Concise Argument: Knowing who to trust: women and public health

In this issue of the JME, age-old questions around how to balance the interests of mother and
foetus are revisited in two separate contexts: alcohol consumption during pregnancy, and
maternal request caesarean sections. Both have been the subject of recent controversy in the
UK, with March 2022 seeing the introduction of (contentious) new National Institute for
Clinical Excellence (NICE) Quality Standards on combatting foetal alcohol spectrum
disorder (FASD);! and the publication of the long-awaited Ockenden Review into a series of
failures in NHS maternity care.? Both raise important questions about the role of healthcare
professionals in policing women’s choices during pregnancy and childbirth, and of the
importance of deference to and trust in those choices.

In this issue’s Feature Article, Rebecca Bennett and Catherine Bowden explore recent
proposals to enhance the screening of pregnant women in order to prevent instances of fetal
alcohol spectrum disorder through more accurately determining the true prevalence of
alcohol consumption during pregnancy.® Public Health England (PHE) has suggested
research into tools such as blood biomarkers and meconium testing,* which could better
identify those women who are consuming alcohol ‘covertly’ and so make FASD diagnoses
more straightforward. As Bennett and Bowden rightly suggest, such a move is unlikely to
realise the kind of public health or welfare gains which would justify this level of interference
with the women’s autonomy, and may even result in more harm through discouraging
engagement with antenatal care. However even absent these very intrusive methods of
surveillance, the precautionary principle which underpins such policies — namely that in the
absence of evidence that any alcohol is safe, women should be instructed to avoid it
altogether — is itself difficult to justify.

The evidence on alcohol consumption during pregnancy is mixed. While it is widely accepted
that heavy drinking in pregnancy can cause FASD,’ the position in respect of light or
moderate drinking is less clear cut, with a lack of consistent evidence of adverse effects.®’
Indeed one study even found that light alcohol use could be associated with positive rather
than negative outcomes,® though this was likely the result of light alcohol consumption being
associated with socio-economic advantage. Conversely, FASD is far more prevalent amongst
those of lower socioeconomic status, with a study in the US indicating that the risk of bearing
a child with FASD may be as much as 15.8 times higher for women of lower socioeconomic
status, even if they engage in comparable levels of drinking.’'® There is also evidence that
mothers of children with FASD are more likely to use other drugs or to smoke during
pregnancy and to suffer from depression; meanwhile households into which children with
FASD are born tend to be less stable and more chaotic.!! The relationship between alcohol
consumption and FASD is thus complicated by myriad other influences on child development
and health; influences which are clearly heavily associated with socioeconomic factors.

It is against this evidence-base that NICE’s new Quality Standards instruct healthcare
professionals to advise pregnant women not to drink alcohol throughout their pregnancy, as
well to repeatedly inquire about and record women’s alcohol.!? This replaced the previous
guidance that one to two units not more than twice per week is safe; although it did not go as
far as NICE’s initial draft proposals which would have automatically included any reports of
alcohol consumption into the child’s medical records.!?



There is much that could be said about such guidance: about the role of medical professionals
in policing women’s consumption of alcohol; about the implications for women’s privacy;
and about whether this kind of guidance will in fact result in lower instances of FASD or
merely drive heavy drinkers underground. But they also raise broader questions about what
standards we ought to be able to expect of bodies such as NICE (an executive non-
departmental public body) or the Office for Health Improvement and Disparities (an
executive agency of the Department of Health) when issuing public health advice, especially
in areas of medical uncertainty. In their 2021-2026 Strategy, NICE identify their ‘core
purpose’ as being ‘to improve health and wellbeing by putting science and evidence at the
heart of health and care decision making.’'* This, they achieve through three steps. The first,
is by ‘providing independent assessment of a wide range of complex evidence’ to help
practitioners, patients and the public ‘make better informed decisions’; the second, by
working with those at the forefront of scientific advances to recommend innovations and the
third is to work with those in health and social care to encourage the uptake of effective
treatments and interventions. It is the first of these -- helping the public make informed
decisions through analysing the complex evidence involved -- which concerns us here; with
this commitment to facilitating informed, evidence-based decisions reiterated throughout
their website. The second of their four ‘pillars’, for example, is to create and maintain ‘up-to-
date guidance that integrates the latest evidence, practice and technologies in a useful and

useable format’;'> while their guidance is described as offering independent and ‘evidence-

based recommendations’.'¢

Given this stated aim, it might seem odd that NICE has chosen to do precisely the opposite in
respect of alcohol consumption in pregnancy, where notwithstanding the lack of consistent
evidence that light drinking causes any harm to foetal development, healthcare professionals
are still being told to advise against even the lightest and very occasional drinking. Far from
distilling the complex information to help women make informed decisions then, the effect is
rather to conceal information about its apparent safety, thus depriving women of their
opportunity to take the best decisions for them, informed by a proper understanding of all the
known attenuated risks.

The rationale for such an approach has been made clear: a concern that the truth might
confuse expectant mothers, and so, to avoid them inadvertently harming their children
through a lack of understanding of what constitutes ‘moderate’ drinking, it is better to say no
altogether. (It should, of course, be noted that it would be perfectly possible to produce
guidance on this question — as indeed was the case prior to the new guidelines, with identified
1 to 2 glasses of wine up to twice a week as moderate drinking.) To some extent, whether this
is true is an empirical assertion about how women will think and behave, which cannot be
comprehensively negated here. But it is certainly the case that women are required to
navigate a series of far more complex decisions in other aspects of their pregnancy and
childbirth, that require them to comprehend and evaluate substantially more complex
information than that required to decide whether to drink alcohol or not. Take the decision of
whether to continue to take medication for epilepsy or anti-psychotic medication during
pregnancy, weighing possible harm to the foetus against the serious implications for the
health of the mother (and, consequently the foetus). Or the decision about when to opt for a
caesarean delivery — some of the considerations about which are discussed by Chloe Romanis
in her article on maternal request caesarean sections in this issue.!” And of course these pale
in comparison to some of the complex choices parents have to make after their child is born.
By contrast, the evidence in the context of alcohol consumption would seem relatively
straightforward: heavy consumption can cause harm; light to moderate drinking may have the



potential to cause harm, but we do not currently have consistent evidence that it does. Given
this, as Colin Gavaghan observes,
To continue preaching total abstinence because of a fear that women will misunderstand the
truth, or regard a reassuring message about low-level consumption as a ‘‘green light’’ for
unrestrained overindulgence, is patronising and paternalistic to a degree that is hard to
reconcile with any real respect for autonomy and informed decision-making.'®

This issue is especially pertinent in the context of a culture of shame surrounding women
deemed to be making ‘sub-optimal’ choices for their children, and the ample evidence of
pregnant women’s preferences or concerns being relegated in choices around gestation and
childbirth, explored further in Romanis’ piece and demonstrated vividly by the Ockenden
review. In this context in particular then, there is a need for much greater trust by healthcare
professionals and officials in expectant mothers: trust that they will seek to inform
themselves of the information; trust that they will use this information to make the right
decisions for them and their child; and trust that they will then be honest and open with
healthcare professionals about these choices. The latter, in turn, requires women to have faith
in their ability to engage in such discussions without fear of judgement or reprimand,
something which is militated against by NICE’s implicit suggestion that one glass of wine
constitutes potential harm to the child. And this is only likely to get worst if the kinds of
proposals considered by Bennett and Bowden ever come to fruition.

But it is also important beyond this context, since it goes to the legitimacy of such bodies in
guiding the public’s healthcare choices. The public are entitled to expect transparency and
openness in their handling of scientific evidence, and that any healthcare guidance is based
on the best available evidence. A failure to do will result in public trust in our government’s
health messaging diminishing, perhaps also in our medical profession who deliver such
messaging. It is notable that in the ‘Maintaining Trust’ section of their guidance on ‘Good
medical practice’, the General Medical Council stress the need to be ‘honest and trustworthy’
in all communications with patients, including making ‘clear the limits of your knowledge’
and making ‘reasonable checks to make sure any information you give is accurate.’'’
Honesty and accuracy in the presentation of the information is key to maintaining trust in
healthcare providers and institutions, yet as Patrick O’Brien has argued:
if we try to appeal to the lowest common denominator, most women will seek the evidence
online and judge it for themselves. And if they perceive that we have been making value
judgments on their behalf, or professing certainty where none exists, we are certain to lose
their trust.?

He is right, and the timing could scarcely be worse. The Covid 19 pandemic has already
tested the credibility of public health experts, prompting increased distrust and scepticism in
some quarters. Public trust is fragile, the fact that this NICE guideline rests upon the
assumption that women cannot be trusted to tell the difference between light and heavy
drinking will only damage it further.

Interestingly, in considering ways to restore public trust in the wake of the pandemic, Joshua
Barocas and Monica Gandhi have stressed the need to evolve ‘non-judgmental, holistic,

and patient focused styles of messaging around risk reduction and disease prevention’which
focus on harm reduction: ‘the principle of advising individuals how to mitigate risk, while
acknowledging the real world conditions that may lead individuals to take some

risks.”?! They give examples ranging from the management of HIV and addiction through to
mitigating the risks of heart disease and diabetes in order to show that successful public
health intervention involves advocating moderation, not abstention. The same principles



should guide messaging here: rather than insulating women from potentially harmful choices,
they ought to be provided with the evidence in a clear and ambiguous way that enables them
to make properly informed choices about the extent of risks that they wish to take. This is a
crucial part of effective public health messaging, and of ensuring women’s honest and open
engagement with antenatal care, but it is also important to maintaining trust in health
institutions, as vehicles for conveying complex factual information, and not mouthpieces of
certain ideological views about motherhood.
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