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About Spoonful of Sugar
We’re an award-winning behaviour change consultancy specialising in
transforming medicines-related behaviour. We’re dedicated to optimising
the three-way interaction between healthcare professionals, patients, and
medicines.
We are based on twenty-five years of leading-edge behavioural science
research and insights. Everything we do is evidenced on the latest thinking
in behavioural science, co-created with patients and the people who
support them, and personalised to the individual.
We have an extensive history of working with a wide range of healthcare
providers, including the National Health Service, medical charities, the
World Health Organisation (WHO) and the pharmaceutical industry.
The theories and approaches that underpin our work have been applied in
more than 23 long-term medical conditions across 18 countries. The
theories and frameworks underpinning our work have informed not only
our programmes, but have also been used globally by WHO and National
Institute for Health and Care Excellence (NICE) Guidelines on Medicines
Adherence.

www.sos-adherence.co.uk
A boutique behaviour-change consultancy
applying behavioural science to close the gap between
effective medical treatment and optimum health outcomes
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Executive
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Executive Summary

Sources of additional information in diabetes (iSAID) research was conducted by Spoonful of
Sugar (SoS) during 2017 to explore how people with Type 2 Diabetes (T2D) in the UK perceive
the information they receive about managing their diabetes.
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Healthcare practitioners provided the main source of information but their roles were
isolated from each other.
GPs were the most trusted source of information and nurses were perceived as very
knowledgeable, but both were viewed as difficult to access. Pharmacists were considered
to be experts in medicines; however, patients did not understand their role within the care
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Patients felt they could have different types of medical and psychological support
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One-size-fits all had to be replaced with information, access to information and care
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Background
Type 2 diabetes (T2D), one of two forms of
diabetes, develops when the body cannot
produce enough insulin or cannot use the
insulin it produces effectively because the
cells are resistant to its action1.
Management of T2D requires a drastic
change in the patient’s approach to
lifestyle, diet, exercise and taking new or
more medicines, while facing the challenge
of remaining adherent. From diagnosis,
patients receive a wealth of information via
different channels, from different health
care professionals and in many formats.
High quality information is available but
p a t i e n ts s o m e t i m e s d eve l o p t h e i r
perceptions of T2D from varying sources of
information that are not always accurate
and consistent and contribute to high levels
of non-adherence. A person is considered
to be non-adherent to treatment when they
are not taking the medication as
prescribed.

iSAID methodology
Non-adherence leads to poor health
outcomes and increased healthcare costs.
Understanding the reasons why people may
not take medicines as prescribed is vital to
secure persistence with the medication
long-term. By identifying which sources of
information patients perceive as reliable
and factual we gain guidance for developing
information programmes that are tailored
to patients’ needs and delivered through
the best channels for them.

+

3.4 million people in the
UK have Type 2 diabetes,
estimated to be 5.6
million by 20352

Type 2 diabetes costs
the NHS £8.8 billion,
projected to be £15
billion/year in 20352

iSAID aims to explore T2D UK-patients’
perceptions about the information they
receive about managing their diabetes and
associated medicines. By listening to
patients, we will gain insight on how the
information and advice that patients are
given impact on their decisions regarding
management of their diabetes.

We will also explore what expectations
people have of the different healthcare
professionals supporting them and the
value patients give to information from
other sources.
This research will help us to improve care
standards and health outcomes for people
with T2D.

Insight collection
Focus group discussions (FG)

A focus group with 5 UK-patients was
facilitated by SoS researchers, they discussed
their experiences and perceptions of T2D.

Qualitative interviews (INT)

Semi-structured telephone interviews were
conducted with 6 patients in the UK over the
course of 8 weeks.

Social media listening (SML)

Qualitative data from two online UK diabetes
forums were extracted to investigate patients’
concerns and perceptions.

Adherence in type 2 diabetes
Globally, sub-optimal adherence and
persistence is a significant issue: a global
average of 37.7% of people are nonadherent to T2D therapy3. In the UK,
clinicians have estimated non-adherence to
T2D medication at 30%4, but this figure
increases to 67% when using objective
methods to measure adherence rates5,6.
The number of non-adherent patients are
likely to be higher in real world studies as

© Spoonful of Sugar 2017

these figures do not include patients who
were diagnosed but never initiated therapy,
those who started but have since stopped
taking their medications, or people who
take their medication but do not take it at
the prescribed time or dose.

Insight and data analysis

Patient insights collected were thematically
analysed using PAPATM, NCFTM and 3CBCTM.

Nearly 7 out of 10 patients are
non-adherent5,6
iSAID: Sources of Additional Information in Diabetes 6
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The SoS approach

Practical barriers

Non-adherence has multifactorial reasons that need to be identified and understood to
improve medication adherence. We use Conceptual Frameworks to understand patients’
behaviours and to conceptualise these reasons for non-adherence into frameworks so all
important aspects of the issue are examined. Frameworks help to structure interventions and
to find ways to help people get the most from their treatments. Three of the frameworks used
in this research are:

Practical barriers are those that influence a
patient’s ability to adhere to their prescribed
treatment. Our analysis showed that patients
have experienced a range of practical
barriers that may prevent adherence to
medication and the control of T2D. It was
clear from our study that individual patients
faced individual practical barriers.

The Perceptions and Practicalities Approach (PAPATM)

Perceptions

Practicalities

PAPA provides a conceptual framework for developing
effective, patient-centred solutions. The causes of
non-adherence are often complex and related to both
intentional and unintentional processes. However, it is
clear that adherence is a product of two things:
motivation and ability. The PAPA model reminds us to
take account of these factors when trying to help
patients to adhere to appropriately prescribed
medicines.

Necessity	
  	
  
for	
  ac'on	
  	
  

“I probably don’t take half the medicine as I forget – especially the
evening medicine.” FG
“So although I had the medicine in my pocket I wasn’t having a meal
anymore. So… I took my medicine… rather late… just when I could get
round to eating again” INT

Concerns	
  	
  

about	
  ac'on	
  	
  

Difficulty accessing health care professionals and help from support
services
There are reported challenges of securing doctors appointments and
difficulties accessing support information and groups, which might increase
concerns about medication and impact adherence.
“[The GP] really hasn’t got time to give you the sort of psychological
support that requires a little bit of time.” INT

The Three Components of Behaviour Change model
(3CBCTM)
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“How are old people going to get there [support group].” INT
“In my area not everybody could perhaps get a bus fare.” INT

Content: what is done with the patient and the nature of
the support, tailored to address the specific perceptions
and practicalities.

Behaviour
Change
Channel

“Not everybody is able to get onto the web ...and don’t necessarily have
English as their first language.” INT

Evidence of the barriers and drivers of success in
adherence support programmes shows that, to be
effective, they must optimise three components:

Content

Context

Practicalities

Interruptions to routines and finding the time
Some patients found it difficult to time their medication (e.g. to take with
food), while others found it hard to remember taking some of the specific
doses of the medication. This was a particular problem with changes to
routines.

The Necessity-Concerns Framework (NCFTM)
Patients’ motivation to start and continue
with prescribed medication is influenced by
the way in which they judge their personal
need for medication (necessity beliefs),
relative to their concerns about potential
adverse effects. NCF captures the key beliefs
influencing patient medication adherence.
The approach can be applied to healthcare
professional prescribing behaviour.

Perceptions

Tablet shape, size and taste
Tablets that are too big or awkwardly shaped to swallow, or have an
unpleasant taste, were seen as barriers to adherence.

Channel: how the support will be delivered.
Context: contextual factors that will influence
engagement with the programme and how well it is
delivered.
iSAID: Sources of Additional Information in Diabetes 8

“Some people can’t take very big tablets…oval ones [are] better.” FG
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Perceptual barriers

Executiveabout
Summary
Concerns
treatment

Perceptual barriers are those perceptions
that influence the patients’ motivation to
start and continue with treatment, for
example, if they have concerns about side
effects, they might perceive their medication
as doing more harm than good and might
discontinue taking it as prescribed.

Side effects and long-term effects
had high
concerns
about research
the large number
of potential
effects,
Sources of additionalPatients
information
in diabetes
(iSAID)
was conducted
by side
Spoonful
of
such
as
those
listed
on
their
medication’s
information
leaflets,
and
what
Sugar (SoS) during 2017 to explore how people with Type 2 Diabetes (T2D) in the UK perceive
health effects could the medication have in the long-term.
the information they receive about managing their diabetes.
“Everything
caninpossibly
happenapproach
to your body
seems to
beand
listed
T2D management requires
a drastic that
change
the patient’s
to lifestyle,
diet
in
as a possible side effect” SML
taking new or more medicines, while facing the challenge of remaining adherent. It is
Quite
of reading
about the complications
of how
estimated that 3.4 million‘[I’m]
people
in fearful
the UKbecause
have T2D
but approximately
67% of patients
do
it
affects
eyes
and
limbs’
INT
not adhere to their prescribed T2D medication.

Perceptions

Practicalities

We found that information is not provided to
address patients’ concerns about their
disease and medication, leading to
medication discontinuation. Patients did not
always understand why their treatment had
been chosen for them and had concerns
about the medication and the dose.

Key FindingsInteraction with medication for other conditions

Patients did not know if taking medication for other conditions was making
diabetes treatment ineffective, or if co-medicating was making them feel
Practical and perceptual
barriers to adherence in T2D
unwell.
v The main practical barriers to medication taking were related to disrupted routines,
‘People often have got about six drugs for all their diseases - this is
difficulty accessing health
care professionals
and support services, and problems taking
overwhelming.’
INT
tablets due to their shape, size or taste.
‘Is it possible that some sort of clash between the various types of
v People’s perceptual barriers included concerns about T2D symptoms, the side effects and
drugs you are taking that’s causing things [health] to go wrong?’ INT
long term effects of T2D treatment, and about interactions with co-prescribed medication.
They raised concerns about being overmedicated and about not understanding how the
medication works, so believing it ineffective.

Concerns about T2D
Living with T2D
Patients had concerns about how the illness was going to affect their future
health. They also found it difficult to accept they had a long-term condition.
‘I suppose I just don’t want to admit, I suppose it’s a bit like a weakness
I don’t know.’ INT
‘I think a lot of type 2 diabetics don’t realise quite how serious it is.’ INT
‘Okay well I’m overweight, but they always put it down to that, and they
make you almost feel like to be ashamed of the fact you’ have type 2
diabetes.’ INT

Interaction with other conditions
Patients found it difficult to distinguish between symptoms that are a
consequence of disease mismanagement, symptoms from other coconditions and those from side effects from medications.
‘I worry that I might lose my sight, that’s my main fear...’ (INT)
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Overmedication
People perceived
doctors were too
prompt at prescribing
medication if the
Perceptions of Healthcare
Professionals
providing
T2D information
patient had a family history of diabetes or they were overweight. Patients
v Healthcare practitioners
provided
thethe
main
source
of information
but their
were
had concerns
about
dose
of medication
they had
been roles
put on,
and did
isolated from each
other.
not
understand the purpose of a full dose if their sugars were under control
after
they had
missed
a dose.
v GPs were the most
trusted
source
of information
and nurses were perceived as very
knowledgeable, but both
were
viewed
as
difficult
to
access.
Pharmacists
were considered
‘I’m reducing my own medication
anyway’
INT
to be experts in medicines; however, patients did not understand their role within the care
pathway.
Not understanding how the medication works and believing it ineffective
Some people were untrusting of the effectiveness of the medication they
Information was not
always
be delivered
a clear
language
hindered
had
been perceived
prescribedtoand
perceivedintheir
doctors
did which
not know
enough
its understanding. about
Preference
for
the
way
information
was
delivered
varied
from
patientit.
to-patient.
‘But quite often I just worry that they [doctors] don’t know…’ INT
Patients felt they could have different types of medical and psychological support
‘…but
how does the medication actually work?’ INT
depending on where they
lived.
get bonuses
[for prescribing
certain
medications].”
FG
One-size-fits all had to“Doctors
be replaced
with information,
access
to information
and care
tailored to the patient’s needs.

Perceptions of sources of information in T2D
v

v
v
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They raised concerns about being overmedicated and about not understanding how the
medication works, so believing it ineffective.
Positive perceptions

Negative perceptions

Experts on medicines

Do not share their knowledge with

Positiveprovided
perceptions
Negativebut
perceptions
Healthcare practitioners
the main source of information
their roles were
people without being prompted
isolated from eachExperts
other.
“Foronquestions
about
medicines
Do not share their knowledge with
“…they
need
‘direct
people
without
being
prompted
medications,
theinformation
best people and nurses
v GPs were the most trusted
source of
were
perceived
as
very
“For questions about
questioning’were
as don’t
offer the
knowledgeable, but both
were
viewed
as difficult
to access. Pharmacists
considered
to ask
are
pharmacists
“…they
need ‘direct FG
medications,
thepatients
bestSML
people
Pharmacists
information
to be experts in medicines;
however,
did not understand
their rolefreely.”
within the care
they're
the experts.”
questioning’ as don’t offer the
to ask are pharmacists pathway.
Pharmacists
Not
fully
understanding
information
freely.”the
FG role of
The most
accessible
they're
the experts.” SML
the pharmacists
“Theyaccessible
can usually discuss
Not fully understanding the role of
The most
Perceptions of sources
of information in T2D the pharmacists
“People don't understand
issues with you at any time.”
“Theyperceived
can usually
discuss
v Information was not always
to
be
delivered
in
a
clear
language
which
hindered
much about
the pharmacist's
SML
“People
don'tfrom
understand
issues with
youway
at any
time.”
its understanding. Preference
for the
information
was delivered
varied
patientjob.” SML
much
about
the
pharmacist's
SML
to-patient.
job.” SML
v
v

Patients felt they could have different types of medical and psychological support
depending on where they lived.
One-size-fits all had to be replaced with information, access to information and care
tailored to the patient’s needs.
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Perceptions
of sources of
Executive
Summary
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Executive
Summary
Recommendations

Sources of additional information in diabetes (iSAID) research was conducted by Spoonful of
The drivers of success in adherence must optimise the perceptions of all information sources that can
The drivers
success
in adherence
must
the perceptions
all information
sources
that can
TM.of
Sugar
(SoS)ofduring
2017
to explore
how optimise
people
with
Type
2 Diabetes
(T2D)
in to
the
UK perceive
be incorporated
in the
Three
Components
of Behaviour
Change
Patients
need
understand
the
be incorporated in the Three Components of Behaviour ChangeTM. Patients need to understand the
the
information
about managing
their diabetes.
information
theythey
are receive
given around
their medication
to be able to adhere to it. We found that

Sources of additional information in diabetes (iSAID) research was conducted by Spoonful of
Sugar (SoS) during 2017 to explore how people with Type 2 Diabetes (T2D) in the UK perceive
the information they receive about managing their diabetes.

information,
and how
to access
it, was not
alwaysinclear
tailoredapproach
to their needs.
T2D
management
requires
a drastic
change
the and
patient’s
to lifestyle, diet and in
information,
and how
to access
it, was not
always clear
and
tailored to their needs.
taking new or more medicines, while facing the challenge of remaining adherent. It is
estimated that 3.4 million people in the UK have T2D but approximately 67% of patients do
Patients struggled with conflicting and confusing information
Patients
with conflicting and confusing information
not adhere to their prescribed
T2D struggled
medication.

T2D management requires a drastic change in the patient’s approach to lifestyle, diet and in
taking new or more T2D
medicines,
facing
theinformation
challenge of
remaining
adherent. It is
patientswhile
revealed
that
in various
formats
estimated that 3.4 million
people
in
the
UK
have
T2D
but
approximately
67%
patients do
including written, verbal and digital were all helpful atof
different
not adhere to their prescribed
medication.
points inT2D
their
journey to manage their diabetes. A patient

information they are given around their medication to be able to adhere to it. We found that

Content

Information came from many sources and was not always consistent.
Information came from many sources and was not always consistent.
“…[there’s] too much opinion being thrown to us as facts” INT
“…[there’s] too much opinion being thrown to us as facts” INT

Content
Key Findings

Information was not tailored to the patient which hindered understanding
Information was not tailored to the patient which hindered understanding
We found information was not always in clear language and general
We found information was not always in clear language and general
information that was not T2D-targeted was not useful.
information
that was
T2D-targetedin
was
not useful.
Practical and perceptual
barriers
tonot
adherence
T2D
“A lot of medical stuff is all long words, they can’t help themselves.”
Channel
Context
“Amedication
lot of medical
stuff were
is all long
words,
they can’t routines,
help themselves.”
v Channel
The main practical
taking
related
to disrupted
Context barriers to
INT
INT
difficulty accessing health care professionals and support services, and problems taking

tablets due to their shape, size or taste.
v People’s perceptual barriers included concerns about T2D symptoms, the side effects and
long
termineffects
of T2D treatment,
andinformation
about interactions with co-prescribed medication.
People
varied
their preferred
way to receive
People varied in their preferred way to receive information
They
raised concerns about being overmedicated and about not understanding how the
“The British Diabetic Association is the best website for the
“The Britishworks,
Diabetic believing
Association
is the best website for the
medication
it ineffective.
information that youso
need. It’s trustworthy.”
INT

information that you need. It’s trustworthy.” INT
Content
Content
“If I’ve got anything that was a problem I wouldn’t go online to
“If I’ve got anything that was a problem I wouldn’t go online to
sort
it,
I
would
go
to
the
surgery.”
INT
Perceptions
oftoHealthcare
Professionals providing T2D information
sort it, I would go
the surgery.” INT
v Healthcare
provided
the emotional
main source
of information but their roles were
Non-HCP
support practitioners
was very important
for their
health
Non-HCP support was very important for their emotional health
isolated
other.support groups, friends and family
Patients
foundfrom
thateach
diabetic
Channel
Context
Patients found that diabetic support groups, friends and family
Channel
Context
provided
invaluable
support
when information
from HCPs was
lacking.
v GPs were the most trusted
source
of
information
and
nurses
were
perceived
as
very
provided invaluable support when information from HCPs was lacking.
knowledgeable,
butthat
bothsort
were
as difficult to
access.
“[On
support group]
of viewed
social reassurance
was
good, Pharmacists were considered
“[On support group] that sort of social reassurance was good,
to
be
experts
in
medicines;
however,
patients
did
not
understand
their role within the care
because otherwise I felt very isolated.” INT
because otherwise I felt very isolated.” INT

Multi-format information approach

Key Findings

Practical and perceptual barriers to adherence in T2D
v

v

The main practical barriers to medication taking were related to disrupted routines,
difficulty accessing health care professionals and support services, and problems taking
tablets due to their shape, size or taste.
People’s perceptual barriers included concerns about T2D symptoms, the side effects and
holistic
approach
to manage
patients
highly valued,
any
long term effects ofAT2D
treatment,
and about
interactions
withwas
co-prescribed
medication.
They raised concerns
aboutsupport
being overmedicated
and about
not
the
patient
programme should
aim
tounderstanding
work with all how
the HCPs
medication works, so
believing
it ineffective.
that
patients
seek advice from for managing their T2D.

Holistic approach supporting people with
T2D

Perceptions of Healthcare Professionals providing T2D information
v

v

pathway.

Healthcare practitioners provided the main source of information but their roles were
isolated from each other.
GPs were the most trusted source of information and nurses were perceived as very
knowledgeable, but both were viewed as difficult to access. Pharmacists were considered
to be experts in medicines; however, patients did not understand their role within the care
Receiving advice from a trusted HCP was valuable to T2D
pathway.

Pharmacists are trusted and accessible

patients, and access to them was important. Pharmacists would
be ideally placed to provide tailored support for T2D patients.

Perceptions of sources of information in T2D

Variation due to ‘postcode lottery’
Variation
due to ‘postcode
lottery’in a clear language which hindered
v Information was not always
perceived
to be delivered
Patients
felt
they
could
have different types of medication, varying
Content
Patientsforfelt
have different
types varied
of medication,
varying
its understanding.
Preference
thethey
way could
information
was delivered
from patientContent
frequency of consultations and unpredictable access to support
frequency
of
consultations
and
unpredictable
access
to
support
to-patient.
depending on where they lived, and this affected how the information was
depending on where they lived, and this affected how the information was
v Patients felt they could delivered
have different
types of medical and psychological support
to them.
delivered to them.

depending on where they lived.
Channel
v Channel
One-size-fitsContext
all had to be replaced with information, access to information and care
Context
tailored to the patient’s needs.
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Perceptions of sources of information in T2D
v

v
v

Information was not always perceived to be delivered in a clear language which hindered
its understanding. Preference for the way information was delivered varied from patientto-patient.
Patients felt they could have different types of medical and psychological support
depending on where they lived.
One-size-fits all had to be replaced with information, access to information and care
tailored to the patient’s needs.
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The main practical barriers to medication taking were related to disrupted routines,
difficulty accessing health care professionals and support services, and problems taking
tablets due to their shape, size or taste.
People’s perceptual barriers included concerns about T2D symptoms, the side effects and
long term effects of T2D treatment, and about interactions with co-prescribed medication.
They raised concerns about being overmedicated and about not understanding how the
medication works, so believing it ineffective.

Perceptions of Healthcare Professionals providing T2D information
v

v

Healthcare practitioners provided the main source of information but their roles were
isolated from each other.
GPs were the most trusted source of information and nurses were perceived as very
knowledgeable, but both were viewed as difficult to access. Pharmacists were considered
to be experts in medicines; however, patients did not understand their role within the care
pathway.
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difficulty accessing health care professionals and support services, and problems taking
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Perceptions of sources of information in T2D

Information was not always perceived to be delivered in a clear language which hindered
its understanding. Preference for the way information was delivered varied from patientto-patient.
Patients felt they could have different types of medical and psychological support
depending on where they lived.
One-size-fits all had to be replaced with information, access to information and care
tailored to the patient’s needs.
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Information was not always perceived to be delivered in a clear language which hindered
its understanding. Preference for the way information was delivered varied from patientto-patient.
Patients felt they could have different types of medical and psychological support
depending on where they lived.
One-size-fits all had to be replaced with information, access to information and care
tailored to the patient’s needs.
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