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At the limits of participation

Throughout this book we have endeavoured to demonstrate the 
diversity, complexity and contingency of personalised cancer medicine 
in practice, focusing in particular on its meanings and implications 
for patients as they craft their individual and collective futures. We 
have encountered a range of ways in which personalised medicine 
does not meet the promise articulated in popular totemic versions 
of its transformative powers. We have also shown how its values 
and meanings multiply in practice, and the work that is involved 
in extracting or articulating this value by and for patients, even if 
it does not always result in effective treatments or cures. At the 
same time, we have explored how the value of personalised medicine 
endeavours, particularly larger-scale research initiatives, is linked 
to the future of the wider bioeconomy, focused on economic gain 
generated by providing better services for more patients. Across this 
landscape of value generation, patient participation is crucial – patients 
need to provide data, experiment with treatments and enact respon-
sibilities, to be engaged and remain active in maximising their own 
and others’ health. The development and mainstreaming of molecular 
diagnostics, monitoring and targeted treatments relies on patients 
to advocate, campaign, learn, test and tolerate tissue extraction and 
experimental approaches, for their own and others’ benefit.

Participation is, however, not guaranteed and cannot be taken 
for granted. Publics and patients do not always participate as the 
P4 agendas of predictive, personalised, preventative, participatory 
medicine envisage or promote. Sometimes tests or treatment options 
are not available despite patients’ or their relatives’ or clinicians’ 
efforts; at other times patients choose not to participate or are not 
invited to do so. Participation in research, tests or treatments can 
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212 Personalised cancer medicine

also be irrelevant or experienced as unwelcome for some patients, 
particularly those who have fewer physical, economic and cultural 
resources or are otherwise alienated from medical and scientific 
institutions. Practitioners mediate participation too, sometimes 
being less likely to facilitate participation when they do not see 
advantages for patients or services more generally. In these contexts, 
participation can be framed or experienced as a burden rather than an  
opportunity.

As Michael (2012) discusses, ‘misbehaviours’ among representa-
tives, members of the public or research participants can encompass 
a range of ways of avoiding or declining participation, not all of 
which involve actively saying ‘no’. Ignoring, avoiding, prevaricating, 
querying, challenging, deflecting, reworking and subverting can also 
be part of avoiding or resisting participation, as can silent refusal. 
Non-participation can arise from a lack of opportunity, inclination 
or capacity, as much as an actual refusal. Participation can also be 
restricted or mediated in practice, purposely or sometimes without 
planning, for example when someone becomes upset or tired. In 
other situations, non-participation is more overt, shaped by a politics 
of what Benjamin calls ‘informed refusal’ by ‘those who attempt to 
resist technoscientific conscription’ (2016: 967). Developing Rapp’s 
work on ‘moral pioneers’ including ‘refusers and draft resisters’ 
who actively choose not to partake in tests in response to ‘a highly 
complex, highly structured social nexus within which they negotiate 
and exercise personal choice’ (Rapp 1998: 62), Benjamin asks us 
to consider how these acts of refusal offer a ‘necessary critique of 
the assumptions and excesses of forms of belonging that rest so 
heavily on biological claims’ (Benjamin 2016: 967).

This chimes with critical reflection in other STS and medical 
sociology research on public engagement with technoscience and 
biomedicine (see, for example, Horst and Irwin 2010; Degeling et 
al. 2015; Madden and Speed 2017). Michael’s (2012) work asks 
what we are ‘busy doing’ as social researchers in this field when the 
participants ‘misbehave’. Here, the parameters of engagement events 
are ‘over-spilled’ and in the process the constitution of identities, 
relevant agendas and technologies are troubled. Felt and Fochler 
(2010) have also argued that we need to attend to how participants 
‘resist’ the framing of participatory exercises, including how they 
reconstitute individual and collective identities and salient issues and 
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concerns. We take up these challenges to reflect on how participa-
tion was troubled through the process of our own research and 
engagement practices and in the genomic technologies and initiatives 
we studied. In this chapter we explore how non-participation and 
limited participation in interviews and observations unfolded over 
the course of our project as a means of critically interrogating the 
participatory impetus in personalised cancer medicine, offering this 
as a useful counterpoint to the stories of participation we have 
presented thus far, and extending our analysis of the threads of 
resistance we have identified.

We were inevitably limited in terms of the kinds of patients and 
other potential participants we were able to approach regarding 
our study because of research governance, including ethical approval 
to work in an NHS setting. There are well-known criticisms of the 
constraining effect of these arrangements on ethnographic research, 
but we will not rehearse these here (see Murphy and Dingwall 
2007). Instead we will reflect on the implications of the day-to-day 
and micro-instances of refusal, reworking and delimiting participation 
that we encountered over the course of the research, starting at the 
beginning of our work when we sought to ‘scope’ the field.

Scoping personalised cancer medicine

When we began our project and prior to obtaining NHS ethical 
approval to enter the clinic to talk to patients in real time, we 
conducted a series of ‘scoping’ interviews with former patients and 
their relatives, in an effort to understand their experiences of and 
perspectives on personalised cancer medicine. We also established 
two Public and Patient Involvement groups to guide our research 
design, recruitment, ethical practice and dissemination activities. 
These participants were not recruited through the NHS. Although 
we gained valuable insights into the different meanings and challenges 
of personalised cancer medicine for patients through these activities, 
which guided our analytical approach in the research that followed, 
the participants who were most easily involved were typically white, 
middle-class and female.

Using snowballing and other recruitment strategies that relied on 
professional gatekeepers, patient advocates, charities and social media 
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networks to recruit participants and representatives for our Public 
and Patient Involvement (PPI) panels captured a particular set of 
experiences and perspectives from patients, former patients and 
family members, who were often actively involved in efforts to 
control and manage their condition, be positive and contribute to 
research and treatment improvement – unlike other kinds of patients 
who were too unwell or alienated or otherwise disengaged from 
research and clinic care. Some of those who participated in our 
early scoping interviews or contributed to our PPI were nevertheless 
aware of their privilege, and made efforts to be reflective and to 
advocate for equality in the course of their encounters with our 
project. For example, some of the former patients we interviewed 
were involved in advocating for genomic medicine across various 
platforms, including in evidence groups in Europe, and as part of 
this they reflected on the (un)equal distribution of genomic medicine 
worldwide. One patient advocate, Toni, reflected on the extent to 
which this has the potential to exacerbate already existing health 
and social inequalities:

So we haven’t actually looked at personalised medicine, precision 
medicine, whichever you want to call it, nearly as much as what we’d 
like to. But, of course, it is going to be an issue. And part of the 
reason has also been that, in most countries with the highest level of 
deprivation, not only have they never heard of precision medicine or 
personalised medicine but they’ve absolutely no chance of having any 
access to it anyway … one of the problems of precision medicine is 
it’s got everything going for it in terms of making the gap even greater 
between the richer and the poorer countries because these drugs, by 
definition, are much more expensive but they have a huge difference 
in their, of their potential impact. I mean, the instances of melanomas, 
for instance, has completely changed because of precision medicines 
and so, and gene therapy and so on, and, and all of the areas where 
there’s absolutely no, no access to these things is the, in the low 
income countries.

So … we reckon that precision medicines will actually make things 
worse, not better, when it comes to access. And, of course, what will 
also happen is, is that it will, it will make it much more difficult for 
people to even get the, what we would consider the very simplistic 
treatments because the emphasis will have shifted over towards the 
much more effective treatments.

…
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They’re very uncomfortable when I speak because most of the time 
it’s all rampant, gung-ho, you know, isn’t it fantastic type of thing, 
how are we going to get everybody … onto these medicines and so 
on, and then along comes [someone] and messes the whole thing up 
in talking about the inequalities that are going to increase because 
of it.

In elaborating concerns about the (re)production and exacerbation 
of inequalities in access to healthcare worldwide and the implementa-
tion of genomic medicine, Toni challenged dominant tropes of promise 
and precision, drawing attention to what Hall et al. have argued is 
‘the transition from industrial to financial capitalism in Europe’ 
which has effected ‘deepening inequalities of income, health and 
life chances within and between countries’ (2014: 9).

Another patient advocate, Adele, who had survived melanoma 
and secondary lung cancer, noted that an important part of her role 
was to ensure that inequities were also attended to in terms of cancer 
types, with patients who suffered from rarer cancers often neglected 
by pharmaceutical companies and researchers:

There’s so many [cancer types] out there yeah, especially for example 
in ovarian cancer, high grade serous ovarian cancer is the most common, 
that’s about 70%, but you’ve got low grade serous, you’ve got 
endometrioid ovarian cancer, now you’ve only got a small number 
of people but those are the folks who suffer cause there maybe aren’t 
as many studies, because often clinicians will target the sub-types 
with the highest number. So part of my job as a patient is to say ‘no, 
no, no, no we’ve got to make sure everybody is included, and it might 
be a smaller number of patients therefore the pharma companies 
might not be as interested but you’ve got to include them’, so that 
was part of my battle the other day at a meeting saying ‘no you’ve 
got to include these people’ … Cause that was raised, ‘why don’t we 
just target the high grade?’ ‘No, what about those…?’ … they could 
overhear this conversation and think ‘we’re just being dismissed’.

However, the capacity to challenge and tackle inequality from a 
position of privilege risks further entrenching privileged voices, as 
with professionals advocating on behalf of patients (including social 
researchers). We can capture this by contrasting the account above 
with those of other participants in this early phase of our project, 
who told us how difficult it was to become involved in this kind of 
advocacy or support work. We met Karin through a local lung 
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cancer support group. After an unexpected cancer diagnosis, only 
months after she had quit smoking, Karin started to volunteer at a 
cancer charity and then developed her role as more of a campaigner 
on cancer awareness and prevention. However, she found it difficult 
to attend meetings as she had to rely on public transport. Karin 
shared her experience of attending a medical conference to which 
patient advocates and representatives were invited:

I’ve been to an odd one or two, [lung cancer patient meetings] and 
… to be quite honest, I don’t know what they called it now. It was 
a little bit too sort of medical-wise for us. And we went with the 
impression that, you know, we’ve had cancer, can we put our point 
forward, and it, we never got to that stage … I can’t really explain 
it. It was a little bit too technical, and all the groups that were there, 
they were groups, they weren’t odd individuals like [lung cancer patient] 
and myself. So we felt a little bit out of place on that.

… But the point is, the trouble is with that, doing these sort of 
meetings and conferences and what have you, it’s the travelling for 
me, getting to somewhere.

They’ll say, oh there’s a meeting at ten o’clock at [city in Yorkshire]. 
Now it’s virtually impossible for me to get there that early. I know 
it isn’t early in normal terms, but it is, to set off, I’m talking like 
seven o’clock in a morning to get a decent bus to get there, which 
you know, so it does put you off a little bit sometimes…

In addition to the structural barriers to participation and a feeling 
of being ‘out of place’ at meetings with professionals, participants 
also told us that online support groups were not always places 
where they felt and experienced support because the issues being 
discussed were not relevant to their day-to-day struggles. For example, 
John, who had experienced pancreatic cancer, told us that ‘dealing 
with money’ was much more difficult than the issues typically 
discussed in his support group, leading on to a long passage of 
reflection on these difficulties:

dealing with money, that’s one of the hardest things, benefits, 
nightmare.

… I stopped work … for the last three years I’ve done about four 
months work maybe. Yes, I got sick pay, but that runs out … after 
twenty-four weeks … or … twenty-eight weeks, something like that 
… The forms they send you are ridiculous … the employment support 
allowance, sixty pages. I’m not joking sixty pages, and they, and they 
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want you to go back further … than the tax people would go back. 
First mortgage and remortgage and all that. It’s ridiculous.

They turned me down, turned me down … because … I hadn’t 
earned enough national insurance in the last year. How could I if I 
wasn’t working? Absolutely, it’s like a kick in the teeth. It didn’t make 
sense. How can they turn you down for something you can’t – you’re 
not in control of? … I get PIP, so, so that’s separate from the accounts, 
for the moment they can’t do anything about that.

The day-to-day struggles of living with cancer, which included 
managing money and employment, and even the act of travelling 
to support groups, were readily discussed in interviews. Two pan-
creatic patients who were taking part in a world-leading trial involving 
genomic sequencing and novel combination therapies discussed the 
seemingly mundane issue of finding a parking space prior to their 
weekly clinic appointment in their interviews. One of these patients 
described the effort she made to arrive at the hospital early, to avoid 
the additional fees entailed in parking at a nearby hotel. This then 
impacted on research nurses’ work patterns, as they continuously 
adapted to accommodate those patients who were arriving earlier 
than their scheduled appointments. Through these kinds of accounts, 
we come to see that genomics and personalised medicine research 
depend upon patients devoting time as well as financial resources 
to their participation.

The structural and cultural limitations placed on participation in 
cancer support and patient engagement were further underscored 
by the difficulties of discussing genomics and personalised cancer 
medicine across these earlier interviews. Participants could have 
very little to say about this area of medicine, not just because they 
did not think they had experienced it directly, but also because it 
was difficult to make sense of. Many expressed concerns that they 
were not sufficiently knowledgeable to have a view worth recording, 
or that it was simply not part of their ‘zones of relevance’ (Parsons 
and Atkinson 1992). These interviews were typically detailed personal 
stories of cancer journeys and anticipated futures, and genomics 
did not tend to figure for many patients. Sometimes when it was 
raised by the interviewer we found interviewees reworking the 
question to deliver information and perspectives of more relevance 
to them. For example, in one interview with Jane, a former breast 
cancer patient introduced in Chapter 1, who spoke about all of the 
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research she had done as a patient, the following exchange took 
place:

in a brutal way that is what they do, they cut you, they burn you 
and they poison you, in that sense, but it’s got this nice friendly, you 
know, language around it.

This whole development in cancer research and treatment promised 
that we will do less of that by doing, by applying … genomic knowl-
edge. So, did you have chance to kind of read up that aspect of new 
developments in cancer treatment …

Well sort of, but the, I mean the genomic knowledge is, for example 
… I got eight out of eight for oestrogen and they tell you that, and 
then you go, ‘hurray, I’ve got full marks’, but you don’t know what 
you’ve got full marks for, and it’s, it reacts to oestrogen, and so 
therefore they can give you tamoxifen so it sounds like, you know, 
my personal cancer reacts to oestrogen and I, and I thought that’s 
interesting, but that, I mean that’s what tamoxifen’s for, is to, you 
know, replace, or to stop the oestrogen being, being taken up. They 
also told me that I got eight out of eight for, what the other one 
beginning with P, progesterone, and I did ask, because I’d read a book 
by an American … about … dealing with the progesterone sorry, and 
they, they weren’t interested in that at all. [But] when I said, so why 
do you test progesterone then, and they, they were sort of a bit [pause] 
they didn’t really, I don’t know, they didn’t really, they didn’t give 
me an answer … I was particularly interested because this guy was 
… tracing all sorts of things … because I’ve had a lot of miscarriages 
and … progesterone seemed to be, according to him, I mean he [was] 
quite a serious doctor, but he, he didn’t agree with the standard ways 
of treating cancer; and I thought, well that’s interesting, because I’ve 
had that … but they didn’t, they sort of didn’t want to know…

In this account Jane worked the question about genomics into an 
account of her cancer subtype to make salient the story of her own 
research, and her difficulties with getting the treating clinicians to 
engage with her personal story and concerns about why she had 
developed this kind of cancer, focusing on the journey travelled 
rather than the future we asked her to speculate about.

Former patients agreed to be interviewed for a range of reasons, 
but a common theme was their desire to ‘give something back’ to 
the health service or other patients by helping with our research – 
anticipating a beneficial future. This reciprocity is, of course, key 
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to participation in health and social research, and is actively encour-
aged in a lot of clinical research (although we were much more 
uncomfortable with being cast in this light, given that our research 
will not directly inform or improve clinical practice). In our study 
it also provided an occasion for participants to perform gratitude 
and responsible patienthood, crafting their own patient narrative 
as a process of recovery and reaffirmation after their cancer experi-
ences. Questions about genomics could therefore become a kind of 
prop for the articulation of their own subjectivities, desires and 
priorities, as in the following excerpt from an interview with Carol, 
who had gone through two different cancers, malignant melanoma 
and breast cancer, one after another:

Have you heard about the 100,000 Genomes Project? What do you 
think the benefits and/or challenges might be of being involved in 
these kinds of studies from your experience of having cancer?

Well I think benefits obviously if people can be better informed that’s 
great … the only problem with knowing is I think if you’re more 
susceptible to cancer is you’ve got to live with that you know and 
it’s how you cope with that really … day-to-day … some people are 
very frightened of cancer and … if they found out that they were 
more genetically susceptible then … it could rule their life. It’s all 
about mind-set for me cancer is all about mind-set.

Can you elaborate on that a bit more?

Yeah because … I’ve trained as a hypnotherapist as well … I understand 
the importance of the power of the mind and I do think that … if 
you’re terminally ill … you’re not gonna be able to change things 
around but I think the quality of life that you have is determined by 
your mind-set and trying to stay as positive as possible for as long 
as you can.

This illustrates how participation was an active process, where the 
meaning of participation was reworked, including via subtle forms of 
non-engagement with the details of particular questions. This could 
include occasions when invitations to speculate about the future were 
reframed, in some cases to articulate more familiar and productive 
narratives demonstrating responsible and active patienthood.

Former patients and their relatives could also critically reflect on 
care received and the limited place of genomics as part of the wider 
future of cancer research and care. As we have said, this included 
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situations where genomics was rarely touched upon. It also included 
participants ‘talking back to science’ by reflecting on particular 
barriers or challenges associated with accessing healthcare in the 
NHS that were marked by race, class and gender. One woman, 
Mina, who had lost her mother to cancer, told us about her uneven 
experience of care. Her mother, who she told us was a successful 
and independent woman and a manager in her workplace, spoke 
very little English, and so healthcare encounters did not always 
involve the kind of care the family expected:

They [Macmillan nurses] didn’t give any help because they couldn’t 
speak the language. So there were no Asian nurses. So I thought hang 
on, in a place like [this] … are you telling me that there’s no Asian 
nurse who can actually speak to my mum?

Although elsewhere this participant praised the NHS and the care 
her mother received, her experience of not being ‘fully part’ of the 
care infrastructures around cancer were reflected in her account of 
research participation as not being something she would herself 
consider:

I just hope they find a cure, full stop. Seriously I just hope they find 
a cure for it, sooner rather than later.

That’s it really … that’s the only thing I can say is just a cure isn’t 
it? … I think they did what they could have done … they did provide 
support. Yes, we didn’t take it … for our own personal reasons … 
let’s say, if someone like myself went through it, I’d probably deal 
with it differently … I’d probably take the support. I’d probably take 
the things … try things out because I would know what’s happening 
rather than not happening, and I would probably take an active 
interest in what’s happening. So I think, um, information is very 
important.

Do … you … try to take part in … any way possible?

No, no, actually no, no, I … donate a bit here and there … there’s 
studies that are going on, but they’ve not yet cracked it yet, so I 
would have said –

… so you – you want to wait for the right moment?

Yeah … I’m waiting for the right moment … Once they’ve cracked 
it, yes … I’ll be very interested then. At the moment, yes, ‘we’re 
researching on this’ … yeah, fine, alright, just get it. Just do it … 
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there’s nothing I can do. I’m not a scientist. I can’t help them with 
that. They need to … find a cure. They’ve been at it for ages … I 
don’t take any active interest in it…

This passage shows how the participant connected her experiences 
and capacity to take up care with active interest in information, in 
contrast to her mother, but did not go so far as to see this as invoking 
a reciprocal responsibility on her part to research, which was framed 
as something for scientists to ‘get on with’.

Another woman, Saira, also spoke about the burden of caring 
for her mother, including giving up full-time work to look after her 
and attend appointments. When asked to reflect on the inclusion 
of patients in healthcare initiatives and genomic medicine, her account 
captures the institutionalised disconnection between ‘science’ and 
older black and ethnic minority cancer patients through a focus on 
language barriers:

… nowadays more patients take part in not just trials as a trial 
participant but also take part in sort of designing research or how 
funding should be allocated and that sort of thing…

Very difficult for black and ethnic minorities because my mum was 
– her first language wasn’t English so she – she didn’t even like attending 
appointments … Sometimes they’re not in the right frame of mind 
to know what happened in – what sort of tests she had 5 years ago. 
I kept a track. In fact it was almost like a full-time job …That’s a 
very big barrier for somebody who, firstly for somebody whose first 
language isn’t English.

So I was acting as an interpreter for her at all times. So she refused 
to go to an appointment even with another family member because she 
felt they didn’t have all of the background information and she didn’t 
remember any of it, and – and again, English was a barrier for her.

So getting black and ethnic minorities on board is even harder 
because they don’t see how, if they don’t speak directly – and if you’re 
not a direct participant and you’re going through somebody else 
who’s interpreting, it’s not the same as having that direct contact 
sometimes. And I think it’s really hard getting them on board.

Later in the interview Saira stressed the importance of communicating 
directly with BAME communities via spaces such as mosques in 
order to build relationships as a step towards improving inclusion 
and engagement; a means of co-production.
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As Grace, a cancer charity representative, explained, building 
relationships was particularly important, given that interactions 
between the black community and health professionals were shaped 
by ‘historically grounded’ distrust over incidents such as the Tuskegee 
experiment.1 She reflected that this has contributed to an under-
representation of black and minority ethnic individuals in clinical 
trials, an issue which was also raised by Zoe, introduced in Chapter 
2. This brought other kinds of additional work to some patients 
from ethnic minorities in engaging with the science. For example, 
when researching the Oncotype DX test, Zoe, a health professional, 
questioned whether she could ‘rely’ on the US-based TAILORx trial 
because of its study population, and thus looked to research originat-
ing in other continents for additional insight:

There’s a Japanese paper I looked at, because, you know, genes can 
be different, because all the study has been done on the Western 
population. You know, the Sparano [TAILORx] study, the whole 
Oncotype DX. So what’s the relevance in a non-Western population? 
So a Japanese study has looked at it and … they’ve said there’s no 
difference. So I said, I’m not Japanese, I’m not Western, I’m like, 
somewhere in the middle, I suppose, and it doesn’t matter (laughs). 
Yeah, so it, it’s genes, it’s human genes, and, um, I suppose, ethnicity 
doesn’t come into that, is how I looked at it.

Zoe’s treatment decisions entailed an added layer of complexity as 
she reflected on the origin of study results and their applicability to 
her situation, issues not faced by the majority of our research 
participants.

Together, these examples of critical reflection about structural and 
cultural barriers to participation in cancer research and support, 
as well as instances where discussions were repurposed away from 
genomics to something more meaningful for participants, demonstrate 
the structural, ongoing ways in which certain voices and experiences 
are excluded from participation in social and genomic research. 
This highlights some of the reasons for the absence of less privi-
leged patients and advocates from our research and from precision 
medicine more generally, pressing us to think more critically about 
the limits on participation in our study, as we now go on to discuss  
further.
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Accessing personalised medicine participants

When we were negotiating access and recruitment of patients in 
the clinic, we encountered further complex dynamics of non- and 
reworked participation in our own research and the genomic tech-
nologies and research that we explored as potential or actual case 
studies. We were already constrained in the project design when 
we were only granted ethical approval to study specific genomic 
interventions in cancer clinics and to approach people who were 
interested in or had actually participated in genomic tests, treatments 
and research in order to prevent an undue burden being placed on 
those who had declined. This limited our capacity to understand 
why patients do not participate and further skewed our sample 
to patients with the resources to participate. This inevitably also 
resulted in our research only engaging with those patients in better 
health, as a common reason for non-participation, despite initial 
interest and even consent to contribute to genomic research, was 
that the patient was too ill to participate or passed away while we 
were recruiting for our research. Such constraints also led to a focus 
on particular kinds of cancers and not others. Although we tried to 
avoid concentrating on well-resourced and well-researched cancers 
such as breast cancer, this was the most appropriate area in which to 
study genomic profiling in mainstream practice, given its maturity in 
this patient population. We also focused on gynaecological cancers 
and lung cancers as less resourced and researched cancers, but this 
also skewed our sample towards a predominantly female population, 
given the focus on women’s cancers and the difficulties we faced 
in accessing lung cancer patients who were very sick. This limited 
our insights into how men manage cancer and incorporate their 
understandings of genomic medicine and research therein (Wenger 
and Oliffe 2014). Our study of the 100,000 Genomes Project allowed 
us to focus on a range of other cancers too, but the dynamics 
of research interest and investment across different cancer types 
meant we tended not to access many patients with rarer forms of  
cancer.

Participation was further restricted through the recruitment process, 
as we relied upon gatekeepers to facilitate the projects. Clinicians’ 
ambivalence about the meaning of genomics and personalised cancer 
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medicine was a striking and somewhat unexpected feature of these 
arrangements. After working with a group of supportive clinicians 
and scientists to obtain ethical approval for ethnographic research 
in hospitals, we focused on particular case studies of personalised 
cancer medicine involving genomics. We approached a range of 
oncologists and pathologists working across cancer clinics and 
laboratories to develop our cases, but quickly learned that the focus 
of our study had little resonance or meaning for some of those we 
spoke with, to the extent that it was often difficult or impossible 
to organise their participation in the research or a role as a gatekeeper 
to other participants. One particular breast cancer consultant who 
helped in the early stages of our project development expressed 
some of this in an interview, where he was notably sceptical about 
personalised cancer medicine with a focus on genomic tests, treatments 
and research:

I’ve been through … a number of different fashions … and also 
because in breast cancer we’ve had access to many of what I’ve seen 
as the potential roles of genomics in the future, we’ve actually been 
using this sort of information for many years. Now, the current 
obsession … around … the role of genetics and mutations changing 
life completely. As a breast cancer doctor … we are lucky in having 
the two most important targeted, groups of targeted therapies in 
cancer by a million miles, tamoxifen and Herceptin.

Tamoxifen, you do not test for genetic mutations; you check for 
expression. With Trastuzumab Herceptin, you do not test for mutations; 
you test for expression. So that puts me at the start … as being in a 
sceptical position about the role of genetic mutations because the two 
most effective genetically based treatments are actually based upon 
expression, not mutation.

Clinicians’ active non-participation in the promissory, transformative 
visions of genomics meant that accessing patients, tests and technolo-
gies to study could be difficult, as they were seen as insufficiently 
novel to be worthy of our (and clinicians’ attention). Beyond a fairly 
small group of pioneers and enthusiasts for genomic research medicine 
in cancer who were keen to support our work, there were other 
clinicians who were much more sceptical about the value of genomics 
and research into its implications.

Other clinicians were reticent or frustrated in their efforts to 
participate or facilitate patient participation in genomic medicine 
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and our study because of a range of factors. This could arise because 
the study or trial we wanted to follow was not yet recruiting or 
because there were concerns about the lack of progress in the initia-
tives we wanted to explore, for example when not many patients 
were being recruited and the trial or study was seen as precarious 
and in danger of failure (as discussed in Chapter 4). At other times, 
concerns about the burden of participation on patients or staff 
meant that we were not able to observe or approach patients for 
interviews – their situation was too difficult to warrant such an 
intrusion. These considerations were heavily shaped by the perspective 
of research nurses who acted as principal gatekeepers, but also our 
own sense of what would be intrusive, based on our research and 
personal experiences. As a team we constantly reviewed our ethical 
approaches, but also reflected on our ‘personal ethics’, which similarly 
regulated the participants we (re)approached. For example, in our 
work with pancreatic cancer, associated with poorer survival outcomes 
than many other cancers, of four patients being followed up in a 
particular study arm we were hoping to observe, two participated 
in our study. In one case, after the researcher approached the patient 
for interview in line with ethical approval, the research nurse disclosed 
that the patient had not received the scan results she had hoped for. 
At this stage, having gained the patient’s contact details, follow-up 
became solely at the discretion of the researcher. In this, as in other 
instances, researchers became their own ethical gatekeepers; reflecting 
on how many times to make contact, what this contact might be, 
and when to stop. In this case, due to the sensitivity of the patient’s 
situation, only one (unsuccessful) attempt at contact was made. This 
patient’s experiences of pancreatic cancer trial participation, which 
are seldom recorded in social research, were therefore not included 
in our study. Such decisions surrounding recruitment were personal 
and contextual due to the rapidly changing nature of individual 
patients’ health status and circumstances.

At other times participation was not possible because clinics were 
busy, appointments were missed or clinicians were too preoccupied 
with other, more urgent issues. We were advised to avoid relying 
on consultants as gatekeepers, limiting their participation and 
intensifying that of nurses, as in the fieldnote below: ‘The consultant 
explained that it may be best to approach patients at the point of 
consent and to leave consultants out of the situation, “take the 
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consultants out of the equation because we forget”.’ This capacity 
to forget also extended to recruitment for the studies we sought to 
follow, as captured in the fieldnote below:

Due to observe two patients – pre-assessment appointments at 11.20am 
and clinic at 2.30pm. On the morning of 05/06/17, I received an 
email from one of the research nurses to inform me that they would 
ring me once the patient had finished pre-assessment to let me know 
when to make my way to the clinic (the research nurses see the patient 
for 100,000 Genomes Project after the pre-assessment checks – up 
to 1.5 hours after their appointment time). Unfortunately, the research 
nurse phoned at 12.30pm to inform me that the clinician in pre-
assessment had failed to contact the research nurse and the patient 
had been sent home. The nurse was frustrated at the miscommunication 
as they’re unsure when they can next approach the patient – may 
have to be on the day of surgery. The nurse also informed me that I 
couldn’t observe the 2.30pm patient – disease has metastasised. The 
nurse was very apologetic and agreed to inform me of any other 
patients booked in that week.

Sometimes clinicians’ inattention or lack of facilitation was a more 
active refusal, albeit from a position of privilege, as in this excerpt:

As we were all standing around in the corridor the research nurse 
explained that they often ‘stand around on one leg’ between appoint-
ments in case they miss the patient. Each week [clinical trials assistant] 
double checks with each consultant whether she can recruit the patients 
she’s identified as being suitable for SMP2. She checks with [consultant 
oncologist 5] who seems reluctant to discuss ‘I thought the Matrix 
had finished’ ‘it’s not you again’.

These excerpts capture the emotional and articulation work of 
practitioners involved in recruiting participants to our study. It shows 
clinicians acting to protect patients and prioritise current care over 
research which might bring benefits in the future, the ‘waiting around’ 
involved, and the missed opportunities for recruitment, as well as 
the complexities of dealing with busy clinicians and very sick patients. 
Genomic research in this context was not standardised or routinised 
in the clinic, nor was it special enough to warrant practitioners’ 
strong investment in studies of its effects or potential, constituting 
another requirement in a long list of considerations for practitioners 
to negotiate backstage and at times frontstage with patients. We 
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experienced similar tensions around observations in some laboratories 
that were under pressure in terms of workload and resources, 
particularly histopathology, where there was a sense that genomic 
testing was adding additional work without additional support, that 
its promise was overblown and exaggerated, and that our presence 
would have taken up too much time.

The make-up of clinical teams we worked with reflected gendered 
hierarchies in medicine: the majority of consultants were men 
(although the breast cancer team had a high number of female 
consultants in comparison to lung cancer, which had only two female 
consultants in the team) and the majority of nurses and clinical 
trials assistants who were involved in recruiting patients and caring 
for patients on trial were women. This stratification of medical 
work by gender accords with a long history of social science literature 
which demonstrates the feminisation of care work (Tronto 1993; 
see also Allen 2014; Allen and Hughes 2017). This work was intensi-
fied as nurses were called upon to act as gatekeepers and to aid 
with the recruitment to our study, given that consultants were often 
too time-pressured and tended to ‘forget’.

Nurses took on much of the responsibility for the facilitation of 
our study in these challenging situations – crafting participation 
involved careful and intense articulation and emotional work across 
an ever-changing array of situations. This involved managing other 
clinicians’ refusals and deflections, juggling staff shortages, training 
and workloads, but it also involved managing discomfort and a 
sense of concern about participation exposing deficiencies in the 
nurses’ competencies or practice, as we noted in Chapter 5. Although 
we worked hard to avoid this and to limit the burdens created by 
our presence, we intensified and at times unsettled their work. This 
can be illustrated through our experiences of being told that nurses 
or clinical trials assistants were concerned about their level of 
knowledge about genomics and their capacity to participate in our 
research and enable the participation of patients in research more 
generally. For example, in one observation session, as we made our 
way to the clinic, the researcher asked the clinical trials assistant 
about observing other consent meetings for the 100,000 Genomes 
Project, and noted: ‘she seemed quite reluctant to discuss this despite 
agreeing – changed the subject and exclaimed “you can watch me 
make a mess of the consent process and judge how I do it, yes!”’ 
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Towards the end of the session the clinical trials assistant joked 
again about being observed:

Whilst waiting around in the corridor [clinical trials assistant] turned 
to me and said, ‘I bet I find out you’re secretly judging how I consent 
(writing things down in your little book) – that actually you’re a 
journalist (laughs)’ – I tried to reassure her this definitely wasn’t the 
case!

Here the clinical trials assistant expresses discomfort about the quality 
and implications of her participation and seeks reassurance from 
the researcher, further demonstrating a limit on participation we 
encountered across our research with practitioners and patients, but 
also troubling the identity of the researcher and challenging us to 
acknowledge the burdens we generate when we ask clinicians to 
facilitate our research.

As we have already noted, some cancers get more attention and 
resources than others, and some patients with particular kinds of 
cancers are more readily involved in genomic medicine than others 
as different kinds of privilege play out across research and clinical 
care. Patients, such as the advocate quoted at the beginning of the 
chapter, and clinicians can be acutely aware of these inequalities. 
A lack of privilege can be experienced as unwelcome forms of non-
participation or exclusion from the promise and investment of genomic 
medicine. We have already explored some of this in the accounts 
of clinicians concerning patients feeling left behind or excluded from 
the possible benefits of personalised cancer medicine. Patients also 
discussed this, as in the extract below from an interview with a lung 
cancer patient, Hilary, and her daughter, Rose:

[Rose] lung cancer’s not as publicised as breast or…

[Hilary] No, I don’t believe, no.

[Rose] …prostate…

[Hilary] Prostate.

[Rose] …even though it kills more people.

Yeah. What do you think about that? Why do you think that might 
be?

[Hilary] Because of…
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[Rose] Because of the stigma with smoking.

[Hilary] … the stigma of smoking. If I, if I got lung cancer, I’m letting 
everyone know that I’ve never been a smoker. If I got it, they’d be 
all sympathetic…

[Rose] Because she’s not a smoker … cos I’m not a smoker. So how’ve 
you got it? How’ve you got it?

[Hilary] It’s like … before I got cancer, if I heard somebody who had 
liver cancer…

[Rose] You’d think they were a drunk.

[Hilary] … you automatically think of alcohol. Because, because we’re 
not au fait yet on the environment, I don’t think we’re fully, fully 
aware of how the environment affects cancer, you know. Not just air 
pollution … Stress, your working conditions, your living conditions 
… they take that into account when it’s your heart disease but they 
don’t, I think, with cancers. There, there’s a lot of environmental 
factors, not just what you’ve done to your body, ’cos as I say, people 
die of lung cancer who’ve never been a smoker or had any family 
members smoke…

[Rose] I mean, I work in [town] and there were a young lass over 
there who’s actually taken a nurse to court because she was nineteen 
and she got diagnosed with lung cancer and the nurse turned round 
to her and said, ‘Well, how many do you smoke, then?’

Gosh.

[Rose] And she’d never –

[Hilary] It’s just an assumption.

[Rose] And it is just the stigma.

As well as discussing stigma and their sense of blame (see also 
Chapple et al. 2004), these interviewees implicitly criticised the 
focus on molecular rather than environmental factors in cancer, and 
highlighted the ways in which care providers as well as friends and 
family can make patients feel culpable and unworthy of support as 
they participate in care.

Accessing the experiences of working-class patients for whom 
cancers such as lung cancer were more prevalent was difficult given 
the extremely low survival rates of these patients. Although our sample 
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consists predominantly of middle-class voices, there were numerous 
instances during interviews where concerns around inequality were 
raised or discussed, particularly in relation to patients having to seek 
financial assistance (particularly those in precarious work), lone 
parents, or people who had not gone through higher education. In 
one interview with Janet, a patient involved in the SMP2/Matrix 
study we followed, who we introduced in Chapter 4, these barriers 
to participation in support, care and research were starkly illustrated:

you can go up to the [name of support centre] up the way, but they 
do it at silly times and ’cause I work, I … can’t get to one, even if I 
wanted to … it’s like me going to work and saying to my supervisor, 
‘Oh, I’m not coming in tomorrow ’cause I’m off blah, blah, blah.’ I 
mean, she’d [have] hissy fits! I’ve got to come for treatment and see 
doctors [and she asks] ‘Are you coming in?’ Well, no. I mean, at first, 
I went, ‘Oh yeah, no I’ll be in,’ and I thought why am I doing this 
to myself? You know, why am I sort of like getting down here, getting 
everything done and then running to get back to work? … I did work 
full days for a long time and then I can’t remember which one of the 
treatments it was [it] didn’t make me feel poorly but come the end 
of the week, I was just knackered; and I kept thinking, why am I 
doing this to myself. And I went in and I had three months off work 
’cause I went down to the doctors, ‘Can I have a sick note for a 
week?’ and he sort of looked at things and he went, ‘A week?’ and 
I went, ‘Yeah,’ and he went, ‘Why, what for?’ I said, ‘’cause I’m – I 
said I’m so tired, come Friday.’ I used to get home from work, have 
a coffee, maybe have something to eat and next thing I knew, it would 
be like Monday morning and I’d be thinking, where’s the weekend 
gone? … so I went down to the doctors and said, ‘Can I have a week 
off?’ and he gave me like a month, and he said, ‘Come back at the 
end of this.’ And I went back and he went, ‘Another one?’ I went … 
‘No I want to go back again.’ ‘Take another month.’ Then I took 
another month and when I went back then, I said, ‘I don’t want no 
more – don’t give me no more, no more,’ I said, ‘I need to go back 
to work.’ I was so bored at home … I think I actually needed that 
time off because when I went back, I thought I feel even better now.

Later, discussing her involvement in research, Janet expressed gratitude 
to medical science and willingness to ‘be a guinea pig’:

I do take my hat off to all these … when they get all these samples 
in and they sit there and … whatever you do … That is just amazing.
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I wouldn’t be able to stop with everything (both laugh). You know, 
we need a guinea pig, [name of participant] l’ll do it … I will try 
anything … they’d have to be … really honest with me … because 
the thought of them sort of thinking give her that, and then they’re 
knowing when they’re giving me it, then it’s not going to [help]. That’s 
the only bit what does scare me. Like if they said to me well we’ve 
got this, [name of participant] and we know for a fact it’s going to 
do something. We’re not 100 per cent sure what it’s going to [do] 
– but we know it’s not going to make it grow, and we know it’s not 
going to make it spread, I’d go, ‘Come on then, let’s do it. When are 
we starting it? Are we doing it today? Well go and do it now.’

Yeah, because I’ve got to put my trust in the people [who] make 
that drug and I’ve got to put my trust in this place, and that, to me, 
that’s a big thing … putting your trust in somebody.

These excerpts illustrate the tension in participation for patients 
from underprivileged backgrounds negotiating stigma and a lack of 
the time and resources required to receive care, let alone participate 
in research, including something as basic as getting sick leave. At 
the same time they signal an enduring commitment to support 
research, to trust in institutions and companies and a willingness 
to be experimental subjects as a gamble on becoming well again.

Our study design, like that of the genomic technologies, research 
and trials we sought to follow and understand, relied on patients 
participating. But as we have discussed, this was hampered and 
reconfigured by the contexts in which we approached patients and 
the ways in which those discussions were repurposed by interviewees, 
for example to perform particular versions of good patienthood or 
experience therapeutic benefit. We also encountered numerous situ-
ations where patients were not able or willing to participate in our 
research either in general or throughout the course of interviews/
observations, especially when we asked more specifically about 
genomics. Sometimes these forms of non- or reworked participation 
appeared planned or deliberate, but at other times they were more 
difficult or unexpected for patients, for example when they became 
very emotional or confused during an interview.

As we have already discussed, practitioners protected vulnerable 
patients from participation in our research and some of the research, 
trials, tests or treatments we were studying. This process of limiting 
participation was crucial to the ethical conduct of the research: the 
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emotional work of the nurses involved can be seen in the following 
excerpt:

I arrived at the nurses’ office … at approximately 2pm for the appoint-
ment at 2.20pm. We discussed the issue of consent and the nurse 
expressed her concern that the patient is very young and will be 
coming to the appointment concerned and anxious about diagnosis 
(too young to come through the bowel cancer screening programme). 
The nurse wasn’t sure whether it would be appropriate for me to 
observe and to approach patients about participating at this stage of 
the pathway – better to observe pre-assessment clinics or those patients 
who have come through the screening programme. We walked over 
to the out-patient clinic building … and made our way to the consult-
ant’s room. The nurse felt it was important that we checked with the 
consultant prior to the appointment about whether it would be 
appropriate for me to observe. I had spoken in the MDT meeting 
that morning and the consultant was in attendance – happy for me 
to observe.

Sat in a side room away from the consultation room with the nurse 
– trolley filled with patients’ notes – next to the waiting room. Clinics 
were running behind and the nurse kept having to check whether the 
patient had been called to the consultant’s room. The nurse said they 
often did a lot of waiting around…

The nurse is called into the consultant’s office and I wait for 
approximately 30 minutes. The nurse decided not to call me into the 
appointment to observe as the patient had been given a diagnosis and 
was very emotional.

I left the clinic at approximately 3.30pm and discussed with the 
nurse about our pathway for observation. She felt like she’d wasted 
my time but I stressed that it’s important for us to attend clinic where 
they might be consenting patients regardless of whether they decide 
that it’s not appropriate for us to observe.

Here the nurse facilitates non-participation in our research because 
of concerns about the health of the patient and the burden of being 
observed while being given a distressing diagnosis.

We can also see the complex work involved in the process of 
mediating participation in the following fieldnote:

I met with the research nurse in their office … at 1pm – discussed issue 
of consent and the pathway for the … trial. We discussed the hopes 
and expectations attached to the SMP2 ‘don’t even mention Matrix’ 
because of the high failure rate … [leads to] difficult conversations 
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with patients – feeling amongst patients that clinicians hold on to 
their results unnecessarily and question why it takes so long to see  
results…

First patient appointment at 1.20pm –

Sat and chatted with the two other research nurses about the possibility 
of observing patients through the SMP2 pathway – said this would 
be difficult as the percentage of people referred to Matrix is extremely 
low. She did however mention another biomarker test which might 
be of interest to us (is it a trial or standard care routine?) – need to 
follow this up with consultant. Unfortunately I didn’t get to observe 
as the patient was struggling with chemo and the consultant decided 
it wouldn’t be appropriate for the research nurse to approach the 
patient at this stage and seek consent to SMP2.

The next patient appointment wasn’t until 3.40pm so … typed up 
my notes … I was attending on an unusually disruptive day – the 
research nurse doesn’t usually go on the ward and the other clinic 
appointments were cancelled. The research nurse consented a patient 
to the 100k genome project (I asked if I could observe but she felt it 
wasn’t appropriate – first time she’d consented) for a gynaecological 
cancer patient. The patient had been particularly unwell but really 
felt like they wanted to participate for the sake of others in the future.

This excerpt further illustrates how recruitment and participation 
took considerable choreography in the context of busy, often 
understaffed clinics where clinical teams are formed on each occasion 
the clinic convenes. Participation in personalised medicine was acutely 
difficult to deliver for sick and vulnerable patients facing foreshortened 
futures in this complex, pressurised environment.

On other occasions patients or their relatives declined to participate 
because they were too unwell or overwhelmed by their experiences, 
as in the fieldnote excerpt below:

While waiting for the specialist nurse, the couple sitting in the waiting 
area carefully reading the information sheet. The wife was still reading 
the information sheet when her husband questioned her very quietly. 
I could see … that he was pointing out the end of the consent form. 
The wife carried on reading the information sheet carefully. After 
several minutes, the husband then come over and told me that they 
won’t consent for my observations. He said, ‘If it was ingrown toenail, 
she would do anything but it has been so traumatic’ and he awkwardly 
smiled. Then he said, they both have educational background and  
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appreciate the value of research. But he said participating in 100,000 
Genomes Project was enough and wanted her to focus on recovery.

This ‘informed refusal’ (Benjamin 2016) captures some of the burdens 
of participation in research, given that patients were often approached 
about research studies in the course of difficult and sometimes 
overwhelming treatment protocols. We can also identify some of 
this burden by reflecting on instances where patients initially agreed 
to participate but then did not respond to follow-up enquiries. At 
other times they did not attend appointments where their consent 
was being sought to participate in genomic research (and our 
research). This non-attendance was a common occurrence and can 
be explained in part by the complexities of the research recruitment 
arrangements and the requirement of patients to attend yet another 
appointment which could be quite lengthy. However, we might also 
think about non-attendance as a means of troubling or reworking 
the salience of our focus on genomics as special and of experiences 
of genomic studies as particularly worthy of social research – in 
this case the patient’s relative explained quite clearly it is simply 
not important enough to justify time and energy that is already in 
short supply.

Given how sick and how busy patients are, it is remarkable that 
they find the time to participate in research that does not benefit 
them directly, including our study. Their participation did gener-
ate opportunities to reflect on identities and to express concerns, 
and to tell their stories more generally, but it also formed part 
of their responsibilities to reciprocate care or help future patients, 
including perhaps their own families. This kind of participation 
was not, however, without its limits, some of which could be quite 
discomforting for all involved. Misunderstandings about the purpose 
of our research, the role of the interviewer and the potential to 
benefit were among the most difficult aspects of these limits on 
participation. This is not because participation was somehow not 
‘up to par’ as a result, but because it demonstrates some of the 
deep-rooted problems with the participatory logic of personalised 
medicine, which relies on a complex consent process to gather data 
but places considerable burdens on patients in terms of time and 
thinking through their participation, taking advantage of patients’ 
need to reciprocate care and glossing over the benefit they might 
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receive as a result. As we discussed in Chapter 5, patients can be 
inventive in obtaining value from participation despite these issues, 
eschewing the need to be genomically literate, for example. But this 
kind of revaluation also curtailed participation. We can illustrate 
this in the following excerpt from an interview with Terry, after her 
surgery for colorectal cancer, who was initially confused about the 
research she had participated in:

So I’m just going to ask you a little bit about the [research study].

Yes.

Yeah. Don’t worry, no technical questions (laughs).

Gosh, yeah. Keep reading that information leaflet you gave me then.

… so how were you approached about it? Was it [research nurse] 
who approached you …?

You know, no, things are very – getting very mixed up, cos I’ve seen 
so many people … I know [research nurse] approached me, yeah, no, 
I … so it wasn’t you then, was it, initially?

No.

Because I know you came in on –

I was there on the day that you had the surgery.

Yeah, the surgery, that’s it.

Yeah.

So obviously I’d been to – so it probably was [research nurse] then, 
I’m actually –

Don’t worry about it.

Yeah, yeah, I’m sure … because there was … your study, [research 
nurse] study and there was this other study that I did as well … and 
they were all – I think I must have been asked all on the same day, 
yeah, so it’s probably [research nurse] that said about the genomes 
as well then. Yeah.

And what kind of shaped your decision around it? Was it an easy 
decision to say yes…

Well, I’m not being funny, but I think anything, when it’s to do with 
research, if it’s not sort of – not [going to] take up a lot of time, but 
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it – you know, because obviously with everything else you’ve got 
going on, you know, with having what you’ve got, you’ve got cancer 
and that, you don’t want something that’s going to take [a long time] 
– cos … you’re, you’re focused on what’s wrong with you … So … 
if it was a study that was gonna, say I’ve got to do like sort of filling 
in of this and filling in of that or, just, I probably wouldn’t – might 
not have done it. But … when [research nurse] explained more or 
less that it wasn’t too … time consuming and I didn’t have to do 
loads of forms and that, yeah, I was quite willing to do it … I mean, 
this sort of thing could help somebody I know, my family, my grand-
children further down the line, you know, that’s how I look, look at 
things anyway …

Here Terry struggles to make sense of what she has agreed to be 
part of and our role therein, falling back on familiar logics of reciproc-
ity, future benefit and active patienthood to justify her involvement 
and collaborating with the researcher, while masking the lack of 
engagement in or salience of genomics.

Public engagement

Our study did not just take place in hospitals and clinics; we also 
endeavoured to study how cancer patients and relatives engaged 
with personalised medicine beyond these institutions, through 
advocacy, engagement exercises and involvement initiatives. As we 
have already discussed, these situations are not places where everyone 
feels that they can belong, nor are they always easy to attend given 
other commitments and barriers. Like our own Public and Patient 
Involvement panels, these forms of engagement are more often taken 
up by white, middle-class participants.

Lack of representation of ethnic and other minorities in genomic 
datasets and engagement exercises has, of course, been an ongoing 
source of concern for practitioners and policymakers. Much of this is 
framed in terms of a historic lack of trust on the part of marginalised 
communities, alienated by a series of scandals and exploitations 
including biopiracy, experimentation and commercial exploitation 
of tissue without any effort towards benefit sharing (Hamilton 2008; 
TallBear 2013; Skloot 2017). Together with contemporary experi-
ences of institutionalised racism, this means that Black, Asian, and 
minority ethnic (BAME) groups and other marginalised communities 
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also have a history of lower rates of participation in screening and 
research into cancer more generally. However, as Benjamin (2016) 
notes, there is a danger in framing these instances and patterns of 
non-participation as problems of trust, when the problem is perceived 
as being located with the community rather than the institutions 
and professionals who have behaved in systematically untrustworthy 
ways. And there is continued reason to be wary of a biomedical 
economy intent on data maximisation when BAME patients can be 
further disempowered by being framed as an untapped resource. 
This links to a wider set of challenges to the colonial and racialised 
practices of biomedicine, which have been dominated by white, male 
standpoints, framed as a ‘god’s eye’ view devoid of ‘bias’ (Haraway 
1988), but ultimately shaped by the interests of these dominant 
groups in maintaining power and privilege. It is reflected in Public 
and Patient Involvement practices focused on solutions and health 
improvements but reproducing health inequalities by amplifying a 
narrow range of perspectives, experiences and interests in the process 
(de Freitas and Martin 2015; Madden and Speed 2017).

Broadening and diversifying participation in engagement and in 
genomic research more generally becomes part of policy and insti-
tutional practices around these initiatives. The 100,000 Genomes 
Project involved a range of initiatives to access ‘harder to reach’ 
communities, particularly potential BAME participants. In 2019 the 
Yorkshire and Humber Regional Genomics Service that was part 
of Genomics England worked with playwrights and actors to produce 
a play in collaboration with ethnic minority community groups to 
promote inclusion in genomic medicine via ‘culturally sensitive’ 
education.2 The purpose of the play was also to address and ameliorate 
some of the concerns about biomedical innovation from within 
these communities. The play was described as follows on the Genomic 
Medicine Service website:

A play raising awareness of genomics and the impact of genetic disease 
that often runs unaware within families from Black and Minority 
Ethnic backgrounds…

Mixing humour, personal story and science, ‘Jeans, whose Genes?’ 
explores the specific concerns of harder to reach communities using 
the analogy of mobile telephone and internet technology to demonstrate 
life-changing or enhancing possibilities in scientific developments to 
improve healthcare.
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The play is focused around a conversation between two neighbours 
in which the black British Caribbean character expresses doubts 
and concerns about genomic research and the British Indian neighbour 
is more positive and hopeful about its potential to ‘ease suffering’. 
The issues raised, generated in discussion with people from these 
communities, include historic abuses and discrimination against black 
patients and research participants and ongoing scandals such as the 
Windrush affair, which involved people from the black community 
being deported despite having lived and worked in the UK for many 
years. The black character is, however, reassured by her neighbour 
that researchers, and science, are not racist and we ‘have to start 
trusting at some point’.

We also encountered similar concerns when we approached people 
from these communities about involvement in our work, including 
particular criticism of the use of informed consent forms as off-putting 
and needlessly bureaucratic. We offered reassurance about the ethical 
intent of this approach but this was not always convincing. Reflecting 
on this focus on resolving ‘distrust’ therefore requires further explora-
tion. As Benjamin notes,

by constructing trust as a cultural trait that some groups have more 
or less of than others, such discursive practices lead those engaged 
in trust talk to overlook differences within purported ethnoracial 
groups, disregard similarities across groups, and most importantly, 
ignore the larger institutionalised structures of inequality in biomedicine 
and beyond. (2014: x)

Accessing the experiences of subjugated populations is critical to 
driving inclusive genomic medicine and yet requires a systematic 
restructuring of systems of white privilege within biomedicine more 
generally, including in our case ethical protocols, informed consent 
processes and forms of engagement. It is also important to note 
that efforts to promote genomic medicine have the potential to both 
strip science of its cultural conditions of production – ‘science is 
not racist’ – and reify the problematic idea that race and categories 
of race are biologically defined; a notion which circulated in observa-
tions when patients were recruited to genomic medicine, as we see 
in the observation notes with a CTA below.

‘You know because we’re mixing more with different races it might 
tell us about different genetics; it’s going to be massive’ (family member) 
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[race circulating here which hasn’t been as explicit in other consulta-
tions]. ‘I hope so …’

Conclusion

Not participating at all, being unable, unwilling, uninvited or limited 
in capacity to engage are key features of patient and practitioner 
experiences of personalised medicine and the plethora of research 
on which it relies. This limits the kinds of data and value obtained 
from participation, as well as limiting the potential for harm to 
arise from too much or too intense participation. At the same time, 
it configures the futures crafted, voices and experiences of participation 
and associated care to those well enough or sufficiently motivated 
or enthusiastic to participate. Some of these dynamics intensify 
promissory and positive tropes and underplay negative experiences 
in the process. They privilege enthusiastic voices and framings which 
emphasise the novelty or neutrality of science and technology. But 
attending to non-participation allows us to reflect on how practitioners 
and patients can refuse, resist and subvert these kinds of anticipatory 
logics through silence, or by turning away from the future to ground 
reflection in the mundane realities of managing day-to-day, or in 
stories rooted in the past, and privileging other kinds of care as a 
way of reconstituting identity in cancer’s wake.

Reflecting on these processes of non-participation or limited 
participation also highlights how some cancers and patients are 
better resourced in terms of treatment and support infrastructures 
as well as research opportunities. Capturing the experiences of other 
more marginalised cancers with lower survival rates and less research 
investment (see All Party Parliamentary Group on Cancer 2009) 
was difficult in our study, because genomic medicine is being 
implemented with most success in cancers with a track record of 
research and improved treatment and via well-established organi-
sational infrastructures. This can map on to some kinds of privilege 
for patients; for example, breast cancer is an area with considerable 
research investment and improved prospects, and is also associated 
with visible activism and is more common among those living in 
advantaged circumstances. These confluences can mean that patients 
with these kinds of cancers, outcomes and backgrounds are more 
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likely to participate in research and its associated care, including 
social research like our study, as part of their active patienthood, 
and to have more hopeful visions of the future. This further constrains 
the kinds of experiential accounts on which we can draw to under-
stand the impact of personalised medicine, rendering less visible 
experiences of the dark side of care, including failure, ambivalence, 
despair, disengagement and rejection. Exploring the margins or limits 
of participation, whether deliberately imposed or arising from 
organisational complexities, invites us to think more carefully about 
the kinds of practitioners and patients who are not able to (fully) 
participate in the promise of personalised medicine, and the need 
to attenuate and challenge overly optimistic promissory visions to 
attend to these limits. It also challenges us to think critically about 
the responsibilities and expectations of participation in the P4 era, 
particularly the intensification of work for key practitioners such 
as nurses and for patients as well.

Notes

1 See www.cdc.gov/tuskegee/timeline.htm (accessed 20 June 2020).
2 www.genomicsengland.co.UK/understanding-genomics/jeans-whose-genes/ 

(accessed 15 October 2019).
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