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The ABC of Patient 
Engagement: Time to Breathe 
New Life Into Old Stories

I
t is twenty-five years since I first 
started working in medical communi-
cations and with patient organisations. 

In 1995 there was no such thing as 
‘patient-centred behaviours.' There was 
clinical research, some communication 

with physicians and the occasional refer-
ence to ‘quality of life’ or disease aware-
ness campaigns. Patient organisations 
existed as offshoots of traditional fund-
raising - medical charities where at best 
a patient, or their carer, might be able 

to retrieve a ‘patient information leaflet’ 
which was usually a woefully inadequate 
listing of the potential adverse events 
of a pharmacotherapy. The concept of 
real world evidence, patient-relevant 
communication or a patient-reported 

Emma Sutcliffe
Director, Patient Engagement 
and Innovation 
NexGen Healthcare 
Communications 
London, UK

emma@nexgenhc.com
 

Summary: A medical communications expert looks at how industry’s relationship 
with the patient has changed over 25 years and what is necessary for successful 
future liaison.
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outcome was the antithesis of the clin-
ical trial protocol or the clinical study 
programme. Patients were seen and not 
heard; their lives outside of a hospital, 
trial centre or their GP surgery was non-
existent. On reflection, it is no surprise 
that for medicine and research to 
become holistic it took a ruthless level 
of activism to make the pharmaceutical 
industry and medical leaders take notice 
of patients – it was the ‘Act Up’ patient 
organisation who first translated rhet-
oric into research. 

Reflections and Ruthlessness
Act Up was the near-militant activism 
group lobbying for better research for 
treatments for people living with HIV. In 
1995, following almost a decade of polit-
ical campaigning and refusing to capit-
ulate to hysteria in place of research, 
the breakthrough, life-saving medica-
tions in the form of protease inhibitors 
achieved the unachievable. The begin-
ning of the end for ‘the killer virus’ was 

the drugs that took the surrogate marker 
for drug efficacy to combat HIV – viral 
load level – down to ‘undetectable;' the 
nirvana for an antiretroviral treatment. 
As a trainee medical writer in 1995, the 
first work I ever did on ‘patient voice’ 
was writing a video for a European HIV 
Activist Group about these drugs; I will 
never forget the fax from the lab with 
‘undetectable’ listed as the response 
to treatment. Nor will I forget meet-
ings I attended with medical leaders on 
different continents in follow-up as the 
drugs were launched and introduced – 
where the clinical met the real world. It is 
one thing reading lab data; it is another 
thing entirely listening to how difficult 
it is to use drugs, to be adherent to a 
treatment regimen, to cope with side 
effects of medication when you don’t 
have 24/7 support. Even today, there 
is still stigma and medication-fatigue 
from the ‘mental load’ of living with a 
now chronic condition. It is important 
to deal with the psychological impact 

of the acute and the chronic on the 
everyday life of a patient. 

Therein lies the explanation of why 
patient-centricity and treating ‘the 
whole patient’ counts more than facts 
on a page. The eponymous ‘Ward 5b’ 
hospital transition to ‘patient-centred 
care’ for people with HIV, for example, 
was another ‘first;' health managers 
altered their viewpoints on things that 
matter to a patient, such as no limits on 
visiting hours, saying hello to a patient, 
showing care. In pharmaceutical compa-
nies, we started to understand that like 
it or not, HIV activists would challenge 
every aspect of a clinical trial and would 
be relentless in their pursuit of better 
treatments and beyond-the-pill support 
that would enable their response to 
therapy and return to a life worth living. 
The foundations for a patient-first 
mentality were laid (HIV.gov 2016).

Recrudescence: The Rare and 
the Share
As we enter the next decade of patient-
centricity, the striving to keep patient-
focussed in drug development prevails. 
We are still trying to find the right ways 
to equilibrate the sedulous necessity of 
the clinical trial with the holistic needs of 
the patient. Industry struggles to recruit 
and retain patients for the duration of a 
trial and for people living with or caring 
for patients with a rare condition, ‘trial 
sinking’ is an action that people are still 
willing to consider if they don’t feel that 
the answers are arriving fast enough 
(Ledford 2018). In October 2019, Dr. 
Eric Topol, described the way that we 
communicate to patients as ‘woefully 
inadequate’. There is still work to be 
done to collaborate and progress the 
concept of treating the ‘whole patient’ 
(Topol 2014). 

To hear and understand the needs 
of patients, companies must initiate 
projects through social channels, invest 
efforts into creating Patient Reported 
Outcome tools using digital technol-
ogies and enable/sponsor connected, 
real-world concierge services that 
build patient-generated evidence of 

•	BOOST: Patients want tips, 
interventions, and interactions 
that help them live not that 
boast about a product

•	RE AL :  Issues need to  be 
authentic and products must 
work in the real world

•	ENTERTAIN: It is hard work living 
with a condition that affects 
your quality of life; make light 
where appropriate

•	ACTION: Don’t inundate; acti-
vate. Let people contribute, 
share, donate, add their skills 
to the mix

Figure 1. BREATHE Principles: Simple Rules to Breathe Life into Patient Engagement

•	TRUST: Let patients know you, 
your people, your aspirations, 
your dedication, your services 
– then your products

•	HELP: Provide channels and 
tech that are pract ical  in 
customer-friendly modes and 
open a long-term dialogue

•	EARN: The f inal ru le is to 
empower YOU to be more 
visible. It is ok to be here. With 
us. As fellow patients

BREATHE Principles
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confidence in pharma and a company’s 
products. 

A company that demonstrates good 
patient engagement will commit to 
providing the ABC:

•	Awareness of the customer’s needs.
•	Behavioural health change support; 

and
•	Care and contribution services that 

are enduring.
Several companies have consolidated 

all ABC elements into ‘Branded Services 
offerings’ for patients; examples of 
industry standards include Vertex Phar-
maceutical’s branded GPS programme, 
Biogen’s ‘Above MS’, Genzyme’s MS One 
to One portfolio programmes, AstraZen-
eca’s AZ & Me clinical education and 
prescription savings programmes and 
Abbvie’s MyHUMIRA support programme 
for all of Humira’s autoimmune indica-
tions. The ‘MS for the 21st Century’ is 
an outstanding example of an ‘ABC’ 
project and I have worked closely with 
Grunenthal to launch and contribute to 
the creation of 'Painsolve,' a health and 
wellness platform assimilating insights 
around the underlying pathology of 
multiple pain conditions.

When companies commit to creating 
a whole patient ‘ABC culture’ where 
patients are regarded as subject area 
exper ts it expedites col laboration 
ensuring that patients can be active 
partners in research. At last, we are 
starting to recognise that we have a lot 
to do to improve patients’ capacity to 
be in control of their conditions. We are 
thinking about how to improve patients’ 

abilities to manage their conditions, and 
take that insight and embed it within 
clinical trial programmes that extend to 
a person’s entire life. 

Reputation and Rules
At NexGen, we bridge POs and phar-

maceutical companies by urging both 
parties to incorporate the ‘BREATHE 
Principles’ into their patient support 
programmes (Figure 1). We tr y to 
encourage that all patient initiatives and 
engagement start with a simple call-
to-action. We embark on whole patient 
collaborations that question; ‘patients 
live with their condition every day – do 
you?’ hopeful that the answer to this will 
illustrate how to get closer to patients on 
their terms with the things that matter 
to them.
   The consolidation of patient engage-
ment activities generates multiple 
pockets of representative data which 
assemble to provide big data and broad 
insights. Every engagement is a touch-
point opportunity with patients; ensuring 
quality engagement at the ‘little data’ 
level unlocks big data that is accurate, 
insightful and reflects the voice of both 
the masses and the individual. This 

approach is a progressive one, which 
provides the foundation for a long-
standing and trusted set of relationships 
with patients. Reciprocally, this means a 
company with a ‘whole patient’ culture 
will be uniquely positioned as a patient-
preferred partner with an implicit under-
standing of their disease, their unmet 
need and their therapeutic burden 
(Dreyer and Rodriguez 2016).
   A quarter of a century since my 
first foray into patient education and 
communication can be summarised 
into one key learning; pharma compa-
nies must treat the entire patient not 
just ‘the disease.' Your reputation and 
your survival depends on it.
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Key Points

•	 Twenty five years ago there 

was no concept of ‘patient-

centred behaviours.'

•	 Patient advocacy activism 

was necessary to change the 

attitude of industry towards 

patients.

•	 Companies should initiate 

projects through social 

channels to keep in touch 

about patient needs.

Eric Topol has 
described the way that 

we communicate to 
patients as woefully 

inadequate
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