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ABSTRACT

Aims: To explore the information-seeking experiences of patients with Type 2 diabetes and
how these influenced self-management behaviours.

Methods: We interviewed 18 patients with Type 2 Diabetes attending outpatient diabetes
centers in South Western Sydney. Data were analyzed thematically.

Results: Patients described a number of challenges they faced when seeking information
about diabetes self-management. One major challenge was receiving inconsistent and
insufficient information from healthcare professionals, which consequently undermined
patients’ ability to self-manage diabetes. This became a disincentive in carrying out self-
management tasks, and led to confusion and mistrust regarding the veracity of informa-
tion received. Participants also described finding reliable information, and difficulty under-
standing and accessing relevant information as challenges. Medical jargon and lack of
comprehensive explanations exacerbated knowledge deficits compounded by the complex
maze of internet resources that some patients accessed. In response to what they perceived
as confusing or inconsistent information, some patients followed “their own way” of
managing their diabetes.

Abbreviations: T2D, Type 2 Diabetes; DSM, diabetes self-management; HCPs, healthcare professionals; GP, general practitioner
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Conclusions: Inconsistent information not tailored to the needs of patients adversely affects
self-management. Taking time to provide simple explanations and assisting patients in
navigating reliable web resources is becoming a vital role of healthcare professionals to

reduce knowledge gaps in patients with low health literacy.

Crown Copyright © 2019 Published by Elsevier B.V. All rights reserved.

1. Background

Described as the ‘silent pandemic’ [1], diabetes is one of the
most common chronic diseases of our era, affecting 415 mil-
lion people aged 20-79 years of age, and predicted to affect
642 million people by the year 2040 [2]. Diabetes self-
management (DSM) is critical in achieving optimal diabetes
outcomes, reduced diabetes complications and subsequent
diabetes-related mortality [3]. As patients who are better
equipped with diabetes knowledge and high self-efficacy are
more likely to have better DSM behaviors [4], the onus then
is upon healthcare professionals (HCP) to actively increase
diabetes knowledge and promote DSM efficacy among
patients with type 2 Diabetes (T2D). They play a crucial role
in fostering patients’ capacity by providing information and
supporting patients’ initiatives to make the necessary life-
style changes [5,6]. HCPs’ understanding of patients’ personal
circumstances [7], individualizing support and actively listen-
ing [8,9], providing accurate, relevant and consistent informa-
tion and referring to credible sources of information [10], are
all important enablers of DSM for patients with T2D. Adding
to the complexity of information seeking, the number of HCPs
that a patient may see when they attend a diabetes outpatient
center (e.g. dietitian, exercise physiologist, diabetes educator
and endocrinologist) increases the likelihood that inconsis-
tent or conflicting information may be provided [11] if care
is not well integrated with the patient’s general practitioner
(GP).

Receiving inconsistent information from HCPs who are
seen as experts has been shown to result in negative conse-
quences such as non-adherence to medications [12]; anxiety
[13], and loss of confidence in self-management abilities
[14]. Importantly, this inconsistency contributes to confusion
as to the validity and trustworthiness of the information
received and subsequently undermines patients’ confidence
regarding HCPs’ abilities [15]. The lack of both coordination
between health services (e.g. primary care and secondary
care) and consensus among HCPs adds significantly to the
information-seeking burden of patients with chronic disease
[11]. This is particularly challenging among patients with
low health literacy such as those from culturally and linguis-
tically diverse (CALD) backgrounds, low socioeconomic status
and the elderly [16].

Given that good diabetes outcomes are linked to adequate
knowledge about the disease [16], and enhanced by effective
patient-provider communications [17], the aim of this study
was to explore the experiences of patients with T2D when
seeking or being provided with information from HCPs. Fur-
ther, the study also explored patients’ experiences in locating,

understanding and accessing information needed to engage
in self-management behaviors.

2. Methods
2.1.  Study design

This paper reports findings from the qualitative phase of a lar-
ger sequential mixed-methods study, which examined factors
influencing diabetes self-management and the experiences of
patients with T2D in South Western Sydney, Australia. Patient
survey results from Phase 1 of the study have been previously
reported and identified that the predictors of poor DSM were
younger age, higher educational attainment, poor diabetes
knowledge and depression [18]. Phase 2 sought to explore
the experiences of these patients using semi-structured
interviews.

2.2.  Setting and participants

All patients who attended the diabetes outpatient clinics of
two tertiary referral hospitals between May and December
2015 were eligible to participate in an interview. The study
setting is one of significant cultural and linguistic diversity
with more than half the residents speaking a language other
than English at home and it is one of the districts identified as
a low socioeconomic area in NSW, Australia [19]. Poor health
and chronic disease rates are high with 56% of adults being
overweight or obese and 11% of adults having diabetes [20].

While an a priori sample size calculation was undertaken
for the larger mixed methods study [21], for pragmatic rea-
sons, recruitment of participants in the qualitative phase of
the study was achieved through convenience and purposive
sampling using the patient lists of the two outpatient clinics
as the sampling frame Fig. 1. As almost half (48.6%) of the res-
idents in our study setting are from CALD backgrounds [22],
we ensured that a similar percentage of the sample inter-
viewed was from culturally and linguistically diverse popula-
tions. This was determined based on the language spoken at
home recorded in the patient’s medical record.

2.3. Data collection

One-on-one semi-structured interviews were conducted with
patients with T2D, 18 years and older. Patients with type 1
diabetes and gestational diabetes were excluded. We con-
tacted eligible participants by telephone before their sched-
uled appointment to explain the study, ascertain their
English-language proficiency to participate in the interview



DIABETES RESEARCH AND CLINICAL PRACTICE I56 (2019) 107830 3

Patients with T2D with
consultation appointments
In 2 diabetes clinics in South

Western Sydney Local Health
District (SWSLHD)

Clinic 1 Clinic 2

10 patients approached 9 patients approached

1 refused because of All consented

poor English language

Fig. 1 - Participant recruitment flowchart.

without an interpreter, obtain their consent and set an
appointment with them for the interview. Three members
of the research team (DM, AS, DY) and a research assistant
conducted the face-to-face interviews. To achieve consistency
in data collection, the research team discussed the interview
schedule prior to undertaking the interviews, which was fur-
ther refined after the first two interviews. Interviews took
between 30 and 45 min, and were undertaken in a private
room either before or after patients’ appointments with their
HCP. The questions in the interview are included in Table 1.
Interviews were digitally recorded and transcribed verbatim
by a professional transcription service. The first author
checked the transcripts against the audio-recordings for accu-
racy and removed direct identifiers (names of clinicians and
hospitals). Pseudonyms were used to maintain participants’
anonymity.

2.4.  Data analysis
Three researchers (DM, VK & RW) independently analyzed the

transcripts using an inductive analytic approach [23] to iden-
tify key themes and recurrent patterns in responses to the

interview guide questions on participants’ experiences of
seeking and receiving diabetes-related information from
HCPs. Initially, transcripts were coded based on words, phrases
or sentences. Data segments were then gathered together into
categories which were then merged into larger, overarching
themes. Table 2 illustrates this process in relation to the inter-
view question “Do you have problems talking/communicating
with your healthcare providers?” Themes identified by each
researcher were cross-referenced within the different coding
categories that each researcher assigned. The entire team then
reviewed the codes assigned, revised when necessary to gain
consensus and finalized the themes. Familiarization with the
data, whole of team discussions and review of the themes
increased consensus. Any differences were resolved following
team discussion. This process enhanced the coding consis-
tency, helped to identify further themes, patterns and partici-
pants’ explanatory model and increased our confidence in the
veracity of the findings. Although data saturation was evident
within the first 12 interviews, to ensure the sample included
similar numbers of participants who spoke English and a lan-
guage other than English at home, recruitment continued until
18 participants were interviewed.

In addition to demographic and clinical data, participants
were asked to rate their knowledge about diabetes, confi-
dence in and importance of DSM using a Visual Analogue
Scale (VAS) where 1 was the lowest end of the scale and 10
the highest end. These scores were analysed using descriptive
statistics (mean and standard deviation). Ethics approval was
obtained from the South Western Sydney Local Health Dis-
trict (SWSLHD) Human Research Ethics Committee
(HREG/14/Lpool/133).

3. Results

In total, 18 patients with T2D attending diabetes clinics par-
ticipated in the qualitative phase of this study. The mean
age of these participants was 69.6 years (SD: 9.6) with equal
number of males and females. Just over half (56%) of the par-
ticipants were born overseas with a mean duration of stay in
Australia of 39 years. Two-thirds (67%) of the participants had
been diagnosed with diabetes for more than 10 years, and
only one participant had an HbAlc of less than the recom-
mended 7% (53 mmol/mol) for people with T2D [24]. Table 3
details the demographic characteristics of the participants.

Table 1 - Interview guide questions.

Interview guide

Ul N -

How did you manage this?

(o)}

. On a day to day basis, what do you do to manage your diabetes?

. In managing your diabetes, what do you find easy to do? What do you find difficult to do?

. Do you get help from someone in managing your diabetes? How do they help you?

. Where do you get most of your information about diabetes and managing diabetes?

. What is your experience in looking for information about diabetes? What were the challenges that you encountered?

. Do you have problems talking/communicating with your healthcare providers? (Nurse, specialist, GP) what were the

problems you encountered, can you give me examples? How did you deal with this?
7. On a scale of 1 to 10, how would you rate your knowledge about diabetes? 1 being no knowledge at all and 10

being very knowledgeable.

8. On a scale of 1 to 10, how confident are you that you can manage your diabetes?
9. On a scale of 1 to 10, how important is it that your diabetes is managed well?
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Table 2 — Sample illustration of data coding.

Theme 1: “Some say no, some say yes”: Mixed messages, inconsistent information

Textual data

Coding category

Theme

“Some of the medical profession say no,
insulin doesn’t put on weight and others say,
yes it does. (Cheryl)

“Ah I talk about it [insulin dosing] with
doctor [GP] and he said “This is your
number [insulin dose] stick to this.” And this
lady [diabetes educator], when I talk to
her she said “Ask him [GP] for the sliding
scale.” And when I ask [the GP], he said
“There is no such thing as sliding scale,” he
said. (Mark)

One HCP says one thing
Another HCP says another thing

One HCP says one thing
Another HCP says another thing

Some say no, some say yes”:
Mixed messages, inconsistent
information

The mean score for confidence in managing diabetes was
6.5 (SD: 2.7; range 1-10) and for knowledge about diabetes
was 6.2 (SD: 2.9; range 1-10). Overall, participants rated the
importance of managing their diabetes as high (mean 9.0,
SD: 1.4, range 6-10).

Thematic analysis of the interview data showed that par-
ticipants described a number of challenges associated with
receiving information for DSM from HCPs (GPs and diabetes
clinic staff), as well as barriers when engaging with HCPs in
relation to T2D. The key challenges and barriers identified
by patients included mixed messages and inconsistent infor-
mation received from multiple HCPs, difficulty understanding
information, and finding relevant information tailored to
their individual circumstances. Details of these findings are
presented below.

3.1. Theme 1: “Some say no, some say yes”: Mixed
messages, inconsistent information

A major theme revolved around participants receiving mixed
messages and contradictory information, leading to confu-
sion. In these situations, participants spoke of their challenge
deciphering the inconsistent information. Cheryl, Mark,
Angela and Thomas each described similar experiences with
contradictory HCP messages. As Cheryl put it, there were con-
flicting messages about the role of insulin within the medical
profession, which she viewed through the lens of her own
experience as a patient.

“Some of the medical profession say no, insulin doesn’t
put on weight and others say, yes it does. Same thing, if
you do any research you get the conflicting views on
whether it does or it doesn’t. All I know is that my weight
had been stable for a long time and then as soon as I was
put on the insulin you could almost watch the weight go
on.” (Cheryl)

Similarly, Angela described conflicting advice about diet
and the role of carbohydrates from her endocrinologist and
her dietitian. Her response was to determine her own course
based on her own experience.

“Well, if I follow the specialist (the endocrinologist), which
the dietitian said don’t because I'd be starving and I'd end

up on a hypo. Because he didn’t want me to have any car-
bohydrates or anything. Because I live by myself, I can’t
take chances like that. So I just limit what I take. I know
what I can eat, and I do break it at times. But doesn’t seem
to affect it very much.” (Angela)

Mark related a similar experience about vague information
regarding insulin dosing, sliding scale and “number” that the
GP and the diabetes educator instructed him to follow.

“Ah I talk about it with doctor [GP] and he said this is your
number stick to this. [...] And this lady [diabetes educator],
when I talk to her she said ask him for the sliding scale.
[-..] And when I ask, he said there is no such thing as slid-
ing scale, he said what I told you this is according to your
numbers before yeah” (Mark)

Participants also stated that receiving inconsistent advice
from HCPs made it confusing to determine which source to
follow, prompting their decision to ignore the conflicting
advice, and instead independently formulate their own plan
for self-management. Thomas described his response to
mixed messages when he put it this way:

“Somebody say one thing, somebody say different thing, I
don’t care what the people say; I eat what I want to.”
(Thomas)

3.2.  Theme 2: “I don’t understand, it’s very confusing”:
Understanding information from HCPs

While the first theme described the challenges of being pro-
vided with conflicting information about diabetes manage-
ment, the second theme acknowledged the difficulties of
some participants in that even when they obtained consistent
information, they had difficulty understanding it.
Participants identified several reasons regarding their diffi-
culty understanding this information. First, instead of using
simple English, HCPs commonly communicated using medi-
cal jargon. This was reported not only in the outpatient clinic,
but also when participants attempted to seek their own infor-
mation online. One participant pointed out that his effort to
find information on the internet had not helped him to man-
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age his diabetes because of difficulty understanding medical
language: “yeah [I] go on the internet. It’s a bit hard. Because if
you don’t pick the right places it’s too medical” (Andrew). This dif-
ficulty with technical language was also evident in another
participant’s response, who mentioned that medical jargon
was being used during consultations which he did not under-
stand: “I think I hear the things, I don’t know anything about it |[.. ]
they are talking medical expressions [...] medical things [that I don’t
understand] “ (Mark).

The second reason for difficulty understanding informa-
tion was the lack of clarity and inadequate explanation pro-
vided by the HCP. Tools such as blood sugar level charts,
diagrams and food lists given by HCPs that were intended to
help patients with their self-management were not explained
clearly, consequently these confused rather than clarified,
leaving them frustrated and unable to manage their diabetes
effectively.

John: Everything [all the information and help] is pretty
good except I think probably this plan, this book.
Interviewer: How to Test Your Sugar Level.

John: I don’t know how to fill it in. The diagram, I don’t
understand. It's very confusing.

When Anthony discussed what he found difficult about
self-managing diabetes, he mentioned having trouble under-
standing the food chart and feeling frustrated about looking
for expert advice.

“I don’t know what to eat and they say, oh, you follow
the chart. What is this bloody chart? You don’t explain
to me. How am I going to understand? That’s why I'm
looking for the dietitian who can explain to me. This
side, it says good meat, this side, bad meat. Who going
to eat the bad meat? We're going to go for good meat.
For example, hey? So that’s why I'm looking for a dieti-
tian.” (Anthony)

All participants stated in the interviews that they had no
difficulty understanding English and could communicate ade-
quately with their HCPs. Nevertheless, it seemed likely that
language barriers played a role in hampering their communi-
cation and understanding of the information provided, as
illustrated in Thomas’ comment that he could understand
his HCP when he spoke English but “..slowly. We (referring to
wife), manage.”(Thomas).

3.3.  Theme 3: “You don’t know what to ask”: Finding
information about managing diabetes

Participants discussed having difficulty locating information
about diabetes management. As Andrew noted, before he
came to the clinic getting information was “hard”, while
Michael explained that he “never got any information about dia-
betes” despite having had the disease for thirty years.

The reasons for lacking information usually took one of
two different forms for participants: a) not knowing what to
ask; or b) difficulties getting information from HCPs. In the
first scenario, participants acknowledged a challenge in
knowing how to begin finding information. Mark and Peter

each described their lack of knowledge as ‘not knowing what
to ask’ because they were not even aware of the extent of
their knowledge limitations:

“I didn’t know who to ask, and where to go” (Mark)
“Don’t know what you have to ask, because you don’t
know what you don’t know” (Peter)

In the second scenario, participants described problems
getting information from their HCPs. They explained that
they felt that their HCPs or GPs were not providing them with
adequate information or were not listening to their issues of
concern during consultations and therefore, did not address
these issues:

“GP doesn’t talk about much, more like what you eat or
don’t put weight on. What the GP says, I'm not very much
interested because I already know that. [...] They test me
everything. But what makes me angry, why you keep me
there if you don'’t tell me nothing. They didn’t tell me if
they found anything - my liver, my kidney, my this, my
that. [...] Oh, thank you very much. Now I know exactly
like before, nothing.” (Jessica)

“I think he’s [GP] been a bit slack [... | Well, he didn’t offer
[any information]. He didn’t offer anything.” (Peter)

In some cases, their GP did not offer information that
would help them improve their diabetes management, but
instead reiterated that there is “nothing that can be done”
(Jessica).

Regardless of why they lacked information, participants
described feeling frustrated. This led to reflections that they
were partly responsible for their ignorance and ‘should’ have
been more proactive:

“I'm using my normal diet at home, but no educator teach
me or show or tell me anything. That’s why I'm looking for
the education - I mean, the teacher to explain me all food,
what I am supposed to eat and what not to eat” (Anthony)
“I blame my GP before because he will ask me to have
blood tests. [...] Then he don't tell me anything. [..] it’s
also my fault. I should ask more what’s going on” (James)

For some participants, the difficulty was not just finding
information, but applying what was felt to be generic infor-
mation to their specific circumstances. James explained his
experience of seeing a nutritionist to get advice on diet, but
finding it too general to be useful:

“No, I can understand it, but it’s very hard to follow.
Because for example, you just need - for example - about
this calorie, this only food, but the list is very long. I think
it’s better if they just more specific” (James)

Participants also described their struggle to obtain infor-
mation specific to their needs; nowhere was this more appar-
ent than in the management of co-morbidities. Several
participants mentioned a range of physical and mental health
conditions that they described as obstacles to maintaining an
exercise regimen: injuries, dizziness, osteoarthritis, joint



Table 3 - Demographic characteristics of participants.

Pseudonym Age Country Employment Duration of Therapy HbA1lc(%) BMI Confidence’in Knowledge” Importance” Of
(years) of birth status diabetes (Years) managing diabetes about diabetes diabetes
self-management
Diane 68 Macedonia retired 11 Mono (insulin) NA 33.67 7 7 NA
Michael 65 Australia retired 40 Mono (tablet) 8.4 40.28 6 1 6
Andrew 66 Australia retired 21 Dual” 8.5 30.80 8 9 10
Julie 85 Italy retired 6 Dual” 9.3 20.44 10 NA 10
Anthony 72 Fiji retired 20 Mono (tablet) 9.4 32.35 3 10 10
Angela 80 Australia retired 9 Mono (insulin) 14.1 31.84 10 NA 10
Matthew 68 Australia retired 16 Mono (insulin) 9.1 32.15 5 8 8
Rachel 76 Australia retired 23 Dual” 11.0 35.70 1 3 8
Peter 67 Australia retired 3 Mono (insulin) 8.7 23.36 NA 4 NA
Mark 72 Yugoslavia  retired 22 Dual” 7.6 36.55 6 5 9
Sarah 64 Australia retired 2 Dual” 11.3 56.57 9 7 10
Cheryl 69 Australia retired 16 Mono (insulin) 9.8 43.41 7 NA 8
Karen 67 El Salvador retired 18 Dual” 11.9 28.97 7 7 7
Thomas 86 Italy retired 20 Dual 7.1 31.25 8 10 NA
John 54 Paraguay unemployed 2 Mono (insulin) 9.9 36.77 5 2 10
Alicia 48 Samoa unemployed 15 Mono (tablet) 8.5 51.67 10 9 10
James 66 Philippines retired 2 Dual” 6.6 27.25 7 7 10
Jessica 79 Italy retired 12 Dual 11.4 33.25 2 4 NA
MEAN (SD)  69.6 (9.6) 14.3 (9.8) 9.5% (1.9) 34.8(8.9) 6.5(2.7) 6.2 (2.9) 9.0 (1.4)

NA no answer obtained.

" Insulin and Tablet.

# Participants were asked to rate their confidence in managing their diabetes, their knowledge about diabetes, and their perception of the importance of diabetes self-management, in a scale of 1 to
10 (1 being the lowest and 10 being the highest).

0€8/01I (610¢T) 9SI 3IDILOVYJ TVOINITO ANV HOYVISIY SILILVIA
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problems, depression, hearing problems. For example, James
explained how he was unable to exercise because of a breath-
ing problem and Angela described how she suffered from
osteoarthritis:

“No, it’s because I cannot exercise long because I have a
hard time breathing.” (James)

“The arthritis in my knees became too bad and then I
found I couldn’t walk at all. I ended up having bi-lateral
knee replacements, total knee replacements.” (Angela)

Participants explained these conditions as the reasons for
not exercising, and said that they did not receive assistance
from HCPs on how they could adapt an exercise program
around their condition. Overall, participants appeared to be
well aware of the general importance of exercise in managing
their diabetes, but not of any strategies on how to apply the
general advice to their situation, and this left them feeling
disempowered and frustrated:

“I would like to improve it, but I asked the doctor and he
said, [de-identified] can’t improve nothing, you stay on
that, every three months [doctor says] the same. So, there
is no hope. There’s no future for diabetes” (Jessica)

4, Discussion

A key concern of a number of participants in this study was a
gap in their knowledge about diabetes, which they recognised
as a hindrance in managing their diabetes. This is consistent
with findings in the literature that report lack of knowledge as
the most frequently cited barrier to optimal self-management
[25]. Few studies, however, have specifically shown what
patients really mean when they say “lack of knowledge” as
a barrier. This study unpacked how patients defined “lack of
knowledge” in diabetes and DSM, which they described in
three main areas: (a) inconsistent information (b) under-
standing information (confusing language and the way it
was presented); and (c); difficulties in finding reliable infor-
mation (“what, who and where to ask”).

Despite recognising the importance of and the need to
self-manage their diabetes, participants struggled to engage
in self-management behaviours when faced with inconsis-
tent information or, information that they found difficult to
understand or locate. This struggle was reflected in generally
low self-rated VAS scores for confidence and knowledge about
diabetes management among participants in this study.
Patients with diabetes must establish a complicated regimen
of self-management tasks and incorporate this into their
daily life to effectively maintain good diabetes control and
prevent complications. Lack of knowledge about these tasks
cultivates uncertainty and lack of confidence and conse-
quently non-adherence to DSM.

Of particular concern is the negative impact of inconsis-
tent information on patients which has been shown to gener-
ate mistrust of information obtained from HCPs [26] or,
reliance on less trustworthy information sources [10]. In the
current study, one response to these conflicting messages

was the participant resorting to taking her own course of
action, which was not necessarily beneficial for good self-
management practice.

The experience of obtaining inconsistent and unreliable
information was accentuated when patients sourced informa-
tion from the internet. In a study to evaluate the reliability of
different websites providing diabetes information, only 17%
met all their reliability criteria, and only five of 43 sites were
considered user-friendly [27]. Thakurdesai et al. [28] found
high levels of variability in the presentation of core diabetes
concepts, and many of these websites were not endorsed by
a credentialed body [26]. Participants in this study further
noted that searching the internet for information was chal-
lenging; even when information was found, the materials
were often difficult to understand, underscoring the impor-
tance of tailoring the readability of online education materials
to within the recommended reading capacity of seventh grade
[29]. The lack of understanding and confidence about the
veracity of web-based information as well as the lack of skills
needed to navigate the internet further overwhelm those
seeking to use this as a source of information [30,31].

An additional issue identified by participants in this study
that contributed to their confusion was the use of medical
expressions and terminologies they did not understand. This
made engaging in self-management strategies even more tax-
ing, preventing them from participating in more involved pro-
cesses, like goal-setting and shared decision-making, as
recommended by the Chronic Care Model [32,33], com-
pounded among those with functional English language skills
but lack the capacity to understand English used in a clinical
settings [21].

Underlying all these factors is the emotional response to
disempowering words that some HCPs inadvertently use
when communicating with patients. In a qualitative study
conducted by Dickinson [41], patients stated that many of
the words used by HCPs in delivering diabetes education were
judgmental evoking feelings of fear, anxiety and disempower-
ment. This was exemplified by one of the patients inter-
viewed in this study who shared that the GP did not offer
information but instead stated that “nothing can be done” about
diabetes, which promoted feelings of hopelessness and a
response of “so why manage if nothing can be done anyway,” pro-
voking abandonment of self-management. In response, the
American Diabetes Association (ADA) has endorsed guideli-
nes for HCPs to use more empowering and encouraging words
and rejecting words that are negative and judgmental such as
diabetic, obese, fat, poorly-controlled, non-compliant [34].
These words discount the self-management efforts of
patients and lower their motivation to improve their
condition.

It is unsettling that participants in this study who had
long-standing T2D and were already accessing the diabetes
services and attending consultations with HCPs reported
inadequate diabetes knowledge. Many of these participants
had characteristics typified by those with low health literacy
such as being older, from a non-English speaking background
and living in suburbs associated with low socioeconomic sta-
tus [35]. There seemed to be a lack of awareness of HCPs to
verify the level of health literacy of patients and to tailor their
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information to this level. What seems to be an often over-
looked component of DSM education is the lack of practical
strategies to enable patients to translate knowledge obtained
into practice that will facilitate daily DSM [36].

This study reveals potential consequences for patients
with T2D who receive conflicting information from HCPs.
The multiple tasks of daily self-management are challenging
as they are, without the added burden of having to decide
which information is reliable. Taking time to address the
uncertainties of patients regarding inconsistent information
and diabetes self-management could lead to improved
patient-HCP relationships, good decision-making about dia-
betes self-management, enable patients to develop positive
self-management plans and cope with distress that may be
a consequent of lifetime DSM. The use of patient decision
aids (PtDAs) could also be considered given that they have
been demonstrated to improve knowledge transfer in patients
with T2D with more active involvement in their clinical care
through participation in decision-making [37].

As the trend of diabetes management increasingly veers
towards multidisciplinary and multicomponent care, it is
more important to have a well-integrated system where
members of the team communicate and provide synchronous
information to patients [38]. This study also highlighted the
need for HCPs to clearly define their role in the clinical care
of people with diabetes so patients have a point of reference
for clarification. In addition, culturally congruent community
health care workers who are formally trained and compen-
sated to support community health education, is an impor-
tant strategy to increase engagement and health literacy [39].

With the explosion of web-based information that is easily
accessible to patients, overlooking the internet as a source of
information for patients is a missed opportunity. It is impor-
tant that HCPs take on the role of directing patients when
searching for information in cyberspace and teaching them
how to evaluate the trustworthiness and quality of informa-
tion. Offering virtual consultation chatrooms in between
face-to-face consultations, where people can be provided
with information or immediate feedback about their self-
management dilemmas could be a good way of demonstrat-
ing patient support, thus, encouraging and upholding self-
management behaviours. This will reinforce the recommen-
dations of the 2017 National Standards for Diabetes Self-
Management Education and Support with the benefit of pro-
viding patients with a feedback loop for ongoing management
support [40].

While this study captured many of the issues faced by
patients with T2D in acquiring information about their dis-
ease and management, participants were from a particular
cohort who were already accessing the diabetes services
and attending the diabetes clinics. The experiences of partic-
ipants in this study may not reflect the experiences of those
who fail to attend or do not access the diabetes services at
all. Further, whilst variation in duration of diabetes was evi-
dent in this sample, only one participant had an HbAlc
reflecting good control of diabetes hence, the experiences of
these participants may not reflect those of people with good
glycaemic control. In addition, because of the high socioeco-
nomic and cultural diversity of the populations in South Wes-
tern Sydney, our sample population may not be

representative of population groups that are more homoge-
nous. Future research is needed to increase understanding
about the experiences of barriers to self-management in a
broader patient population.

5. Conclusion

While patients with T2D need to be responsible for self-
management, persistent failure to equip them with the nec-
essary information, support and positive reinforcements for
self-management continues to be a barrier. There is an urgent
need to provide consistent and relevant information that
patients understand, pitched and contextualized to meet
the needs of these patients but at the same time bolster their
self-confidence to manage their condition. In this context,
HCPs have an expanded role in diabetes self-management,
including directing patients to reliable sources of web-based
information.

Authors’ contribution

DM, YS, BE, CA and DY contributed to the conceptualisation,
design and planning of the study. DM, DY and CA contacted
potential participants, set the appointments and conducted
the interviews. DM, VK and RW independently analysed the
data, which were reviewed and verified by CA, DY, BE and
YS. All authors participated in the team discussions to consol-
idate the analysis until consensus was reached. All authors
contributed to writing drafts of the manuscript. YS and BE
made critical revisions to the paper. All authors contributed
to the revisions of the manuscript. Finally, all authors read
and approved the final manuscript.

Acknowledgement

The authors wish to thank all patients attending the outpa-
tient diabetes clinics who participated in this research and
Ms. Jenny McClure for assistance with data collection. This
project received funding support from the NSW Health Nurs-
ing and Midwifery Office, Nursing and Midwifery Strategy
Reserve Initiatives.

Declaration of Competing Interest

The authors declare no competing or conflict of interest.

Funding

Funding was obtained from the NSW Government, Nursing
and Midwifery Strategy Reserve Initiatives 2015 / 2016.

Ethics approval

This research was performed in accordance with the Declara-
tion of Helsinki. Ethics approval was obtained from South
Western Sydney Local Health District (SWSLHD) Human
Research Ethics Committee (HREC/14/Lpool/133). Participants
signed a consent form before the interview and agreed for the
interview to be audio-recorded.



DIABETES RESEARCH AND CLINICAL PRACTICE I56 (2019) 107830 9

Consent to publish

Participants signed a consent form agreeing to the publication
of the results of the study provided that they are not identified
in any publication.

Availability of data and materials

Data in the form of verbatim quotes from participants are
contained within the manuscript. Full interview transcripts
generated in this study are not publicly available to maintain
the privacy of participants, but are accessible from the corre-
sponding author on reasonable request.

Appendix A. Supplementary material

Supplementary data to this article can be found online at
https://doi.org/10.1016/j.diabres.2019.107830.

REFERENCES

[1] Shaw ], Tanamas S. Diabetes: the silent pandemic and its
impact on Australia. Melbourne: Baker IDI Heart and Diabetes
Institute; 2012.

[2] International Diabetes Federation. IDF Diabetes Atlas. 7th ed.,
2015.

[3] Powers MA, Bardsley ], Cypress M, Duker P, Funnell MM,
Fischl AH, et al. Diabetes self-management education and
support in type 2 diabetes: A joint position statement of the
American Diabetes Association, the American Association of
Diabetes Educators, and the Academy of Nutrition and
Dietetics. Diabetes Educator 2015;41:417-30.

[4] Krichbaum K, Aarestad V, Buethe M. Exploring the
connection between self-efficacy and effective diabetes self-
management. The Diabetes Educator 2003;29:653-62.

[5] Carolan M, Holman J, Ferrari M. Experiences of diabetes self-
management: a focus group study among Australians with
type 2 diabetes. J Clin Nurs 2015;24:1011-23.

[6] Sohal T, Sohal P, King-Shier KM, Khan NA. Barriers and
facilitators for type-2 diabetes management in South Asians:
a systematic review. PLoS ONE 2015;10 e0136202.

[7] Vermeire E, Hearnshaw H, Van Royen P, Denekens J. Patient
adherence to treatment: three decades of research. A
comprehensive review. J Clin Pharm Ther 2001;26:331-42.

[8] Holmstrom IM, Rosenqvist U. Misunderstandings about
illness and treatment among patients with type 2 diabetes. ]
Adv Nurs 2005;49:146-54.

[9] Matthews SM, Peden AR, Rowles GD. Patient-provider
communication: understanding diabetes management
among adult females. Patient Educ Couns 2009;76:31-7.

[10] Longo DR, Schubert SL, Wright BA, LeMaster ], Williams CD,
Clore JN. Health information seeking, receipt, and use in
diabetes self-management. Ann Family Med 2010;8:334—40.

[11] Maneze D, Dennis S, Chen H-Y, Taggart J, Vagholkar S, Bunker
J, et al. Multidisciplinary care: experience of patients with
complex needs. Austral J Prim Health 2014;20:20-6.

[12] Carpenter DM, DeVellis RF, Fisher EB, DeVellis BM, Hogan SL,
Jordan JM. The effect of conflicting medication information
and physician support on medication adherence for
chronically ill patients. Patient Educ Couns 2010;81:169-76.

[13] Hameen-Anttila K, Nordeng H, Kokki E, Jyrkka J, Lupattelli A,
Vainio K, et al. Multiple information sources and

consequences of conflicting information about medicine use
during pregnancy: a multinational Internet-based survey. J
Med Internet Res 2014;16.

[14] Simmons V. Exploring inconsistent breastfeeding advice: 2.
Brit ] Midwifery 2002.

[15] Oftedal B, Karlsen B, Bru E. Perceived support from
healthcare practitioners among adults with type 2 diabetes. ]
Adv Nurs 2010;66:1500-9.

[16] van der Heide I, Uiters E, Rademakers J, Struijs JN, Schuit AJ,
Baan CA. Associations among health literacy, diabetes
knowledge, and self-management behavior in adults with
diabetes: results of a dutch cross-sectional study. ] Health
Commun 2014;19:115-31.

[17] White RO, Chakkalakal R], Presley CA, Bian A, Schildcrout JS,
Wallston KA, et al. Perceptions of provider communication
among vulnerable patients with diabetes: influences of
medical mistrust and health literacy. ] Health Commun
2016;21:127-34.

[18] Maneze D, Everett B, Astorga C, Yogendran D, Salamonson Y.
The influence of health literacy and depression on biabetes
self-management: a cross-sectional study. ] Diabetes Res
2016;2016:8.

[19] Australian Bureau of Statistics. Socio-Economic Indexes for
Areas (SEIFA). Canberra, Australia: Australian Bureau of
Statistics; 2016.

[20] South Western Sydney Local Health District. South Western
Sydney Local Health District: Health profile of local
communities. NSW, Australia; 2014. p. 1-11.

[21] Maneze D, Everett B, Kirby S, DiGiacomo M, Davidson PM,
Salamonson Y. ‘I have only little English’: Language anxiety
of Filipino migrants with chronic disease. Ethnicity & Health.
2016; Ahead of print:1-13.

[22] South Western Sydney Local Health District: Health profile of
local communities. NSW, Australia; 2014. p. 1-11.

[23] Corbin ], Strauss A. Basics of qualitative research:
Techniques and procedures for developing grounded
theory. 4th ed. Thousand Oaks, USA: SAGE Publications;
2015.

[24] Burgers JS, Bailey JV, Klazinga NS, Van der Bij AK, Grol R,
Feder G. Inside guidelines: comparative analysis of
recommendations and evidence in diabetes guidelines from
13 countries. Diabetes Care 2002;25:1933-9.

[25] Nagelkerk J, Reick K, Meengs L. Perceived barriers and
effective strategies to diabetes self-management. ] Adv Nurs
2006;54:151-8.

[26] Kienhues D, Stadtler M, Bromme R. Dealing with conflicting
or consistent medical information on the web: When expert
information breeds laypersons’ doubts about experts. Learn
Instruct 2011;21:193-204.

[27] Bedell SE, Agrawal A, Petersen LE. A systematic critique of
diabetes on the world wide web for patients and their
physicians. Int ] Med Inf 2004;73:687-94.

[28] Thakurdesai PA, Kole PL, Pareek R. Evaluation of
the quality and contents of diabetes mellitus patient
education on internet. Patient Educ Couns 2004;53:

309-13.

[29] Walsh TM, Volsko TA. Readability assessment of internet-
based consumer health information. Respiratory Care
2008;53:1310-5.

[30] Diviani N, Putte B, Giani S, Weert J. Low health literacy and
evaluation of online health information: a systematic review
of the literature. ] Med Internet Res 2015;17 e112.

[31] Birru MS, Monaco VM, Charles L, Drew H, Njie V, Bierria T,
et al. Internet usage by low-literacy adults seeking health
information: an observational analysis. ] Med Internet Res
2004;6 e25.

[32] Wagner EH, Austin BT, Von Korff M. Organizing care for
patients with chronic illness. Milbank Q 1996:511-44.


https://doi.org/10.1016/j.diabres.2019.107830
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0005
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0005
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0005
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0015
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0015
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0015
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0015
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0015
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0015
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0020
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0020
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0020
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0025
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0025
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0025
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0030
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0030
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0030
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0035
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0035
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0035
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0040
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0040
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0040
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0045
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0045
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0045
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0050
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0050
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0050
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0055
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0055
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0055
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0060
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0060
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0060
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0060
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0065
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0065
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0065
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0065
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0065
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0070
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0070
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0075
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0075
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0075
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0080
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0080
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0080
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0080
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0080
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0085
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0085
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0085
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0085
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0085
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0090
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0090
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0090
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0090
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0095
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0095
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0095
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0115
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0115
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0115
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0115
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0120
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0120
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0120
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0120
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0125
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0125
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0125
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0130
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0130
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0130
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0130
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0135
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0135
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0135
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0140
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0140
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0140
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0140
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0145
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0145
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0145
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0150
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0150
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0150
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0155
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0155
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0155
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0155
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0160
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0160

10 DIABETES RESEARCH AND CLINICAL PRACTICE I56 (2019) 107830

[33] Coleman K, Austin BT, Brach C, Wagner EH. Evidence on the
chronic care model in the new millennium. Health Aff
2009;28:75-85.

[34] American Diabetes Association. Standards of medical care in
diabetes — 2017. Diabetes Care 2017;40(Suppl. 1):S1-S135.

[35] Paasche-Orlow MK, Parker RM, Gazmararian JA, Nielsen-
Bohlman LT, Rudd RR. The prevalence of limited health
literacy. ] Gen Intern Med 2005;20:175-84.

[36] Jordan JE, Buchbinder R, Briggs AM, Elsworth GR, Busija L,
Batterham R, et al. The Health Literacy Management Scale
(HeLMS): a measure of an individual’s capacity to seek,
understand and use health information within the
healthcare setting. Patient Educ Couns 2013;91:228-35.

[37] Karagiannis T, Andreadis P, Manolopoulos A, Malandris K,
Avgerinos I, Karagianni A, et al. Decision aids for people with
type 2 diabetes mellitus: an effectiveness rapid review and
meta-analysis. Diabet Med 2019.

[38] Lim LL, Lau ES, Kong AP, Davies MJ, Levitt NS, Eliasson B, et al.
Aspects of multicomponent integrated care promote
sustained improvement in surrogate clinical outcomes: a
systematic review and meta-analysis. Diabetes Care
2018;41:1312-20.

[39] The Lancet Global Health. Community health workers:
emerging from the shadows?. The Lancet Global Health
2017;5:e467.

[40] Beck J, Greenwood DA, Blanton L, Bollinger ST, Butcher MK,
Condon JE, et al. 2017 National standards for diabetes self-
management education and support. The Diabetes Educator
2018;44:35-50.

[41] Dickinson J, Guzman S, Maryniuk M, O’Brian C, Kadohiro J,
Jackson R, et al. The use of language in diabetes care and
education. The Diabetes Educator 2017;43(6):551-64. https://
doi.org/10.1177/0145721717735535.



http://refhub.elsevier.com/S0168-8227(19)30167-6/h0165
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0165
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0165
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0170
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0170
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0175
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0175
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0175
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0180
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0180
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0180
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0180
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0180
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0185
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0185
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0185
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0185
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0200
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0200
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0200
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0200
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0200
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0205
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0205
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0205
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0220
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0220
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0220
http://refhub.elsevier.com/S0168-8227(19)30167-6/h0220
https://doi.org/10.1177/0145721717735535
https://doi.org/10.1177/0145721717735535

	“Some say no, some say yes”: Receiving inconsistent or insufficient information from healthcare professionals and consequences for diabetes self-management: A qualitative study in patients with Type 2 Diabetes
	1 Background
	2 Methods
	2.1 Study design
	2.2 Setting and participants
	2.3 Data collection
	2.4 Data analysis

	3 Results
	3.1 Theme 1: “Some say no, some say yes”: Mixed messages, inconsistent information
	3.2 Theme 2: “I don’t understand, it’s very confusing”: Understanding information from HCPs
	3.3 Theme 3: “You don’t know what to ask”: Finding information about managing diabetes

	4 Discussion
	5 Conclusion
	Authors’ contribution
	ack15
	Acknowledgement
	Declaration of Competing Interest
	Funding
	Ethics approval
	Consent to publish
	Availability of data and materials
	Appendix A Supplementary material
	References


