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aBstraCt

This paper examines how nineteen parents of children diagnosed with the 
inherited metabolic disorder, medium-chain acyl-coA dehydrogenase defi-
ciency (MCADD), express their lived experience of the disorder on a closed 
New Zealand/Australia Facebook group. It shows how the diagnosis creates 
new geneticised subjects of both the child, and the parents who care for her, 
and that this diagnosis ties these families to the nation-state via the public 
health services. Bounded by fear that the disorder may present, their online 
identity is tied to the care of their asymptomatically, ‘dis’ordered child, and 
exists simultaneously with that of other identities linked to the ‘well’ child. As 
cosmopolitan subjects they choose to move in and out of the socio-cultural 
environment constructed by the place in which they live and the health system 
linked to it, to engage with and in doing so, create an entirely new group based 
around a shared condition. I argue that these parents of children caught in 
limbo between pathology and health, engage in a voluntary and mutually 
hospitable set of relationships within this online support group, enabling them 
freedom from their biosocial identity in other aspects of their lives.

Keywords: Genetic disorder, medical anthropology, online community, bio- 
logical cosmopolitanism, newborn screening

introduCtion

In this paper I argue that biological cosmopolitanism can be used to describe 
the online expression of the lived experience of the parents of asymptomatic 
‘patients-in-waiting’ (Timmermans et al., 2010). I build on Rapport’s notion 
that, ‘The cosmopolitan project entails the recognition that individuals are not 
beholden to any particular communitarian belonging or cultural rootedness 
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for their sense of self and its fulfillment’ (2010: 184). Rapport borrows Riceour’s 
rendering of a mobile ‘narrative identity’ (1996: 8 quoted in Rapport, 2012: 116) 
and ‘narrative hospitality’ to call for a space where an individual is free to be 
or become anything at any time with this mobile, free anyone seeking a life-
project as opposed to an identity, an ideal echoed by Whyte (2009: 13). I define 
the cosmopolitan individual and space as that incorporating the principles 
of choice, generosity, hospitality, and openness that enable an individual to 
be anyone (Skrbiš et al., 2013; Rapport, 2010), transcending genetic diagnosis. 
The cosmopolitan online space allows narrative hospitality to occur around 
this diagnosis on a temporal basis, thus paradoxically fixing and freeing the 
parents from an mCadd biosociality as they move within these permeable 
borders.

To do this, I analyse the evolving narratives of nineteen parents on an online 
Facebook support group, set up for the families of New Zealand resident chil-
dren diagnosed with a rare metabolic disorder. Using data from participant 
observation and the afore-mentioned narratives, I show how and why their 
parents reach beyond the nation-state to a virtual and cosmopolitan Facebook 
group, perceived by them to be an open and tolerant space. I then examine 
how these parents engage with their identity as fixed, genetic subjects within 
this space, allowing them to become fluid, new cosmopolitan individuals out-
side of the Facebook group. Finally I suggest biological cosmopolitanism is a 
particular form of biosociality – it has been created by the need for parents 
to be able to disassociate from the underlying pervasiveness of the disorder, 
while still being able to discuss it with others sharing that biological experi-
ence when required. 

mCadd in neW Zealand

The Expanded Newborn Screening Programme in New Zealand screens for 28 
rare genetic conditions (Ministry of Health, 2015) that could result in severe, 
life threatening complications in the first few weeks of life. Medium-chain 
acyl-CoA dehydrogenase deficiency (mCadd) was included in an expanded 
newborn screening programme in 2006 and, to date, there are 46 children 
and young adults countrywide who have been diagnosed with the condition 
(Starship, 2015). The aim of screening is to detect affected newborns and treat 
them before symptoms develop. This creates patients who may remain asymp-
tomatic but are always at risk if they have an infection or fast for any rea-
son. When unwell they can become hypoglycaemic, suffer from brain disease 
and will often die if left untreated for a few hours in this state (Wilson et al. 
2012: 45). Once diagnosed, this is less likely to happen as parents are educated 
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to feed the child a high calorie diet when unwell and if unsure, to go to hospital. 
Timmermans et al. use the term ‘patients-in-waiting’ to describe patients who 
‘hover for extended periods of time under medical attention between sickness 
and health… between pathology and an undistinguished state of “normalcy”’ 
(2010: 409). The social impact of newborn screening includes the identification 
of the child according to its genetic result; and shock in the parents who are 
confronted with the ‘Other’ in the place of their ‘perfect’ child (Buchbinder et 
al., 2011; Fitzgerald, 2008; Grob, 2006; Rapp, 1988). As these authors observe, 
such a diagnosis leaves parents unmoored from the habitual rules governing 
a new infant.

The diagnosis of mCadd thus medicalises food and creates new molecularly 
defined subjects (Lock et al. 2007; Rose, 2001: 12), biosocial geneticised sub-
jects with enhanced responsibility to ensure the disorder remains asympto-
matic (Rabinow, 1996, 1998). The diagnosis also extends to create citizens of 
the parents in three ways. Firstly, they are biological citizens who are both 
carriers of the disorder and thus responsible for their child’s condition, as well 
as responsible for ensuring that symptoms do not develop by feeding children 
regularly (Novas & Rose, 2000; Rose & Novas, 2005). Secondly, these parents 
are aligned with the state – residency status within New Zealand entitles them 
to medical care for their children and thus leads to a reliance on the state as 
national citizens. Thirdly, they have an emotional and sensory attachment to 
one another based on their experiences and fears about the disorder (Trnka et 
al. 2013: 3), creating a biosocial community of care. Food becomes treatment; 
meals an exercise in risk reduction. The infant or child cannot go for extended 
periods of time without food. For example, an infant under five months old 
should not go for longer than four hours without being fed, with this increas-
ing by one hour as the child aged per month. At the age of one, most specialists 
advised it was safe to leave children without food for twelve hours overnight 
so long as they were well, had eaten normally throughout the day and went 
to bed on a full stomach2. If children are unwell, do not eat for any reason, or 
have diarrhoea or vomiting, they need to start an emergency regime of carbo-
hydrates. If the children fail to keep this down or will not drink it they will be 
hospitalised and put on an IV of dextrose3 until they are well and eating again. 
The strict feeding regime in the first year is both necessary and precautionary 
which I argue is driven by emotion, particularly fear that if for some reason 
the parent does not reach their self-defined feeding target, this could result in 
the death of their child.

As the parents try to incorporate precautionary measures into daily family 
routine, the relationship between the growing child’s sense of agency, food 



Article · Herbst

180

and identity is linked to the disorder. The body of the child and related food 
practices become a contested space. Breastfeeding is the first point of contes-
tation (Keenan et al., 2009) where the parent, particularly the mother, feels 
under pressure to feed the infant every few hours, which the baby may resist 
or physical constraints may restrict. Similarly family mealtimes and food prac-
tices become fraught with tension as toddlers and young children engage in 
‘normal’ independent behaviour and choose not to eat (Cook, 2009; James et 
al., 2009). I observed that every experience, from whether to breastfeed, attend 
playgroup, or be around other babies with colds, is mediated through the lens 
of mCadd, with mothers in particular feeling anxious and judged by their 
peers. The children’s agency also plays a part when they do not want to drink 
milk or eat. Parents feel criticised by extended family and friends for being 
hypervigilant and resort to either defending or hiding their fear that they could 
lose their child to the condition. As in other studies (Raspberry et al., 2007; 
Timmermans et al., 2010), I found that additional stresses include firstly, the 
diagnostic uncertainty of the disorder as neither specialists nor parents know 
if the disorder will become symptomatic and secondly, the conflicting mes-
sages parents receive from their own online research and from medical teams 
as they try to relay the potential severity of the disorder. In some instances, 
parents feel the lack of an embedded, place-based means of support which 
they cannot find in familial kinship structures, nor in the medical system 
available to them. 

To find some sort of diagnostic closure, parents join online support groups, 
transcending time and space but joined together by a toss of biological fate. 
This negotiated transcendence is one bounded by the episodic nature of the 
disorder and grounded by the members’ existing socio-geographical networks. 
If, as Cimini argues, virtual deliberation can best be understood dialogically 
(2010: 404) then the meaning of mCadd is constructed and reproduced both 
on and offline. Facebook becomes a way to aggregate these voices and give 
form and shape to a formless disease (ibid: 401). This fellowship is fluid and 
cosmopolitan in nature, representing ‘a kind of space for human expression 
and for individual emancipation’ (Rapport, 2012: 75), where these newly de-
fined genetic subjects can explore how others marked by the same disorder 
frame mCadd and in the process, themselves (Ching & Foley, 2012: 6). How-
ever the very reason this space appears so cosmopolitan, is that it is a repre-
sentation of one facet of an individual’s life at a static point and time, usually at 
those times that the mCadd diagnosis is uppermost in their minds. While the 
Facebook group creates possibilities for members to legitimise their subjective 
experiences it also locks them into the identity of a ‘parent with an MCADDer’, 
a phrase oft seen on the group (ibid.: 2), a technoscientific identity they are 
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continually negotiating and reconstructing through narrative (Ching & Foley, 
2012; Sulik, 2009; Wehling, 2011).

The indeterminancy of mCadd results in individuals dipping in and out of the 
online community, a shared space only when required, rather than a sustained 
daily interaction. The concept of biological cosmopolitanism describes a space 
where narrative hospitality (Rapport, 2012: 117) fleetingly plays host to these 
subjects before they leave to take up their daily lived lives elsewhere. mCadd 
is both an interruption to daily life as well as an all-pervasive component. Al-
though these parents are connected through a twist of genetic fate, I will show 
their membership of this community to be fluid, driven by fear and episodic 
need as the ambivalence of the disorder dictates. I argue that these families 
are engaging in a type of biological citizenship, one that allows them to park 
their biosocial identity within the support group, leaving them to rework this 
identity in other aspects of their life. I suggest that the narrative hospitality 
(Rapport, 2012) shared by those affected by mCadd paradoxically indicate a 
biological cosmopolitanism at play, both within the individual and the space 
itself.

metHods

This research is part of a larger ethnographic project that seeks to discover 
how children born with mCadd understand and manage their condition and 
considers how mCadd is framed in the home, at school and in hospital. Ethi-
cal approval was obtained from the Human Disability and Ethics Commit-
tees (HdeC), approval number 14/ntB/47. A total of thirty-three children and 
young adults participated in the study, along with their immediate families, 
representing 72 percent of all children diagnosed with mCadd in New Zea-
land at the time of writing (Starship, 2013–2015). The findings in this paper are 
based on an examination of a closed, independent Facebook support group for 
New Zealand and Australian families with a child diagnosed with mCadd, as 
well as ongoing participant observation with selected families. The group was 
set up in May 2014 after I discovered two New Zealand participants on an in-
ternational mCadd support group. The New Zealand support group is clearly 
identified as being part of the research project and as a result Facebook has 
become both a site of enquiry and a research method (Pink, 2011). While some 
members found out about the Facebook group from their participation in the 
larger project, others were directed to it by the Paediatric Metabolic Services 
team based at Starship Children’s Hospital in Auckland, searches on Facebook 
and word of mouth. Support group members who were willing to take part in 
the research had to explicitly give permission, even if they were already par-
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ticipants in the overarching research project and equally, existing participants 
could choose not to take part in the Facebook component. This paper includes 
findings from seventeen New Zealand families who are both participants in 
the study as well as members of the group, and totals seventeen mothers and 
two fathers. I mostly use the terms mothers and parents interchangeably in 
my discussions in order to conserve the anonymity of the fathers on the group.

Each family contains at least one child with mCadd currently resident in New 
Zealand and under the care of the Starship Metabolic Services team. With 
the exception of one young person, all were diagnosed through a Newborn 
Screening Programme4 and were under 10 years old at the time of writing. In 
addition to the Facebook group analysis, I engaged in participant observation 
in participants’ homes, during regular clinics held at regional hospitals, and 
during hospital admissions when a child was unwell. I also conducted multiple 
open-ended interviews with parents, jointly and separately, with topics cover-
ing: personal reflections on diagnosis; decisions around infant feeding and 
health; reactions from social networks; choices in relation to childcare and 
schooling; personal reproductive choices after the discovery of being a carrier 
of mCadd; mealtimes and feeding; the management of the child’s health when 
unwell and personal experiences during a hospital admission. These inter-
views were conducted in person during participant observation as well as via 
multiple telephone and Skype conversations, and varied in length from forty-
five minutes to three hours. I have also observed and been a part of families’ 
communication networks when a child is unwell; texts, Facebook posts and 
telephone conversations when in hospital. Many of the aforementioned topics 
were spontaneously referred to on the Facebook group. 

Analysis of the Facebook group is ongoing, with members contributing to a 
vibrant, dynamic community that waxes and wanes as mCadd features more 
or less prominently in their lives. Whilst the bulk of this paper is based on the 
activity of the participants on the Facebook group, it does not privilege the 
online locale (Boellstorff, 2012), as I conducted participant observation both 
online and offline. Both have been analysed for common themes using an 
open coding approach (Emerson at al., 1995:143) with the Facebook activity 
interpreted as one representation of this experience. Anonymity on Facebook 
is hard to achieve, however by making the group private, non-members of the 
group are unable to browse through the comments, and these conversations do 
not appear on the participants’ personal feeds. I have also refrained from copy-
ing statements verbatim to prevent search engines from finding them and have 
used pseudonyms. Finally, I was an active member of these groups, although I 
tended to post my observations after the rest of the research community.
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tHe liBeral-Cosmopolitan soCial spaCe

This Facebook page resonates with Rapport’s ‘imagin[ing of] a liberal-cos-
mopolitan social space… guaranteeing the telling of a diversity of stories as 
well as inculcating a generosity, hospitality and mutuality in their being heard’ 
(2012: 119). The capacity for members to freely express their concerns about 
the effect of the disorder on their child’s lives particularly around feeding was 
telling, this was something that was reportedly trivialised by some extended 
family members as ‘it’s no big deal, you just have to eat’ and ‘just get on with it’. 
Parents expressed a self-consciousness and defensiveness about feeding their 
children, an act that is so commonplace and routine to be deemed of no spe-
cial consequence. As Michelle, the mother of a four-month-old with mCadd 
posted: ‘Family, and friends try to be supportive and all that but I feel they just 
don’t quite understand how serious it could be if he is not fed!!’.

Skrbiš et al’s (2013) expression of the optimistic face of cosmopolitanism can 
be usefully applied to this Facebook community, by arguing that the aggregate 
of their online interactions (Cimini, 2010) creates a cosmopolitan space, within 
which participants could overcome their shock of diagnosis by joining a safe 
online community that supports this difference. While parents wished their 
child did not have the condition, they chose to frame this in positive terms; the 
majority expressing a sense of relief or ‘luck’ that their children have mCadd 
as opposed to any of the other disorders in the expanded Newborn Screen-
ing Programme. However due to the ambiguous, asymptomatic nature of the 
disorder they also expressed a sense of guilt and anxiety in using public health 
resources when there are ‘others out there who are far worse off ’ (Faith, mother 
of a five-year-old with mCadd). To overcome this, they used their online com-
munity to welcome others who shared the condition; offering tips and ideas 
from daily lived experience and seeking clarification and reassurance about 
medical advice received.

Place for place: the New Zealand health system

Skrbiš et al. note that ‘There is place for place in cosmopolitanism’ (2013: 29), 
and this was also relevant for participants who were bound to the nation-state 
of New Zealand, as citizens, or as residents with children under the care of 
the national Paediatric Metabolic Team based in Starship Hospital, Auckland. 
Their sense of belonging to the Facebook group does indeed ‘transcend the 
immediate and local’ (Skrbiš et. al., 2013: 29) but this social group exists in ten-
sion with the New Zealand state and in fact, it could be said, would not exist 
without that tension. This is evident from Maya’s post: 
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So glad to find this group. Everything on the net seems to be US 
and doom and gloom and treatment and advice is so different from 
what we were told. It’s great to have other NZ parents to talk to. We’re 
told so many different things, even from people at the same hospital 
clinic that I feel I have to double check everything.

Part of this affiliation to New Zealand was access to free medical care for 
children. All parents expressed gratitude for this care, however the neoliberal 
New Zealand health care system, as with others in the world, does encourage 
patients (and their parents) to take responsibility for their own healthcare 
(Fitzgerald, 2004; Park, 2009). As Trnka et al. suggest, ‘New Zealand parents 
are structurally encouraged – and one might even argue required–to take up 
more active roles in determining their child’s health needs’ (2012: 4). In Herbst 
(2014) I examine the responsibilisation of these parents, and how they chart a 
fraught course between the poles of well and unwell. They do this by shedding 
some responsibilities and prioritising others towards the goal of preventing 
symptoms from presenting until the child is admitted to hospital and becomes 
the responsibility of the healthcare system. While some parents are frustrated 
that they need to make the decision to bring their child in to hospital, others 
find the New Zealand system accessible and reassuring as compared to their 
paternalistic experiences in the UK. Unlike many biosocial communities, par-
ents did not join the Facebook group in order to mobilise for better health 
services within New Zealand, rather they were seeking Rapport’s aptly labelled 
narrative hospitality.

Narrative hospitality in action

From my initial observations, Facebook posts fell into ten main themes, which 
I have categorised into three groups: i) maintenance, ii) active management 
and iii) social interaction. Maintenance concerned the daily precautionary 
measures mothers took to keep the disorder asymptomatic and included posts 
about food such as dietary queries, tips on fussy eating, mealtime complaints, 
breastfeeding, and bottle feeding. Extracts from one conversation read as fol-
lows:

Marie: …our soon to be 4 is a fussy little boy, brekkie is hard and 
tea is a long ordeal. pasta, pasta, pasta he loves pasta, just gotta hide 
the veges in it. 

Christina: Michael is a terrible eater so mealtimes are a struggle and 
refuses to eat when tired.
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Fiona: I know how much of a struggle meal times can be… John has 
recently got a lot better but at stages he was nearly just surviving on 
sugary drinks. 

Christina: It’s really difficult when they refuse so much. I would al-
ways start the meal with whatever I wanted him to try, but always 
back it up with the fall-back of enough bits of penne pasta.

A sub-theme under maintenance included discussions about daily parenting, 
vaccinations, dental visits, and Plunket child health services; decisions that 
every parent has to make but that these parents look at through the lens of 
mCadd. These themes also shift from maintenance to active management and 
back depending on the child’s health. On one occasion, reported chickenpox at 
a birthday party led to Michael, a three-year-old with mCadd, quickly getting 
his chickenpox vaccination, something his mother Christina had planned to 
do as per the advice to routinely obtain all vaccinations possible to prevent ill 
health that might then lead to a hospitalisation. This then prompted a sharing 
of narratives and queries from mothers with younger children, culminating 
with the following observations about health:

Fiona: We weren’t offered chickenpox vaccination and spent 6 days 
in hospital when our mCadder caught it from his big brother.

Christina: When they are small and don’t have much of an immune 
system I just think it’s easier to keep them out of the way of others 
that have colds and bugs, just so you can avoid the stress of having 
to go in – many would say ‘oh it’s good for them to be exposed, you 
don’t want to wrap them in cotton wool blah blah blah….’ but for 
those who pay a bigger price if they get poorly its different, so ignore 
all that! Most are ignorant of the facts so we have to forgive that. 
There no way around it, it is a hard time learning and dealing with it, 
but you will and you’ll be an expert on the subject!

The majority of the posts concerned the second category, active management 
of the disorder, when the child was unwell or admitted to hospital. These would 
follow an illness trajectory, starting with ‘action stations’, where the mother 
would alert other members that their child was sick and on two-hourly Poly-
cal ‘feeds’, usually in liquid form as this is easier for a sick child to digest. The 
parents would post regularly to support the mother (and occasionally father) 
who were strictly monitoring the volume of Polycal or snacks the child was 
having, waking them up every few hours to do so; a traumatic experience for 
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child and parent. This particular facet of Facebook was embedded in actively 
managing the body of the child with mCadd, with not much reference to 
parents’ needs, except on how their own stress or ‘bad’ practice might impact 
on the child’s feeding. Frequent issues aired during an illness episode were the 
volume the child needed to consume and the difficulty in waking them and 
tempting them to drink or eat at all. Implicit but not stated was the exhaustion 
of the mother, the underlying concern they had about what would happen if 
they could not wake the child and the tension they felt between not wanting to 
go to hospital but knowing that if it came to that, it was the best option for the 
child. The following post by Maggie at around four in the morning highlights 
some of this pressure:

Hey I’m up with my 4.5 month old with mCadd he had a snotty nose 
yesterday and last night put him to bed at 10pm after a feed, woke 
him at 1am and he’s got slight cough as well as his snotty and runny 
nose. He is running a temp of 38.28 by my thermometer, gave pamol 
at 2:20 which he coughed and lost 10 mins later mixed with saliva 
but no milk with it (not vomiting) had done poo seems to be poo-
ing a lot more in past 12 hours but looks normal and no smell just 
going more frequent! Don’t think he has diahorrea. He is exclusively 
breastfed and still feeding well

Had hospital admission last month due to a cold and not feeding 
at all

Any advice if anyone is up … May call on consultant yet … will if 
temp stays up

Excretions by children were a concern for all parents but what seemed to be 
more worrying was the unknown, the liminality, the message that ‘the child 
may be ok, the child may not, to be safe, bring them in’ (Mark, father of a 
seven-year-old with mCadd). In interviews parents reported it was almost 
easier when the child was vomiting as then it was very clear that they had to 
take them to hospital. Here Maggie was reaching out to Facebook as a ‘meta-
person’, using the group as a ‘witness to suffering that [seemed to] be cathartic 
in its own right’ (Miller, 2011: 172). She exemplifies a hesitance on the part of 
parents to phone specialists outside of office hours to get advice despite New 
Zealand being one of the few places in the world where parents are enabled 
to ring the metabolic specialist on call directly. Parents considered themselves 
lucky to have this support and reported a reluctance to abuse this, preferring 
to take responsibility themselves for as long as possible. This was especially 



SITES: New Series · Vol 13 No 1 · 2016

187

true of families outside of Auckland, where the Paediatric Metabolic Service is 
based. Parents turned to the Facebook site instead, inquiring about percentages 
of polycal to use, or alerting ‘action stations’ to generate a flurry of responses 
in turn until the child was either well again, or despite all efforts, hospitalised 
such as in the case of Maggie, who later reported:

Haha all turned to custard guys we are now in hospital! He was only 
taking small feeds this morning then refused breast altogether and 
now we’re in hospital with the stubborn little toad! He is on a drip 
got him to feed a little amount about half hour ago now he’s sound 
asleep.

Activity on the group would escalate in response to the member in need, 
then cease entirely until the next crisis or query as in the case of Ngaire: ‘Cue 
4:00am raging fever 38.8, small vomit. We still don’t have a line… Should I be 
pushing for one?? More is staying in than coming out but he has got a fever…. 
Unsure’, followed a few hours later after reassurance and advice from 14 people 
by: ‘After crying for 55mins after the Ng tube was put in he is finally sleeping. 
Sensitive wee boy’. mCadd is episodic in time and space and after time, par-
ents reflect on it ‘getting easier’. Although they remain ever vigilant, they do 
not have to raise responsibility until the condition presents. Timmermans et 
al. report that ‘the prolonged use of ambivalent messages make it difficult for 
parents to relax’ (2001: 409) even when the child is older and specialists recom-
mend it. This was apparent with these parents. 

The final category, social interaction, includes introductions where new mem-
bers were welcomed and shared their personal stories (and through doing so 
validated their membership of the group). It also extends to sharing diagnoses 
of new additions to the family, news of birthdays (spent both in and out of 
hospital,) sporting achievements; and querying information, prescriptions 
and medical advice given by specialists. Despite the title of the category there 
was no evidence of daily conversation, or interactions outside of the unspo-
ken mandate to focus on mCadd. This was a space for testimony, for shared 
experience, for the recognition of the other within oneself (Rapport, 2012). 
These individuals shed the skin of their geneticised identity, leaving it in the 
hands of the Facebook group. They then returned to their daily lives with 
mCadd again reduced to a shadow with no social pressure or commitment to 
binding reciprocal relations. This does not mean that no reciprocity existed, 
to the contrary, mothers often commented what it was like to feel bewildered 
and alone with no one to turn to and wished the group had existed when they 
first found out the diagnosis. They then would share their memories of past 
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and current experiences to guide others on the start of their journeys. This 
was however, entirely voluntary and bounded by the condition. I discuss the 
experiences in this social category further in the next section to show how 
the nature of this space enables these parents to recreate themselves as cos-
mopolitan individuals.

loCating oneself: tHe narratiVe identitY

To address this I turn to the individual, using Miller (2011) and Rapport’s 
(2012) readings of Ricoeur’s narrative identity (1984; 1996). These scholars’ in-
terpretations speak directly to these apparent contradictions. Miller explores 
Facebook time as narrative time (2011: 192), highlighting Facebook’s reality 
show-like quality, which for him ‘confirms Ricoeur’s argument that we relate 
best to people when we encounter them within established genres of narrative’ 
(ibid.: 193). These people turn to the site when actively managing the disorder, 
using narrative to share their experiences and in doing so, constitute their own 
humanity (ibid.: 192).

The previous section has documented how members of the Facebook group 
created the narrative webs of suffering and experience that created the com-
munity. I found that members of the group posted as parents responsibilised 
to manage mCadd. They introduced themselves through their children’s con-
dition, marking their difference and by extension, their cosmopolitan identity 
(Sypnowich, 2005). This pattern was unprompted and included information 
about their children, which one had mCadd, their age, an emotive response to 
the diagnosis, and what they felt about the local group:

Rachel: Hi everyone. Seeing as I’m new to the group, I wanted to 
share a bit more about our experience with mCadd. I’m blessed to 
have two mcadd kiddies, both girls 1 and 2 [years old]. It’s nice to 
have a close to home fb group for mcadd.

Lily: welcome to the group, it’s great to talk to other parents who 
understand

Each post would result in a minimum of ten responses. They would vary in 
length and detail from an initial few lines to an extensive personal narrative 
and often, this depended on the age of the child, with those with infants ex-
pressing a great deal of concern when compared to the parents with older 
children.
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Rose: I live in Northland and have a 2 week old baby. I was on such a 
high then bam… I crashed when I was told she has mCadd. I spent 
almost a week in shock. I couldn’t believe this was happening. I now 
realise I need to be strong. The strict feeding schedule scares me as I 
have only myself to rely on. Her dad and I aren’t together any more. 
I hope I may share my journey with you and look forward to any 
support and advice you can offer during my hardest times x

This posting was followed by several welcoming, supportive responses. Often 
the mother would post a picture of their child, confirming the sense that this 
was a safe environment with other parents united in the cause of caring for 
these ‘unique’ children and highlighting the local nature of the group. Some 
framed the disorder in a positive light, displaying ‘I have a child who’s rare’ ban-
ner on their profile or expressing the uniqueness of their children. If one was 
to consider Wardle’s (2010) concept of cosmopolitanism as representing the 
transformation of both oneself and one’s world, these parents are simultane-
ously the parents of a ‘normal’ child that has nothing overtly wrong with her 
and the worried parents of a child with a rare disorder, feeling isolated and 
misunderstood by the society within which they live. Thus they tap in and out 
of these global support groups when they need to, a need that is particularly 
great during infancy and periods of illness.

Within biosociality and biological citizenship

Activism and responsibilisation are both key aspects of discussions of bio-
logical citizenship (Fitzgerald, 2008; Heath et al., 2007; Rose et al., 2005; Rose, 
2009); summed up by Whyte as ‘combin[ing] identity politics with biopower. 
The Foucauldian interest in the state and the self, the two poles of biopower, is 
enlarged with a focus on biosocial groups that make claims for inclusion and 
justice’ (2009: 12). While parents do feel an increased responsibilisation, this 
too slides along a continuum and with treatment relatively simple medically 
(the child eats or goes on an IV), parents do not report a sense of injustice. 
Thus while biological citizenship does the work of describing and deconstruct-
ing an initial molecularised identity, the concept of biological cosmopolitan-
ism works with it hand-in-hand to highlight the limits of this citizenship, in-
formed by the shifting, liminal facets of the disorder and made visible through 
the mirroring activity of the individuals on the Facebook group.

As Whyte argues: ‘Between the two poles of identity politics, the collective and 
the personal, different balances are made between common political efforts 
and individual efforts to rework a devalued identity’ (2009: 8). I suggest that 
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the ambiguity of the disorder, coupled with the fluid nature of Facebook as a 
site of community, lends itself to a discussion of biosociality beyond that of 
health identities and subjectivities created through medical technology (in the 
form of newborn screening) (Rabinow, 1996). I argue that these individuals do 
not seek to forge a collective identity based on this diagnosis (Rapp, 1999: 302). 
They never meet in person and seem happy to move in and out of the space 
as they wish. Or as Rapport expresses ‘one accommodates the other without 
presuming to know the other’ (2012: 87). Neither do they lobby for their disease, 
more resources, research or reform. Their needs are emotional, underscored 
by an often unconscious fear that their child will die if they do not eat, a fear 
driven by the non-quantifiable nature of how much energy a child has used 
up. This fear builds affect in the community.

Narrative affect and individual emotion

April: Anyway now Heath is 5 months old and so far he hasn’t been 
sick at all, just happy and healthy. As my partner works long hours, 
it has been tiring for me making sure Heath sleeps no longer than 
six hours. He will usually go down at about 12:30am and then I will 
wake him at 6am–which he is not happy about. We live an hour away 
from the hospital and I am feeling anxious about the first time we 
will need to make that trip, mainly because I may be on my own. I 
have a lot of ‘what ifs’ that go through my head but just try to remind 
myself I know what to do and that things will be ok.

Sarah Ahmed explores ‘emotions on the “surface” of individual and collective 
bodies,’ (2014: 1), arguing that emotions have mobility, with this movement not 
necessarily cutting the body off from its place but also ‘connecting bodies to 
other bodies’ (ibid: 11). Particularly pertinent is her discussion of the affective 
politics of fear and how this too contains temporal dimensions, that fear is tied 
to an anticipation of being hurt or injured, it ‘impresses upon us in the present, 
as an anticipated pain in the future’ (ibid: 65). She argues that even if this antici-
pated hurt does not occur, which in the case of these parents is hospitalisation, 
brain damage or the loss of their child, the anxiety caused by the fear sticks to 
the diagnosis. This is exemplified by Susan:

Susan: when I found out I was very upset not knowing about her 
condition everything was going through my mind when before 
that she was sleeping through the night. since then she has been in 
hospital twice and I was very scared that she had to have tubes in 
through her nose to get to her tummy to feed and all I wanted was 
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for her to get better and was hard to see as there was nothing I could 
do but be there for her.

Susan and April had different experiences of the disorder’s effect on their lives 
but were united by the emotion of fear, fear of the unknown and what might 
happen, a constant state with this disorder. Their and other mother’s experi-
ences of managing the disorder within their existing social networks opened 
them to criticism and scrutiny, even if this was sometimes a defensive and 
reflective observation on their part. As Ahmed explains: ‘emotions may involve 
readings of such openness as spaces where bodies and worlds meet and leak 
into each other,’ (2014: 69); in the familial lived experience of mCadd, the body 
shrinks from fear. If the meaning of mCadd is constructed and reproduced 
through dialogue and social interaction (Ching and Foley, 2012; Cimini, 2010) 
then the negation of it during interactions with family and community in daily 
life should reduce mCadd to a negligible footnote in one’s life. But it does not, 
mCadd is a shadow that is always there, its visibility just changes based on 
temporal and environmental factors. I argue that by creating and sharing their 
own narratives of this fear, they confine its ‘stickiness’ to the site, thus manag-
ing their unwanted biological citizenship and maintaining the potential to be 
Rapport’s anyone outside of this space.

ConClusion

As Miller says: ‘Facebook does not exist in isolation. No one lives just on Fa-
cebook… It is one of the structures of social networking… There is no such 
thing as Facebook from the perspective of cultural relativity. Facebook is only 
the aggregate of its regional and particular usage (2011: 163). If cosmopolitan-
ism does incorporate ‘individuals marked by difference’, and free to choose 
the projects pertinent to their own life-projects/ stories, then these parents, 
biological citizens marked by genetic difference, are choosing to incorporate 
and shed this identity. Not at will, but when required. The space they have 
created, a community formed by an online web of interweaving narratives 
and supportive comments, is thus cosmopolitan in nature, being voluntary, 
transient, open and accepting.

These individuals are citizens of this space, framed by the disorder and the 
New Zealand health system they rely on for the ongoing medical care of their 
children. Although a genetic disorder is intrinsic to membership of this group, 
it is not an acknowledged sustained constant in these individuals’ lives, and 
indeed, contact between others in New Zealand dealing with the disorder is 
limited only to this online space. These individuals’ identification with the 
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disorder and their interaction in this space is fluid and rather episodic – used 
as a means of maintaining control against an unknown. This creates a bond 
of emotion, binding them temporarily together when the community at large 
requires. Based on the ethnographic analysis of the activity on this Facebook 
support group, I suggest biological cosmopolitanism as a means to envision-
ing communities and individuals affected by chronic, presymptomatic, genetic 
disorders. Rather than permanently taking on the ill-fitting biosocial mantle 
of an identity defined by illness, an individual can choose to become a cos-
mopolitan anyone, temporarily inhabiting what is perceived to be a safe space 
defined by mCadd, parking that aspect of identity in order to ignore it in the 
other spheres of his or her life. This activity and space is co-negotiated and 
ratified over time and multiple interactions; to paraphrase Skrbiš et. al., (2013) 
on cosmopolitanism, a life line to use when this difference punches holes in 
ordinary life, a means of choosing how to deal with this prediagnosed fate, 
and a hospitable space where futures can be celebrated and bold ideas shared.
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notes
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University of Auckland. Her research interests include medical anthropology, the 
anthropology of childhood, identity, visual anthropology and media anthropol-
ogy.

Email: p.herbst@auckland.ac.nz

2 The frequency of this varies according to the age of the child and from specialist 
to specialist. For example, the parents in this study were advised to feed their 
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infants according to a rough estimate of their age. Some specialists advise less or 
more time depending on their training and country of origin/ practice. In each 
case the general health of the individual is taken into account.

3 A simple sugar chemically identical to glucose (blood sugar) that is made from 
corn. This is dissolved in solutions for intravenous use. 

4 The majority of the children were born in New Zealand. One of the children 
was diagnosed after his younger sibling was picked up in Newborn Screening. A 
further two were diagnosed in Australia and the United Kingdom respectively, 
under those countries’ newborn screening programmes.
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