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Capitalising on Patient Insights



The subject of patient insights is highly topical 
within the life sciences industries with ongoing 
debate about their value and role in enabling 
companies to become more patient centric.  
However, there can be ambiguity as to what 
is really meant by the term ‘patient insights’, 
their potential value and how organisations can 
capitalise on them.  

The use of patient insights can deliver more 
effective development and commercialisation of 
novel medicines, enhanced patient engagement, 
better trial design and optimised reimbursement, 
improved signal detection and patient safety, 
and increased product lifecycle extensions.

However, based on our experience working with 
global pharmaceutical companies the benefits 
will not be realised without addressing some 
key considerations.  These include developing 
common definitions and understanding, ensuring 
supporting processes, roles and responsibilities 
are in place, taking an integrated approach across 
the organisation, focusing on the appropriate 
skills and capabilities, and employing fit for 
purpose technology.

In this paper we recommend a five step 
approach to evaluate, build and embed the 
organisational capability to realise the potential 
value that patient insights offer.
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Patient insights provide valuable input to inform the tailoring 
of medicines and solutions for improved patient outcomes

Figure 1. The Kinapse Knowledge Hierarchy

Patient insights are fundamental to the ability of a 
pharmaceutical company to tailor medicines and 
solutions for improved patient outcomes.  While this 
statement is generally accepted, more specific definitions 
of patient insights and their value are required.  
Terminology is often unclear, with terms such as real 
world data (RWD), patient insights and patient reported 
outcomes (PROs) being used loosely and interchangeably, 
resulting in fruitless conversations and wasted hours.  

Furthermore, the distinctions between data, 
information and insights are not always commonly 
understood.  The Kinapse Knowledge Hierarchy in 
Figure 1 defines data, information and insights.   
While the volume decreases as data is transformed  
into information and insights, the potential value to 
the organisation increases substantially.

Patient insights provide deep understanding of patient 
perceptions, experiences and behaviours around their 
diseases, medicines and treatment.  They can help 
identify and explain why individuals are doing what 
they are doing, and facilitate prediction of their future 
needs and behaviours.  Patient insights can provide 
answers to specific questions or test hypotheses, 
and thereby inform the tailoring of medicines and 
solutions.  When combined with other sources such as 
commercial intelligence and market research they can 
enhance strategy development and decision making 
across the company at a project, product, therapeutic 
area and organisational strategy level.

More specifically, patient insights enable organisations to:

• Capture and better define unmet medical needs
shaping more effective development and
commercialisation of novel medicines

• Recognise unmet patient needs and the drivers
of effective treatment regimens informing the
development of support tools and education (e.g.
smart phone apps providing medication reminders to
support adherence) for enhanced patient engagement

• Develop a stronger awareness of what matters to
patients in disease treatment leading to better trial
design and optimised reimbursement (see Case Study 1)

• Enrich the quantitative data pool for adverse events
for improved signal detection and patient safety (see
Case Study 2)

• Build a greater understanding of the off-label use and
effectiveness of medicines supporting the design and
conduct of clinical trials yielding increased product
lifecycle extensions (see Case Study 3).
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understanding of the true nature 
of a situation and leads to 

informed decisions and actions

INFORMATION
Aggregation of data points which provides specific 

understanding about what is being considered

DATA
Raw values of quantitative or qualitative variables

V
A

LU
E

EXAMPLES

Poor adherence to 
anti-hypertensives is 

driven by a perception 
of adverse effects that 
often go unreported

Mean blood pressure 
in the UK population

Individual blood 
pressure readings



Captalising on Patient Insights  Page 2

Case Study 1: Key patient reported outcome 
(PRO) identified for inclusion in clinical trials

It is well known that fatigue is a concern for some 
patients suffering from a systemic autoimmune 
disease.  However, it is not a major end point in 
controlled studies because it is a patient reported 
outcome (PRO) and not easily quantifiable.  Therefore, 
the prevalence of fatigue and its symptomatic 
response to treatment are not well understood.

Company A searched and analysed patient 
conversations on social media to identify patients 
suffering from the disease that reported fatigue.  
315 patients were identified of which 61% mentioned 
taking Product X.  The impact of treatment 
was analysed and 56% were found to report an 
improvement in fatigue whilst only 12% reported no 
improvement at all.  This provided the opportunity to 
design and validate an instrument to measure fatigue 
in future clinical trials.

PATIENTS 
REPORTING FATIGUE

PRODUCT X 
IMPACT

Initial fatigue 
(dissipating over time)

No improvement

Improvement

n=315 n=192

61% 32%39%
56%

12%
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Case Study 2: Detection of real world adverse event 
profile contributing to improved signal detection

Company B wanted to develop a more comprehensive 
understanding of the safety of Product Y (indicated 
for treatment of relapses in a chronic disorder) by 
comparing its real world adverse event profile with 
that observed in clinical trials.

Social media conversations were searched and 
analysed to identify patient references to adverse 
events.  Reports from a population of 3,149 patients 
taking Product Y were quantified and compared with 

those reported in clinical trials (n=769).  Urinary tract 
infection, respiratory infection and headaches were 
described at a lower rate than had been reported 
in clinical trials.  Conversely, there were greater 
incidences of allergic reaction and joint swelling 
reported by patients.  This contributed to broader 
understanding of the product’s adverse event profile 
and highlighted the opportunity to enhance signal 
detection and improve patient safety.

Fatigue

Fear

Allergic Reaction
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Hypersensitivity

Pain in Extremeties

Headaches

Numbness

Anger

Balance Disorder

Respiratory Infection

Joint Swelling

Urinary Tract Infection

0

% of population reporting adverse event (Social media n=3,149)

% of population reporting adverse event (Clinical trials n=769)
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Case Study 3: Off-label antidepressant use 
highlighting lifecycle extension opportunities

Company C gathered input from a range of internal 
sources, to generate tangible patient insights around 
what was thought to be increasing off-label use of 
their antidepressant (Product Z).  Analysis of medical 
information enquiries, medical scientific liaison (MSL) 
interactions and advisory board transcripts revealed 
that use of the product off-label to treat a specific 
disorder was commonly discussed by patients and 
healthcare professionals (HCPs).  

Social media conversations searched found 8,907 
mentions of Product Z use.  6% mentioned off-
label use in a specific indication and over half of 
those suggested that the product was effective, 
highlighting significant opportunity to investigate 
Product Z in this indication and potentially extend 
the product lifecycle.

n=8,907 n=565

PRODUCT Z USE
PRODUCT Z EFFECTIVENESS  
IN OFF-LABEL INDICATION

6%94%

29%

11%

2%

58%

Not working

Some what helpful

Too soon to tell

Working/worked
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There are three fundamental components to the 
generation and management of patient insights

The three fundamental components to the generation 
and management of patient insights are sourcing and 
collection, analysis and use.  These must be conducted 
in a cumulative and iterative manner whereby the 

insights generated are either refined, explored in more 
detail, or stimulate additional questions to address 
through further collection and analysis (see Figure 2).

USE

ANALYSIS

Frame, collate, interrogate 
and interpret

Inform and drive 
decisions and 

actions

Collect from 
multiple sources 

and channels

SOURCING 
AND 

COLLECTION

Figure 2. The cumulative and iterative approach to patient insights

Sourcing and collection of inputs

Input may come from internal sources such as medical 
information and advisory boards or external sources 
such as social media and published literature.  This 
input could have been collected directly from patients 

or indirectly via HCPs (see Figure 3).  Characteristics 
such as the volume of data and information, and the 
degree to which the input is structured will differ 
depending on the source.
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· Patient Advisory Boards and Focus Groups
· Online Patient Surveys and Interviews
· Medical Information (Patient Requests)

· Online Patient Fora and Conferences
· Social Media (Patient Conversations)

· MSL / HCP Engagement
· HCP Advisory Boards
· Medical Information (HCP Requests)
· Clinical Studies

· Adverse Event Reports

· Published Literature
· Conference Presentations and Abstracts
· Electronic Health Records (EHRs)
· Claims and Dispensing Data
· Regulatory Adverse Event Reports
· Social Media (HCP Conversations)

Sources where repository is held within the organisation, 
although input originally collected from outside

Sources where data and information is 
held outside organisation
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Figure 3. Potential sources of patient insight

Traditionally, input on patient attitudes and behaviours 
has been collected indirectly through engagement with 
HCPs, advisory boards, medical information enquiries, 
clinical studies and adverse event reports.  Recently, 

we have seen more progressive companies undertaking 
advisory boards (see Case Study 4) and focus groups 
directly with patients and patient organisations, as well 
as conducting online patient surveys and interviews.  

Case Study 4: Capturing more value from patient advisory boards

Advisory boards can be a valuable source of 
information and insights.  Company D is a technology 
company entering the healthcare space, and was 
very keen to make the most of insights generated at 
patient advisory boards.  This company films advisory 
boards and subsequently shares the film clip with 
all relevant members of the company who might be 

impacted. These individuals then comment on what 
they think are the most important insights. These are 
then collated into a one page summary, approved 
by the team who attended the advisory board and 
shared with all relevant stakeholders.  This enables the 
company to clearly identify key patient insights which 
are used to inform strategic and operational decisions.

Increasingly, external sources such as published 
literature, conference presentations and abstracts, 
electronic health records (EHRs), claims and dispensing 
data, regulatory adverse event reports and HCP social 
media conversations have become more fruitful sources 
of indirect patient input, as it has become more feasible 
for organisations to access and analyse these.  Moreover, 
the rapid growth in the availability and accessibility of 
social media, online fora and conferences by patients has 
made them rich sources of insight.

Inputs need to be collected and stored in a way that 
facilitates analysis avoiding traditional functional silos 
and poorly integrated parallel processes.  While it 
is highly unlikely that the processes and format for 
collecting insights will be standardised in all therapeutic 
areas and countries across a global pharmaceutical 
company, it is important to ensure harmonisation at 
certain points.  Agreeing on global data standards 
i.e. a common format and structure such as excel 
spreadsheets versus power point slide decks is extremely 
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helpful in the downstream collation.  However, we would 
not advocate further standardisation of fields.  The use of 
drop down menus to help standardisation has generally 
been unhelpful as it rapidly diminishes the richness of 
information captured.  Agreement on categorisation of 
insights by topic such as dosage or outcome rather than 
source is beneficial in illustrating what aspects are of 
relevance to the patient or disease population.

Analysis of inputs

Analysis of inputs from multiple sources requires an 
integrated approach.  The cross-functional product or 
franchise team with representation across Commercial, 
Medical Affairs, Market Access, Regulatory and 
R&D is well positioned to take ownership and drive 
this.  However, leadership is necessary to provide 
the facilitation and coordination, as well as direction 
and execution.  We have often seen this to be the 
responsibility of the Medical Affairs lead, underpinned 
by the function’s bridging role between the external 
stakeholder community and the organisation and 
integrating part played in interfaces with other functions.

Several leading companies have considered candidates 
that combine a medical or scientific background with 
technology and analytics experience so they can analyse 
the data and information with an appreciation of the end 
user requirements. 

Following the framing of specific questions or 
hypotheses by the team, the inputs require collation and 
interrogation against these.  No single source will provide 
all the input that is necessary and the real benefit 
comes through interrogating inputs from a carefully 
selected combination.  The appropriate mix is influenced 
by therapeutic area, product, region and particular 
questions or hypotheses being addressed (see Figure 
4).  The mix of sources will then evolve depending on 
which areas and questions require further interrogation.  
While there is an increased focus on the value of social 
media analysis, we have found that this source is most 
useful in providing an overarching view of what patients 
are discussing, and also in providing the volume of data 
points that are sometimes necessary to validate an initial 
hypothesis.  Social media is far more valuable when 
considered in combination with other sources than when 
used as a tool in isolation. 

Electronic health 
records (EHRs)

Medical information 
enquiries

Published literature

Patient social media 
conversations

Patient focus 
groups

PATIENT 
INSIGHTS

Figure 4. Patient insights can be made more valuable through 
the collection and analysis of input across multiple sources

Leading companies are using dedicated technology 
to collate and interrogate both structured and 
unstructured inputs.  Multi-million dollar investments 
are not required here, affordable third-party 
proprietary technology is available and capable of 

robust analysis (see Figure 5).  There is a range of 
options from performing all of these technical and 
administrative activities inhouse to full outsourcing, 
and the right approach will be influenced by the internal 
capability and capacity.
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The outputs of the interrogation are largely meaningless 
without interpretation to derive sense from the 
generated insights.  Discussions within the team will 
spawn further questions and hypotheses to test, and 
direct further analysis to build upon the patient insights 
and develop the story.  Ultimately, it is this application of 
knowledge and expertise that turns data and information 
into actionable insights and the human element to the 
process cannot be overstated.

Use of patient insights

In order to influence decision making it is essential that key 
stakeholders and their teams are aware of, and have easy 
access to the codified insights generated.  This may be a 
regular report or a repository.  As with most knowledge 
management repositories the more it is used the richer 
the content becomes.  It is important that the insights 
repository grows in the same way, in order to influence 
decision making across the organisation and throughout the 
product lifecycle (see Figure 6).

1
Collect and 
aggregate multiple 
sources of patient 
level data from 
social media

2
Categorise 
unstructured 
patient reports into 
medical 
terminology

· Expert annotation network

· Pre-defined taxonomies

· Semi-structured data

· Relational modelling

Stakeholder: Patient

Actions: Diagnosed

Condition: Condition X 

Stakeholder: Patient

Actions: Switched to

Treatment: Product A 

Actions: Switched from

Treatment: Product B 

Stakeholder: Patient

Condition: Condition Y 

Treatment: Product B 

Action: Dissatisfaction

Sample patient narrative:

I was dxd with Condition X 
three years ago and put on 
Product A. I recently 
changed to Product B. 
Doing well so far, will keep 
you posted

3
Apply relational 
models to 
automatically 
structure key events 
such as treatment 
switching

4
Build combinative 
queries to answer 
research questions 
such as how many 
patients switch 
from Product A to B?

Raw unstructured text
Automated codifying 

and structuring 
Longitudinal patient 

profiles

Figure 5. Illustrative technology for collecting and analysing unstructured patient reports from social media (RLytics)
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Figure 6. Potential use of generated patient insights throughout the product lifecycle
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Case Study 5: Real world incidence of dose splitting a once daily 
medication identified the need to better educate patients

Company E wanted to explore patient insights 
concerning its once daily medication for a chronic 
condition.  The cross-functional product team 
had recently conducted an advisory board where 
attendees remarked that some patients were 

splitting the doses of their medication, in order to 
improve the treatment effectiveness.  The team 
decided to investigate this further by gathering 
patient insights from a combination of internal and 
external sources.

Whilst not broadly discussed in published literature 
(0.01%), dose splitting was mentioned more often 
in MSL / HCP engagement (2.7%).  Furthermore, 
3.8% of patients on the medication mentioned 
dose splitting in online conversations concerning 
dosage and administration.  Of the patients that split 
their doses, about two-thirds mentioned a positive 
outcome.  Patients reported multiple attempts 
at getting dose splitting right including weighting 
morning and afternoon doses differently and splitting 
doses multiple times throughout the day.  Of those 

who did not experience positive outcomes, 85% 
switched to an alternative once daily medication.

The cost to Company E in terms of patients who 
unsuccessfully split their doses and subsequently 
switched to another product was estimated.  The 
quantitative and qualitative evidence highlighted the 
opportunity to better educate patients around dose 
splitting, to ensure that the treatment is optimised 
to their circumstances and potentially prevent 
unnecessary switching.

Input Sources

External stakeholders requesting information  
about / reporting dose splitting

Patient HCP

Medical Information 0.4% 0.9%

 MSL / HCP engagement n/a 2.7%

Advisory Boards n/a n/a

Published Literature n/a 0.01%

Social Media 3.8% n/a

In
te
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a

l
Ex
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rn

a
l

We have observed that quantification within the analysis to be particularly useful (see Case Study 5).  Senior 
management will find it easier to make decisions and allocate resources on the basis of ‘x % of patients report…’ 
rather than ‘we suspect there is an issue with…’
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There are five critical success factors (CSFs) to consider

In our experience of working with global pharmaceutical 
companies to improve their capabilities for deriving 
value from patient insights we have identified five 
interdependent critical success factors (CSFs).

Common definitions and understanding

Agree definitions and communicate these broadly with 
examples to avoid confusion and to ensure clarity on 
what the organisation aims to achieve.   It is important 
for all stakeholders to understand what insights are, how 
they can be generated and how best to use them.

Supporting processes, roles and responsibilities  

Define and communicate processes including feedback 
mechanisms such that everyone understands their 
roles and responsibilities, and receives feedback on 
the applicability and value of the input they provide.  
While standardisation of processes and templates 
across a global, multi business unit company may 
not be feasible, common global data standards and 
agreed documentation formats are both practical and 
necessary.  It is important to identify a member of the 
cross-functional product or therapeutic area team to 
maintain consistency and to facilitate and coordinate the 
process.  Furthermore, potential compliance issues must 
be recognised in risk management plans with clear roles 
and responsibilities documented.

Integrated approach

Integrate inputs from all sources of data and information 
so that a comprehensive understanding of the patient 
experience and outcome can be achieved.  This will 
require categorisation of insights by topics relevant 
to the patient rather than by source.  Moreover, 
insights generated by different roles and functions 
must be consolidated to build a more comprehensive 
understanding and avoid duplication.  This is best 
achieved by taking an integrated cross-functional 
approach where insights on a particular medicine or 
disease can be discussed, refined and developed in a 
cumulative and iterative manner.

Appropriate skills and capabilities

Focus on the necessary skills to deliver the desired 
outputs.  This may require the organisation to invest in 
training and possibly recruitment, potentially sourcing 
candidates from outside the pharmaceutical industry 
(e.g. from technology or consumer health backgrounds).

Fit for purpose technology, tools and 
platforms

Employ user friendly technology that supports 
the collation and quantification of structured and 
unstructured inputs from all sources.  Ensure that 
platforms enable storage and retrieval of data and 
information in a way that is easily accessible, and which 
enables the reports generated to be tailored to the needs 
of the audience.



Captalising on Patient Insights  Page 11

Broad variation is seen in the maturity of capabilities 
across the pharmaceutical industry

The framework in Table 1 describes the broad variation in the maturity of patient insights capabilities we have 
observed in working with clients across the pharmaceutical industry.

ABSENT BASIC GOOD ADVANCED

C
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C
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S

 F
A

C
TO

R
S

Common  
definitions and 
understanding

Minimal discussion on 
patient insights or their 
importance

Lack of clarity on data 
vs. information vs. 
insights

Opinions replace insights 
in decision making

Definition exists but is 
not widely understood

Recognition of patient 
insights value limited 
to teams in peri-launch 
phase

Terminology  
consistently and 
appropriately used

Shared  
understanding of 
patient insights value 
at global, but limited 
at country level

Patient insights, their 
purpose and benefits 
are universally  
understood and  
articulated across  
the organisation

Supporting 
processes,  
roles and  

responsibilities 

No defined processes 

Roles and  
responsibilities  
for patient insights 
are absent

Functional silos create 
overlap in practices

Inadequate processes 
in place and  
responsibilities not  
well defined

Processes in place, in 
use and coordinated 
across functions

Nominated  
individuals within 
functions responsible

Responsibilities  
incorporated into 
personal objectives

Global data standards 
provide consistency

Leadership provided 
within cross-functional 
teams

Actions derived 
from insights are 
documented

Feedback regularly 
provided on the value

KPIs drive performance 
management and  
continuous  
improvement

Integrated 
approach

Activities related to 
insights are ad hoc

Some ‘analysis’ of inputs 
in isolation but mainly 
based on metrics (e.g. 
number of dosing and 
administration enquiries 
for given product)

Limited number of sourc-
es used in a sporadic  
and fragmented manner

Analysis mostly  
done manually and 
informally

Multiple reports  
produced across func-
tions and countries, and 
shared inconsistently

Insights used occasion-
ally but not systemati-
cally in decision making

Inputs collated from 
appropriate mix of 
sources depending 
the situation

Generated insights 
categorised by topic 
rather than channel

Shared insights 
report generated

Patient insights drive 
tangible actions within 
cross-functional teams

Communication of 
prioritised patient 
insights  to broader 
stakeholder network

Living document 
evolves in a cumulative 
and iterative manner

Appropriate 
skills and 

capabilities

Required skills and 
capabilities absent from 
job descriptions and 
competency frame-
works

Some individuals  
within functions deliver 
improvised outputs

Insights recognised in 
competency frameworks 
within some functions

Absence of objective 
framework to assess 
organisational capability

Skills and capabilities 
proactively devel-
oped at personal and 
functional levels

Insights recognised as 
a core capability for 
the organisation

Strong leadership and 
investment across the 
organisation

Fit for purpose 
technology, 

tools and  
platforms

No technology to 
collect insights from 
unstructured sources

Rudimentary  
repositories for  
storage and retrieval 
of information and 
insights

Overreliance on  
structuring inputs and 
free-text entries are re-
stricted (eg. CRM tools)

Inputs are stored in an 
inconsistent manner and 
difficult to retrieve

Technology enables 
collation and interro-
gation of qualitative 
and quantitative 
inputs from a range 
of sources

Effective automated 
storage and retrieval 
of insights

Everyday use of tools 
reinforces the processes

Shared repository 
used widely as the ‘go 
to’ place for patient 
insights

Table 1. Kinapse patient insights capability framework
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Kinapse recommends a five step approach to evaluate, 
build and embed the capabilities

We are working across the industry to help organisations evaluate, build and embed the capabilities required to 
effectively generate and manage patient insights (see Case Study 6).  Our recommended approach is to:

1. Evaluate the current patient insights capabilities
across the five CSFs mentioned, and assess the
variation across business units, regions and functions

2. Determine the internal and external sources and
channels available

3. Design an integrated approach defining the
processes, roles and responsibilities required

4. Pilot the approach within a limited number of cross-
functional product or franchise teams (including
marketed and pipeline products) to demonstrate
the value, test the approach and build confidence
through a high quality documented output

5. Refine the approach and determine a future roadmap
for the organisation.

Case Study 6: Kinapse approach with a client to evaluate, build 
and embed the capabilities to capitalise on patient insights

The Global Medical Affairs (GMA) group of a top 10 
global pharmaceutical was interested in expanding 
its capabilities to capture real world insights around 
patient experiences.  Kinapse was asked to help 
improve the way in which insights are collected, 
analysed and used, in particular from emerging digital 
channels such as social media. 

We worked closely with the client to:

• Understand and articulate the current internal
and external information landscape relating to
patient insights

• Identify the challenges and opportunities that were
critical to generating and managing insights within
the Medical Affairs organisation

• Design and implement a global data standard for the
collection of external stakeholder perspectives (e.g.
MSL discussions, advisory boards), enabling more
efficient insight generation from all sources

• Demonstrate the value of insights generated from
integrating external unstructured data (social
media and publications) and existing internal
information (medical information requests,
advisory board feedback and MSL discussions),
using a leading marketed product as a pilot case
study which identified critical patient insights with
commercial impact

• Generate recommendations and create a roadmap
setting out prioritised next steps to improve the
generation and management of patient insights
and describing technologies which can optimise
legacy processes.
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