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Welcome to the fourth in our ELICIT series 
of newsletters dedicated to getting close 
to people by immersing in their health-
related stories, in this case in the context of 
oncology.

Patients are people – we’ve often heard 
that said and we are reminded that we 
need to look beyond the illness to the 
whole person. But what we often fail to 
recognize is that healthcare professionals 
are also people and, whilst we understand 
that rational criteria will always be provided 
to explain and justify the decisions they 
make, we must also acknowledge that 
this is only part of the story.  In qualitative 
research we have to look at all individuals, 
patients and healthcare professionals in 
the round and explore attitudes, beliefs, 
and motivators from a holistic perspective. 
Every patient has a story to tell about their 
illness, it’s true, but every physician also 
has a story to tell about treating it.  This 
magazine explores how we might hear all 
sides of the story, recognizing that different 
skills and resources may be required to 
explore different perspectives.  
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The science and art of oncology
Oncologists are people too 
As humans we like to believe we are 
rational beings.  In fact, traditional 
economic theory insists on it.  These 
theories have been challenged by 
behavioural scientists who demonstrated 
that many factors come into play when 
making the myriad of decisions we make 
every day; indeed, behavioural science 
tells us that up to 95% of our decisions are 
based on mental shortcuts, instinctive 
response, intuition, and context. 

Human behaviour is simply not the result 
of perfect logic and careful deliberation.  
When we think about the big decisions we 
make in our personal lives; getting married, 
moving house, having children, we can 
readily acknowledge many more factors 
affecting decision making than can be 
captured in a cost/benefit analysis. 

Our professional lives are no different, 
and we see this often in research when 
stated intent does not match behaviour, 
prescribing patterns do not appear to be 
logical, and respondents are unable to 
provide a clear explanation for the things 
they do.  Studies have in fact demonstrated 
that clinical decision makers are equally 
at risk of error1 due to bias and that a 
lack of insight into one’s own biases is 
common2 which may result in significant 
cognitive errors 3, 4 impacting diagnosis and 
treatment.

Data is important no doubt, but 
oncologists are human too and there are 
many layers to their decision making; to 
ignore them does us and them a disservice. 

“I am a human dealing with humans; 
often there are times when you know there 
is a truth behind the need to go with your 
gut and feelings…” - US oncologist 

To demonstrate this, we can use an 
example from gastric cancer. People with 
gastric cancer that progresses despite 
chemotherapy have poor outcomes.  Even 
with existing second-line treatment, many 
patients can expect to live for only a few 
more months.  This significant unmet need 
motivated Merck to run KEYNOTE-61, a 
two-year, 30-country, 148-centre Phase III 
trial that pitted Keytruda (pembrolizumab) 
against anti-cancer stalwart, paclitaxel/
Taxol.

Sadly, after two years, KEYNOTE-61 became 
yet another entry on the very long list of 
disappointing trials, delivering a terrible 
blow for patients and their families. 

Or did it? 

In 2021, nearly 50% of PDL1-positive patients 
were being prescribed Keytruda in second-
line gastric cancer according to Cerner 
Enviza’s CancerMPact. 

Given that oncology is famous 
for being data-driven and highly 
rational – this begs the question: 
what’s going on with Keytruda?
Oncology is special, of course.  What other 
field of medicine has had such a profound 
impact on tens of millions of people? The 
pipeline for new treatments is fuller than 
ever before, but as the number of available 
therapies increases, as more pathways and 
genetic variations are mapped, and as the 
science grows ever more complex, how will 
oncologists be able to differentiate them 
all?



6 | | 7

While clinical data is incredibly important 
in oncology, a highly complex web of 
factors underpin oncologists’ prescribing 
decisions.  Some of these are highly 
rational, but there are also other, often 
subconscious, influences which are less 
easily explained.  In fact, it is clear from 
our own work that oncologists have highly 
evolved relationships with the brands they 
prescribe.

Yet, the conventional wisdom for pharma 
brands entering the immuno-oncology 
space is that strategy must be driven solely 
by the data. 

Success can be found through this 
strategy, no doubt, but it ignores the very 
powerful forces bubbling away under the 
surface.

Branding is the natural next step 
for immuno-oncology
In 2000, Harvard Business Review 
published an article, from ‘Managing Pills 
to Managing Brands’.5  

“It may sound paradoxical but adopting a 
marketing-led strategy is likely to improve 
rather than weaken the quality of a 
company’s science.”

Science and marketing together were 
the answer, especially when combined 
with franchise building in therapy areas to 
attract scientific talent and build a place in 
the market. 

Soon after the HBR article, in the early 
2000s, many life science companies began 
to gravitate towards oncology, especially 
after Roche took what was perceived as 
a huge gamble in acquiring biotech firm, 
Genentech.  With the purchase came 
Avastin, Herceptin and Rituxan, and 
Roche’s oncology portfolio was bursting at 
the seams.  Avastin changed the oncology 
world. 

Branding is gaining pace within immuno-
oncology.  Ask oncologists what they think 
about when you say “Keytruda”, they won’t 
just mention the data, they’ll talk about 
feelings, trust, personality, salience. 

Clearly, when it comes to physician 
prescribing, more factors are in play than 
just clinical data.  These factors will vary 
by tumour type and setting, of course, but 
life science companies seeking to launch 
new medicines in immuno-oncology 
would be wise to look more closely at what 
motivates oncologists when they enter the 
prescription decisions into their systems.

For more information, please contact Mark 
Sales or Jeanette Hodgson

mailto:Mark.sales%40cernerenviza.com?subject=
mailto:Mark.sales%40cernerenviza.com?subject=
mailto:Jeanette.hodgson%40cernerenviza.com?subject=
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Importance 
of the KOL 
messenger 
Behavioural scientists remind us 
that we don’t function in isolation, 
and we are heavily influenced by 
those around us.
As a result, we are impacted not only by the 
content of the information we receive, but 
also by the source of the communication – 
the messenger from whom we receive it.

We can be affected by the perceived 
authority of the messenger as well as 
being more receptive to information given 
by an individual with demographic and 
behavioural similarities to ourselves. We 
are also affected by the feelings we have 
for the messenger, to the extent that if we 
have developed a dislike of, for example, 
government actions, we may be less likely 
to tune into messages that are perceived 
to emanate from the government; we have 
seen examples of this in the context of 
COVID management. 

Our response to a message 
therefore depends greatly on the 
reactions we have to the source of 
that information.
In the context of physicians, influencers 
are still very likely to be KOLs, (Key Opinion 
Leaders) often those with whom physicians 
have some form of connection.  It is 
for this reason that understanding the 
perspectives of KOLs is so critical in the 
context of oncology; their views on market 
dynamics, future trends and behaviours 
are strong indicators of the issues on the 
horizon.

The ability of those engaging in 
interviews with them through a shared 
knowledge of science is invaluable to 
be able to forge strong connections 
based on an understanding of concepts 
readily articulated by the KOL oncology 
community.  Without knowledge of the 
nuances of clinical trials, epidemiology 
research, and complex treatment 
landscape, and the ability to connect and 
competently pursue topics that emerge, 
full benefit will not be derived from the 
interaction and critical insights will be lost. 
For this type of work, ‘Sage’ skills will be 
critical. 
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Data collected in services such as 
CancerMPact and Cancerology 
provides detailed observational 
information on treatment modalities 
and variations based on biomarker 
status, drug regimens, testing 
status etc. This data delivers rich 
information which can be used, as 
necessary, to inform primary market 
research study design grounded 
in a deep understanding of the 
behavioural context; from here an 
exploration of attitudes underpinning 
those behaviours takes on greater 
meaning. 

Data on patient numbers by stage 
of disease and line of therapy, 
treatments taken, progression and 
survival rates helps contextualize 
discussions with patients.  

We can also witness what patients 
and physicians do via capture of 
text, audio and video data in diary 
format collected from patients and 
physicians which reveals behaviours, 
reactions, and decisions in the 
moment that they occur. 

Discussions about what is important 
(conducted by people fully conversant 
with oncology markets, future 
trends, and developments), build an 
important part of the picture and 
are most successful when rapport 
is established by expert credentials 
in science and oncology such as 
those held by ‘Sage’ researchers.  In 
this context, rational explanations 
of market dynamics, management 
decision making, and evaluation 
criteria can be thoroughly examined. 

Amongst patients, explanations of 
decisions, behaviours, experiences, 
and interactions elicited by 
moderators trained to build rapport 
and empathy with people living 
with illness are an important part 
of the mix and contribute to a rich 
understanding of the whole.

Understanding the circles of 
influence (both in terms of who the 
key influencers are and what sources 
of information are available and 
frequently accessed), is as important 
when exploring motivators to 
behaviour in oncology as elsewhere.

In understanding people, we must 
explore the direct influences and 
influencers and triangulate feedback 
from different touchpoints in the 
ecosystem to examine the power of 
each, starting with the individual, 
then identifying and examining those 
who impact them directly. Beyond 
that, explicit sources of information 
such as websites or conferences 
play a role as do more subliminal 
socio-cultural influences which also 
shape how we relate to illness and 
treatment and may be overlooked in 
traditional exploration.

Many aspects of human behaviour 
are driven by automatic and 
instinctive processes. Habit, intuition, 
and emotion therefore play a big 
part in driving our behaviour and 
decision-making.

Insights from behavioural science 
help us understand some of these 
‘automatic’ behaviours and get us 
closer to an understanding of true 
motivators. Too often we see only a 
small part of the whole.

Utilizing ‘in the moment’ approaches, 
(such as, lateral or rapid-fire 
questioning approaches to allow 
respondents the opportunity to 
respond at an instinctive, emotional, 
or subconscious level), reveals 
valuable insights to complement 
rational questioning. 

This type of questioning is important 
in exploring brand differentiation, 
disease experience, patient journey, 
experiences with treatment or 
the healthcare world. It provides 
rich insights into the rationale 
underpinning relationships with 
illness and its treatment as well as 
behaviours and prescribing rationale. 

What people...

saydo see feel

Sages & Seekers joining forces

Whether you are a person living with illness or a 
healthcare professional, not everything we do is 
based on rational evaluation; instinct based on 
experience and other subliminal drivers also come 
into play.

If we rely on standard approaches and 
methodologies which focus on the purely 
rational, we may only see a small part of the 
picture.

We also risk losing important information if we 
don’t understand the science.

To understand the drivers to behaviour and 
decision making, we need to take a multi- faceted 
approach which brings together Sage and Seeker 
researchers:

 — Sages - a deep understanding of oncology and 
the science behind it

 — Seekers - a deep understanding of drivers to 
human behaviour

This combination of skills allows us to get closer to 
real drivers and motivators behind behaviours and 
decision making. 

We need to be able to bring together what people, 
do, say, feel and see around them in order to build 
a rounded picture of factors at play.
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Changing Paradigms and Changing Conversations in Oncology 

1. 2. 3.
Emerging therapies in oncology, some 
of which offer new prospects for durable 
survival, are conjuring hope for many 
cancer patients and changing the 
conversation on treatment decisions.  

We have scrubbed out those past life 
expectancy predictions and put in their 
place “new treatments, new possibilities.” 

Kushla, caregiver for a patient with 
multiple myeloma, New Zealand 6

“These results … suggest the possibility of 
long-term remission or even cure for some 
patients.”  

Dr. William Bradley, HemOnc Today 
October 08, 2020 7

Along with offering hope, these numerous 
new options can cloud treatment decisions 
with complexity, as physicians and patients 
grapple with the individualized risks and 
benefits of each.  Determining how these 
new treatments should be combined 
and sequenced in the context of different 
patient prognoses can make treatment 
decisions feel overwhelming.

With more new options and longer-term 
data just around the corner, identifying 
the research questions that will reveal 
the decision mindset of physicians and of 
patients has never been more critical.  Here 
are three worth focusing on, framing how 
physicians will adjust their discussions 
with patients during - and after – the 
emergence of new clinical evidence.

How will physicians engage 
cancer patients in treatment 
decision making? 
Some patients prefer not to be 
confronted by multiple treatment 
options, yet those who engage 
are better informed, appraise risks 
and benefits more accurately, and 
experience less decisional conflict.8   
One key to patients’ empowerment in 
the treatment decision is trust in their 
oncologist.9   How will physicians adapt 
the steps proven to create this trust 
– such as eliciting patient priorities, 
understanding their preferences, and 
encouraging their questions –in the 
changing treatment landscape?  What 
new steps have they adopted?

How do physicians feel about 
discussing hope with cancer 
patients?
Questions about prognosis can daunt 
even experienced physicians.  They are 
wary of undermining the patient’s sense 
of hope, while aiming to maintain trust 
and help patients remain engaged with 
life.10   As evidence emerges supporting 
the probability of a durable response, 
when does hope for a cure appear?  How 
will physicians tailor their discussions 
to patient’s disease characteristics and 
personal dispositions?

How do patients wish to discuss 
expectations for survival? 
Evidence shows that most cancer patients 
want to participate in treatment decisions, 
and that they prioritize treatment 
information on their prognosis and 
the likelihood for a cure 11,12 At the same 
time, negative information can have 
discouraging and tragic consequences 
It is no surprise that patients may request 
information based on rational thinking 
but fail to anticipate how they will react 
to it emotionally.  How can physicians 
negotiate this apparent disconnect?  What 
information do patients truly wish to see, 
and what do they wish to avoid?

Whether from the perspective of the 
physician or the patient, these three 
questions address the marriage of science 
and art that forms the core of oncology.  
Achieving an understanding will require 
we ask the right questions and listen. 
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In a changing world where patients are 
becoming increasingly knowledgeable 
and empowered, the pharma industry has 
shifted emphasis from disease centricity 
to patient centricity. The goal is to improve 
and sustain new ways of working to 
become more patient centric

Let’s think about patient centricity.
I’d like you to think for a moment. Who 
are you? How do you define yourself?  In 
response to that question, you might 
talk about your family life, your working 
life, your social life, your personal 
circumstances etc.  One thing you may not 
refer to is whether you are a patient or not.

Patients rarely define themselves in terms 
of their condition. Being a patient is only 
part of who they are, and their condition is 
likely to fade in and out of focus at different 
moments in time.

Being a patient 
is only a part of 
the story

We need to treat patients as individuals 
rather than a one-dimensional group, 
to meet them where they are in their 
own worlds. We need to understand the 
individual and their values, beliefs and 
personal goals and aspirations for their 
illness/wellness. But we also need to 
think more broadly and explore how their 
condition and its treatment fits into the 
context of their life and experiences. Being 
a patient is only part of the story. 
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Are we speaking 
your language?
In qualitative research, we aim to hear and 
understand the stories of people so we can 
identify insights and make them matter.  In 
this endeavour, nothing is more important 
than listening and language. The words 
we use have the power to change the 
perception of others and how they react. 
Behavioural science tells us that we 
need to think harder about the words we 
hear others use and those words we use 
ourselves.

Words Define and Illustrate
Language is linked to identity. The words 
we use help to define us, illustrating how 
we experience and interpret our world.  We 
can see the impact of this when we look at 
the language associated with cancer and 
people living with cancer, where there has 
been much discussion of the use of military 
or warlike metaphors. People are “sufferers” 
or “victims” who “battle” their cancer. 

Some patients find this language 
motivating and empowering whilst for 
others the impact is negative. Elena 
Semino, professor of Linguistics and Verbal 
Art at Lancaster, found that some cancer 
patients preferred “journey” metaphors.13 
Semino’s team found that whilst not for 
everyone, “journey” metaphors tended 
not to lead to feelings of guilt or failure as 
much as “battle” metaphors. 

When referring to patients with cancer, 
it is important to remember the link to 
identity in the language we use. Cancer 
is only one dimension of their lives. It’s 
healthier and more holistic to recast them 
as “people with cancer” or “people living 
with/ affected by cancer.”

Words Change Perceptions
Many people have highlighted that 
researchers must think about how they 
articulate their questions to avoid bias. In 
1975, Dr. Elizabeth Loftus demonstrated 
that people give very different answers, 
depending on how questions are framed.14 

As researchers, this has implications for 
how we frame our questions to avoid 
bias, and it has implcaitions for the 
ways in which physicians communicate 
information to patients, too. 

The word “cancer” carries incredible 
connotations for patients — and its 
inclusion in a diagnosis drowns out 
everything else. Interviews we conducted 
noted that patients diagnosed with early 
stage, easily curable cancer experienced 
nearly the same level of anxiety and 
emotional impact as patients with a more 
serious diagnosis. Saying “cancer” can 
obscure the rest of the message that it’s 
mild or curable.

The words physicians choose will influence 
how their message is interpreted – and 
how patients react. If oncologists are vague 
with regard to prognosis, or focus on the 
positive, this can suppress opportunities 
for patients to ask questions and thereby 
impact understanding. Shared decision-
making requires a shared understanding 
– and a shared lexicon. There are many 
examples of patients failing to understand 
conversations loaded with technicalities 
and ‘jargon’.

Listen and Learn
We need to think carefully about the 
language we use and think about how 
our words impact the listener. How 
understandable is it? What impact does 
our choice of words have on our audience? 
It may be impossible to maintain complete 
neutrality in our communications, but that 
doesn’t mean we shouldn’t strive to be as 
neutral as possible.

How can we identify which words are 
best to use? We need to listen closely 
to the words used by our audience 
themselves. By examining the language 
they spontaneously use, we’re better able 
to gain deep insight into who they are. To 
communicate in a way that truly resonates, 
we must learn to speak the right language.

Patients with cancer are people first 
and patients second — individuals who 
express their thoughts and experiences in 
diverse ways. Our task, as researchers, is 
to understand through all these channels 
and to provide respondents (both patients 
and healthcare providers) with a range of 
different tools with which to convey their 
thoughts and feelings.

Contact Sarah Smith at Cerner Enviza for 
more information

mailto:Sarah.smith%40cernerenviza.com?subject=
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living with cancer
interviewing people

Hearing the voice of the 
patient is a critical part of 
any strategy - commercial or 
clinical. 
To fully understand the experiences and 
perspectives of people living with cancer, 
we need to connect with them, build 
rapport and make them feel comfortable 
sharing their stories with us. We need to 
create an environment in which they feel at 
ease and provide them with the tools they 
need to help them express themselves 
freely and openly. We also need to think 
sensitively about the language and 
tone of our conversations and consider 
our approach carefully. The emotional 
burden of cancer is high, and we have a 
responsibility to protect our respondents 
from harm – including emotional harm.  
Researchers must be equipped to 
minimise emotional distress and the role of 
the researcher needs to be clearly defined 
as a neutral listener, not a healthcare 
professional, counsellor, or friend. 

Putting the individual at the 
centre
Key to understanding experiences is to look 
beyond the illness and its treatment and 
focus our attention on the person and not 
the patient. In allowing ourselves to step 
into other people’s shoes to understand 
their personal maps of the world, a crucial 
component is the unprompted and 
instinctive response. Allowing people to tell 
their story in their own words and in their 
own way, without a structure imposed by 
the interviewer, provides valuable insights.

Using appropriate language
We need to listen carefully to the words our 
respondents use when talking about their 
cancer, its treatment or their experiences 
and mirror this same language in our 
questions and responses, adapting to fit 
different individuals and their needs. Using 
shared language and terminology and 
reflecting the patient’s own metaphors and 
associations will help to build rapport. This 
helps to create an environment conducive 
to sharing more openly.

A common lexicon is essential to effective 
communication and a key part of building 
a connection with others. It is estimated 
that only 12% of the U.S. adult population 
meets the criteria for proficient health 
literacy leading the National Institutes of 
Health (NIH) and the American Medical 
Association (AMA) to recommend that 
patient educational materials are written 
between a sixth and eighth grade reading 
level (around 12-13 years old)15. We must 
always aim to keep our language as simple 
as possible and not make assumptions 
on the ability of patients to understand 
terminology that we may see as 
straightforward. 

We need to clearly define words and 
terms that respondents may not know, for 
example: 

 — Cancer diagnosis: finding out you have 
cancer 

 — Lesions: areas of abnormal growth 
 — Metastatic: cancer has spread to 

another part of the body from the area 
where a doctor first found it 

 — Staging: a process doctors use to find 
out if cancer has spread 

 — Biomarkers: substances made by 
cancer that doctors can test for in 
blood, tissues, or other body fluids 

Helping people express 
themselves
In highly emotive areas such as oncology, 
it can be sometimes difficult for people to 
express themselves and words may not 
be the optimal way for them to articulate 
their experiences. We employ a range of 
projective and associative techniques, 
whereby respondents can use images, 
shapes, textures, sounds, objects etc. 
to describe what they associate with 
their condition (treatment etc). In this 
way, people can identify and articulate 
subliminal associations and emotions 
relating to the condition which may not 
otherwise have been easily accessible to 
the conscious mind.

Getting

balance
the

right
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Maintaining distance
It is always important to be sensitive when 
talking with people living with illness. This 
is particularly pertinent when dealing 
with cancer, where the emotional and 
psychological burden of illness can be 
extremely high.

To help people express feelings and 
emotions without re-living potential 
distress, it can be helpful to provide some 
distance. One way to do this is to use 
projective or ‘third-party’ questioning, 
where respondents can answer questions 
about ‘what others in my position might do 
or feel’ as a proxy for their own experiences. 
This allows them to dissociate (to an extent) 
from the intensity of their own emotions.  

An alternative is to empower the patients 
themselves to maintain as much or as little 
distance as they feel they need from the 
emotional power of their experiences. An 
example of this would be to ask people 
to imagine they are in a helicopter, riding 
over the roads they have travelled on 
their disease journey (this may be a linear 
journey or may have many branches and 
turns). As they hover over their experiences, 
they can drop down - get closer, or move 
higher - creating more distance. They can 
choose the level of proximity with which 
they feel most able to cope.

Setting boundaries
Interviewing people with cancer can 
be upsetting, for both the patient and 
the interviewer. Some researchers have 
experienced problems sleeping after 
conducting interviews on sensitive topics 
and some report feeling guilt or sadness 
for eliciting powerful emotions in interview 
participants16. 

Human empathy, the ability to connect 
with others and the capacity to suppress 
our own agenda, allowing us to immerse 
for a time into another’s world, are 
essential to our ability to understand the 
experiences and perceptions of cancer 
patients, but we also have a responsibility 
to protect our respondents (and ourselves).

“Researchers have an ethical obligation 
to maintain boundaries to protect the 
researcher–participant relationship and 
to do no harm. Boundaries are kept by 
explaining the research relationship, 
minimizing personal disclosure, debriefing, 
recognizing signs of distress, and moving 
on or stopping if responses become 
negative.”17 

We must walk a tightrope between getting 
close to our respondents in order to fully 
understand their world, whilst remaining 
a safe and respectful distance to benefit 
both parties. 

We can do this by:
 — Establishing the role of the researcher 

from the start and maintaining clear 
boundaries throughout

 — Responding in a non-judgmental and 
empathic manner

 — Listening actively without offering 
advice18

Managing emotion
Despite the variety of techniques we can 
use to help patients with cancer articulate 
their thoughts and experiences whilst 
minimising distress, the emotional burden 
is often inescapable.

As researchers we need to be prepared 
for this and be equipped with ways to 
manage:

 — It can help to openly acknowledge at 
the start of the interview that cancer 
can be a difficult topic to talk about

 — Patients should be reassured that 
they can stop at any time if they feel 
uncomfortable or too emotional to 
continue

 — Interviewers should be prepared to 
pause and check how the respondent 
is feeling and whether they are happy 
to continue

 — The interview approach should allow 
for taking breaks, postponing painful 
topics and terminating if the patient is 
distressed

Language and tone should be friendly and 
open – and appropriate for the intended 
audience in terms of culture, education, 
and the sensitivity of the topic. Even when 
emotional distress is apparent, language 
should remain neutral and empathic. 
Saying “I appreciate this may be difficult 
for you” shows that the researcher 
understands the emotional impact of 
the experience, however a statement 
like “I understand what you are going 
through” may give the impression that the 
researcher feels equally knowledgeable 
about the topic area, rather than affirming 
that the participant is the expert.19 

The benefits of conscientious 
moderation
Whilst being interviewed on sensitive 
topics can sometimes be distressing, 
research has shown that many 
participating cancer patients find being 
interviewed acceptable.20   Many cite 
a relaxed, friendly and conversational 
approach as a key part of this, reaffirming 
the importance of moderator skills as a key 
factor in the patient experience.  In many 
cases there may even be active benefits for 
patients in talking to a neutral third party, 
which can provide an emotional release 
and a sense of empowerment,17 something 
supported by feedback received from 
patients who have participated in Cerner 
Enviza’s own research. 

Qualitative research is a highly effective 
way to truly engage with people living with 
cancer and understand their stories. As 
researchers, it is our responsibility to create 
an environment which allows free and 
open communication, to be sensitive and 
empathetic, but to maintain professional 
boundaries. If we can effectively achieve 
this, we can elicit a wealth of valuable 
information and an experience which is 
ultimately rewarding for both the patient, 
the researcher, HCPs and industry.
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POEM - a  Psycho-Onco emotional anxiety framework to 
understand needs and behaviours along the cancer journey

What is POEM?
POEM is a model of cancer-related anxiety 
designed to elucidate the psychological 
factors that drive and maintain symptoms 
of anxiety in the context of an ongoing 
cancer threat.

It is a framework21 that has integrated 
different models of anxiety in the context 
of cancer, which can be found in academic 
literature.

There are two parts to the POEM 
framework corresponding to its twin uses 
for data collection and analysis.

Constructs and Mechanisms of the 
POEM framework
Cancer patients’ emotional experience is 
influenced by three main factors:

 — World (“where I am”): Perceptions and 
experiences of the world

 — Others (“Where I belong”): How one 
sees and experiences their interactions 
and relationships with people around 
them

 — Self (“Who I am”): What one conceives 
oneself to be

Each factor is, in turn, influenced by several 
key constructs. The inherent characteristics 
of the cancer experience (identified 
through the key constructs) combine to 
explain the mechanisms by which patients 
cope with the anxieties of having cancer. 

Why use the POEM framework
Our clients in commercial and real-world 
evidence (RWE) often require an in-depth 
understanding of patients’ needs and 
behaviours across their cancer journeys. 
Emotion plays a significant role in this 
journey and impacts behaviours.

The POEM framework is a tool that helps 
illuminate how anxiety in cancer is developed 
and maintained in cancer patients and their 
caregivers. This includes uncertainties about 
prognosis, treatment response and possible 
future impact on the lives of cancer patients, 
and hence generates rich insights into their 
needs and behaviours. Understanding these 
cognitive and emotional responses is crucial 
to designing solutions and interventions to 
support patients and their caregivers.

There are two sequential phases to 
using the POEM framework:

Data collection:
 — It advocates the use and triangulation 

of qualitative research methods such as 
cultural narrative desk research, in-depth 
interviews, and ethnography-based 
approaches. 

 — It relies on immersive observation and 
interviewing patients in their natural 
setting and adopting projective and 
associative techniques and collection of 
audio-visual data.

 — The POEM framework guides us in 
developing discussion guides that can 
better elucidate the patients’ (and carers/
friends and family) context and emotions, 
and therefore their behaviour throughout 
their cancer journeys. There are questions 
that guide exploration of each construct 
of the framework. 

Data analysis
 — The framework comprises a process flow 

diagram which explains how patients are 
coping with the anxieties of cancer.
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Hazel - by Shari Rhodes
Winning poem from BioMedCentral Cancer Awareness 
Poetry Competition 2019 22

Somewhere between chopping onions and capsicum, 
We talked about the meaning of life 
On the edge of death. 
From your garden,
you sauteed courgettes and carrots,
Fragrant with garlic, rosemary and thyme.

You spoke about the preciousness of the moment, like fragile rose petals 
falling from the stem,
only this moment we shared,
each word a pastel sun,
gifting an open heart.

You said, “’There is a deeper reason behind my cancer,
A gift of growth and learning.”
As you spoke,
you felt surrendered and strong, so alive ...
like you held on immortal secret
in the sinews of your cancer ravaged body,
You talked about the battle scars of the journey,
the lost years, unfinished dreams,
your life force taken too soon,
dying, leaving your beautiful man behind.

We pondered what lies beyond this world.
the beauty of dying,
a sacred passage of all living things,
Lifting our mask,
we held each other,
merged energy,
Our souls bare
basking In the soft tendrils of our hearts,
sharing a magical dinner,
a golden sunset,
a sacred moment.

As the warm orange sunset recedes from the veranda,
a simmering glow lingers
dancing lightly on my skin.
Carving a memory in my heart
long after you are gone.
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POEM Case Study
The Challenge 
Our client is a multinational leader in 
Innovative oncology therapies in prostate, 
lung and bladder cancers.  As part of 
our client’s commitment to improving 
oncology patients’ clinical treatment 
outcomes within these disease areas, there 
was a need to gain a deep understanding 
of patients’ and caregivers’ real-life 
experiences living with their illnesses and 
how they are impacted to identify areas 
where they can be better supported. 

Our approach
We designed a rigorous mixed-method 
methodology with an exploratory 
sequential design. Qualitative exploratory 
data was first gathered by adopting a 
phenomenological approach, focusing 
on the experience of living with cancer. 
We obtained narratives from in-depth 
interviews that provided perspectives 
into informants’ feelings and life-worlds, 
health, and lifestyle related experiences of 
living with cancer, and what these events 
meant to them. Digital ethnography was 
also conducted, and audio-visual artifacts 
shared by informants facilitated expression 
of experiences of cancer. In addition, a 
cultural discourse analysis was conducted 
through desk research, which provided the 
socio-cultural and environmental contexts 
to enable the interpretation of themes. 

To ensure qualitative rigour of the research 
for publication, trustworthiness was met 
through:

 — Credibility – interpreting and 
representing the original view of 
patients and carers through prolonged 
engagement, triangulation by the 
layering of methodologies and 
engaging various informants to create 
themes and utilising behavioural 
science techniques to elicit honest 
narratives from informants. 

 — Thick description – allowing the 
audience to enter the world of the 
informants by providing rich details 
of the context, their experiences and 
behaviour; and

 — Criticality – four researchers 
interrogated themes based on the 
larger cultural context and therapy area 
knowledge, and insights were analysed 
through evidence-based frameworks 
(the POEM framework21 and the COM-B 
Model23 for Behaviour Change) and 
considered alternative interpretations 
and verified the analysis of research 
findings. Themes emerged through the 
triangulation of data from the in-depth 
interviews, digital ethnography and 
cultural narrative desk research.

The insight
Overarching themes depicting patients’ 
and caregivers’ disease and treatment 
understanding and perspectives, 
approaches to treatment decisions, 
and illness care and management were 
uncovered. In particular, the research 
highlighted the need to address the 
psychosocial needs of patients and 
caregivers by improving patient-centric 
care and providing psychosocial support. 
The application of the POEM framework21 
further elucidated the psychological factors 
and processes that drove the emotional 
experience and ongoing anxiety across 
the journey with cancer. The model 
explains how informants’ existing beliefs 
and schemata interact with the nature 
of cancer to produce anxiety-related 
distress and how they would rely on coping 
strategies in attempts to manage their 
anxiety. In addition, the COM-B Model 
for behavioural change enabled the 
identification of actionable solutions and 
interventions to address these cognitive 
and emotional barriers uncovered.

The impact 
Actionable interventions to improve 
patients and caregivers’ experiences 
beyond the physiological to deliver 
truly patient-centric care were 
identified as input into the client’s 
scientific strategy. The client intends 
to validate these themes among 
physicians and patients through a 
quantitative survey and publish the 
findings in a scientific journal. 
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Patients are increasingly turning 
online for support, information, 
and to connect with other patients 
from around the globe. 
Understanding the pain points patients 
face online can be vitally important to 
capturing a full picture of their overall 
needs, channels for support, experiences, 
and care gaps. 

When facing a rare cancer diagnosis, 
patients may face added burdens 
including difficulties receiving diagnosis, 
misdiagnosis (which can lead to a 
worsening of current symptoms), limited 
treatments and difficulty in finding 
experts to treat their condition, compared 
to patients with more common types of 
cancer. There is evidence that rare cancer 
patients use social media to connect with 
others to discuss these issues and to seek 
peer-to-peer support during the phases of 
diagnosis, treatment, and recovery.

Our own research analysed over 90 
thousand  posts from social media 
platforms. Patients’ posts were qualitatively 
assessed for a holistic understanding of the 
experience of a rare cancer patient.  

By focusing on the spaces in which 
patients interact, the type of reassurances 
they seek, the content they post and the 
information they look for, we were able 
to build an online profile detailing the 
digital touchpoints of a rare cancer patient. 
Through our own analysis the following key 
points were uncovered:

Patients need more guidance on 
how to best connect with others 
with similar diagnoses 
Although rare cancer patients turn to social 
media at each stage of their experience, 
they appear to be in most need of 
information and support during diagnosis, 
where they often turn to anonymised 
forums. It would be helpful for HCPs and 
treatment providers to understand the 
evolving online support networks available 
to patients. Spaces such as Macmillian.org.
uk and Healthunlocked.com have large 

networks of cancer patients and are helpful 
for patients who want to find others with 
similar diagnoses with whom to connect. 

Patients are actively campaigning 
for awareness to improve the 
diagnosis process 
Patients are often willing to be candid 
about their own experiences online 
to generate awareness of the unique 
difficulties they face. From looking at 
patients’ repeated obstacles receiving 
diagnoses, it is evident there is a 
substantial need to increase awareness of 
rare cancers throughout the entirety of the 
healthcare system. Online, themed rare 
cancer occasions and events are a good 
opportunity to listen and engage with 
patients campaigning for visibility to better 
understand obstacles and experiences with 
diagnosis in an unprompted manner. 

Many patients on social media 
document helpful coping 
mechanisms 
Patients undergoing treatment and living 
with cancer often seek to connect with 
their friends and peers online to help them 
understand that day-to-day life goes on 
despite a difficult diagnosis. From having 
coffee with family and friends before 
chemotherapy, to taking part in outdoor 
activities, rare cancer patients often value 
documenting their own coping strategies 
to help their networks understand 
the realities of living with rare cancer. 
Understanding the coping mechanisms 
patients document online could provide 
newly diagnosed patients with a wider 
toolkit of coping strategies, that may 
be helpful for them throughout their 
treatment and experience. 

Contact Vicky Britton or Julien Goretti for 
more information

Viewing the 
Rare Cancer 
Patient 
Journey 
Through an 
Online Lens

mailto:Vicky.britton%40cernerenviza.com?subject=
mailto:Julien.Goretti%40cernerenviza.com?subject=
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Listening to the patient’s 
voice through social media

Dealing with 
chemobrain
Embracing a digital world provides an unparalleled 
opportunity to get close to real life experiences that may 
not even be apparent or commonly discussed amongst 
treating physicians.

We recently leveraged the power of social media 
to explore patients’ perspectives on chemobrain.  
‘Chemobrain’ and ‘chemofog’ are terms used to describe 
the cognitive impairment cancer patients might 
experience during or after antineoplastic treatment 
(chemotherapy and hormone therapy mainly). This 
condition is thought to affect anywhere between 12 and 
75% of cancer patients, yet chemobrain is seldom a topic 
of scientific research as compared to other side effects of 
antineoplastic treatments. 

We conducted social media research in conjunction 
with in-depth interviews with cancer patients and 
oncologists alongside a literature sweep. The social media 
research was conducted across 4 countries (US, UK, 
France & Belgium). Data from several platforms (Twitter, 
Reddit, Instagram, YouTube, and specialised forums) 
were analysed using social listening tools (Brandwatch, 
Buzzsumo, Quid) and manual searches to understand, 
categorize, quantify and qualify content and conversations 
around chemobrain. 

From this research it was clear that the symptoms of 
chemobrain are very consistently described by patients 
and the conversation around chemobrain has started 
among healthcare practitioners, but more studies are 
required to better characterise and understand it and 
its debilitating effects so that patients can be better 
supported. 

‘This happens to me 
all the time: I leave the 
kitchen to go into the 
living room and I forget 
why I went there in the 
first place. I also have to 
write everything down, 
literally everything… and 
I still forget! I take my 
treatment and 5 minutes 
later I can’t remember 
whether I took it or not. I 
mean, I’m not 70, I’m 43 
for God’s sake!’  
Female, 43, BC patient who’s had surgery, 
chemotherapy, radiotherapy and finished 
treatment 2 years ago
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