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HIGHLIGHTS

· The experiences of workers with SCD are reducible neither to symptoms nor treatments
· Employers disregard the necessary self-care of a precarious body in workers with SCD
· The unpaid work of people with SCD reproducing labour remains unacknowledged
· Voluntary and community work of people with SCD is salvaged for free by employers
· People with SCD reconfigure understandings of connections between disability and work

On the Possibility of a Disabled Life in Capitalist Ruins: Black Workers with Sickle Cell Disorder in England
Abstract
The link between workers with sickle cell disorder (SCD) and employment has until now been seen through the lens of the person’s disease, not their relationship to work (paid and unpaid). Using SCD as a case study, we foreground relations of employment, setting sickle cell and work into ecological context. In 2018, two focus group discussions and 47 depth-interviews were conducted with black disabled workers living with SCD across England. The relational concepts of Anna Tsing (2015)- salvage accumulation, entanglement and precarity - were used as an analytical framework to assess the reported experiences.  To understand these experiences of those with SCD and employment, it is necessary to apprehend the whole ecology of their bonds to their bodies; their social relationships of kin and family; and their wider social relations to communities. Paid employment breaks bonds crucial to those living with SCD. First, employers can only extract sufficient productive value from workers if they disregard the necessary self-care of a precarious body. Secondly, reproducing labour though child-care, housework and care work is a taken-for-granted salvage central to capitalism. Thirdly, voluntary and community work are salvaged for free by employers towards their accumulation of profits.  People with SCD find bond-making activities that create the commons life-affirming, thereby reconfiguring our understanding of connections between disability and work.
Tsing, AL (2015) The Mushroom at the End of the World: On the Possibility of Life in Capitalist Ruins Princeton, NJ: Princeton University Press.
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On the Possibility of a Disabled Life in Capitalist Ruins: Black Workers with Sickle Cell Disorder in England
Introduction

In this paper, we examine health, disability, work and employment in people with sickle cell disorder (SCD). SCD is a complex multi-system disorder and, in England, the majority affected are of Black African/Caribbean descent. SCD combines features of acute illness (acute painful crises, life-threatening infections); chronic illness (severe anaemia/fatigue and chronic pain) and disability (strokes, recurrent leg ulcers and necrosis of the joints). It is variable between individuals and over time, and may not be somatically recognizable to outsiders. More generally, black, disabled and female workers face intersectional labour market discrimination (Berghs and Dyson, 2020). In this paper we use SCD as a case study, since SCD, as a complex combination of acute illness, chronic illness and disability, generates unique work experiences, both illustrating and modifying the generic labour market challenges of racism, gender and disability discrimination (Healy et al, 2011).
Increasing SCD life expectancy has led to anticipated possibilities for being “productive” and “independent” (Swanson et al, 2011: S394), without appreciating the over-arching labour market issues facing disabled people.  Disabled people are less likely to find paid work; face workplace physical and attitudinal barriers; earn less; are more vulnerable to unemployment; face issues of transport accessibility to work; and have greater challenges remaining in work or obtaining promotion (Barnes and Mercer, 2005). Employers institutionalize a disconnect between equality law and its front-line implementation (Fevre et al, 2013). Government policies emphasize supply-side interventions (training for employability) (Barnes and Mercer, 2005), and, with welfare-to-work pressures, disabled people struggle to fulfil the ideal neoliberal employee role (Berghs and Dyson, 2020). Illness-absences are an only-partially-modifiable feature of SCD, so disability rights advocacy that asserts disabled people do not exhibit lower productivity/increased sickness-absence presents a challenge for workers with SCD.
Extant literature on health, work and employment in people with SCD focusses on the clinical consequences of SCD (Asnani et al, 2008; Ballas et al, 2006, 2010; Serjeant, 2013) and thereby: (1) takes the parameters of capitalist employment (low pay, racism, precarity, work-related harm) for granted; (2) ignores unpaid and invisible work and (3) does not examine the relations between people with SCD, and their bodily health, formal paid employment, and unpaid work within families and communities. Therefore, we argue that analytical tools for examining a whole ecology of relations are needed, which can be derived from the work of anthropologist Anna Tsing. We introduce the work of Tsing (2015), providing a theoretical rationale for use of three key analytic concepts: salvage, entanglement and precarity, to empirically explore the lives of 47 black disabled workers living with SCD. An account of participants and methods follows.  Our analysis suggests workers with SCD become estranged from several types of relationship: with their bodies, kin and communities. We conclude by considering how bond-making - found affirmative in the lives of people with SCD - may then reconfigure our understanding of the connections between disability and work.

Workers with SCD
High unemployment rates of over 50% for adults with SCD (being noted in studies both over time and in different countries) are regarded as problematic by researchers (Franklin and Atkin, 1986; Haywood et al, 2010; Matthie et al, 2015; Pereira et al, 2013; Williams et al, 2018). By contrast, gainful employment is regarded as improving quality of life (Asnani et al, 2008); decreasing use of health services (Williams et al, 2018); and, in a disabling framing, as reducing “the negative economic impact of SCD on society” (Idowu et al, 2018: 4930). In short, some researchers erroneously assume an unmediated pathway in which SCD symptoms directly negatively affect employment (Ballas et al, 2006; Serjeant, 2013) and biomedical treatments positively improve employment (Ballas et al, 2010).  For others, SCD symptoms are mediated through individual psychological pathways, with increased stress and lowered mood (Gil et al, 2004); poor psychological adjustment (Schaeffer et al, 1999); or cognitive deficits (Sanger et al, 2016) linked with poor employment outcomes. Rarely is racist discrimination by employers mentioned (Atkin and Ahmad, 2001), and, even employer responsibility to make reasonable adjustments is linked to decreased hospitalizations and health care costs (Idowu et al, 2018), not to social justice. Labour markets are gendered and racialized (Healy et al, 2011), and, notwithstanding higher paid employment rates among women with SCD (Bediako, 2010), this is a consequence of racist discrimination against black male workers (Hill, 1994). Bediako (2010) records an inverse relationship between assertiveness of black female SCD workers and employment, but not that employers favour docile workers. Even where dilemmas of disclosure to employers and losing jobs through sickness absences are noted (Thomas and Taylor, 2002), the parameters of paid employment are taken as given, and unpaid work remains unacknowledged.
Examining paid employment in capitalist economies problematizes “productive” and “independent” as self-evident goods. Much capitalist work has been characterized as health-damaging and ecology-destroying (Frayne, 2015) and as socially useless for the common good (Graeber, 2018). Over time, work processes have intensified, and managerial control over workers has increased (Thompson and Van den Broek, 2010). Discrimination in employment opportunities, levels of pay and prospects for promotion are worse for women, black workers (Healy et al, 2011), and disabled workers (Barnes and Mercer, 2005). There has been a rise in precarious employment (Standing, 2011), though some see precarity of both human labour and ecologies as defining of capitalist relations per se rather than a late aberration (Tsing, 2015). Work, considered more broadly than paid employment, encompasses formal work, informal work and voluntary work (Taylor, 2004), though what is required is attention to how different forms of work are interconnected (Pettinger, 2019). This is where the work of Tsing becomes relevant, describing an ecology in which global capitalist supply chains are connected to illegal, unpaid or informal work communities, whilst formal paid employment alienates workers from their life-worlds.
Contemporary employment in neoliberal economies fetishizes independence and choice, with an emphasis on the values of use and exchange rather than social dependency, reciprocity and moral economies orientated to human flourishing (Bolton and Laaser, 2013). This is the broader context into which the experiences of workers with SCD fit. Working class labour in neoliberal economies is characterized by low wages for essential work (Graeber, 2018), by work practices that are de-humanizing and oppressive (Bolton and Laaser, 2013), and by enduring inequalities in terms of class, racism and gender (Healy et al, 2011). 
The issue for workers with SCD is that some features of labour markets are identity-neutral (objective ownership/not of the means of production); and some are identity-sensitive (racism, gender relations, disability discrimination) (Sayer, 2005). Consequently, some labour market experiences apply to all employees (precarity), some to black employees (resisting racism), some to female employees (the double shift) and some to disabled employees (stigma management). Such experiences are intensified and extended for those with SCD, which, as noted, combines acute illness, chronic illness and disability. To take one example, working-class mothers view the culture of low-wage labour to be inherently anti-child (Dodson, 2007). Additional practical and emotion work is then required, but low-income black women are also pressured into paid employment to compensate for racism against black males (Hill, 1994).  For disabled women with SCD there is a further layer of work.  In addition to resisting anti-child workplace practices, the double burden of paid and unpaid work, and disability stigma, they are experiencing extreme fatigue (Poku et al, 2020).  SCD work experiences - as our data shows - reflect broader oppressions of class, gender, racism and disablement, but also entail unique challenges.
Anna Tsing: On the Possibility of Life in Capitalist Ruins
Our theoretical decision to utilize Tsing’s explanatory work is rooted in the genesis of our research question. The formal research question for the funders - what are the barriers to employment for people with SCD to enhance independence? – reproduces a number of conceptual problems.  It takes for granted the neoliberal value of independence, rejected by people with SCD in favour of inter-dependence (Thomas and Taylor, 2002), only the latter congruent with Tsing’s relational approach.  A focus on full-time paid employment also ‘deletes’ other types of work: the gendered work of emotional labour, (un)paid care work, body work, and household work; and the racialized work of outworkers, domestic service, modern slavery, and forced labour (Pettinger, 2019). By contrast, Tsing’s account integrates these different types of work.  Finally, it abstracts the narrow, neoliberal economy from broader moral economies (Sayer, 2005), while Tsing’s work traverses formal and moral economies.  Moreover, the strong disavowal by our black research participants of our funder’s disabled label reflects not only their rejection of independence as a value, but also their citizenship precarity, enshrined in discriminatory UK nationality/immigration law and policy (Tyler, 2010)
The context of our data is inherently complex: people with SCD are often (not always) working-class (statistically, Black Caribbean people more so; Black African or Indian less so, owing to historically different migration trajectories into the UK); slightly more female, based on differential SCD survival into older ages; and (in UK legal terms) disabled irrespective of whether or not they embrace or reject the disabled identity. Those with SCD often have acute intermittent illnesses and chronic illness in the form of fatigue; both relevant to paid employment. Those with SCD are likely to illustrate broader truths about labour markets, whilst also navigating problems specific to their condition.
Our use of Tsing represents the search for analytical concepts sufficiently generic that (like our research participants in their lived-experiences) we as authors can deal with multiple dimensions simultaneously. We employ a combination of Tsing who provides us with the analytical concepts salvage accumulation, entanglement, and precarity; and UK sociologist Derek Layder (1993) who, with some extension, provides us with a scheme for analysing different levels of experience - the body; social relationships (personal, kin and neighbourhood); and social relations (class, gender, racism and disablement); a scheme often missing from current narrative accounts of SCD.
Tsing (2015) suggests that economic relations are sub-tended by ecological relations.   Nothing is stand-alone, all life is based on contamination, and humans are “always polluted by histories of encounter; we are mixed up with others before we even begin any new collaboration” (Tsing, 2015: 29). SCD confirms this, since the sickle cell human body is a record of the evolution of other species; the parasite Plasmodium falciparum and the Anopheles gambiae mosquito (Dyson, 2019). Investigation can therefore only be relational; any analysis cannot take an isolated object, a human and their capacity for work, and scale-up or generalize that capacity. Tsing particularly notes the adoption of supply chain mechanisms by US corporations, at the expense of the mid-twentieth century company offering predictable work and wages over a lifetime. This downturn in (nominally) secure employment came only shortly after black workers had been accepted into such relatively stable and better paid industrial jobs, and these workers, often under the guise of sickle cell-based racist discrimination, were subsequently the first to be laid off (Draper, 1991). Tsing implies an historical continuity between colonialism (monoculture plantations tended by African peoples violently torn from their communities); mid-twentieth century capitalism, with workers and work standardized for formal calculability, whilst ecologies are not accounted for by being rendered “natural resources”; and post-capitalist ruins where  ecologies and workers become “stand-alone assets” (6); “everything else becomes weeds or waste” (6), and ecological-economic ruins ensue, from which all must then salvage a life. 
Tsing uses three key concepts: salvage accumulation, entanglement and precarity. Although salvage accumulation sounds like a concept that post-dates capitalism - as if we have to salvage a life from capitalist ruins - it is actually central to capitalism. Salvage accumulation is required to produce labour power. It transforms worker abilities produced outside capitalism (based on unacknowledged care work, housework and informal education), into capitalist value. Supply chains, encapsulated in the technology of universal product codes (UPC), in which stock is inventoried on one side of the bar code, but where the reverse is blank, are emblematic of a radical lack of concern about labour and environmental conditions of (re)production. Private assets and profits emerge only by virtue of not acknowledging the enabling latent commons. Tsing is principally referring to (ab)use of the non-human commons but we might extend the notion of commons to refer to the mutual aid work of humans in making/sustaining reciprocal bonds, a long-standing feature of sickle cell communities (Kramer and Nash, 1993).
Opposing the violence of abstraction represented by the monoculture plantations of slavery, by colonialism, and by multinational corporations, a second key concept is the relational nature of humans. Tsing’s concept of entanglement indexes relational thinking, which emphasizes (1) connectedness; (2) the impossibility of delineating separate, fully bounded entities; and (3) that entanglement alters all entities involved in the encounter. Capitalist products tend to be self-contained units, capable of being scaled up to produce profit, and so therefore workers have to be self-contained units, their value formally calculable. The worker as self-contained unit of labour power ignores any contamination, any recognition that encounters between beings necessarily entail transformation through entanglement. A third concept is precarity. Precarity, the state of being vulnerable to others, a mutual vulnerability identified as the basis of an ethical life (Ricoeur, 1992 [1990]), becomes perverted under capitalism into the obverse: a fantasy of independence, in which all achievements are allegedly self-contained, and workers can be used or exchanged independently of kinship and community networks that support them. 
These concepts - salvage, entanglement and precarity - are especially pertinent to our study of black disabled workers living with SCD.  People with SCD experience chronic pain, extreme fatigue, and organ damage.  They are periodically assailed by acute pain, often requiring hospitalization. Such episodes may happen rarely, frequently or may change in frequency or intensity over time. The notion of having to salvage a life on the basis of precarious health resonates with the responses of our participants living with SCD, and provides a case study of how precarious health relates to precarity of wage-labour (see Millar, 2017, on the precarious-precarity distinction). Moreover, as we shall see, the systematic disregard of kin and community by wage-labour employers permits the creation of precarity in people with SCD, through the denial or breaking of the very entanglements that sustain them. The process of working in a neoliberal economy violently abstracts people with SCD from ecological relations to their body, to their family and to their community. 

Participants and Methods

Our case study of black disabled workers living with SCD in England, illustrates, develops and tests out several of the above themes. People with SCD are dis-abled by others (Dyson, 2019), even whilst disowning the label disabled, partly because a major life strategy is not to make their variable illness a central part of their identity (Atkin and Ahmad, 2001). Many of those with SCD are descendants of Caribbean-born migrants, specifically recruited for, and stratified into, low-income dangerous work in industries and shift work in public transport and nursing (Miles, 1983). Some are of Black African descent with high skills, under-recognized in the UK jobs market, or else are asylum seekers excluded from the right to legal work until years-long liminal citizenship status is resolved. All are subject to the hostile and racist environment of immigration and nationality laws (Tyler, 2010). Negotiating housework, childcare and paid employment is especially challenging for black women, with Black Caribbean women highly active in paid labour markets partly because of racist discrimination against black males in employment. 
SCD sometimes presents as an acute illness with severe pain requiring hospitalization and post-discharge recuperation. It sometimes presents as a long-term condition with chronic pain, severe anaemia, long-term organ damage, and life-long treatments. It sometimes leaves people with specific impairments - sensory and/or physical and/or mental - and they are dis-abled based on societal norms they are assumed to break (Dyson, 2019), including the assumption that they are not good workers. We can only understand the connections between work, health and sickle cell if we pay attention to the complexities of their entanglements. 
The research, conducted in 2018, explored barriers to employment for people living with SCD.  It received approval from [Name] university ethics committee (Ref #1858). Working with two sickle cell NGOs as research partners, we undertook two initial focus group discussions; before interviewing 47 adults (25 females, 22 males) from London (24); the Midlands (17) and the North (6). This reflects the geographical distribution of SCD in England (National Haemoglobinopathy Register, 2019). Ages ranged from 18 to 66 (mean age= 41). 19 self-identified as of Black British (African) descent, 22 Black British (Caribbean), two as Black British (Other), three as British Asian (Indian) and one as Brazilian. 35 had sickle cell anaemia (HbSS); eight had haemoglobin SC disease (HbSC); four had rarer forms of SCD. Two agreed to be interviewed, but not to data archiving, and three asked for sensitive sections of interviews not to be recorded. NGOs were given recruitment fees and the interviewees a small gift token, plus travel expenses. The first half of the interviews was conducted by a male interviewer (SMD), encouraging respondents to narrate work experiences across the life course. The latter half was carried out by a female interviewer (MJB), focusing on producing a diverse sample (Table 1) and probing further around certain topics such as impact of school experience on employment. The study failed to recruit anyone with an (open) LGBTQ+ identity. The one such person, identified through another interviewee, constituted the only decline.  Interviews, of 45-120 minutes, together with field notes for each interview, were transcribed in full, and thematically organized using NVIVO (v20). Detailed coding was developed through iterative retrospective analysis.  The broader team checked the stability and reproducibility of coding.  The sets of transcripts were also juxtaposed in different ways (London v outside London; female v male; younger v older) in order to aid comparison and contrast. The data set is extensive and open to several cuts of the data (Layder, 1993). We provide but one traverse of the findings here.  Moreover, in a strengthening of grounded theory approaches, in which themes “emerge”, we drew on adaptive theory (Layder, 1998), which acknowledges both extant social theory and insights grounded in the data. Analysis is then understood as co-constructed through interactions between the participants’ empirical experiences and the researchers’ use of theory (Layder, 1998). In this instance, we used the concepts of salvage, entanglement and precarity (Tsing, 2015) as a theoretical framework in understanding and analysing the interview transcripts to provide explanatory power.
Previous research has used the distinction between social relationships (small scale, face-to-face, contemporary situated activity) and social relations (large-scale, historically bequeathed, contextual relations of class, gender, racism and disablement (Layder, 1993). Layder has a further level of analysis - the psycho-biographical level. For our purposes this does not foreground the corporeal body sufficiently, and it lacks a corresponding concept of connectedness equivalent to social relationships and social relations. We propose to use the term intra-relations to refer to relationships of people with SCD to their own bodies: corporeal bodies that are frequently bodies-in-pain.
We present our findings in three sections, and within each section interrogate: 1) salvage, 2) entanglement and 3) precarity. First, we discuss work experiences in terms of intra-relations of the person with SCD to their own body. Secondly, we outline employment experiences in terms of social relationships to significant others, principally kin. Thirdly, we analyze work and employment situations in connection with social relations to broader communities. Using Tsing as our theoretical frame, we show how salvage (capitalist appropriation of unpaid work); entanglement (encumberments as life-affirming, not a hindrance to profits) and precarity (labour market vulnerability for a racialized disabled group) render workers with SCD a special sub-set of broader processes of class, gender, racism and disablement. 
INTRA-RELATIONS: THE BODY

Participants reported that employers disregarded the relationship the person with SCD had with their own body that was a condition of work. In order to manage precarious health, people with SCD adopt a vast repertoire of self-care techniques. They may also be entangled with medical technologies (monthly exchange blood transfusions, catheters, oxygen tanks, dialysis machines). All will be managing acute pain (sometimes taking opioids following hospital discharge), as well as chronic pain and fatigue, the latter an underestimated symptom (Poku et al, 2020). People with SCD were compelled to display their illness (performatively going directly to hospital from work; getting a hospital nurse to phone in sick, or using graphic photos of blood, tubes and the person-in-pain) in order to secure its status as socially legitimate sickness. Such illness experiences reflect precarious bodies, a “life without the promise of stability” (Tsing, 2015: 2) who then encounter precarity “rooted in […] specific labor conditions” (Millar, 2017: 4). The hard work of self-care was salvaged, unacknowledged by employers, but to their benefit. 
Most respondents disclosed SCD to employers (a few delayed in order to pass their probation period), though few employers made any adjustments before any initial period of absence from work. For example, few accommodations were made for those who could not be on their feet all day (due to chronic fatigue, persistent leg ulcers, or necrosis of the hips). Working in cold, hot, steamy or unventilated conditions were dangerous entanglements; a reason for not applying for a job in the first instance. Fanaka mentions the requirement to wear a particular uniform and exposure to freezers/chillers as a bar to applying to supermarkets. Adverse physical environments led to becoming ill and having to leave the job (Yardley, Poju, Babatunde); having to wear extra layers of clothing (Grace, Isabel, Sefa); wearing gloves to type (Isabel); being told to wear gloves rather than adjust the temperature (Ursula), or to bring in individual heaters, subsequently removed for health and safety reasons (Manjula) or by non-disabled co-workers for their own use (Olivia). Arguing for a change of environmental heating foundered on complaints by co-workers that it was too hot. For Tsing, entanglements could be enabling. But in industry, the entanglement of workers with physical environment and co-workers has long been investigated by scientific management as a source of extractable collective productivity. However, in our study, requests for reasonable adjustments provided employers with a warrant to question the commitment of the person with SCD as the alleged weak link in the production chain. As such, work environment entanglements were often disabling for workers with SCD.
Travel to work is an under-recognized form of salvage accumulation, in which the time costs of labour market flexibility are born by those employed. “I needed a job, but it was very hard. I was spending three hours to get there and three hours to get back every day. And I was shattered by Friday” (Sefa). Leona’s deceased brother with SCD, “would leave home at 4.30am […] he killed himself” (a reference to the strenuous commute, not to suicide). Travel to work was precarious if using public transport. Being exposed to the cold, wind and rain; unable to obtain a seat on underground or overground trains and buses in rush hour, being exposed to infections in crowded public spaces (those with SCD are extremely vulnerable to infections) were all common challenges. The physicality and walking distance required during a commute was also a challenge when tired from severe anaemia, or at risk from a crisis if exposed to cold. Some rose hours before work to prepare themselves for a demanding commute – again, unrecompensed self-care-work, salvaged by employers into overall worker efforts. Reasonable accommodations that were effective involved disability benefits facilitating the purchase of a car (Carl, Duane, Ora and Sefa), a facility increasingly unavailable owing to cuts in benefits; being provided with a parking space at work (sometimes as an exception to green travel policies); being provided with a disabled parking space (Grace), as even distances from car parks (Ghalib) or multi-storey car parks without lifts (Ora) undermined this adjustment. Coupling such adjustment with flexible working meant the commute could be undertaken outside rush-hour, reducing travelling time and hence tiredness. Refusal to accommodate any part of this assemblage of support (including briefing of attendants so that use of a disabled space was not challenged because of the hidden nature of SCD as a disability) led to workers becoming ill or leaving their jobs (Leona), while respecting this range of adjustments enabled some to continue to work (Ghalib, Harper).
Older Black Caribbean workers (some undiagnosed until adulthood) had been employed in strenuous or dangerous manual work (car mechanic, sheet metal galvanizer, train mechanic, metal-worker, and steam-presser) and could not understand why they were more exhausted than their peers. In these cases, the precarity of wage-labour in declining heavy industries has been somewhat masked, as the trajectory to redundancy was preceded by the early health-related exit of SCD workers from such work. Since (dated) life-expectancies for those with sickle cell anaemia were 42-48 years (Platt et al, 1994), we must bear in mind that older respondents in our sample represent the 50% of their cohort who survived, and those with more severe life/employment experiences predeceased this research. Harvesting a working life without bearing retirement costs is another source of salvage accumulation within capitalism.
A major issue from the employer perspective was illness-related absence from work. This varied enormously but an indicative pattern might be a 2-3 weeks absence 3-4 times a year, making employees with SCD ‘unreliable’ in the view of employers. 

“How do you tell that man, listen, you can take this sickler on, but you have to understand that he might have two months out of the year not here because he’s ill? That’s how I see it. You cannot tell an employer; say right you need to take this person on when he damn well knows that if he takes this geezer on, he’s going to get more out of this geezer than this one here.” (Duane)

Whilst referencing precarious health, Duane also reflects upon how wage-labour is inherently a form of precarity (Millar, 2017), dependent upon extracting vitality from the life force of the worker. Even before destabilizing forms of employment precarity are considered, the predictable precarity of wage-labour poses a huge challenge to someone with precarious health. We might make sense of this by developing Max Weber’s concepts of formal and substantive rationality (Fox, 1991). We suggest that people with SCD exhibit substantive or entangled reliability, committed to work activities relevant to their life goals when they can, except when their illness prevails. Despite the espousal of a strong work ethic in the face of intermittent illness by workers with SCD, sometimes a major adverse symptom might additionally involve several months away from work. Many respondents insisted that any criticisms they received were for absences and not for the quality of work. They thus exhibit substantive reliability relative to their entanglement in relationships, but not the calculable formal reliability of capitalism, even though this formal reliability may amount to little more than ‘being there’ (Graeber, 2018) or being reliably destructive - of the health of self, others, or the environment (Frayne, 2015; Tsing, 2015). 

Despite the espousal of this strong work ethic in the face of intermittent illness by workers with SCD, sometimes a major adverse symptom might additionally involve several months away from work.  Employees with SCD worked even though in severe pain:
“..the number of days when you go to work, where you are virtually, you’re standing up but inside you’re practically in a wheelchair, inside your mind, inside your body, you are in a wheelchair, but you’ve made the effort to come to work, and you’ve made the effort to […] to commit to your job, to commit to […] to performing well. (Olivia)
Many offered employers the salvage accumulation of presenteeism. They worked when in pain (Kamil, Rodney), or whilst taking painkillers (Millie, Queisha); worked on lap-tops when in-patients in hospital (Isabel); discharged themselves from hospital, attended a work interview, and then re-admitted themselves (Ora); returned to work early, immediately upon discharge from hospital rather than recuperate, so as not to be seen to be letting co-workers down (Babatunde, Duane, Sefa). Fifteen participants undertook shift work, even when severely tired, so as not to be seen to be different. Five undertook two paid jobs where endemic low pay meant they could not meet household bills (Millie, Poju, Queisha, Juliette, Precious), and undertook the dual work of childcare and paid work (Alison, Millie, Queisha). Many used annual leave when they needed sick leave or hospital appointments in order to avoid triggering HR illness policies, or moved hospital appointments in order not to miss work (Fabia, Ora). Thirteen respondents proudly said that no-one had ever complained about the quality of their work, only their absence from work. Such absences led to dismissal, pressure to leave the job, bullying and harassment by managers, and the escalation of HR sickness policies, even in the face of a condition whose main manifestation is episodic illness. Sometimes such pressures emanated from unsympathetic co-workers who had to cover the work of the person with SCD. Employers disrespect or fetishize worker-worker entanglements contingently. Employers disrespect worker group solidarity in general (trades unions) but expect it as routine in covering the work of absent others. In one instance the employer, having grasped the potential for preventive self-care, simply turned this back on the person with SCD, blaming them for not looking after themselves. The extra unpaid overtime by co-workers compensating for others; people with SCD working when ill; and employers expecting effects of self-care to be comprehensive and predictable; each represents a further form of salvage accumulation within capitalist relations.
In short, people with SCD were alienated from their entangled encounters, however entanglements not just with their work processes and their co-workers, but also from the self-care work that made work possible. Their body-work was not the work of the unpaid family care-giver (though they also undertook such work), nor the paid body-work of health and social care staff (Cohen, 2011), but was self-body-work as a necessary condition of employment. They were neither living to work, nor working to live (Lloyd, 2012), but working to work. As Violet wistfully stated of an era before social security benefits were demonized, “social security [was] a wage to look after myself.”
SOCIAL RELATIONSHIPS
It is difficult to monetize care work for profit in the realm of paid employment, as Ghalib found before relinquishing a care home he owned, however family care work is a site par excellence of salvage accumulation for capital. People with SCD undertook a great deal of unpaid work outside of paid employment. This challenges the idea of eternal dependency often associated with SCD, and included care of children, disabled adults or older parents. In one instance (Alison) this included child-keeping: looking after a neighbour’s child as the mother was not coping. Whilst we do not reduce these activities to economics, such activities also enable others to take up paid employment. In two cases (Babatunde, Rodney) the man had consciously taken on the role of housework, cooking and the school run, whilst their partner undertook paid employment. Although the housework was in attenuated form (Rodney’s cooked from frozen, his wife from fresh) such scraps of work still, representing a salvage of unpaid labour in the service of the reproduction of the workforce.
In order to be fully calculable employees, maximum hours had to be extracted by minimizing absences and/or undertaking shift work, and family entanglements were denied or disregarded. Clinton was dismissed for talking to his family when they came into the fast-food restaurant. A rationale he later gave for living alone was to minimize the negative impact of his illness on family members. Violet’s infant children were awake at 10.30pm so the husband could collect Violet from her late shift. Precious was ill in hospital for two weeks but “the manager didn’t believe me that I was sick, she thought I just wanted to go home because my mum had died”. Queisha took her baby to a job interview as proof she had family responsibilities and would be a good worker, paradoxically confirming her precarity as a wage-labourer in order to perform employability. In contrast, Isabel and Poju found that blood relatives, entangled lives based on particularistic bonds, were the most understanding of employers.
The challenges of securing the relationships of family and friends that sustain them were illustrated by attempts to engage in activities - holidays, social celebrations, family reunions - that represented anything other than self-care for work; the reproduction of labour; or paid employment. Many exempted themselves from work socializing because they were too tired or felt their bodies could not tolerate the alcohol/smoking, sometimes causing resentment among work colleagues. Two participants commented upon the discrepancy between social acceptance of another form of work-based socializing – the smoke break institutionalized in many stressful low-income jobs – and the lack of acceptance of a time-out break for those with SCD to deal with pain.
Many curtailed their social lives outside work to remain well. Some older male participants had socialized with alcohol when younger, until they recognized the negative effect on them. Others denied themselves late nights, parties, alcohol or holidays abroad.  When these self-imposed rules were broken – sometimes in very minor ways – the person with SCD suffered. Carl incurred £30k of debt for medical treatment abroad because his partner did not appreciate the need for high levels of insurance when booking a surprise holiday. Poju took a long-haul holiday with his best friend and, not wanting to let his friend down by taking his usual two days rest to recover from the flight, became severely ill, and was unable to take part in even one day of holiday activities.  Ora noted how one brief celebration of a university achievement caused a sickle cell crisis. Duane took a holiday abroad, doubling as a reunion with a brother not seen for many years. One celebratory sip of beer was sufficient to provoke a severe painful crisis, and ruin the holiday.  
Thus, part of remaining well consists of a life denuded of much of the pleasure of socializing with family and friends. With time already severely squeezed by the need for self-care work to enable paid work, one purpose beyond work, of enjoying time for relaxation and socializing with friends and family, was consequently curtailed. Whilst many had children of their own, for some this curtailment meant a conscious downplaying of the possibility of having a family. As Carl summed up: “Forget making babies, I’m not going to make it myself.”
SOCIAL RELATIONS AND THE LATENT COMMONS

Tsing (2015) notes how humans and non-humans are developed into private assets by virtue of employers systematically failing to acknowledge, literally failing to record within capitalist accounts, the latent commons. For example, the ability of female garment workers to sew is simply assumed, and salvaged from the gendered cultural commons (Pettinger, 2019). People living with SCD valued their entanglements with the commons. Even beyond care of other family members, raising a new generation of workers through child care, and household work enabling others to take up paid employment, those with SCD made extensive unpaid contributions to the common good. Examples included undertaking years of work as a Sunday school teacher (Alison 25 years, Ejo nine years, Queisha 38 years) or other church work (Babatunde, Poju, Kunle); and years of work as an unpaid youth worker (Carl, Hannah). Carl’s highly regarded skills in working with deprived young people were undermined by his precarious state of health:

“Schools purposely bring me in because they know I can deal with the behavioural management side of things. [...]. The last job I had when I came out of intensive care, I realised that I don’t have it. It’s killing me. I’d get home and I’d collapse into bed and not wake up until after midnight, realise I hadn’t eaten, but my heart was so bad and my mental health was bad. I wasn’t able to deal with the young people [...] when you’re weak and have no confidence, how the hell are you going to build young people up?” (Carl)
Other unpaid contributions to the commons included work for a credit union (Isabel); 17 years as a school governor (Ursula), work with the Prince’s Trust (Edowor); charity board member (Wole), charity fund-raiser (Grace, Hannah);  languages teacher (Juliette);  supporting asylum seekers (Sefa); voluntary work with nursery children (Uche); community radio (Zach); ten year’s voluntary work with a non-SCD charity (Xaviera); and sponsoring five children’s  education in Africa (Juliette). Whilst these activities, of benefit to the common good, are undertaken within relatively formal structures, people with SCD also carried out other less formal voluntary work such as baby-sitting (Isabel, Jason), weeding a communal garden (Babatunde), or hospital visiting (Alison, Carl, Millie, Yardley). 
Although SCD affects many different racialized1 groups, it has acquired a status as an emblematically black issue (Hall, 2003). Poju spoke of a supportive culture “I was in a black environment so it was almost kind of like, OK, we understand, we know what we need to do”, though equally disability discrimination by the Black Caribbean community was reported by Olivia, and by Black African communities by Juliette, Victoria and Rotimi. Ursula mentioned collaborative learning with other black students as a key to success at college (knowledge as an emergent property of entangled relations, not a property of a bounded individual), and of being able, in a healthcare setting, to teach culturally competent care of black skin and hair to the benefit of other workers (a racialized commons simply salvaged into healthcare training); and Juliette reports drawing upon support from the wider French African Diaspora in contrast to lack of support from her family. 
Others mentioned that where employers and co-workers had what might be called courtesy knowledge of sickle cell they were better treated. Poju was “taken under her wing” by a female manager whose cousin had died from SCD; Isabel found a blood relative to be the most supportive of her employers. As Tsing notes, kinship and capitalist relations may intermesh. Many participants also undertook voluntary work on behalf of the sickle cell community. Jason and Millie acted as secretaries for their local sickle cell NGO, the latter for 25 years. Alison and Millie undertook extensive work for their local sickle cell NGO, organizing education seminars, speaking at conferences, fund-raising for baby packs for new-borns with SCD, education talks for health professionals and hospital visiting. Alison also contributed to health service peer reviews: teams of doctors, nurses and volunteers inspecting the local sickle cell services outside of their own area. Carl chaired his local sickle cell NGO and Duane had won an award for service to his local NGO. Wole and Xaviera formally mentored younger people with SCD. Nicole worked for an NGO and Serena was a long-term volunteer with their local NGO. Nine participants (Alison, Carl, Hannah, Millie, Serena, Taylor, Ursula, Yardley, Zach and Anthony) undertook SCD education work, for example, formally contributing to the professional education of doctors or nurses; to new mothers of infants with SCD or young adolescents with SCD, or public health education in explaining SCD for television or radio audiences. 
For those living with SCD with the most precarious health, many contemporary jobs were unsuitable: waiter service in restaurants and pubs; delivery services in the gig-economy; or anything with long hours, strenuous physical labour and shift work, such as cleaning. In such circumstances of intensified precarity for wage-labour, younger respondents with SCD managed a few days or weeks before becoming ill (Isabel, Yardley, Serena, Uche). When a well-paid job in the private sector could not be maintained, Manjula worked for a fifth of the income in the voluntary sector. Some engaged in small-scale commercial efforts including making t-shirts (Taylor) or business cards (Fanaka); using the internet for trading (Jason, Idowu) or for securing informal work commissions (Juliette, Nicole); or performing hip-hop music (Zach).  For one person, informal work trading in illegal drugs was ended when they were robbed at knifepoint. Asylum seekers, precarious citizens without the right to work formally, were at the mercy of a family who sheltered them in return for extensive housework and care duties (Precious). Rotimi endured periods of homelessness on the streets, begging, and some illegal, sub-minimum wage work found by a friend.
These examples exemplify concerns identified by Tsing. Work may be precarious. It may be short-lived. It may be legal, quasi-legal in the shadow economy, or may be illegal. In all such cases such shreds of work are still salvaged within the capitalist economy with little concern for their provenance. Jason had previously undertaken cash-in-hand work for a security company servicing wealthy football clubs before becoming ill. Whilst fulfilling the neoliberal demands to (im)prove his employability he was sent by a government Job Centre to work “unloading a lorry”: again, illegal work at less than minimum wage and paid cash-in-hand. Government bureaucracies, no less than wealthy private sector employers, ignored the provenance of the work provided; the equivalent, as Tsing would have it, of the blank side of a UPC bar code in capitalist supply chains. 
To conclude this section, those living with SCD contributed extensively to the common good through unpaid or voluntary work in the community. On other occasions they undertook illegal work, with neither wealthy private companies, nor official government agencies, being concerned over the provenance of work they commissioned. People with SCD contribute to the commons but also conduct salvage work, both legal and illegal, for supply-chain economies. As our respondent said, his clientele were rich white people enjoying their drug-based leisure activities, people with a radical lack of interest in the ultimate provenance of his work, “people like you”.
Conclusion

Disabled black workers with SCD face a daunting range of challenges in negotiating their health in relation to employment. Foregrounding the relational analytic concepts of salvage, precarity and entanglement, furnished by Tsing, provides for a more nuanced comprehension of how health and employment intermesh for those living with SCD. 

First, even to be available for the precarity of wage-labour, people with SCD undertake extensive precautionary self-care work on their body to avoid acute symptoms; to moderate chronic symptoms, and to delay onset of long-term life-threatening conditions. They are, in effect, working to work. Employers are often unsupportive - denying the validity of the symptoms experienced, thereby seeking to salvage, unacknowledged, the unpaid work necessary for self-transformation from SCD patient to SCD employee. Moreover, employers fail to acknowledge that the principal disablement is periodic absence from work for acute painful episodes, and compound this failure by implementing HR sickness absence policies, disciplinary procedures and unfair dismissal. This is because, like all workers, those with SCD are expected to be reliable in a formal, calculable sense: to be a worker from whom labour power can be expropriated at a calculable, predictable, and scalable rate, unencumbered by what Tsing would call enabling entanglements - mutually nurturing family or community entanglements. Workers with SCD espoused a strong work ethic, and a minority even coupled this with a demonization of others felt undeserving of social security benefits.  But in denying, downplaying or dismissing the need for extensive self-care work to produce a body sufficiently fit to undertake work, employers break the intra-relations between a person with SCD and their body. 

Secondly, employers disregarded (or regarded as a problem interfering with work) the family and social relationships that help to nurture people with SCD, a particular case of the more general salvage of unpaid work in the reproduction of the workforce. Yet the reciprocity of such enabling entanglements with those who support people with SCD, mean they receive, in return, considerable unpaid work from people with SCD. To be considered reliable in a capitalist ecology is to conform to formal reliability (being present and on-time are key components of employability). However, where fluctuating unpredictable illness characterises one’s experience, what is important is substantive or entangled reliability, a reliability that is relational to one’s body, as well as to one’s family and one’s community. At the funeral of Kevin, who did not live to see this research, one eulogy noted he could always be relied on to be there (Fieldnotes, 27 October 2016). Our view is that the orator meant this, not in a calculable rationalist capitalist sense, since the same orator recounted Kevin’s brief, unsustainable stints of work in a shop, in IT, and as a security guard, but in the Ricoeurian sense of constancy to core values over time, of virtue ethics, being available to others when he could be, that is, whenever he was not himself unwell. Our research represents a window on the precarity of capitalist employment in general, but we need to distinguish between wage-labour, a decidedly one-sided offer of precarity, and mutual precarity, as the ethical basis of care-giving and receiving.
Thirdly, paid work undertaken by those with SCD (often at the expense of self-care and of family relationships) draws on enabling entanglements, a cultural commons, created principally by black communities, especially black women, through churches, youth clubs and play groups. Marshalling collectivised forms of knowing improves education work; sharing expertise in care of black skin and hair improves health care work; repairing the self-esteem of young people damaged by poverty and racism improves potential to take up paid work. Sharing collective wisdom of SCD in professional training engenders more culturally competent doctors, nurses and social workers. As Tsing notes, such latent commons are routinely salvaged to the benefit of employers. A component of wage-labour precarity is the additional requirement for performativity, to do one’s job whilst actively displaying one’s credentials as a good employee, including the emotion work to keep managers and clients happy (Pettinger, 2019). For those with SCD any such display demands physical and emotional effort from people struggling with severe chronic fatigue. On the one hand, the capacity of people with SCD to fulfil valued social relationships is compromised by broad social relations of class, gender, racism and citizenship/migration status, whilst at the same time it is undermined by the intra-relations of self-care to their corporeal bodies. 
On a practical level, the authors co-produced, with people living with SCD, a Guide to Sickle Cell, Work and Employment (Dyson et al, 2019) proposing, among other policy initiatives, to expand disabled worker health and safety through a Workers’ Individual Support Plan. In moral terms, by contributing strongly, partially, or barely to the formal economy; in sustaining the unpaid caring economy; through supplying informal voluntary work; people with SCD nevertheless without exception contribute to enabling entanglements, to the bond-making for which the concept of work might one day be reclaimed.

Footnote:

1It is well-established that there are no distinct biological racial groups. SCD, though, is a racialized condition, and became so because of the historically-specific racialized poverty in which SCD first became visible to medicine in 20th century USA (Wailoo, 2001; Dyson, 2019: 65-86). We need therefore to recognize the ethnocentric and anthropocentric framing of sickle cell that such a process of racialization represents (Dyson, 2019: 46-64).
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Table 1 Characteristics of the Sample of Adults with Sickle Cell Disease

	#
	Study Name
	Age1
	Gender
	Region
	Ethnic origin 

(Self-identified and mapped to UK 2011 Census Categories2)
	Type of SCD

	1
	Alison
	50s
	F
	London
	Black Caribbean
	SC

	2
	Babatunde
	40s
	M
	Midlands
	Black African 
	SS

	3
	Carl
	30s
	M
	Midlands
	Black Other
	S/Rare

	4
	Duane
	50s
	M
	Midlands
	Black Caribbean
	SS

	5
	Edewor
	30s
	M
	London
	Black African 
	SC

	6
	Fanaka
	20s
	M
	North
	Black African
	SS

	7
	Grace
	30s
	F
	London
	Black Caribbean
	SS

	8
	Hannah
	30s
	F
	London
	Black Caribbean 
	SS

	9
	Isabel
	20s
	F
	North
	Black Caribbean
	SS

	10
	Jason
	30s
	M
	London
	Black Caribbean
	SS

	11
	Kamil
	20s
	F
	London
	Black African 
	SS

	12
	Leona
	40s
	F
	London
	Black African 
	SS

	13
	Millie
	60s
	F
	London
	Black Caribbean
	SS

	14
	Nwuso
	50s
	M
	London
	Black African 
	SS

	15
	Olivia
	50s
	F
	Midlands
	Black Caribbean
	SS

	16
	Poju
	40s
	M
	London
	Black African 
	SS

	17
	Queisha
	60s
	F
	Midlands
	Black Caribbean 
	SS

	18
	Rodney
	40s
	M
	Midlands
	Black Caribbean
	SS

	19
	Serena
	30s
	F
	Midlands
	Black Caribbean
	SS

	20
	Taylor
	30s
	M
	Midlands
	Black Caribbean
	SS

	21
	Ursula
	50s
	F
	Midlands
	Black Caribbean 
	SC

	22
	Violet
	60s
	F
	Midlands
	Black Caribbean
	SC

	23
	Wole
	30s
	M
	London
	Black African 
	SS

	24
	Xaviera
	20s
	F
	London
	Black Caribbean
	SC

	25
	Yardley
	30s
	M
	London
	Black Caribbean
	SS

	26
	Zach
	60
	M
	London
	Black Other
	SC

	27
	Anthony
	50s
	M
	London
	Black Caribbean
	SS

	28
	Bijal
	30s
	F
	Midlands
	British Asian (Indian)
	SS

	29
	Clinton
	50s
	M
	Midlands
	Black Caribbean
	S/Rare

	30
	David
	10s
	M
	Midlands
	Black Caribbean
	SS

	31
	Ejo
	20s
	F
	London
	Black African 
	SC

	32
	Fabia
	40s
	F
	London
	Any Other Ethnic Group  
	SS

	33
	Ghalib
	40s
	M
	North
	British Asian (Indian)
	S/Rare

	34
	Harper
	40s
	F
	London
	Black African 
	SS

	35
	Idowu
	30s
	M
	London
	Black African 
	SS

	36
	Juliette
	50s
	F
	London
	Black African 
	SS

	37
	Kunle
	40s
	M
	London
	Black African 
	SS

	38
	Lenu
	50s
	F
	London
	Black African 
	SC

	39
	Manjula
	40s
	F
	London
	British Asian (Indian)
	S/Rare

	40
	Nicole
	20s
	F
	Midlands
	Black Caribbean
	SS

	41
	Ora
	20s
	F
	Midlands
	Black Caribbean
	SS

	42
	Precious
	40s
	F
	Midlands
	Black Caribbean
	SS

	43
	Rotimi
	30s
	M
	Midlands
	Black African 
	SS

	44
	Sefa
	40s
	M
	North
	Black African 
	SS

	45
	Tich
	20s
	M
	North
	Black African 
	SS

	46
	Uche
	10s
	F
	North
	Black African 
	SS

	47
	Victoria
	20s
	F
	London
	Black African 
	SS

	1Age was collected in years but recorded here in decades to preserve confidentiality

2The census category is “Black British (African/Caribbean/Other)”. Black British (African) can be further disaggregated to heritages from Ghana (1); Guinea (1); Nigeria (12); Sierra Leone (3); Uganda (1) and Zimbabwe (1)
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