenth step of the BFHI Ten Steps for Successful Breastfeeding. Here the breastfeeding-supportive NGOs are essential. Many types of support are needed, both to succeed in exclusive breastfeeding for several months and to succeed in stopping breastfeeding without undue suffering and increased risks of HIV transmission through mastitis and other problems, particularly where cessation is rapid. 

(c) (c) The UN Guidelines call for a strengthening of the Code of Marketing of Breast-milk Substitutes and subsequent WHA resolutions, in part to reduce spillover. Here also the NGOs are indispensable. 

Also, the breastfeeding-supportive NGOs must support the UN in the implementation of the new Framework for Priority Actions:

a. develop comprehensive infant feeding plans

b. implement Code and subsequent WHA resolutions

c. intensify efforts to protect, support and promote breastfeeding (and ensure that exclusive breastfeeding becomes the community norm)

d. support good infant feeding counselling for HIV-positive pregnant women

e. support monitoring, evaluation and operational research linked to PMTCT (particularly the impact of feeding practices on infant health and survival)

Let me point out that it is inappropriate to promote exclusive breastfeeding within PMTCT programs unless, in the same area, it is promoted as the community norm. Otherwise exclusive breastfeeding will get stigmatised and promoting it in the general population will be impossible—yet another “iatrogenic effect” of the post 1997 approach to postnatal  PMTCT.
The unfinished research agenda

NGOs must continue to pressure the UN and donor agencies to support research which should have been done before the UN policy change in 1997 and CERTAINLY should be done before countries go to scale with current postnatal PMTCT approaches. It is frightening indeed to see how something, the health impact of which has never been measured, let alone experimentally tested, is now being considered to be a standard public health measure and implemented nation-wide in countries like Brazil, Thailand and Botswana. However, I AM excited by what I have heard about how Botswana has begun implementing the Framework for Priority Action, and hope that this model can be a way forward for other countries to follow if they want rapidly to go to scale on postnatal PMTCT.

We must move toward evidence-based individual risk assessment in postnatal PMTCT. Health workers need simple questions they can ask mothers that reliably indicate which mothers are likely to fulfil the 5 AFASS criteria before recommending artificial feeding. It should prove relatively straightforward in various settings to come up with a few indicators which will, with sensitivity and specificity, identify mothers for whom either exclusive breastfeeding or exclusive replacement feeding are obviously advisable. Health workers commonly provide advice for nearly all other health interventions. Only in the case of women in a "grey area" where it is difficult to know which option is better will mothers need to be presented with an array of options and told about their advantages and disadvantages.

There is still no evidence base for the common practice of advising rapid cessation after a “few months" of exclusive breastfeeding. Aren’t we jumping to conclusions to assume that HIV will transmit similarly for a new-born who is subject to various prelacteal and other feeds as for an infant whose gut has matured during six months of exclusive breastfeeding and who only then begins to receive solid foods? Perhaps an expenditure of equal human and other resources on supporting gradual introduction of hygienic and nutritionally adequate complementary foods will lead to overall better health outcomes in low-income settings.

We need more research on breastfeeding-related options. I know there are ongoing studies to confirm Coutsoudis et al’s findings on exclusive breastfeeding. We also need research on simple ways to deactivate HIV by treating or heating expressed breast milk but also operational research on the kinds of training and support mothers need to succeed with such options. Similarly, far too little attention has been given to wet nursing as an option and how this can be implemented in real life settings. It ought to be especially valuable in low-income settings when a pregnant woman already has signs of AIDS. The wet nurse is likely to be a family member and would be an obvious candidate to adopt the baby when the mother dies.

More work is needed to identify low-cost tests of HIV status, especially ones that are reliable close to the time of birth. This would allow us to develop approaches that give more attention to the rights and welfare of the already HIV-infected infant who will live longer and have a better quality of life if early cessation of breastfeeding is not practised. 

The unfinished policy agenda
In many cases, one or more of the AFASS criteria apply to virtually everyone or virtually no one in a community. In the former case, there is little problem. As mentioned above the UN Guidelines and the concept of informed choice are ignored and artificial feeding is mandated. This is not only followed in the industrialised world, but in the newly industrialising countries named above and others. It is followed in some provinces of South Africa. Strangely, this concept of decision-making on an aggregate basis is only followed in one direction. In most isolated villages in low-income countries, NONE of the AFASS criteria apply. It is impossible to ensure sustainable delivery of any commodity, let alone an unusual one such as infant formula. Thus health workers should be enabled to do an overall assessment of their catchment area first and where such a judgement can be made, all mothers should be advised to exclusively breastfeed. Yet no agency has yet been willing to support this fair and common sense approach. 

The breastfeeding-supportive NGOs must co-operate more with the UN and governments in research, policy-making and the implementation of postnatal PMCTC. But they must also continue to raise their voices.

