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Dear Reader,

Our job as sociologists is to understand how society works as a whole and for the individuals 
within it. We look for insights into human behaviour and relationships, by asking how people’s 
thoughts and actions shape, and are shaped by, the social institutions they interact with – such 
as health care and clinical research.

In 2015 we began a five-year-long research project, looking at how developments in cancer 
research and care are changing what it is like to be a cancer patient and/or a cancer practitioner. 

Personalised cancer medicine is a move away from a one-size-fits-all approach, to one that 
aims to offer tailored treatments for patients. To achieve these tailored treatments, scientists 
are exploring how the entire genetic make-up of an individual may contribute to cancer and help 
develop treatments.

Using new genomic technologies, that are able to analyse and manipulate genomes, doctors 
can sometimes offer patients tests and drugs that are individually targeted. There is much hope 
that this genomic cancer research and care will transform the way the disease is diagnosed, 
treated and experienced.

Over the five years of our study, we interviewed a range of patients, doctors, scientists and 
nurses to explore that hope, and to understand how, in their different ways, they each experi-
ence cancer research and care and the relationships and emotions involved.

This led us to ask some questions:

1. What is involved in promoting, receiving and delivering personalised molecular 
predictions, diagnoses and treatments for cancer?

2. How are responsibilities for enabling personalised cancer medicine shared and 
experienced? Is this fair, and who might be excluded?

3. What kinds of value – social as well as financial – are created through these practices and 
for whom?

4. And how might things be organised differently to produce different kinds of values and 
futures for cancer patients, healthcare providers and society more generally?

We explore answers to these questions in depth in the book of our study Personalising Cancer 
Medicine: Future crafting in the genomic era (Manchester University Press, 2021). However 
we also wanted to invite you into this broad and complex debate, through this graphic novel.

Working with Ziggy’s Wish to create this story has been a wonderful way for us to see our work 
expand from the research sphere, out into the everyday. Through our collaboration, the inter-
views we captured have been reframed as a conversation that plays out between a set of seven 
characters. We hope you find their discussion as interesting and as crucial as we do.

Of course not every patient is like Charlie or Sue; and not every clinical research nurse is like 
Shuba. The characters here are composites of multiple themes, and likewise any research trials 
they refer to are fictional. Even so, don’t be surprised if you find a bit of yourself in amongst 
them. Cancer affects us all, and how we face it is a conversation for everybody.

As you move through this graphic novel you will find postcards within its pages, to encourage 
you to reflect on what it means to personalise cancer medicine. We hope you will add your voice 
to these, and help us to grow this vitally important yet all too often hidden conversation, around 
the mosaic complexities of living and working with cancer.

Many thanks,
From the Cancer and Society in the 21st Century Team
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QUESTIONS
WORTH
ASKING

Clearly you don’t work at
the coalface of cancer care!

I just think they’re
questions worth asking…

I don’t understand
what you mean!

You can’t doubt it’s
the way forward!

What’s the point
of more questions!

Stop looking for
the negatives!

You weren’t there
at the start!
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1. UTOPIA

The kinds of
value created by targeted
therapies? How can she

even ask that?

I mean look
at me. I’m basically the

poster boy for personalised
cancer medicine. Can’t she see the
value right here, in the fact that
I’m alive? That so many people

are living longer because of
tailored treatments?

Oh wow! You’re an
original game-changer.

‘This is going to
change everything!’

Anyway they got all these
positive results so the drug got approved.

And he was like: ‘Niles, this is why I got into
pharma in the first place…’

His team had been working on
this drug for years, I mean literally years.

Loads of research and development,
tests and clinical trials.

But I had this mate,
Rich. He worked in manufacturing
and I remember him calling me

one day, all excited.

Me personally? No.
I was more on the marketing

side of things.

Yeah, man.
I get it. I used to work

in pharma, back when targeted
tests were first starting to

break through.
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Exactly! I had
melanoma. It was bad

and I was like: ‘Shit I’m
going to die.’ I was only

fifteen. That kind of
thing really messes

with your head.

Anyway, I had surgery
and I recovered. But a couple of years

after, the tumours came back. Stage III.
So my parents were freaking out. But by then
I’d done loads of reading online, and people

were talking about these new targeted
drugs for people with my kind

of melanoma.

So I went to my doctor
and asked if I could have them.

And he was like: ‘Sorry Charlie, they’re not
available on the NHS.’ And I was like: ‘What?’

Because I didn’t really know then how
the drug industry works.

So these
drugs, they basically

completely manage the
cancer, which means I

get to live longer.

Yeah. I raised the money
from family and friends. I mean

I know it helps that we’re middle-class and
pretty well off… But it was still

a massive thing to do.

Yeah, that’s right.
After drugs are approved, there’s

a bunch of other regulatory decisions
that have to happen before the

NHS can have them.

So you
got yours
privately?

See? It’s amazing,
isn’t it? A simple test that

means she might not have to go
through chemo. More value,

right there!

Right! Which was one
of the reasons I crowdfunded.

Not just to get money for my own
treatment, but so I could help

move things forwards for
other people too! Anyway, now

those drugs are
available on the NHS.

So how’s that
for value!

Kind of simple,
I guess. Well actually

not so simple...

But yeah, the
progress being made is incredible.

And it’s great to see patients helping to
drive the industry forwards. I always enjoyed

that part of my job. Being reminded of
who was at the end of the line.

It kept it real.

My girlfriend was
offered some tailored treatment.

A targeted test for her kind of breast
cancer. To see if she needs to have

chemotherapy, or whether she
can manage without it.

It’s cool, man.
Very cool.

Of course,
man! And anyway, private

use can actually help the NHS
because it means there are
more data points to argue

the case.



How are the
responsibilities around tailored

treatments shared?

Honestly! Telling us
to think more about it – like

I haven’t put enough thought
into what I’m doing!

Well it’s hard to say
definitively what might be better

for you. But, so far, tests show that this
new targeted drug for your kind of bowel
cancer may give us better results: quicker

recovery, longer life expectancy,
and fewer side effects.

Sadly this drug isn’t
yet available on the NHS, so to

get it without a trial you’d need to
pay for it privately.

Anyway Sue,
come in here and let’s chat.

How’re you feeling? Did you have any
more thoughts about what we talked

about? Whether you’d like
to take part?

It’s hard enough
doing this job: being the link

between clinicians, trial managers,
patients and families; keeping
everyone happy, and focused

on the goal.
I mean, does she

even know how much progress
we’ve made through research?

‘Miracle cures’ don’t just happen
by themselves.

And they certainly don’t
happen without clinical trials!

Sitting there with her notebook…
What’s she even writing in it?

Oh… Right.

And I can’t just get it normally?
Like the standard treatment?

Oh… I’m still not sure.

I mean I get what
you’re saying. I’ve got a choice.

I can get the standard treatment available
for my cancer, or I could get a better

treatment if I go on this trial?
That’s right, isn’t it?

I know that
caring for your mum

is a concern?

You wouldn’t have to
stay here – just come in every

couple of weeks for some tests.
The rest would be taking the

trial medication at home.

Ha! You definitely
shouldn’t believe everything you see

on the internet! Social media has its uses – it’s
great for knowledge share, and for

sharing experiences.

But the people
who shout the loudest aren’t

always the ones with the most
balanced viewpoint.

Well yes. Because
she’s got dementia, like I said.

And I’m the one who looks after her.
I mean, how can I do that if I’m

in here on a trial?

But what if it
makes me ill? I’ve seen

those online videos where
the drug experiments

go all wrong!

Yes I know.
And I did try to watch some

of those videos you said. But to be
honest, those professors, they seemed

a bit up themselves. And what they
were saying went right

over my head!

So I went
looking on YouTube

instead. There were all
these pictures of

horrible skin…



Don’t worry.
You’re our patient, not a guinea pig.

It’s my job to look after you. When you
come in for your tests, you’ll get the best care

possible. Specialist care. It’s about putting
you first, Sue. Putting you

at the centre.

I’m always looking
for people to recruit into

trials if I think it presents a good
opportunity. And this is a good

opportunity for you.

To get a better result
with your own cancer, and to

help us understand more about
tailored treatments.

How about we work
around your schedule? Time the

trial tests to your existing hospital visits?
Would that help? You’re a great candidate

for this, Sue. And I’d hate to see you
lose this opportunity.

I know.
Come on. Let’s go get

you a brew.

Oh… It’s just…
It’s a lot to take in.

Coffee, please.
Make it strong.

The promise
of personalised
cancer medicine!

Yes, I suppose
it is. We have made

huge progress.

Of course for many
patients with advanced cancer, the reality

is that cures just aren’t yet possible. We are doing
better with some of these tailored treatments,

though. And they do have the potential
to greatly extend lives.

Indeed. And a slice
of raspberry tart, I think.

My treat of the week.

Actually,
could you cut it

in two?

Sounds like that
was all pretty deep?

Ah. That’s a
good thing, right?

Then I guess you’ve
earned your coffee.



What do you
think, Brigitte? About

what’s involved in these
tailored treatments?

Yes. Would you like
some of my raspberry tart?

From what
I’ve seen, cancer

experience is as individual
as the patients who have
it. Emotions and shock,
however – they always

play a part.

No. It isn’t.

For what it’s worth,
Brigitte, I’m really sorry Kosmo

wasn’t able to participate in
the lung cancer trial.

What do I think?

I think when they
make these new cancer cures,

they should be given to everyone
who needs them. Not just

the chosen few!

That sociologist woman,
she talked about the ‘experience of cancer
patienthood’. How it’s changing with these

breakthrough medicines.

But Kosmo – he
wasn’t chosen. He gets nothing.

So you tell me. What kind of
experience is that?

He waited. He never
liked talking to doctors much.
He didn’t want to be a burden

to them. It’s not fair.

Thank you,
Dr Halverson. But

my husband is dying and
your words… like

your cake…
Mean nothing
to me at all.

They made us
feel there was hope. They put him

through all those tests and stages, each taking us
closer to the chance that he’d get better… But instead all

we got was more injustice. And now his cancer’s too
advanced. What a waste of the precious

time we had!

1. Utopia

Medicine and technology have always changed throughout history, often in revolutionary ways. 
Now a new revolution is underway, thanks to genomic technologies that are able to analyse and 
manipulate genomes (the genome being the entire genetic material present in a cell).

There are hopes that these new genomic technologies will transform cancer care, taking it 
beyond a standardised approach towards one that is far more personalised.

It’s a complex field; full of stress, strain and uncertainty for patients and doctors alike. Yet the 
prevailing portrayal of cancer genomics is overwhelmingly positive.

So we’re wondering… What’s your experience of this? If you’ve had cancer treatment, or 
someone you know has, was it tailored treatment? Did it feel revolutionary? How close to this 
cancer-care utopia do you think we are?
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1. Utopia

1716

This UTOPIA postcard is your personal space. We invite you to use it to reflect on tailored 
treatments for cancer. Perhaps you’ll use it to record your thoughts, or to write an important 
message to someone...

If you feel able to share your postcard, it would be our honour to read it and share it in turn, so 
that others are encouraged to give voice to this conversation too.

You can take a photo and email it to us at: cbss@ed.ac.uk 
Or share it to our Twitter: @CancerandSoc21C @BiomedSelfSoc

Or you can send it by post to: Tailored Treatments, Centre for Biomedicine, Self and Society, 
Usher Institute, University of Edinburgh, 23 Buccleuch Place, Edinburgh, EH8 9LN

Many thanks,
From the Cancer and Society in the 21st Century Team



2. EQUALITY

Sue? Well, I am
talking to her about a trial,

but it’s not the same one we looked
at for Kosmo. Sue’s cancer

is very different.

Kosmo is just too sick.

You know
that’s not true, Brigitte.

We’re doing all we can for
your husband.

Brigitte, please.
I know how much you wanted

Kosmo to take part in the lung cancer trial –
and when we ran the early tests it did look promising.
But the eligibility criteria for clinical trails are very

complex. Especially cancer research trials,
and particularly the ones looking at

tailored treatments.

So she’s in
the trial?

Talking to her
like you talked to us?

Does she know you’re giving
her hope only to take

it away again!

But you’re not giving
him the best, are you! You’re not giving

him this new medicine! You’re not
giving him this chance!

What you mean
is that Kosmo would be bad

for your numbers. You only want to
pick and choose the people that

will get you the best results.
Forget the rest!
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Well, we both know
that some people don’t
come in with symptoms

early enough…

You’re right! We do
have difficulty recruiting BAME people,

and that’s a problem for the representation
of minority communities in medical research.

But we are trying – and we need
your buy-in as well!

No, of course not.
Tumours don’t discriminate and

neither do we. Cancer can happen to
anyone, any race, from any walk of

life. When it comes to this,
we’re all equal.

But for others like
him, Brigitte. Isn’t there

some hope in that?

I know we need
to do better! Not just in our words

but in our actions too; our outreach, our
engagement... But if your community could just

take that leap of faith, you’ll see. We are
going to make a better future.

I really believe that!

It’s just not
possible, Brigitte. I’m sorry.
Maybe if we’d seen Kosmo

earlier? But…

But what!

Not for my husband.
There’s no future for him.

Our buy-in?
How can you expect that when all

my people know of medical research is our
exploitation or dismissal! Just like you are dismissing

Kosmo now. How could he have come forward any
sooner, when you’ve never given him any

reason to trust!

But that’s a lie
isn’t it. Nothing is equal

here in this country! Not really.
You must know that as well as anyone.
Tell me honestly, do you have many

black and Asian people in these
these trials? Getting this

new medicine?

By some
people you mean

black people? You’re
telling me this is Kosmo’s

fault? Because
he’s black?

Did he?

And the results
have come back?

Oh, Niles.
How’s Rebecca doing?
I heard she coped with

surgery well?

An excellent
oncologist. Not as good as me,
of course! But still a very safe

pair of hands.

Yeah. Right in the
grey area. And she’s at that

in-between age, you know, fifty this
year. So Dr Farrier can’t really advise one

way or the other. It’s all on Bex, and to
be honest, she’s really struggling

with the decision.

Yeah. The thing is,
I think I might have pushed

Bex into it. I mean selling targeted tests
for breast cancer – that was my thing.

So of course I thought it was
the best option.

But she got so
stressed whilst she was

waiting for the results. Like she
couldn’t stop worrying about it: how
she was going to score, would she

have to have chemo, how
should she prepare…

Dr Halverson?

Yeah, she’s doing
okay, thanks. It’s not the

easiest time – but Dr Farrier
has been great.

He offered us
a targeted test.



I’m sorry to hear that.
It’s an extremely difficult decision,

whether or not to have chemotherapy after the
anxiety of the surgery itself. When it gives a clear

indication, the targeted test score can be very
reassuring, helping to relieve the weight

of that responsibility.

Just women?
Other genders can have breast

cancer too.

By customers
you mean patients.

But for other patients
it can be very stressful – and

demand quite unreasonable levels of
resilience, in my opinion.

Yeah. I know.
I kind of wish we’d never

been given the choice. Which is crazy,
right? I mean that was my whole message
to customers. I was telling them: ‘This is

for you! These tests are your right!
As individuals… As women! Tell your

doctors that you demand
to have them!’

I know. I guess
pharma felt women were the

easier sell. I mean I’m not saying what we
did was wrong… But maybe we were offering

something without preparing
people for it.

Yeah. Patients.
But you know, I really

do believe in the patient voice.
We ran focus groups

with women…

How does she feel now?

That happens a lot.

We’re just not there yet.

The difficulty is
that it’s still such a convoluted

process. Of course we have to believe the
process will get more streamlined in time. So that

it doesn’t feel like a mountain to patients like
Bex, or even a molehill. Rather a smooth

passage forwards with minimal
negative impact.

These women
though, it was so important

to them that they felt in control.
So why shouldn’t they see themselves

as customers who can choose what happens
to them? Rather than feeling helpless?

And Bex is a strong woman, you
know. She’s always been

so independent.

Terrified, I guess.
She puts on a brave face but

I can see… I mean she’s doing loads
of research, trying to weigh up the pros and

cons. But it’s exhausting for her. I’m trying to
help. Trying to stay informed, get on top of all

the information… But it’s weird. You get in
the room with the doctor, and you listen

so hard. But it’s like nothing
actually goes in.

I used to tell
those women that these

targeted tests were absolutely the
best thing for them. That this

genomics stuff was totally
black and white.

But it isn’t, is it.



So you can get your
drugs normally? Even though

they’re personal?

Crowdfund?
You mean then I wouldn’t have

to do the trial? Because to be honest, I’m
worried about who’s going to look

after my mum.

That’s the same
as me, then. I have to go

on a trial if I want them. They
say that’s the only way

I can get them.

Personalised? I mean
to the point where they target

the specific kind of genomic mutation I
have. It’s not like they’re made

with my name on them.

Or you could
crowdfund? That’s what I did.
I mean the drugs are probably

out there, if you have the
money to pay.

Yeah, I can get
them now. But they weren’t
available at first. I mean

not on the NHS.

Oh. Right.

I wouldn’t know
where to start.

I could do with
some of those…

Followers?

Yeah! Honestly, it’s the
best thing I ever did.

Oh, I can give you
a ton of tips! I mean it was
hard at first, because I was

pretty emotional.

So I was like:
‘Hi everyone, I’m Charlie.

I’ve got advanced melanoma and
I’m scared. But I’m trying to stay really
positive...’ And people were just so nice,

you know? I made so many
new friends!

The trick is
to get lots of followers

early on.

Yeah – because really
it’s all about how you use

your social media.



Oh. Right.

What do
you think?

So yeah. All you
need to do is to reach out on

your Facebook or Instagram or whatever,
share your story, keep everyone updated,

get engaged in the conversation,
and above all stay positive.

That’s half the battle!

After we got the
money I carried on using

the platform as an advocate.
To keep raising awareness.
I guess I’m sort of like an

ambassador, now.

Like, my mum works
in marketing so she reached out

to everyone in her network. And my
dad posted the campaign on his

company’s intranet.

And I already
had all my peer supporters from

when I had surgery, so I got really
good traction.

And when I started
talking about how I wanted these

drugs to be available for everyone, and not
just for me, people really got behind me.

I think they could just sense my
passion, you know?

2. Equality

Cancer has been described as an ‘equal opportunities disease’ – something that can happen to 
anyone, no matter their circumstance or background.

However, whilst it’s true that people from all walks of life get cancer, statistics in the UK show 
that, for the majority of cancer types, patients are more likely to be from deprived groups.

This in turn can impact a patient’s ability to access newer, more experimental treatments; which 
usually require joining a clinical trial, petitioning for exceptional use, or raising funds for private 
treatment.

So we’re wondering… What’s this been like for you? If you’ve had cancer treatment, or someone 
you know has, have your experiences been different to other people’s? Did tailored treatments 
play a part?
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2. Equality
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This EQUALITY postcard is your personal space. We invite you to use it to reflect on tailored 
treatments for cancer. Perhaps you’ll use it to record your thoughts, or to write an important 
message to someone...

If you feel able to share your postcard, it would be our honour to read it and share it in turn, so 
that others are encouraged to give voice to this conversation too.

You can take a photo and email it to us at: cbss@ed.ac.uk 
Or share it to our Twitter: @CancerandSoc21C @BiomedSelfSoc

Or you can send it by post to: Tailored Treatments, Centre for Biomedicine, Self and Society, 
Usher Institute, University of Edinburgh, 23 Buccleuch Place, Edinburgh, EH8 9LN

Many thanks,
From the Cancer and Society in the 21st Century Team



3. WORTH

Sue’s recently been
diagnosed with Stage IV metastatic
colon cancer, and she’s considering

joining Dr Amar’s trial.

Yes, Charlie’s quite
the inspiration. But not everyone can

fundraise for new treatments like that. For
most people, clinical trials are the only

way to access them.

There’s a
bit of tension in

the family.

Sue’s particularly
worried about who will look

after her mum. We’re hoping
the trial might give her

some extra time.

Charlie was
telling me how he got
his treatment through

crowdfunding.

Do you think it’ll help?

Yeah – it’s difficult.

She’s got dementia.
I’ve been looking after her, and…

Look, I know things are serious, doctor.
I just need more time. So I

can get Mum sorted.

You’re a doctor,
aren’t you? What

do you think?

I am a doctor, yes.
Though colorectal tumours

aren’t my specialty.

And your mother?

Are you able
to talk this through

with anyone?
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I’ve explained that
the recommended treatment pathway

is chemotherapy with the addition of one or
more targeted agents, because that gives

us the best chance of prolonging life
by several months.

And that
Dr Amar’s trial is looking at

a particular combination of agents,
because what we’re hoping to do is

turn those extra months into
extra years.

Well… if I can get
more time… Because… I mean,

look at Charlie?

Well… Would that be any
worse than not doing it?

I see. What would this
trial mean for you, Sue?

Charlie’s situation
is very different to yours, though.

How would you feel if you did Dr Amar’s
trial, but you didn’t gain any extra

time because of it?

It’s hard to
answer that, Sue. We know the

likely side effects of the recommended
treatment pathway, but with clinical trials,
especially front-line ones like this, we’re

finding these things out for
the first time.

Right at the
leading edge.

No one ever
thought I was worth much.

Except Mum.

Turns out I’m worth
something after all.

She always loved
the NHS. Said our doctors

and nurses are the best thing about
this country. I think it’d make her proud,

to know that I was helping them.
I think I’d like that, to be

part of the fight.

You tell Dr Amar 
I’ll do his trial.

Trials can be of great
value: helping to grow knowledge,

helping doctors to make better decisions,
helping to create a better health service…

But the truth is, those are often more likely
to be future benefits than changes

in the here and now.

This is your life,
Sue, and your time. It’s

important that you recognise
the worth of that.



So you think
I should exploit my husband’s
illness? For what? Publicity?

Ratings?

You came over here,
to tell me I should advocate

tailored treatments on behalf
of my husband?

Excuse me?

I need to be alone!

I don’t understand?

How could
you possibly understand!

You’re nothing like Kosmo! Nothing
like me! I didn’t ask you to come

over here! Just leave
me alone!

So I thought
I’d just share with

you that getting involved in
patient advocacy, and spreading

the word about these new
treatments – well it really

helped me a lot.

I hope you don’t mind me
coming over. It’s just… Well it seems
like you’re pretty down. And I can’t

stand to see anyone sad.

I mean I know you’re
not a patient yourself, but your

experience as a spouse is
really important, and –

Well, not exactly.
Because I know he didn’t get that

kind of treatment himself. But I do this thing
on my channel that I call: ‘Charlie’s Chat’,

 and I think something like that could really
help you to manage the emotions

you’re going through.

No! I didn’t mean…
You don’t understand –

Yeah. I
pretty much messed

that up.

Sheesh.

But there is!
That’s what I was trying

to tell her! Once you start sharing
your feelings and experiences

with other people, it
feels good!

Yeah, but that’s
why I thought…

And Brigitte.
She’s keeping all her

feelings in. Keeping herself
walled in when actually she’s not

alone. There’ll be people out there
who totally get her situation.

And others she can help
to understand.

I mean when you’re
in that place, isn’t that when
you have to find any bit of

positive you can?

You okay,
man? That looked a

bit intense.

Maybe there is no
positive for Brigitte.

She’s just
going through a hard

time. I mean we all are.
But having to accept that
her husband is…? Well,

that’s tough.



I was telling
her I do this thing called:

‘Charlie’s Chat’.

Which is basically just me
talking about my feelings…

And people love it!

I think because I’m just…
really putting my whole self out there, you

know? Like I do talk about the medical side of
it – but it’s more than that, because sometimes

you need more than all that dry information
they put in the leaflets.

And I’m not ashamed
to go there. Like I found this

great online tutorial, about homemade
carcinogen-free skin care. So I talked about

that: about making it and trying it out; but also
about how it made me feel to know that

that conversation is out there,
happening, right now.

Yeah, man.
I hear what you’re

saying. As an advocate you’re
opening yourself up – and
that’s a healing thing for

you to do.

Oh. But that
sounds like it’s all about me?

Like I’m doing it to get something out
of it, when really I’m there to

support the cause.

I guess. But I’m not, like,
this great person or anything.

I’m just good at talking.

I think it’s okay to
give and receive.

Hey man, don’t feel you
have to justify you doing what you

do. I think it’s great that you get all these
conversations going. You’re right – the leaflets

and all that, they can be overwhelming.
Even for someone like me who used

to work in the industry.

The pace of
development – it’s so crazy.

When I was younger I always thought
‘fastest progress equals best value’. But I’d

no idea how difficult it can be to really process.
So I get what you mean about finding the

positive. It can be something to hold
onto whilst you’re trying just

to catch up.



Especially
when it hasn’t worked

for them.

Brigitte probably
needs that more than

ever, right now.

She used to
be a teacher. Did you

know that?

Yeah. I overheard it.
I can imagine it, too.

I mean that’s
what we need, to properly

educate everyone about personalised
cancer medicine. To let them know

what it is and how it can
work for them.

Totally. I think
she’d be great at

speaking out.

Even when it
hasn’t worked for them?

Like Brigitte?

No, I didn’t know.

Yeah?

3. Worth

For many cancer patients, accessing tailored treatments (whether through a clinical trial, a 
petition, or private route) means being actively involved in shaping your own treatment regime. 
This creates new work for these patients and their families – work whose worth is not always 
recognised or understood.

For some, when the outcomes are positive, the worth may lie in getting a better treatment, or 
having more time. For others, when the outcomes are disappointing, the worth may be more 
about giving something back to the health service, or to science and future generations.

So we’re wondering… Have your experiences around cancer been positive or disappointing? 
And is it either/or? If you’ve been involved in tailored treatments, or someone you know has, 
why was that? What would you do to get yourself involved?

39



3. Worth

4140

This WORTH postcard is your personal space. We invite you to use it to reflect on tailored 
treatments for cancer. Perhaps you’ll use it to record your thoughts, or to write an important 
message to someone...

If you feel able to share your postcard, it would be our honour to read it and share it in turn, so 
that others are encouraged to give voice to this conversation too.

You can take a photo and email it to us at: cbss@ed.ac.uk 
Or share it to our Twitter: @CancerandSoc21C @BiomedSelfSoc

Or you can send it by post to: Tailored Treatments, Centre for Biomedicine, Self and Society, 
Usher Institute, University of Edinburgh, 23 Buccleuch Place, Edinburgh, EH8 9LN

Many thanks,
From the Cancer and Society in the 21st Century Team



4. OWNERSHIP

Obviously there are
huge benefits to a lot of patients on an

individual level. But in the long run, isn’t it society that’s
going to get the most out of this? I mean imagine the potential

of personalised medicine that’s accessible to all? A central bank
of genomic cancer research and information sharing.

We’re talking about changing the whole
health service…

But if they do –
then Charlie’s right, isn’t he?

Or even if they don’t, but the time
you have left is better? That’s for the

patients, then, isn’t it? As well
as their families?

If they help you
to live longer.

Right. Time for
my tart…

Yeah. We’ve got
all these different perspectives on

the benefits... So who, out of everyone
here, is getting the most from this tailored
approach? I mean for me it’s the patients,

of course. What’s more valuable than
living for longer?

Hey guys!
Mind if we join?

We’ve been
thinking more about
personalised cancer
medicine, and who

it’s really for.
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Because it was
new. But now it’s new and developed.

So we’ve got real data. We can see tangible
effect and tangible potential. Revolution

with evidence!

I think if
pharma companies spend all

the time developing these drugs, paying for
trials and research, it’s fair enough they should get

a cut. They need that in order to be able to
continue developing drugs in

more areas.

That’s what
we called it at the beginning,

when I was marketing the first
wave of tests.

The sort of health
management you’re talking about is

big business. Long-term, multi-billion-pound
relationships between government

and private firms.

That’s a
very profitable

revolution.

But you have to agree,
it could be revolutionary.

Let’s not get
ahead of ourselves.

Not to mention
the inherent risks of collecting

that sort of biological data from
members of the public in one

centralised place.

Yes, but
the relationship between

the NHS and the consortia that fund new
research trials is becoming increasingly blurred.

There are a lot of questions around who
owns what, who controls what

information…

How much it sells for…
Who makes the profit…



But we’re talking
about recording the genomes of

cancer tumours, not the codes to the
crown jewels vault!

Look. More research
is a good thing. More information is a

good thing. More data is a good thing. And
the more easily it’s shared between

researchers, the better!

As far as I’m
concerned, they can have all

my data if it means they’re able
to make personal medicine

for me.

Even if you
trust the government and

pharma to use it well – and I’m not
sure I do – that’s a hugely valuable

archive of data, especially when
you consider that no system

is unhackable…

So if someone
took your cancer cells, your

biological data, something that’s a part of
you, and used it to make millions of pounds in profit

developing medicine, and you didn’t get
a penny of it, that would be

okay with you?

But that’s just it.
When you’re sick, you’re so much

more willing to hand over your information. Even
when you wouldn’t normally. Bex and me, we’re usually
really careful about that stuff, but the amount of data

we provided during her treatment… I know how 
much that data is worth, and we

just gave it away.

To some of
these companies, it
may as well be the

same thing.



You’re right.
There are risks to privacy –

but that’s true of everything now.
I’m not sure we can control that. The

bigger picture is that we’re
moving forwards.

Your voice counts,
Sue. And by participating in Dr Amar’s

trial, you’re turning your voice into
positive action.

Wouldn’t you get
the medicine, though?

Does that
mean my voice doesn’t

count? If I don’t put it on
social media?

So I’m giving my voice
to Dr Amar? To use?

Social media
is also data.

It does need to be
our choice, though. I mean progress

can’t just be for progress’ sake. There are real
people along the way. Like me, and Sue, and all

my followers. We’re involved emotionally,
not just medically.

You mean to the NHS?

Oh. Right.

Ah. That tricky
intersection of research and

relationships…

And voice.
Patients have voices and they own

those. Those voices are a part of things
now, more than ever. You can’t take

that back.

Maybe back then,
but it’s different now. Social

media brings those voices together.
It makes them louder,

more powerful.

You’re giving
it to science.

Even voices
can be commodified. I know.

I did it.

And whoever they’re
working with.



There’s certainly
more to think about
than ever before.

I miss the days
when you just did what the

doctor told you.

So do I.

It’s a good job we’re all
here to share it, then!

Except we’re not
all here, are we…

I guess the more specific
that cancer treatment gets, then the deeper

the decision making goes. Like right now it’s all about
tailored treatments, but that’s not the ‘Holy Grail’ is it?

I mean cancer research will keep pushing, won’t it…
For the next breakthrough, and the next…

Till it finds the cure?

More responsibility – for
everyone along the way.

4. Ownership

Genomic cancer research often happens through an alliance of hospitals, universities, govern-
ments and private industry; and is an important part of the UK’s future bioeconomic strategy. 
The collection of patient data and tissue through trials is a key aspect of this, as is marketing 
and publicity in order to spread information about new tests and treatments and encourage 
people to take part.

The hope is for the profits of this bioeconomy to feed back into the health service and benefit 
patients. However, blurry relationships between the private and public sectors can make it com-
plicated to know exactly who owns what, and who benefits.

So we’re wondering… How do you feel about this? When you’re thinking about cancer care, do 
you think much about your data? If data’s collected for genomic cancer research, is that data 
yours? Or should it belong to the bioeconomy? Who decides that?
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4. Ownership

5352

This OWNERSHIP postcard is your personal space. We invite you to use it to reflect on tailored 
treatments for cancer. Perhaps you’ll use it to record your thoughts, or to write an important 
message to someone...

If you feel able to share your postcard, it would be our honour to read it and share it in turn, so 
that others are encouraged to give voice to this conversation too.

You can take a photo and email it to us at: cbss@ed.ac.uk 
Or share it to our Twitter: @CancerandSoc21C @BiomedSelfSoc

Or you can send it by post to: Tailored Treatments, Centre for Biomedicine, Self and Society, 
Usher Institute, University of Edinburgh, 23 Buccleuch Place, Edinburgh, EH8 9LN

Many thanks,
From the Cancer and Society in the 21st Century Team



5. COMMUNITY

No! I’m tired, I’m angry,
I don’t want to ‘advocate’ and

I don’t want to ‘engage’.

All those things
people say: ‘Be calm’, ‘Be strong’,
‘Cry if you want to...’ I don’t want

to do any of it!

You’re young!
You have energy and happiness…

I’m old. All the significance I
thought I had?

It’s gone.

Brigitte?

It’s okay.

I get that,
I do. I’m sorry if I was…

I don’t know. I guess it’s just
how I cope.

I’m not always like that.

When I first
found out my melanoma had come

back, and that it was basically Stage
III, I went to a really dark place.

It was awful.
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It was my
mum that found out about the new

treatments. I tell people it was me – I mean I
make myself out to be my own hero because that’s

what people want to hear. But the truth is
all I could think was: ‘I’m actually

going to die.’

So Mum and Dad pushed
me and we set up the crowdfunding campaign.

But then to get the targeted drugs, I mean to get people to help
us get the drugs, I had to be all positive and self-promotional. I could

say I’d had a bad day, but then I also had to say I got through it.
Like I’d somehow found the strength. I think people want that

because it helps them find their own strength.
It helps them believe.

But there were days when
I really couldn’t get through it. Even now –

I still go to that dark place, not knowing what’s going
to happen, not knowing if I’ll get another two years, or

ten, or twenty… I mean new medicine’s great, and I
feel lucky to have it. But I guess it comes

with a lot of unknowns.

Anyway, I’m sorry if I
made you feel worse.

It’s good that you had
your family around you.

I don’t want to talk
to anyone. I told you.

No. You don’t know.
You see I

did push! I was the one who
wanted it! I was the one who wanted
Kosmo to try – anything at all! I just

kept saying ‘yes!’ It was
always me.The tests.

The disappointment.
The stupid desperation…

I brought those things into
our lives. Not for him,

but for me.

Do you think that’s how
I’ve made Kosmo feel?

I don’t know
what I’d have done without them.

But then the online community, all the people
I was talking to, they became

my family too.

I know. You don’t want
to push. I didn’t either at first.

But Mum and Dad –

I felt guilty too.
Whenever I felt like giving up.

Guilty that I was abandoning the
people I loved, when I could see

them working so hard to
keep me going.

Brigitte, I know what
it’s like to feel guilty.

I think that
when Kosmo sees you fighting
for him, he knows exactly why

he married you.

I mean, at first
I felt I had to be positive for them –

but now I really like being positive for them. It makes
me feel positive too. I guess that’s why I thought

that talking with your community
could help you.



Please know
that I hear what you’re saying.
I do understand you – but I just

can’t do it.

Charlie.

What?

Those who struggle
to come forwards.

I’ll let you know if
I change my mind.

I can’t do it. I’m
just not ready for that

weight. However…

No.

And you know,
you could a lot with that

strength of feeling.

I could do
it for you?

I don’t mean me
making your story all positive, because I

know that’s not how you feel. I just mean that
maybe my social media could be a platform

for your voice too?

Like, I could
open up my space to other

people’s stories… And yours
could be the first?

It could be a pretty
cool way to reach out to groups that

aren’t really represented in the conversation?
People who are scared or who feel there’s too much

difference? Like maybe cultural, or religious? I don’t know.
But I do know you were a teacher. And that more

people need to learn about what’s going on.
So that they can join the journey and

benefit from it too.

Exactly! How else
do we make sure everyone hears

and gets heard?

You used to
explain about new treatments to

people, didn’t you? I mean in a normal
way? Maybe you can help me to get

my head around everything
they’re saying?

Well, they’ve
always been the experts. I mean

that’s their job.

It’s like they’re
all speaking a different

language?

Yeah, I did.
And I used to think I was pretty

good at it too.

Now though it makes
me feel old, that’s for sure. With the 

medical profession these days, and big areas like
genomics just flying ahead – they’re on

a whole other plane.

Is it, though?
I kind of feel it’s our job too, you

know? As patients and family. To make sure
they don’t forget the people at the

end of the line.
I mean I respect

the professionals’ skill, of course.
And I get the buzz of being at the cutting edge.
And I think it’s great that patients can get more
involved than ever. I’m just not sure everyone

 realises how important it is to get that
involvement right.

I mean there’s
opportunity, for patients

and families to give their input.
And industry, it does listen.

But sometimes…

Yeah. Sometimes
it’s like that.



No. I mean
I’ve been told about them, but…

Well look at me. Nobody really wants
this lump coming through

their doors.

Really?

But still. I’d just be
taking up their time.

And I could say
that not everyone can crowdfund. I could

even ask: Why should people have to crowdfund?
I mean aren’t we meant to be looked after

in this country!

And about Dr Amar’s trial…

I suppose, if I joined, I
could tell them about Mum…

Me? Influential?

Ha! I don’t think so.

There are centres though,
like Maggie’s and the Macmillan places. Have you

been to any of those?

That’s not true! You’d be
more than welcome!

I’m telling you, they’ll be
happy to talk. Me and Bex went, and everyone

was so kind. With no one rushing you.
That really meant a lot.

They’ve got groups too.
Patient groups who give their input,

like I was saying. You could join
one those? Be influential.

Definitely, man.
You should go! There’ll be people there

who’ve gone through exactly what you’re going
through. So they can explain things properly

and tell you what it was like for them, in
their own words.

Heh. Someone get this
woman a megaphone!

Yep.

Of course.

They’d be lucky
to have you, Sue. You know more
about the journey you’re on than
anyone else. You’re the expert in

the middle of it.

Thanks for your help
earlier with Sue. It’s always difficult,

managing expectations.

Sometimes that
line can feel the opposite of

fine. I mean obviously I don’t want
the medical profession to appear siloed,

but at the same time we do have a job to do,
and that job is complex. Of course it’s
important to share information with

patients – but I also have
to ask: How much?

Exactly. That’s what I mean.
It’s not about keeping things from them,

it’s about keeping them well!

Thanks. I know people sometimes
see me as pushy, but I’m not really. I think it’s just my

way of keeping an even keel. When I’m telling one patient there’s
a trial for some ‘great new targeted drugs’ they can join; and the

next that these ‘great new targeted drugs’ haven’t
worked for them… It can be…

Yeah.

It’s true. You have to
stay objective as a practitioner, and as an
industry; whereas the patient experience

will always be subjective.

I appreciate
the fine line.

Exhausting?

It’s about keeping
yourself well too. People seem to

accept the need for ‘professional distance’.
They equate it to a necessary efficiency. But not

everyone realises that part of that distance
is the equally necessary space to

look after yourself.



We all want the same
thing at the end of the day: to beat

cancer for good. For me it’s about keeping
my eye on that prize, and the progress

that’ll get us there.

Maybe you could
have a second career as a

sociologist, Jean?

Hmm… I guess that’s
what she was saying. Anna, I mean.

At the beginning.

Anyway, it’s me
that should be thanking you.

I’m not sure where we oncologists
would be without you and the

specialist nurses.

I know how much your
work crosses over, and how much you
support each other without competing.

I’ve always admired that.

Oh please.
Give me tumours to work

with any day!

All the efforts
people are making, all of the

experience being had, and knowledge being
created; it’s important we document that,

and work out where the value and
worth truly lies.

I agree. The ultimate
aim has to be beating cancer 

for good. But of course we need to
ensure we stay kind and human in

the process. Otherwise, what’s
it all really about?

A prize we ourselves
may not live to see.

5. Community

As experimental treatments are developed and evolve quickly, online and real-world forums 
become important places for finding and sharing new information.

They can also reflect the changing relationships between those delivering and those receiving 
treatments. Clinicians and scientists might look for discourse, evidence, clarity and possibility; 
whilst patients and their families may feel pressure to become experts in fundraising, advocacy 
and offering emotional support.

So we’re wondering… Who or what is your community? If you’ve had tailored cancer treatment, 
or someone you know has, what things made you feel welcomed? What things made you feel 
alone? How might your experiences have been different?
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5. Community

6564

This COMMUNITY postcard is your personal space. We invite you to use it to reflect on tailored 
treatments for cancer. Perhaps you’ll use it to record your thoughts, or to write an important 
message to someone...

If you feel able to share your postcard, it would be our honour to read it and share it in turn, so 
that others are encouraged to give voice to this conversation too.

You can take a photo and email it to us at: cbss@ed.ac.uk 
Or share it to our Twitter: @CancerandSoc21C @BiomedSelfSoc

Or you can send it by post to: Tailored Treatments, Centre for Biomedicine, Self and Society, 
Usher Institute, University of Edinburgh, 23 Buccleuch Place, Edinburgh, EH8 9LN

Many thanks,
From the Cancer and Society in the 21st Century Team



ANSWERS
WORTH

SEEKING

You were right…

Who’s responsible?

What are
the answers?

They are questions
worth asking…

About value?

But we were
wondering…

What did
you find out?

Hey Anna…

Was it what
you expected?

We get it now...

And what’s
involved?

Well…
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That’s when we knew our project
had to tell all your stories. And to ask: How

might things be done differently? What needs to happen
to help ensure that your stories, and those of everyone

involved in cancer genomics, are the most
honest and positive they can be?

We set out, over
the five years, to document the change in

practice that personalised cancer medicine
would bring about.

We thought, like
everyone else, that the revolution would

happen and cancer research and care would
be transformed!

But what we found
is that it’s really far more

complex than that. We wanted to look
at patients particularly. To try and

understand their experience amidst all this
change, and make sure that their

voices weren’t being lost.

But then we realised
that, actually, we needed to look at

all of you – because you’re all a part of that
experience, and you all have voices

that need to be heard. Especially with the
difficulties around engaging more

diverse groups. I mean, how can you
represent ‘everyone’ if you can’t

reach everyone?

And of course
there’s no clear answer to

something like that.

No, there isn’t.
Not with all the complexities

involved.

You’re right. It’s not
easy – but it’s so important. Cancer’s hard

enough for people to deal with, and having to
navigate these new tailored treatments

only intensifies that.

That’s what we found.
That there’s so much hidden work going on

because of this new genomic approach. So we wanted
to shine a light on that work, and make

sure it gets recognised.

Otherwise there’s
a danger that the promise

of transformation comes at
a very human cost.

We had to start somewhere.
So we started with you.

Wow. I guess that’s
a pretty big question.



And for being
balanced – about what’s working

and what’s not. I mean there’s hype,
yes. And it may well be promising more

than can be delivered. But hype is
also a tool that patients and

doctors can use.

Well, I think it’s really
nice you’re interested.

I still don’t. And
I’m a patient!

Personally, I’d like
to thank you for putting in all

the effort! I know it’s not easy,
running a study like this.

For a boost, perhaps.
Or sometimes to help justify

a difficult decision.

I do appreciate
that having this conversation allows

us to see things from different
perspectives.

Yeah, it can
be a means to an end – or just a

means to get through a moment. It’s good
that you’re not painting this as

black and white.

And it’s good that
you brought us all together.

It helps us to understand other
people’s experiences…

Don’t you
think, Brigitte?

Yeah. I don’t think
people realise how much
is involved with tailored

treatments. I didn’t.

We’re just grateful
that you each took the

time to talk to us.
Listening to your stories

about tailored treatments, hearing all 
your voices – it’s been a privilege. Now our plan

is to share those stories. To get your voices
heard, and encourage others to talk about

their experiences too.

You’ve all worked so hard,
dealing with uncertainty. And we hope that,

because of you, this project can lead to other
people being better prepared for the

challenges you’ve faced…
Challenges in the here

and now, whilst personalised cancer
medicine finds it way. Challenges in the future, to

ensure everyone can benefit. And challenges that rise
up unexpectedly: disrupting diagnosis, threatening

treatments, perhaps even threatening the
health service itself…

Society needs to ensure
that you, me, all of us – that we

have the resilience to cope.

And we are all
of us society.



Which reminds me,
someone called Mitch asked me

to give this to you…?
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A note from Ziggy’s Wish:

It’s been an incredible privilege to create this graphic novel for the Cancer and Society in the 
21st Century project.

Hearing from the project team about their study and its aims gave us invaluable insight 
into the debate surrounding cancer genomics, and the difficulties facing everyone whom the 
study sought to encompass. Talking with patients about their lived experience was particularly 
humbling and motivating. ‘Make sure we do these people proud!’ very quickly became our 
working motto.

Distilling the findings from the five-year-long study into this book has certainly been a challenge, 
and we’ve used several written and illustrative processes to achieve it. Drawing on techniques 
ranging from drama and critical analysis to accessible design and art therapy, we’ve sought to 
give our characters authentic and honest voices whilst balancing this with the need to impart 
complex information.

There were times we worried that perhaps we had too much dialogue on the page: but in fact 
Charlie, Sue, Brigitte, Shuba, Jean and Niles – they all could have said so much more. The hidden 
work within each of their stories runs deep; and theirs are just a few of the stories from the great 
host of people who play a part in the cancer genomics research and care ecosystem. From the 
trainee doctor to the highest rank of the NHS to the person who makes sure there is good coffee 
to drink, there are many more agents than we’ve been able to show in our characters here.

As our sociologist Anna said, however: ‘We had to start somewhere. So we started with you.’ We 
would love you to add your own stories to this hugely significant project. As pressure mounts 
on an increasingly fragmented NHS, the voices of the society it serves have never been more 
important. Please enjoy, use and share if you can the postcards in this book. Never forget your 
words are your superpower! They really can help to bring about change.

Thank you for reading Tailored Treatments for Cancer: Tales of Research and Care
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Personalised cancer medicine: Future crafting in the genomic era
By Anne Kerr, Choon Key Chekar, Emily Ross, Julia Swallow
and Sarah Cunningham-Burley
Published by Manchester University Press, January 2021

What does it mean to personalise cancer medicine? Drawing on an ethnographic study with 
cancer patients, carers and practitioners in the UK, this book traces their efforts to access 
and interpret novel genomic tests, information and treatments as they craft personal and col-
lective futures. Exploring multiple experiences of new diagnostic tests, research programmes 
and trials, advocacy and experimental therapies, the authors chart the different kinds of care 
and work involved in personalising cancer medicine, as well as the ways in which benefits and 
opportunities are unevenly realised and distributed.

Comparing these experiences with policy and professional accounts of the promised future of 
personalised healthcare, the authors show how hope and care are multifaceted, contingent and, 
at times, frustrated in the everyday complexities of living and working with cancer.

Ziggy’s Wish would like to thank:
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