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EXECUTIVE SUMMARY

Executive Summary

This report details the qualitative and quantitative results of an investigation into the
diabetes-related education and information issues among people with diabetes in the
north west region of Adelaide. The 133 participants for the purposes of this study, of
whom focus group participants (n=29) were a sub-set, comprised an almost equal
number of men and women, with just over half aged between 50 and 69 years, and
another third aged 70 years and over.

Source and amount of diabetes-related information received
!

Three-quarters of participants reported speaking to a general practitioner about
their diabetes in the last twelve months, and approximately 20% reported speaking
to a nurse educator in a hospital-based diabetes centre or a specialist.

!

Only 10% of people with diabetes had spoken with an optometrist or
ophthalmologist in the past year, 9% with a dietitian, and 8% with a podiatrist.
Another 10% had not spoken to any health professional about their diabetes in this
time.

!

Almost one-quarter of participants identified Diabetes Australia (24%) or its
newsletter “Conquest” (24%) as a source of diabetes-related information, followed
by the use of pamphlets, brochures and booklets, the Internet, and other people
with diabetes.

!

Focus group participants reported a high degree of satisfaction with diabetes
classes held by general practitioners and with information obtained from diabetes
associations and centres. Some participants expressed a need for more individual
sessions with diabetes educators.

!

Most study participants (75%) reported receiving a sufficient amount of diabetesrelated information. However, approximately 1 in 5 study participants reported
that they were not getting enough information about diabetes.

Satisfaction with type of information about diabetes
!

Most participants reported being satisfied or very satisfied with the information
and education they currently received.

!

Some focus group participants reported dissatisfaction with the amount of
attention that general practitioners are giving to their diabetes, with doctors
sometimes being perceived as poor at monitoring blood glucose levels.

!

The dissatisfaction expressed by some focus group participants did not relate to
the quality of the information received, but with knowing where to get information
and what to ask for.
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Perceived gaps
!

Focus group participants highlighted the need for people with diabetes to be
reminded about ongoing consultation, and for this to be seen as an opportunity for
them to be asked about their information needs.

!

Participants reported a need for more information on diet and the long-term effects
of diabetes on eyes, kidneys, feet and the cardiovascular system.

In an ideal world
!

Focus group participants expressed an interest in speaking to educators and other
people who have diabetes.

!

Participants reported requiring more information about food preparation, food
choices when shopping and dining out, and where to buy suitable foods,
suggesting a labelling system to make shopping easier.

!

Some focus group participants identified the need for more information to be
made available in doctors’ rooms and chemists, such as posters that outline
symptoms of diabetes.

!

They also requested information regarding the possible effects of other
medications and conditions on their diabetes, and an interest in gaining a greater
understanding of diabetes, why it occurs and the meaning of blood glucose levels.

!

Focus group participants also suggested that general practitioners be more
proactive about screening high-risk groups for undiagnosed diabetes, and that
screening tests be more readily available in public areas, such as shopping centre
malls, chemist shops, etc.

!

Some focus group participants expressed an interest in a 24-hour telephone
information service. However, only 42% of study participants considered that it
would be somewhat or very useful.

Accessing information resources
!

Some focus group participants reiterated initial difficulties with knowing which
questions to ask to find the relevant information.

!

The majority of study participants (94%) reported knowing where to go or who to
ask to find out diabetes-related information.

!

Only 14% of study participants reported ever using the Internet to access diabetesrelated information.
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Information and education beyond the initial diagnosis
!

Many focus group participants felt that beyond the initial diagnosis of diabetes,
information and education was more limited and ad hoc. This was supported by
the results of the questionnaire, which found that 52% of people with diabetes who
had been diagnosed for over twelve months felt that their information needs had
changed since first diagnosis.

Variability among General Practitioners
!

Diabetes clinics and classes run by general practitioners were generally considered
an excellent source of information among focus group participants. Some focus
group participants, however, expressed dissatisfaction with the provision of
education and information from their general practitioners, yet were reluctant to
change practitioners.

!

This suggests a need for people with diabetes to be educated on how to
communicate with their general practitioner about their education and information
requirements.

Opportunistic networks
!

Almost half (46%) of participants had attended a diabetes support group or session
since being diagnosed with diabetes and, of these, 67% reported finding them very
helpful. These opinions corresponded with comments made by focus group
participants (some of whom were unaware that these type of groups existed), who
felt that education and information from other people with diabetes was beneficial.

Diabetes is something that everyone needs to think about
!

Overall, 47% of participants considered that people in the general community
were not aware of things that could increase their chance of getting diabetes.
There was general support for a community awareness campaign, particularly
aimed at young people, to inform about issues such as high risk groups, symptoms
of diabetes, preventive measures, where to get tested for diabetes and long term
effects of the condition.

!
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It was also considered by some focus group participants that families and carers of
people with diabetes also required more diabetes-related information.

CHAPTER 1:
INTRODUCTION
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Introduction

1.1 BACKGROUND
This study explored the issues about the diabetes-related education and information
needs of people with diabetes who participated in the North West Adelaide Health
Study. The North West Adelaide Health Study is an established biomedical cohort
study of chronic conditions including diabetes, asthma, and chronic obstructive
pulmonary disease among a representative population aged 18 years and over in the
north west region of Adelaide. The north west region has a greater than average
health burden and this, combined with a lower than average socioeconomic status,
makes it a target for strategies to improve population health.
Diabetes is recognised as a health priority area at both a National and State level, due
to its high overall burden of disease in terms of morbidity, disability and mortality, the
potential for health gain through prevention and lessening of the impact of the disease,
the existence of cost-effective interventions, and the disproportionate impact on
certain sub-groups in the population1,2. Data from more than ten years of population
studies in South Australia has shown diabetes to be a disease that affects more than
4% of the adult population, and one which has a substantial impact on the physical
and mental functioning, premature mortality and health service use3. Australia-wide,
it is estimated that there are over 900,000 people with diabetes, many of whom do not
know they have it4. A South Australian study has also identified a substantial underdiagnosed population; that is, people who have been told they have something other
than diabetes, such as high blood sugar5.
In 1999, the National Diabetes Strategy 2000-2004 was released, with the aim of
energising the National Diabetes Health Priority Area6. The National Diabetes
Strategy stated that diabetes prevention and care should address the needs of
individual consumers and communities and encourage their participation in decision
making about the nature of the health services they require6. This is consistent with
the increasing recognition of the importance of exploring the perspectives and views
of consumers in order to better inform strategies for dealing with diabetes.
Studies such as the UK Prospective Diabetes Study have shown, through its advanced
knowledge about the treatment and management of diabetes and related
complications, that the management of risk factors is worthwhile7. The South
Australian Diabetes Study identified, however, that risk factors for complications,
particularly behavioural and self-care factors, are not yet well managed in people with
diabetes8.
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Hepworth and Mensforth9 qualitatively explored how people with diabetes managed
their condition and identified that many gaps existed in the understanding of diabetes
among people with the condition. In the case of diabetes complications, for example,
few people were aware that cardiovascular disease was associated with diabetes, or
that diabetes could cause problems with the renal system. Many were also unaware of
the distinction between normal, everyday activities and the aerobic exercise required
to lower insulin resistance and improve blood glucose levels. Most people in this
study were members of Diabetes Australia, and were also appreciative of the role
played by diabetes nurse educators. Information was obtained about the types of
education that people with diabetes had received, such as literature or management
courses, but satisfaction with this education and recommendations for changes were
not explored.
Provision of education and information forms a major part of chronic disease
management strategies. People with chronic disease who receive education are
presumed to be in a better position to take responsibility for their own health,
participate in their own health care and management, and thus maximize their health
outcomes10. Knowledge and information, however, is not necessarily translated into
action or better health behaviours11,12,13. For example, adherence with health
schedules in particular is determined in part by the person’s individual perception of
the disease and its management14,15. Traditional compliance approaches have
concentrated on the relationship between physician and patient, provision of
information and improving knowledge10,16,17. This disease- or doctor-centred
approach, however, is limited in that it fails to address the wider context in which
adherence is determined. An understanding is required of the individual’s perspective
of their disease, how they manage it, and how they think management, including
education and provision of information, could be improved.
In line with the National Diabetes Strategy, for people with diabetes to effectively
manage their diabetes and prevent diabetes-related complications, they need to
understand the condition, its effect on health, and the practicalities of management18.
For this to occur, we need to know about the educational resource requirements of
people with diabetes, and in what form they would prefer these resources.
The use of both qualitative and quantitative methods in this study enabled
comprehensive exploration of the views of people with diabetes about diabetes-related
information and education. The study used focus groups, consisting of a sample of
people with diabetes from the North West Adelaide Health Study, to explore the
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views and perceptions about the content, usefulness, and access to current diabetesrelated information and education among people with diabetes, as well as their
perceived barriers to effective use of this information. Some issues arising from the
qualitative investigation were also quantified through a survey of all North West
Adelaide Health Study participants who had been told by a doctor that they had
diabetes.

1.2 AIMS
The aims of this study were:
!

To qualitatively determine the diabetes-related education and information needs
and issues among people with diabetes;

!

To quantify these needs and issues using a population questionnaire developed
from the qualitative component of the study;

!

To thereby identify the education and information needs of people with diabetes.

1.3 ETHICS
All necessary ethics approvals were obtained both from the University of South
Australia and the North Western Adelaide Health Service Ethics Committees.
Particular consideration was given to the principles of informed consent, selfdetermination including the ability to withdraw from the study at any time without
prejudice, confidentiality of information and anonymity, protection from harm and
secure storage of data. All focus group participants provided written consent.
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2.1 NORTH WEST ADELAIDE HEALTH STUDY
2.1.1 Sample selection
Participants in the focus groups were recruited from the North West Adelaide Health
Study. All households in the north western area of Adelaide with a telephone connected
and the telephone number listed in the Electronic White Pages (EWP) were eligible for
selection in the North West Adelaide Health Study. Participants in the North West
Adelaide Health Study understood the longitudinal nature of the study and were aware
that they may be contacted in the future for further interviews or biomedical
assessments.
Of the 2510 participants in the North West Adelaide Health Study who attended their
clinic appointment as part of that study, 5.5% (n=137) reported that they had been told
by a doctor that they had diabetes (diagnosed diabetes). An additional 1.3% (n=31) had
not been told by a doctor that they had diabetes, but had a fasting plasma glucose level
greater than or equal to 7.0mmol/L (previously undiagnosed diabetes). All participants
who attended the clinic were sent a letter of their biomedical results. Participants with a
fasting plasma glucose level greater than or equal to 7.0mmol/L had this highlighted on
their results letter and were recommended to attend their doctor to have their diabetes
status checked.
The original study design included a proposal to qualitatively explore the education and
information issues of both people with diagnosed and previously undiagnosed diabetes
(from the North West Adelaide Health Study clinic) in four focus groups: two groups
with diagnosed diabetes, and two groups with previously undiagnosed diabetes. An
unanticipated problem arose, however, during recruitment for the focus groups. It was
assumed that all participants with elevated blood glucose at their clinic appointment
would subsequently be diagnosed with diabetes by their doctor. It was found, however,
that participants classified as having newly diagnosed diabetes in the clinic were not, in
fact, all diagnosed by their doctor as having diabetes at the time recruitment for the
focus groups took place. This was either because they had not attended their doctor for
follow-up of their clinic results or, if they had been to their doctor, a diagnosis of
diabetes was not confirmed. Under the ethical obligations of the study, the study team
was careful to ensure that diagnosis remained the responsibility of participants’ general
practitioners. In addition, since the aims of the study were to determine the education
and information issues related to diabetes, it was not appropriate to include those people
who had elevated blood glucose at their clinic appointment but who did not have a
diagnosis of diabetes confirmed by a doctor.
16
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In light of this, the study design was modified to conduct four focus groups of people
who reported being told by a doctor that they had diabetes, that is, people with
diagnosed diabetes. Participants classified as having previously undiagnosed diabetes
from the clinic were therefore excluded from the study. Thus an important, albeit
unintended, finding from the present study is the need for an improved mechanism in
the North West Adelaide Health Study to determine whether the doctor has diagnosed
diabetes following biomedical assessment. It also highlights the importance of
researcher sensitivity when dealing with any group of participants, but particularly those
whom may be confronted with the notification that they may have a chronic condition.

2.2 QUALITATIVE METHODOLOGY
2.2.1 Focus group recruitment
A random sample of participants in the North West Adelaide Health Study who reported
being told by a doctor that they had diabetes were followed up with a telephone
interview (Appendix A). The purpose of this interview was to invite them to take part
in a focus group to explore the issues surrounding their diabetes-related information and
education requirements. An appointment was made for individuals who expressed
interest in participating in the study to attend a focus group. These respondents were
sent a letter (Appendix B) confirming their focus group appointment time and location,
and an information sheet about the study (Appendix C).

2.2.2 Focus group participants
The four focus groups were held at the two major hospitals that comprise the North
Western Adelaide Health Service – The Queen Elizabeth Hospital (n=3) and The Lyell
McEwin Health Service (n=1).
Focus group participants were required to:
!

have a known diagnosis of diabetes;

!

have previously participated in the North West Adelaide Health Study;

!

be 18 years of age or over; and

!

be able to speak and read English.
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A total of 29 participants attended the focus groups. The four groups numbered 8, 7, 9
and 5 participants respectively. Demographic information about the participants is
listed in Table 2.1. The mean age of participants was 67.5 years (SD 9.85 years, range
52 to 83 years).

Table 2.1: Focus group participants, by demographic variables
n

%

20

69.0

9

31.0

Western Adelaide

24

82.8

Northern Adelaide

5

17.2

29

100.0

Sex
Male
Female
Area of residence

Total

2.2.3 Focus group methodology
A focus group “typically consists of six to twelve individuals who are asked to discuss
topics suggested by a facilitator”19. Focus groups use a structured interview and group
process to determine feelings and/or opinions of small groups of participants about an
identified area or topic of interest. It is this collective activity on an area of focus that
gives focus groups their name. The potential of focus groups to “obtain the views of
clients, care-givers and service providers about health and health care”20, has been
gaining momentum in contemporary health research.
Focus groups are more than group interviews. The group interaction is instrumental in
producing the data20,21,22,23. As Gillis and Jackson point out, “some issues that would be
raised in individual interviews may never be expressed in a group setting; on the other
hand, as group members talk about issues, they may come up with suggestions and
solutions that may not emerge from separate interviews” 19.
Advantages of focus groups as a qualitative data collection technique include the
relative ease of undertaking them (assuming an experienced and skillful facilitator),
efficiency in terms of costs, the relatively rapid ability to obtain results and the fact that
people tend to express views that they may not in other settings. The structure of a
focus group enables the facilitator to clarify issues as they arise and explore any
unanticipated but potentially fruitful discussions. Responses from focus groups have
high face validity due to the clarity of the context and detail of the discussion. In this
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study the investigator who facilitated the focus groups had extensive experience in the
successful use of qualitative methods and facilitation of focus groups.
One disadvantage of focus groups, common to all qualitative research approaches, is the
limited extent to which it is possible to generalize findings. In this study, however,
triangulation24 was used through the development of a questionnaire based on the
findings of the focus groups, which enabled generalisability of results. A second
disadvantage is that there is potential for more articulate or strong willed individuals to
dominate group discussions: however the use of an experienced facilitator in our study
addressed this issue. There was a strong emphasis on involving all participants by
establishing clear understandings in the group about the topics for discussion and the
need for all members to be able to contribute to the discussion.

2.2.3.1 Initial probes for focus groups

The initial probes forming the questioning route for the focus groups were determined
by the focus of the study; namely satisfaction with current diabetes-related educational
resources and their mode of delivery, ways in which they could be improved, and
identification of where the gaps are in terms of these educational resources.
The probes were developed around three areas: the type of and level of satisfaction
with educational resources, the methods used to access these resources, and ways in
which these would apply “in the ideal world”. It must be emphasized that the probes
were used as starting points with the focus group being conducted in an open-ended
manner where participants were free to discuss any issues that were pertinent to them.
The probes used are listed in Table 2.2.
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Table 2.2: Initial probes for focus groups
Probes
Area One:
Educational
Resources

Area Two:
Accessing the
Resources

Area Three: In
The Ideal World

Other issues

1.

What are the educational resources about diabetes that you currently
receive/utilize?

2.

Where did you obtain information about the educational resources available?

3.

How satisfied are you with these educational resources about diabetes?

4.

What do you perceive are the gaps in educational resources about diabetes?

5.

How do you think educational resources about diabetes could be improved?

1.

How do you gain access to the educational resources about diabetes?

2.

How satisfied are you with your current access to educational resources
about diabetes?

3.

What do you perceive are the gaps in access to educational resources about
diabetes?

4.

How do you think access to educational resources about diabetes could be
improved?

1.

If you had to identify three major pieces of information you want about
diabetes what would they be? Why?

2.

When would you seek this information and how would you use it?

3.

How, in an ideal world would you want to obtain this information?
Where? What format? (E.g. pictures; text; length; size; detail)
Participants were also asked if there were any other issues they would like to
raise in relation to their diabetes educational needs.

2.2.3.2 Conduct of the focus groups

At each focus group the facilitator was assisted by two observers/recorders. In some
groups, a few participants were accompanied by their partners who “sat in” on the focus
group. During the introduction to the session, the aims and focus of the focus group
were re-iterated, the way the focus group would be conducted was outlined, and all
ethical issues regarding consent and participation were reinforced, including the fact
that the session was being tape-recorded. Each participant read and signed the study
consent form (Appendix D) before the commencement of the focus group. Each
participant was given a $20 honorarium to cover out of pocket expenses such as travel
and car parking.
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2.2.4 Qualitative data analysis
All focus groups were audio-taped and the tapes were then transcribed for analysis. The
analysis involved four major stages25,26,27:
!

the entire tape was studied to give a sense of the whole;

!

themes and categories were identified;

!

recurrent patterns were identified;

!

summative themes and research findings were developed.

To assist in ensuring validity, at least two members of the research team independently
reviewed each transcript. Reviews were exchanged, any disagreements or differences
identified were discussed and attempts were made to reach a consensus. Themes and
issues across interviews were then generated and progressively grouped into categories
of similar themes. This is in keeping with Norman et al28 who point out that the
“formulation of categories is done inductively by sorting the incidents into clusters that
seem to group together”. The inductive analysis of the transcripts produced major
categories of themes/issues pertaining to the educational requirements of people with
diabetes.
With respect to operationalising the four stages of analysis outlined, the following
analytic procedure was undertaken. Each focus group transcript was analysed around
the three broad areas that formed the initial framework for the discussion. The results of
this initial analysis for each focus group can be found in Appendix E. At this stage,
content relevant to each probe area was identified and listed, excerpts of data illustrating
points were noted and summative statements were identified. These statements were
made by either the facilitator summarizing the interpretation of the discussions and
clarifying the participants’ interpretation, or by group members encapsulating the thrust
of the discussion up to a certain point.
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2.3 QUANTITATIVE METHODOLOGY
2.3.1 Questions
The questions for this part of the study were based on the issues about diabetes-related
education and information that emerged from the focus groups. The questionnaire was
embedded within other questions as part of the North West Adelaide Health Study and
is presented in Appendix F. This questions that specifically relate to the focus groups
are F17 to F38, F42, and F43.

2.3.2 Data collection
The quantitative component of this study formed part of a follow-up interview of the
North West Adelaide Health Study. In addition to the diabetes-related education and
information issues, this interview investigated issues relating to diabetes complications,
asthma, cardiovascular disease, and demographic and contact detail information for
long-term tracking of participants. The entire questionnaire is listed in Appendix F. All
participants (n=2510) who had previously undertaken the clinical component of the
North West Adelaide Health Study were eligible for inclusion in this follow-up
interview. Participants were sent a letter (Appendix E) informing them about this next
stage of the North West Adelaide Health Study and that they would soon receive a
telephone call.
When initial contact was made with the household, the interviewer initially identified
themselves, the purpose of the survey and who they wished to speak with. Where
required, appointments were made to call back at a more convenient time for the
participant.
A Computer Assisted Telephone Interview (CATI) system was used to conduct the
interviews. CATI provides a way of efficiently and reliably automating survey data by
allowing immediate entry of data from the interviewer’s questionnaire screen to the
computer database. The advantage of this system is that it correctly sequences
questions as specific answers are given. In addition, it enforces a range of checks on
each response with most questions having a set of pre-determined response categories.
CATI allows open-ended responses to be transcribed exactly by the interviewer.
Data collection was undertaken between 9.30am and 8.00pm. Professional interviewers
conducted the telephone interviews and were supervised by study personnel. At least
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six call-backs were made to the telephone number to interview the selected person.
Different times of the day or evening were scheduled for each call-back. If a person
could not be interviewed immediately, they were re-scheduled for interview at a time
suitable to them. Where a refusal was encountered, the participant was not called back
again. Replacement interviews for persons who could not be contacted or interviewed
were not permitted.

2.3.3 Interviews undertaken
The overall sample response rate was 92.5%. From the 2510 participants to be
contacted there was a loss of 157 participants due to non-connected phone lines (74),
non-residential numbers (1), fax/modem connections (13), and incorrect phone numbers
(69), therefore leaving an initial eligible sample of 2353. There was no contact after six
attempts made to 97 participants, 7 refused to participate, and 32 were unavailable to
participate. In addition, respondents were not interviewed because they only spoke a
foreign language (2), were incapacitated (15), or were deceased (23). One interview
was terminated. A total of 2176 interviews were conducted. The response rate was
calculated as shown in Table 2.3. This report concentrates only on the participants who
had been told by a doctor that they had diabetes (n=133).

Table 2.3 Response Rate
n

%

2353

100.0

97

4.1

7

0.3

32

1.4

2

0.1

Incapacitated

15

0.6

Deceased

23

1.0

1

0.0

2176

92.5

Initial eligible sample
Non contact-after 6 attempts
Refusal
Respondent unavailable
Foreign language

Interview terminated
Completed interviews
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2.3.4 Data analysis
Raw data from the CATI system were imported into SPSS for Windows format. Data
were then analysed using SPSS Version 10. Data were weighted to Australian Bureau
of Statistics Census data by age, sex, area of residence and probability of selection in
the household to accurately reflect the North West Adelaide adult population.

2.3.5 Participants
When the data were weighted, the total sample was n=2124. The analysis for this report
was conducted on the 133 participants interviewed (6.2%, 95% CI: 5.3 – 7.4) who had
been told by a doctor that they had diabetes. Table 2.4 shows the age and sex profile of
the participants.

Table 2.4: Age and sex profile of people with diabetes
n

%

Male

69

52.1

Female

63

47.9

18-39

11

8.1

40-49

11

8.3

50-59

30

22.8

60-69

38

28.5

70+

43

32.3

133

100.0

Sex

Age group (years)

Total
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This chapter details the results of the qualitative and quantitative components of the
study. Recurrent and summative themes that emerged from the focus groups (n=29) are
identified. Results of the quantitative measurement of these themes (n=133) are then
outlined.

3.1 RECURRENT THEMES OF FOCUS GROUPS
As noted in Section 2.2.4, refinement of themes and categories resulted in identification
of recurrent patterns. The issues about diabetes-related education and information
requirements identified by each focus group were aggregated and listed below. Several
of the recurrent patterns were also quantitatively measured in the questionnaire, as
detailed in Section 3.3.

3.1.1 Where people with diabetes obtain diabetes-related information
!

General Practitioner (GP) in consultations;

!

Classes held by a GP;

!

Major hospitals (for example Royal Adelaide, The Queen Elizabeth, and Ashford
Hospitals);

!

Booklets and pamphlets from a doctor’s surgery and hospital wards/outpatients;

!

Diabetes associations and centres including:
−

Diabetes Australia, South Australia – located on Sir Donald Bradman Drive,
Hilton, also has a telephone help-line service;

−

‘Conquest’, the Diabetes Australia newsletter;

−

Diabetes Outreach Services and the Diabetes Centre at The Queen Elizabeth
Hospital;

!

Workplace;

!

Opportunistic sources such as relative or friend’s place of employment;

!

Diabetes specialist;

!

From participation in research about diabetes (Ashford Hospital);

!

Media - television, radio, magazines;

!

Books; and

!

Dietician.
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3.1.2 Satisfaction with diabetes-related information obtained
!

Mixed satisfaction with information from GPs, with predominant dissatisfaction
related to the amount of attention GPs give to patients’ diabetes.

!

High satisfaction with diabetes classes held by GPs.

!

High satisfaction with information from Diabetes House (Diabetes Australia – South
Australia) and diabetes associations in various formats including one-on-one verbal
information, classes, monthly publications, and written pamphlets and booklets.

!

Very often dissatisfaction was not with the quality of information received, but
difficulty in accessing information, that is, knowing where to get information and
knowing what to ask for.

3.1.3 Perceived gaps in diabetes-related information and education, and
proposed solutions
!

Lack of follow-up once diagnosed with diabetes. Phone calls or letters are needed
to remind people to attend for follow-up consultations and to explain why this is
important. Follow-up should also include assessment of information needs.

!

GPs perceived as sometimes poor at monitoring patients’ diabetes and remembering
to do regular blood tests.

!

Need more information on the full effects of diabetes, for example its effect on feet
and eyes. There is also a perceived need for follow-up of these conditions in
addition to diabetes, including follow-up information on these conditions.

!

Would like more preventative information on associated conditions (feet, eyes etc)
so that these may be avoided or identified quickly.

!

Feel that there is not enough general awareness of diabetes. Strong consensus on the
need for more widespread awareness campaigns about diabetes. Aspects of such
awareness raising could include:
−

Targeting young people in schools for education;

−

A media campaign to inform the general population if they are at high risk or if
they are experiencing symptoms of diabetes and have not been diagnosed;

−

Education for family members and carers of diabetics;

−

Education on both type 1 and type 2 diabetes;

−

Making GPs more aware about being proactive in testing more people for
diabetes to reduce the number of people with undiagnosed diabetes;

−

Posters in doctors’ surgeries outlining symptoms of diabetes;
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−

Diabetes testing caravans, similar to cholesterol testing;

−

Emphasising the long term, “dramatic” effects of diabetes, such as blindness and
amputation, in an effective media campaign.

!

People with diabetes learn much from other people with diabetes and would like to
attend support groups or have the opportunity to meet and talk.

!

More information should be made available in doctors’ rooms and chemists.

!

More one-on-one information should be available from diabetes educators.

3.1.4 In an ideal world, information that people with diabetes would like to
receive and the format in which they would prefer this information
!

To learn from educators who also have diabetes, and to meet with other people with
the same condition.

!

To know much more about food; not just what to eat but how to prepare food,
making choices when dining out, how to make every day food choices, where to buy
suitable foods, and dietary substitution. A labelling system ‘suitable for diabetics’
was suggested since shopping decisions can be difficult.

!

To access more holistic information on diabetes, for example, about related effects
on eyes, kidneys, and circulation, so that complications may be avoided. There is a
need for more preventative (what to get checked and when) rather than just
treatment information.

!

To learn about the effect of diabetes on other conditions and medications.

!

For their GPs to be more proactive concerning their diabetes, including more
discussion of preventative measures and control.

!

For more people to know about the high-risk groups to decide whether a test for
diabetes would be advisable.

!

To gain a greater understanding of their condition, why diabetes occurs and what
their glucose readings mean so that they are better able to take a proactive role in
their health by deciding when they need to see a doctor.

!

For greater public awareness that begins at an early school age.

!

For a general media campaign for increased diabetes awareness through television,
radio, popular magazines (Woman’s Day etc).

!

For information to be in simple language.

!

(Some) to have access to a telephone information service especially when lack of
physical proximity to services prevents access.
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3.2 SUMMATIVE THEMES OF FOCUS GROUPS
The six summative themes that emerged from the specific, recurrent, content-based
patterns identified in the focus group transcripts are detailed below. In addition,
specific education and information needs articulated across groups have been identified.
Several of the summative themes were also quantitatively measured in the
questionnaire, as detailed in Section 3.3.

3.2.1 Knowing how to access educational resources
A very pervasive theme concerned difficulties with how to get information when it is
required. Once participants had accessed information, they were generally satisfied
with the information they received. There was a high satisfaction with information
from specialized Diabetes Centres and in particular the magazine Conquest, a
publication of ‘Diabetes Australia’. Some participants, however, had not accessed any
information, as they did not know how to go about this. Among those who had
obtained information, many reported initial difficulties finding that information. As one
put it: “You have to be a detective to find some stuff” (1:5:271-272)a. Therefore
participants strongly identified the need for people with diabetes to be provided with the
types of diabetes-related information that was available and from where it could be
obtained: “I think there is plenty of information available for diabetics for those who
know how to get the information” (2:4:231-232) and “there is information about so
long as you ask for it” (2:6:360).

3.2.2 The need for follow-up to ensure optimal information provision for
evolving educational needs
Another clear theme to emerge from the analysis was that although many participants
were given information about diabetes when initially diagnosed, many felt that both the
information provided, and actual access to information, beyond this initial stage was
limited and very ad hoc. They spoke of the need for more ongoing and systematic
provision of information, and a process to be put in place for follow-up of people with
diabetes to ensure that their educational and information needs were being met.
As one participant talking about information and education provision put it:
a

(1:5:271-272) The numbers in brackets are reference numbers for the transcripts of the tape recorded
focus groups. The first number (1:5:271-272) refers to the transcript number, the second (1:5:271-272) to
the page number, and the last (1:5:271-271) refers to the line numbers at which the quoted text appears
in the transcript.
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“It can be overwhelming at first and you go home and think ‘I can’t cope’
especially if you don’t have a support system to help you. So if you did have the
follow-up I think that would be very helpful for most people.” (4:4:215-217)
In addition, participants identified that they needed some initial knowledge or
experience in order to know what other information they needed. They agreed with the
summary statement “You have to know enough to know what to ask for” (2:6:362).
This is suggestive of a need for an incremental level of information provision - the exact
nature of which will be determined by the individual concerned: “a really important
thing about the information is being available when you need it” (4:8:429-430). This
highlights the continuing individual nature of information needs.
Further, often as participant’s health status changed, so did their information needs:
“So as you get sick with other things because of your condition you need to find
out a little bit more” (2:4:182-183).

3.2.3 Variability of information provision between general practitioners
Participants had all obtained information and/or education about their diabetes from
their GPs. This is not surprising given the centrality of the GP role in the ongoing
management and monitoring of chronic conditions such as diabetes. A very apparent
theme emerging, however, was the great variability in both the amount and quality of
educational material that was provided by GPs. Responses covered the whole spectrum
from;
“I am not satisfied with my GP. I don’t have a very high opinion of him”
(2:3:164);
and
“My sister was told [by GP] she had diabetes and was told to change her diet
nothing else, so she went to the shop and got ham and white bread, now how is
that going to help?” (1:2:96-97);
to
“He [the GP] runs a diabetic clinic every three months with a nurse coming and
he doesn’t expect me to go every time but I have gone a couple of times”
(4:2:73-74);
and
“I get mine [information] from the GP. A class comes fortnightly and it has
information for me” (2:1:38-39).
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The GPs who ran classes or clinics for people with diabetes were thought of as an
excellent source of information, and the classes were well received as a whole across all
groups. There was some suggestion that younger, as opposed to older, doctors are more
aware of the need to provide education and information about diabetes.
Of interest was the number of participants who expressed dissatisfaction about
education provision from their GP about their diabetes, but who were unwilling or
seemingly not desirous of changing GPs. Only one participant in all of the groups
recommended changing GPs if information was not being provided and even this had a
proviso – “if he doesn’t you should change your doctor, but then you need to make sure
he has your medical records” (1:1:35-36).

3.2.4 “Diabetes is something you don’t always think about” (4:5:256) but
everyone needs to!
A strong theme, with several inflections, was that the whole community needs
information about diabetes – not just those who already have it. There was a very
apparent emphasis among the groups on the need for education about the prevention of
diabetes and not just the treatment and management of it, which appeared to participants
to be the emphasis at present in most educational materials. Participants were adamant
that everyone needs to know about diabetes – what it is, what it does to you, how it
should be monitored and why, and what to do to minimize the chance of getting it:
“They should put pamphlets in every letterbox, warn people that way”
(1:3:135).
Also:
“The most important thing is to get people to have a test for diabetes because
there are lots walking around who don’t know they have it and sometimes they
are in a very serious condition when they find out” (4:6:335-335).
Participants advocated a wide education campaign designed to raise general awareness
of the condition both in terms of recognizing possible symptoms and what the condition
can lead to. One group suggested this could be similar to the recent “Could it be
asthma?” campaign. One participant captured the flavour of the discussion well when
they stated:
“Like with cigarette packets saying what cigarettes do to you, use TV to make
people more aware. Everybody watches TV; diabetes is just like smoking with
its problems. Diabetes is probably far worse but there is more education of
what smoking does to you than diabetes” (4:7:343-346).
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In addition, participants felt awareness raising and education in the wider community
context also needed to focus on understanding the needs of people with diabetes, such
as in restaurants and at social events. As one person put it:
“It is hard when you go somewhere and everyone is sitting there with a beer or
wine and you ask for a glass of water” (4:6:285-286).
Focus group participants also highlighted the need to educate the wider community
about diabetic emergencies including medic alert bracelets. One participant noted:
“I have been kicked out of hotels because the bouncers thought I was drunk.
There should be an educator to go around to all government departments and
all hotels because how do you know that someone walking down the street isn’t
a diabetic?” (4:4:223-225).
All four groups suggested that education about diabetes needed to start at an early age
and recommended school curricula formally incorporate education about diabetes. This
was both to encourage children to take long-term preventative measures such as
watching what they eat, through to being aware of what to do if someone at school with
juvenile diabetes collapses. The Internet was suggested as a strategic way in which
younger people might be likely to access such educational resources.
Paralleling such calls for education in schools were suggestions that educational
materials need to specifically target family members or significant others of people
diagnosed with diabetes. Again the reasons were two-fold, firstly to recognize the need
to be aware of what diabetes is and to be tested for it themselves:
“to make sure your children know about diabetes and work on the next
generation, that they are aware of it and are aware they should be tested”
(1:9:460-461);

and secondly, to know how to handle diabetes or diabetic emergencies:
“I think too as much as you need the education I think [it’s important] your
partner gets it too. My wife was mortified to start with but once educated
started to come around and after the first session she felt better” (4:5:273-275).
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3.2.5 Using opportunistic networks for dissemination of educational
information
This theme was implicit within much of the discussion. When asked where educational
information about diabetes was obtained from, many participants spoke of the
opportunistic use of friends, relatives or work-mates. The media, both printed and
electronic, was also cited as a diabetes information source. These sources did not
replace the use of GPs and other health-related practitioners or organizations as
information providers – rather they were used in addition to these. Most focus group
participants also reported undertaking self-education of some form, with varying
degrees of success.
Participants highlighted that another excellent way to access educational resources and
information was through interaction with other people with diabetes. There was a lot of
interest in group information exchange as most participants felt that other people with
diabetes were an excellent source of information:
“If a group of people were interested enough to meet once every six weeks or so
and interact with each other and find out what is working and what isn’t, what
new information is out there. I think a group of people together would work
really well” (3:5:299-302).
For many participants, the focus group they were attending was their first real chance to
interact with others with diabetes. It was noticeable that in all four groups many
participants remained behind at the conclusion of the group to talk informally and ask
each other questions. This suggests that less structured support networks and groups
may be a means of accessing educational materials that is not yet fully tapped.
Further, participants felt that those who actually had the condition were better placed to
offer education to those with diabetes:
“I think sometimes people that actually have the condition themselves might be
able to educate a lot better and people could communicate with them on a
different level” (3:7:403-405).
Participants believed that others with diabetes could be more empathetic and realistic,
based on their own experience. As one participant remarked, commenting on the
education received about diet “dietitians are usually very thin, eat small meals and are
not used to eating like us!” (3:7:417-418)
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3.2.6 Other specific education and information needs
Some specific education and information needs were identified by participants in
addition to those already discussed in other parts of the findings reported here.
These needs included (listed here in no particular order):
!

A better understanding of the cause of diabetes;

!

A better understanding of fluctuations in blood glucose levels – what do the
readings mean rather than simply being told what is a healthy range for the readings;

!

Clearer information on all aspects of food preparation and consumption such as:
shopping and food choice including navigating the supermarket and managing the
budget; cooking; choices when dining out; alcohol consumption; specific product
information;

!

Information on the effect of the interaction between diabetes and other
medical/health conditions – particularly those typical in older people;

!

Education about the long-term effects of diabetes and what to expect especially with
regard to preventing/minimizing these effects, for example on eyes and feet.
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3.3 QUANTITATIVE RESULTS
Several of the recurrent and summative themes identified in the focus groups were
quantitatively measured in a questionnaire administered to all study participants with
diabetes (n=133). These quantitative results are listed below.

3.3.1 Satisfaction with diabetes-related information
The focus groups revealed mixed satisfaction with the amount of information received,
and this issue was quantified in the questionnaire. Table 3.1 shows the amount of
diabetes-related information and education that people with diabetes received.

Table 3.1: Amount of diabetes-related information received
Amount

n

%

Too much information

3

2.1

About the right amount

99

74.9

Not enough information

26

19.9

4

3.1

133

100.0

Don’t know
Total

People with diabetes were asked how satisfied they were with the information and
education they received about diet and the possible long-term effects of diabetes, both
currently and when they were first diagnosed with diabetes (Table 3.2). People who
were diagnosed within the last twelve months (n=16, 12.1%) were only asked about the
information they receive now, not when they were first diagnosed.
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Table 3.2: Satisfaction with information and education about diet and long-term
effects of diabetes, currently and when first diagnosed.
When first diagnosed
n

%

Very satisfied

42

Satisfied

48

Mixed feelings

Currently
n

%

36.0

38

29.0

41.1

61

45.7

14

12.1

6

4.5

Dissatisfied

6

5.3

5

4.1

Very dissatisfied

1

1.1

1

1.0

Did not receive any information

3

2.5

20

14.9

Don’t know

2

1.9

1

0.9

Very satisfied

46

39.6

38

28.6

Satisfied

43

36.8

68

51.4

Mixed feelings

10

8.3

5

3.8

Dissatisfied

7

6.0

6

4.6

Very dissatisfied

1

0.3

-

-

Did not receive any information

8

7.1

15

11.2

Don’t know

2

1.9

1

0.4

117

100.0

133

100.0

Diet

Long-term effects

Total

Those people (n=10) who were dissatisfied or very dissatisfied with the information and
education they received currently about diet or the long-term effects of diabetes were
asked the reasons why they were dissatisfied. These reasons are listed in Table 3.3.

Table 3.3: Reasons for dissatisfaction with information received about diet and
long-term effects of diabetes
Reason*

n

%

Not enough information

4

42.9

Couldn’t understand it

2

18.2

Not detailed enough

1

9.0

Other

7

70.0

* Multiple responses possible
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3.3.2 Understanding of diabetes-related information
Focus group participants reported a need for a better understanding of diabetes,
particularly in relation to their diet, the long-term effects of diabetes, and fluctuations in
blood glucose levels. These issues were quantified in the questionnaire.
People with diabetes (n=133) were asked if they understood what foods they should be
eating to best manage their diabetes. They were also asked if they understood about the
possible long-term effects of diabetes on other parts of the body, such as eyes, feet,
heart, nerves, kidneys. These responses are listed in Table 3.4.

Table 3.4: Understanding of diet and long-term effects of diabetes
n

%

Understand foods should be eating
Yes
No / Don’t know

123

93.0

9

7.0

125

94.6

7

5.4

133

100.0

Understand about long-term effects
Yes
No
Total

People with diabetes were asked if they ever measured their blood glucose levels (Table
3.5). Of those people who did measure their blood glucose levels, 89.5% reported that
they understood why their glucose levels sometimes went up and down (Table 3.5).

Table 3.5: Understanding of blood glucose levels
n

%

Do you ever measure your blood glucose level?
Yes

120

90.2

No

13

9.5

1

0.4

133

100.0

Yes

107

89.5

No

10

8.7

2

1.5

120

100.0

Don’t know
Total
Do you understand why your glucose levels might
sometimes go up and down?

Unsure/Don’t know
Total
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3.3.3 Improvements and changes to diabetes-related information
The perceived gaps in diabetes-related education and information were a recurrent
theme of the focus groups. In addition, focus group participants noted that their
education and information needs changed as their health status changed. These issues
were therefore quantified in the questionnaire.
People with diabetes (n=133) were asked about the diabetes-related issues that they
would like more education or information on. Their responses are listed in Table 3.6.

Table 3.6: Diabetes-related issues on which people with diabetes would like more
education or information
Issue*

n

%

Diet

16

12.3

Long-term effects of diabetes on eyes

14

10.7

Long-term effects of diabetes on kidneys

14

10.7

Long-term effects of diabetes on heart or
cardiovascular system

14

10.5

Long-term effects of diabetes on feet

12

8.9

Shopping for correct food

7

5.4

Measuring glucose/why levels go up and down

3

2.2

Dining out

2

1.7

Medication

2

1.4

Exercise/Fitness

1

0.4

Other

12

8.9

Already get enough information

44

33.3

None

43

32.6

* Multiple responses possible

People with diabetes who were diagnosed longer than twelve months ago (n=117) were
asked if they felt that the type of information about diabetes that they needed had
changed since they were first diagnosed (Table 3.7).

Table 3.7: Change in type of diabetes information needed
Do you feel that the type of information about diabetes that
you need now has changed since you were first diagnosed?

n

%

Yes

60

51.6

No

49

42.4

7

6.0

117

100.0

Unsure/Don’t know
Total
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Some focus group participants felt that they would benefit from access to a telephone
information service. People with diabetes (n=133) were therefore asked how useful a
24-hour diabetes information telephone service would be to them (Table 3.8).

Table 3.8: Usefulness of a 24-hour diabetes information telephone service
How useful would a 24-hour diabetes information telephone
service be to you?

n

%

Very useful

11

8.3

Somewhat useful

44

33.4

Not useful

70

53.1

7

5.2

133

100.0

Don’t know
Total

3.3.4 Access to diabetes-related information
Focus group participants reported obtaining their diabetes-related information from a
variety of sources. These sources were further investigated in the quantitative
questionnaire. People with diabetes (n=133) were asked which health professionals
they had talked to about their diabetes in the last 12 months. Their responses are listed
in Table 3.9.

Table 3.9: Health professionals that people have talked to about their diabetes in
the last 12 months
Health professional*

n

%

General practitioner

99

74.7

Nurse educator (eg. at hospital-based diabetes centre)

28

21.2

Specialist

25

18.5

Optometrist / Ophthalmologist

13

10.0

Dietitian

12

8.9

Podiatrist

11

8.2

Diabetes Australia

5

3.6

Other nurse or doctor at hospital

3

2.5

Other

10

7.3

None

13

9.9

* Multiple responses possible
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People who had talked to a health professional in the last 12 months (n=120) were asked
how helpful they found talking to a health professional about their diabetes (Table
3.10).

Table 3.10: Helpfulness of talking to a health professional about diabetes
n

%

Very helpful

72

60.1

Somewhat helpful

36

30.3

Not helpful

8

7.1

Don’t know

3

2.6

120

100.0

Total

People with diabetes (n=133) were asked where, other than talking to a health
professional, they obtained information about diabetes. Their responses are listed in
Table 3.11.

Table 3.11: Other sources of information about diabetes
Source*

n

%

Diabetes Australia

32

24.1

“Conquest” Newsletter (from Diabetes Australia)

31

23.6

Pamphlets / brochures / booklets

21

16.2

Internet

13

10.1

Other people with diabetes

12

9.0

Books

10

7.8

Magazines

9

7.0

Doctors’ surgeries / waiting rooms

9

6.7

Diabetes Centre (at a hospital)

8

6.3

Newspapers

8

5.8

Friends or family who are health professionals

4

2.8

Radio

3

2.5

Television

3

2.2

Pharmaceutical company

2

1.9

Other

9

6.5

No specific source / everywhere

1

1.0

Unsure / don’t know

3

1.9

32

23.8

None - don’t obtain any information
* Multiple responses possible
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People with diabetes (n=133) were prompted further to determine if they had ever used
the Internet to find information about diabetes. Their responses are listed in Table 3.12.

Table 3.12: Internet access
Have you ever used the Internet to find
information about diabetes?

n

%

Yes

19

14.3

No

114

85.7

133

100.0

Total

People with diabetes were asked if they had ever attended a diabetes support group or
group session where they had met and talked with other people who had diabetes (Table
3.13). Of those people who had attended such a session, 93.2% found them to be at
least somewhat helpful. Of those people who had not attended such a session, 52.3%
thought they would be at least somewhat helpful (Table 3.13).

Table 3.13: Diabetes support groups or group sessions
n

%

Yes

60

45.5

No

72

54.5

133

100.0

Very helpful

41

67.3

Somewhat helpful

16

25.9

4

6.9

60

100.0

13

17.9

Have you ever attended a diabetes support group
or group session where you have met and talked
with other people who also have diabetes?

Total
How helpful did you find these sessions?

Not helpful
Total
How helpful do you think these sessions would
be?
Very helpful
Somewhat helpful

25

34.4

Not helpful

30

41.0

5

6.7

72

100.0

Unsure / don’t know
Total
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People with diabetes were asked if they knew where to go or who to ask if they needed
to know something about their diabetes (Table 3.14).

Table 3.14: How to find information if needed
If you need to know something about diabetes, do you feel
you know where to go or who to ask to find out that
information?
Yes
No
Total

n

%

125

94.2

8

5.8

133

100.0

3.3.5 Awareness of diabetes issues among the general community
A major theme of the focus groups concerned the awareness of diabetes among the
general community. Questions about the perceived awareness of diabetes in the
community were included in the quantitative questionnaire.
People with diabetes were asked how aware they thought people in the general
community were about things that could increase their chance of getting diabetes (Table
3.15).

Table 3.15: Awareness among community about things that could increase chance
of getting diabetes
n

%

Very aware

10

7.5

A little aware

50

38.0

Not at all aware

62

46.9

Unsure / don’t know

10

7.6

133

100.0

Total
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People with diabetes were asked what diabetes issues people in the general community
need to be made aware of. Their responses are listed in Table 3.16.
Table 3.16: Diabetes issues of which the general community need to be made
aware
Issue*

n

%

Symptoms of diabetes

21

16.1

How to prevent getting diabetes

19

14.2

Diet

18

13.6

Where to get tested for diabetes

18

13.4

Long-term effects (eg. On eyes, feet, heart, kidneys etc)

18

13.4

Different types of diabetes

7

4.9

Regular checkups

6

4.8

Education of children / young people

6

4.7

General awareness

6

4.3

Family history as a risk factor

5

3.8

Exercise / Fitness

5

3.6

Overweight / Obesity

4

3.4

What it means to have diabetes (for partners, carers,
friends)

4

3.4

How to help a person who is having a diabetic
emergency episode

3

2.3

Management / control of diabetes

3

2.3

It can happen to anyone, any time

3

2.1

Causes

2

1.2

Risk factors / lifestyle that lead to diabetes

1

1.0

Seriousness of diabetes

1

1.0

Alcohol

1

0.6

Sugar content in foods

1

0.5

Prevalence of diabetes

1

0.5

12

9.4

2

1.3

25

18.6

Other
People in general community are already very aware of
diabetes issues
Unsure / don’t know
* Multiple responses possible

43
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Almost 20% of people with diabetes reported that they were generally not getting
enough information about their diabetes. Most questionnaire respondents were satisfied
or very satisfied with the information and education they had received in relation to diet
and long-term effects of diabetes. Education on nutrition has been shown elsewhere to
be effective in improving metabolic control, which in turn reduces morbidity and
mortality associated with diabetes29. Approximately 15% of questionnaire respondents,
however, were currently not receiving any information on diet, and 11% were currently
not receiving any information about the long-term effects of diabetes. Despite this, the
reported understanding of diet and long-term effects was high, with 93% reporting that
they understood about what foods they should be eating, and 95% reporting that they
understood about the long-term effects of diabetes. This study, however, did not
measure the proportion of respondents who actually did follow an appropriate diet, or
who, for example, quit smoking for their long-term health.
Almost two-thirds of questionnaire respondents reported that they already received
enough information, or that they did not want more information about any diabetesrelated issues. This finding, which also emerged in focus group discussions, suggests
that emphasis in educational resource provision therefore perhaps needs to move
beyond considerations of the development of more information or even the form that
information should take. Instead, focus also needs to be on how to promote existing
information and how to access and use it. A contradictory finding from the
questionnaire, however, was that, when prompted, almost all respondents reported that
they knew how to find diabetes-related information if they needed it. Measurement of
blood glucose levels is a common management practice for people with diabetes and,
although this was raised as an issue in the focus groups, only 9% of questionnaire
respondents reported that they did not understand why their glucose levels sometimes
fluctuated.
Three-quarters of people with diabetes had talked to a general practitioner about their
diabetes in the past year. Only approximately 10% of people with diabetes had talked
to a dietitian, podiatrist, or optometrist or ophthalmologist in the past year, even though
these health professionals may be instrumental in preventing and delaying the
development of diabetes complications. Ten percent of people with diabetes had not
talked to any health professional about their diabetes in the past year. Part of the role of
the health care professional is to provide the knowledge, skills and support to empower
the person with diabetes to make behaviour changes and manage their condition
effectively30. A recent American study, however, found that health care providers were
more confident in their ability to instruct patients on issues such as diet and exercise
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than on their ability to help them make changes in these areas31. Governmental,
financial and time constraints limit how health care professionals can perform their
role30. The Commonwealth initiatives of the Enhanced Primary Care Package and
Practice Incentives Program, aimed at improving the coordination of care of people with
chronic conditions, may help to improve the links between general practitioners and
other health services in order to prevent or effectively manage diabetes-related
complications.
A clear theme emerging from the focus groups was the need for systematic follow-up
on the education and information being provided by health care professionals. This
follow-up should be as integral to the ongoing management of diabetes as follow-up
routine checks on blood glucose levels. There is an ongoing need for information
related to individual circumstances and not all information is needed initially. The need
for diabetes-related knowledge may change or evolve, for example due to increasing
age and changes in health status. Indeed, half of the questionnaire respondents who had
been diagnosed for over a year felt that the type of information about diabetes that they
needed had changed since they were first diagnosed. Although the focus groups were
generally made up of people in the older age groups, issues were quantified in the
questionnaire among people with diabetes of all ages.
Diabetes Australia was a common source of information for people with diabetes. Only
14% of respondents used the Internet to access information about diabetes, indicating
that efforts to disseminate information through this medium may not reach the target
audience. A recent South Australian study found that Internet access decreased with
age, although the prevalence of online health seekers was constant32. It was concluded
that the Internet can deliver public health information to a critical mass of Australians,
but that such resources should not be developed at the expense of the elderly and the
poor who are less likely to access them. This is particularly true for diabetes
information, which is relevant for the population in the older age groups. Information
disseminated via the Internet may become more important in future, however, as
diabetes becomes more prevalent in people of younger ages, and more consumers turn
to the Internet as a source of information33.
Less than half of the questionnaire respondents thought that a 24-hour diabetes
information telephone service would be useful to them. The question about the 24-hour
telephone support service was included in the quantitative questionnaire not only
because it was raised in the focus groups, but because it was considered a worthwhile
strategy to investigate as part of the Strategic Plan for Diabetes in South Australia2.
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Results from the quantitative questionnaire showed that diabetes support groups or
group sessions were viewed as helpful among those who had attended such groups. Of
those who had not attended a group session, at least half thought that such a session
would be helpful. This finding provides support for maintenance and continuation of
group sessions and networks by diabetes centres and other agencies. Group sessions
have been shown to be effective settings for interventions focused on knowledge,
lifestyle or skills34. Talking to others with diabetes, and being able to ask questions in a
safe environment, can be a valuable form of support and encouragement, and can be
utilized as a mode of educational delivery, possibly by trained facilitators who
themselves have the experience of having diabetes.
General practitioners were identified as a major source of referral to other sources of
information. It is therefore important that they have systematic, up-to-date information
about such additional sources. The fact that friends, relatives, co-workers and the media
were also used as sources of diabetes information suggests they could be harnessed
positively in the provision of educational materials. It is important that health care
providers are aware of where people with diabetes are getting information and education
about their condition so that they can ensure that this information and education is
accurate and can advise on how best to use and evaluate this information. If such
sources are dismissed as irrelevant or unimportant, then the opportunity to correct any
inaccurate information is lost. Such knowledge also enables health care providers to
build on the education people have gained, ensuring an ongoing, formative approach to
educational provision.
Almost half (47%) of people with diabetes thought that the general community was not
aware of things that increase the risk of developing diabetes. Awareness of diabetes and
the factors that increase the risk of developing the condition among the general
population is essential for effective prevention. Awareness is also important for early
detection, particularly given the prevalence of undiagnosed diabetes. The North West
Adelaide Health Study estimated that for approximately every four people with
diagnosed diabetes, there is one person with undiagnosed diabetes35. The AusDiab
study estimated this ratio to be even higher, with one undiagnosed for each diagnosed
case4.
The finding that the general community needs to be made more aware of diabetes has
implications for the development of diabetes educational materials and health
promotion programs. The best ways of raising community awareness of diabetes in
terms of the need for testing, understanding what diabetes is, the lifestyle impact
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diabetes has on those who have it, and knowing what to do if involved in a diabetesrelated health emergency situation, need to be explored. Educational materials are not
only required for people who have diabetes – ‘everyone needs them’ was a clear finding
that emerged. Schools, as well as families and significant others of those with diabetes
need to be involved in, and provided with, educational programs and materials about
diabetes and have access to information including where to get more information.
The present study was limited in that it excluded people who did not speak English.
Non-English speaking population groups, from various cultural backgrounds, would
have different diabetes education and information needs. This study also only included
people with diabetes living in the north west region of Adelaide. Differences in service
provision and other demographic, geographic and socio-economic factors may result in
variation of the education and information issues and needs among people with diabetes
across regions of Adelaide and South Australia.
Overall, most questionnaire respondents reported satisfaction with the information and
education they had received about diabetes. This is an interesting finding given that the
focus groups tended to highlight dissatisfaction with information and education. Both
the qualitative and quantitative results outline specific issues about which people with
diabetes would like more information. Further research is required to determine if the
perception of satisfaction with information is equal to actual knowledge about these
issues when tested. There is potential for the North West Adelaide Health Study to
investigate not only whether satisfaction with information and education is associated
with a correct understanding of diabetes-related issues, but also whether this knowledge
is translated into healthy behaviours. The findings also suggest a need for more
ongoing education and support for general practitioners in terms of information about
the diabetes-related educational resources that are available and how they can enable
their patients to tap into such resources. Group sessions for education appear to be
worthwhile investments, and providing resources for such sessions should be
encouraged. People with diabetes also reported on the lack of awareness among the
general community of diabetes-related issues, particularly prevention issues, which
should continue to be the focus of health promotion policies and interventions.

49

APPENDIX A:
Recruitment interview
for focus groups

51

Appendix A

North West Adelaide Health Study
(DART grant)
Recruitment for focus groups
CASE NUMBER: _______________
PHONE NUMBER: ______________
DATE OF INTERVIEW:___ / ___/ 2001

1. Introduction
Good ....... My name is ....... from the
North West Adelaide Health Study. A
member of this household took part in
the North West Adelaide Health Study
last year at The Queen Elizabeth
Hospital or the Lyell McEwin Health
Service.
The person who took part in this study
was
Name_________________________ or
[Age__________ Sex ________ ]
Is that you?
Yes
No

[
[

] Go to 2. Recruitment
]

Can we speak to him/her now?
Yes
[ ] Go to 1. Introduction
No
[ ] Make appointment or
note reason for refusal

2. Recruitment
In the North West Adelaide Health Study
you told us that you had diabetes, or the
results of your biomedical test in this
study indicated that you might have
diabetes. Is that correct?
Yes
[ ]
No
[ ] Go to Not eligible (3)
Don’t know[ ] Go to Not eligible (3)
Would you be interested in taking part in
a focus group investigating your views
on any diabetes-related educational
resources and information that you have
received since being told you had
diabetes?
Yes
[ ] Go to Information (4)
No
[ ] Thank you very much
More information needed
[ ] Go to 4. Information
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3. Not eligible
We need to speak with people in the
North West Adelaide Health Study who
have diabetes, or who had a high blood
glucose level according to their
biomedical test. Obviously that does
not include you.
Thank you for your time.

4. Information
An information sheet outlining the
study, and a consent form for you to
sign will be sent out to you.
The focus group will only take about an
hour and half. It will be held at The
Queen Elizabeth Hospital. The location
and map will be sent out with the
information sheet.
You will receive $20.00 to cover your
travelling costs.
[Can read more details about the focus group
from the information sheet.]

5. Venues, dates and times
[need 8 to 10 in each]
Date, time [
Venue

]

Date, time [
Venue

]

6. Postal Address
Name: _____________________________
Address: __________________________
__________________________________

Thank you very much for being willing to be a
part of this study.

APPENDIX B:
Focus group letter

53

Appendix B

Dear «Title» «LastName»

Thank you for agreeing to take part in a focus group for part of the North West
Adelaide Health Study. This part of the study is a qualitative investigation of
educational issues among people with diabetes.
More information about the focus group is provided in the enclosed
Information Sheet for Focus Group Participants.
If you have any questions or concerns, please feel free to contact Catherine
Chittleborough, the coordinator for this part of the study, on 8226 0788. If
you wish to contact someone not involved in the study, please call Dr Linley
Hartman, Chair of the University of South Australia Human Research Ethics
Committee, on 8302 0327.
Your assistance in this important study is very valuable and greatly
appreciated. We look forward to meeting with you at the focus group.

The North West Adelaide Health Study team.
14 Nov 2001

Your Focus Group meeting is at
«Hospital»
on «Datetime»
in the «Mtgroom»
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“Educational needs of people with newly diagnosed and
established diabetes”
INFORMATION SHEET
for
FOCUS GROUP PARTICIPANTS
We are interested in what members of the community with diabetes think about the
information and educational resources about diabetes that they have received or
accessed. If they have not received or accessed any information about diabetes, we
are still interested in what they need in terms of diabetes education and information.
In order to gain access to community views we are conducting Focus Group
interviews with participants of the North West Adelaide Health Study.
A Focus Group is a group discussion with 8-10 participants led by a facilitator. The
aim of a Focus Group is to allow the participants to talk openly about the topic being
studied. For this project, the Focus Group will include a group of people with
diabetes from the community who are interested in talking to us about the diabetesrelated information they have received since being diagnosed with diabetes, where
they got it from, and what their views are on how information for people with
diabetes can be improved. The discussion is audio-taped and then transcribed word
for word.
The Focus Groups will be approximately 1.5 hours in length and will take place in a
comfortable room at either The Queen Elizabeth Hospital or Lyell McEwin Health
Service. The date and time for the Focus Group will be organised to suit all the
participants. The information you share in the Focus Group will not be given to
anyone except the researchers involved in the project. Your anonymity and
confidentiality will be protected as no information identifying you will be kept with
the audio-tape or transcript of the Focus Group discussion.
Your participation in the study is voluntary. If you agree to take part in this study you
are free to change your mind and withdraw at any time. You can refuse to answer any
questions and to request that any information provided by you may not be used in
this research.
There will be a $20.00 honorarium available for your participation.
We look forward to hearing your views on this important topic and thank you in
anticipation of your help.
Questions?
If you would like more information about the study or have any concerns, you may
wish to initially contact researchers, Ms Catherine Chittleborough (08) 8226 0788, or
Professor Julianne Cheek (08) 8302 2675. If you would like to speak to someone not
directly involved in the study, you may contact Dr Eimear Muir-Cochrane (Chair of
the University of South Australia Human Research Ethics Committee) (08) 8302
2571, fax (08) 8302 2830.
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CONSENT FORM - TO PARTICIPATE IN A FOCUS GROUP INTERVIEW

Project: “A qualitative investigation of educational issues among people with
diabetes” – Part of the North West Adelaide Health Study

Researcher’s names:

Professor Julianne Cheek

• I have read the Information Sheet, and the nature and the purpose of the
research project have been explained to me. I understand and agree to take
part in a Focus Group Interview.
• I understand that I may not directly benefit from taking part in the study.
• I understand that while information gained during the study may be
published, I will not be identified and my identity will remain confidential.
• I understand that I can withdraw from the study at any stage and that this
will not affect my status with the North West Adelaide Health Service or
the University of South Australia now or in the future.
• I understand that I will be audio-taped during the interview and the tape
transcribed.
• I understand that the tape will be stored in the Centre for Research into
Nursing and Health Care and that only the researchers associated with this
study will have access to the tape.
• I confirm that I am over 18 years of age.

Name of Participant: ………………………………………………………………

Signed:

Dated:

I have explained the study to the subject and consider that he/she understands what is
involved.

Researcher’s signature and date
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5 April 2002

Dear

Thank you for your continued participation in the North West Adelaide Health Study.
By attending the clinic you have contributed valuable health information to the study.
We would now like to understand about changes that have occurred to your health
since you visited the study clinic.
One of our interviewers will be contacting you in the next few weeks. The interview
will be conducted over the telephone and will take around 15 minutes. All
information collected will be confidential.
Your participation in the study is very important. The information will make a
considerable difference to the future of health services and health outcomes for people
living in this region.
If you have any queries about the study please contact Anne Taylor on 1800 635 352.

Yours sincerely,

Dr Richard Ruffin
Professor of Medicine
The University of Adelaide
North Western Adelaide Health Service
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CASE: _ _ _ _

B. GENERAL HEALTH

A. INTRODUCTION

The following questions are about your
general health.

A1 Good ....... My name is ....... from the
North West Adelaide Health Study. May I
speak with ………….please?
Either
1. Get person and repeat introduction
2. Make appointment to call back later
A2 You very kindly helped us by coming
to the clinic for the study. Your comments
now can help us understand any changes
that have occurred in the time since your
visit to the clinic. Would you have some
time to answer a few questions?
1. Yes
[ ] Go to A4
2. No – make appointment to call back
later
[ ] Thank you
3. No - Refusal
[ ] Go to A3
Interviewer note: Can send introductory letter if
requested by participant.
A3 Thank you for your involvement in the
study so far. The study coordinator will call
you to discuss your further involvement in
the study.
Sequence guide: End.
A4 I can assure you that information you
give will remain confidential. The answers
from all people interviewed will be gathered
together and presented in a report. No
individual answers will be passed on.
Sequence guide: Go to B.
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B1 Compared to the time when you had
your clinic appointment for our study, how
would you rate your health in general now?
(Single Response. Read Options)
1. Much better now
[ ]
2. Somewhat better now [ ]
3. About the same
[ ]
4. Somewhat worse now [ ]
5. Much worse now
[ ]
6. Unsure/Don’t Know
[ ]
B2 Since your clinic appointment, have
you been told by a doctor that you have any
of the following conditions?
(Read Options. Multiple Response.
Interviewer Note: “Since your clinic
appointment” includes seeing the
doctor for follow-up of clinic results)
1. Heart attack
[ ]
2. Stroke
[ ]
3. Angina
[ ]
4. Heart disease
[ ]
5. Diabetes
[ ]
6. Asthma
[ ]
7. Bronchitis
[ ]
8. Emphysema
[ ]
9. None of these
[ ]
B3 Since your clinic appointment, have
you been admitted to hospital …?
(Read Options. Multiple Response)
1. With a heart attack
[ ]
2. With angina
[ ]
3. With heart failure
[ ]
4. As a result of a stroke
[ ]
5. For bronchitis
[ ]
6. For emphysema
[ ]
7. None of the above
[ ]
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B4 How many times have you used these
health services in South Australia in the last
12 months?
(Multiple response. Read Options.
Interviewer note: 0=none, 9999=
unsure/don’t know)
1. General practitioner
[ ]
2. Community health centre
[ ]
3. District nurses or other
community nurses
[ ]
4. Psychologist
[ ]
5. Psychiatrist
[ ]
6. Day surgery
[ ]
7. Hospital – Accident &
Emergency Department
[ ]
8. Hospital – Clinic (outpatient/
specialist / allied health)
[ ]
9. Eye specialist /
ophthalmologist
[ ]
10. Other specialist doctor
(not in a hospital)
[ ]
11. Physiotherapist
[ ]
12. Chiropractor
[ ]
13. Alternative therapist eg.
naturopath, osteopath
[ ]
14. Podiatrist
[ ]
15. Dietician
[ ]
16. Nurse educator
[ ]
17. Other (specify)
_______
18. Unsure/Don’t Know
[ ]

C. GENERAL QUESTIONS
So that your information is kept up to date,
these next few questions are about your
personal and contact details.
C1 Could you please tell me if any of your
contact details have changed since you
attended the clinic?
1. Yes - Name (specify)
_________
2. Yes – Street Address (specify)
_________
3. Yes – Suburb (specify)
_________
4. Yes – Postcode (specify)
_________
5. Yes – Phone Number (specify)
_________
6. Yes – Mobile Number (specify)
_________
7. No
[ ]
C2 Our records show that your marital
status is …… Is this still correct?
(Single Response)
1. Yes
[ ] Go to C4
2. No
[ ]
3. Don’t know
[ ]
C3

What is your marital status now?
(Single Response)
1. Married or living with a partner [
2. Separated / Divorced
[
3. Widowed
[
4. Never married
[

]
]
]
]

C4 Our records show that your work
status is …… Is this still correct?
(Single Response)
1. Yes
[ ] Go to D.
2. No
[ ]
3. Don’t know
[ ]
C5

What is your work status now?
(Single Response)
1. Full time employed
[ ]
2. Part time / casual
employment
[ ]
3. Unemployed
[ ]
4. Home duties
[ ]
5. Retired
[ ]
6. Student
[ ]
7. Other (specify)
[ ]
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D. RESULTS LETTER
These next questions are about your results
from the clinic appointment you attended.
On this letter you may have been advised to
see your doctor if your results were marked
with an asterisk or star.
D1 Do you remember receiving a letter
about the results of your clinic
appointment?
(Single Response)
1. Yes
[ ]
2. No
[ ] Go to E.
3. Unsure/Don’t Know
[ ]
Sequence guide: If Clinic Results Blood
pressure >= 140/90 Go to D2. Else Go to D3.
D2 Our records show that you may have
had high blood pressure at your clinic
appointment. Did you do anything about
this?
(Multiple Response)
1. Yes - Saw doctor
[ ]
2. Yes - Other (specify) _________
3. Was already seeing doctor / having
treatment before attending clinic /
receiving results letter [ ]
4. No
[ ]
D3 Sequence guide: If Clinic Results
cholesterol > 5.5mmol/L Go to D3. Else Go to
D4.
D3 [Our records / They also] show that
you may have had high cholesterol at your
clinic appointment. Did you do anything
about this?
(Multiple Response)
1. Yes - Saw doctor
[ ]
2. Yes - Changed diet
[ ]
3. Yes - Other (specify) _________
4. Was already seeing doctor / having
treatment before attending clinic /
receiving results letter [ ]
5. No
[ ]
D4 Sequence guide: If Clinic Results BMI >= 25
Go to D4. Else Go to E.
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D4 [Our records / They also] show that
you may have been overweight at your
clinic appointment. Did you do anything
about this?
(Multiple Response)
1. Yes - Saw doctor
[ ]
2. Yes - Changed diet
[ ]
3. Yes - Exercise more
[ ]
4. Yes - Other (specify) _________
5. Was already seeing doctor / having
treatment / taking action before
attending clinic / receiving results
letter
[ ]
6. No
[ ]
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E. ASTHMA
Sequence guide: If Self-reported Asthma = Yes
(From Recruitment/Questionnaire A) Go to E1.
Sequence guide: If B2.6 = 1 (Asthma = Yes) Go
to E6.
Sequence guide: If Clinic Results FEV1 Preventolin <80% Go to E3.
Else Go to F.
E1 Our records show that you told us you
had asthma. Is that correct?
(Single Response)
1. Yes – have asthma
[ ] Go to
E6
2. No – do not have
asthma
[ ]
3. Unsure/Don’t Know
[ ]
E2 So to confirm that, have you ever been
told by a doctor that you have asthma?
(Single Response)
1. Yes
[ ] Go to E6
2. No
[ ] Go to F.
3. Unsure/Don’t Know
[ ] Go to F.
E3 Our records show that at your clinic
appointment your lung function was below
the normal level. Did you do anything about
this?
(Single Response)
1. Yes – saw doctor
[ ] Go to E5
2. Yes – quit smoking
[ ]
3. Yes – cut down smoking [ ]
4. Yes – Other (specity)
[ ]
5. No
[ ]
E4 Since your clinic appointment, has a
doctor confirmed that you have asthma?
(Single Response)
1. Yes
[ ] Go to E6
2. No
[ ] Go to F.
3. Unsure/Don’t Know
[ ] Go to F.
E5 When you saw the doctor, did they
confirm that you have asthma?
(Single Response)
1. Yes
[ ]
2. No
[ ] Go to F.
3. Unsure/Don’t Know
[ ] Go to F.

E6

Do you still have asthma?
(Single Response)
1. Yes
[ ]
2. No
[ ] Go to F.
3. Don’t know
[ ] Go to F.

E7 The next questions are about your
asthma.
Have you been woken from sleep by asthma
in the past month?
(Single Response)
4. Yes
[ ]
5. No
[ ]
6. Don’t know
[ ]
E8 Have you been admitted to hospital
because of asthma in the past year?
(Single Response)
1. Yes
[ ]
2. No
[ ]
3. Don’t know
[ ]
E9 How many GPs have you seen for your
asthma in the last 12 months? (Interviewer
note: How many different GPs have you seen,
not how many times have you been to any GP.)
(Single Response)
1. One
[ ]
2. More than one
[ ]
3. Have not seen a GP
in last 12 months
[ ]
E10 How would you rate the severity of
your asthma in the last month?
(Single Response)
1. Not a problem
[ ]
2. Mild
[ ]
3. Moderate
[ ]
4. Severe
[ ]
5. Don’t know
[ ]
E11 Have you taken oral steroid medication
for asthma in the past month (eg. cortisol,
prednisolone)?
(Single Response)
1. Yes
[ ]
2. No
[ ]
3. Don’t know
[ ]
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E12 How often do you awaken during the
night with asthma?
(Single Response)
1. Nightly
[ ]
2. Most nights
[ ]
3. About twice a week
[ ]
4. Weekly
[ ]
5. Monthly
[ ]
6. Less often than monthly
[ ]
7. Only at certain times of the
year (i.e. seasonal)
[ ]
8. Never
[ ]
E13 How often have you had an attack of
asthma in the last twelve months?
(Single Response)
1. None
[ ]
2. Once or twice in last
twelve months
[ ]
3. More than twice to once a
month
[ ]
4. More than once a month to
once a week
[ ]
5. More than once a week to
once a day
[ ]
6. More than once a day
[ ]
E14 In the last twelve months have you had
any days lost from work, school or home
duties or usual activities from asthma?
(Single Response)
1. Yes
[ ]
2. No
[ ] Go to E16
E15 How many days would you estimate?
(Single Response. Enter 999 if not
stated)
1. Enter days
___
2. Don’t know
[ ]
E16 Do you have an asthma action plan
(written instructions of what to do if your
asthma is out of control)?
(Single Response)
1. Yes
[ ]
2. No
[ ]
3. Unsure/Don’t Know
[ ]
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E17 Can you afford to buy your asthma
medications when you need them?
(Single Response)
1. Yes – all of the time
[ ]
2. Yes – some of the time [ ]
3. No
[ ]
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(Enter number of years. Enter 999 if
unknown. Single Response)
1. Years _ _ _
2. Don’t know
[ ]

F. DIABETES
Sequence guide: If Self-reported Diabetes =
Yes (From Recruitment/Questionnaire A) Go to
F1.
F7
Sequence guide: If B2.1 = 1 (Diabetes = Yes)
Go to F6.
Sequence guide: If Clinic Results Blood
glucose >=6.1mmol/L Go to F3.
Else Go to F39.
F1 Our records show that you told us you
had diabetes. Is that correct?
(Single Response)
1. Yes – have diabetes
[ ] Go to F6
2. No – do not have
diabetes
[ ]
3. No – have high blood sugar
[ ]
4. Unsure/Don’t Know
[ ]
F2 So to confirm that, have you ever been
told by a doctor that you have diabetes?
(Single Response)
1. Yes
[ ] Go to F6
2. No
[ ] Go to F39
3. Unsure/Don’t Know [ ] Go to F39
F3 Our records show that at your clinic
appointment your blood glucose level was
above the normal level. Did you do
anything about this?
(Single Response)
1. Yes – saw doctor
[ ] Go to F5
2. Yes – changed diet
[ ]
3. Yes – Other (specify) [ ]
4. No
[ ]
F4 Since your clinic appointment, has a
doctor confirmed that you have diabetes?
(Single Response)
1. Yes
[ ] Go to F6
2. No
[ ] Go to F39
3. Unsure/Don’t Know [ ] Go to F39
F5 When you saw the doctor, did they
confirm that you have diabetes?
(Single Response)
1. Yes
[ ]
2. No
[ ] Go to F39
3. Unsure/Don’t Know [ ] Go to F39

Is that within the last 12 months?
(Single Response)
1. Yes
[ ]
2. No
[ ]

F8 During the past 12 months, did your
diabetes interfere with your ability to work,
study or manage your day-to-day activities?
(Single Response)
1. Yes
[ ]
2. No
[ ] Go to F10
3. Unsure/Don’t Know [ ] Go to F10
F9

Did it interfere with these activities:?
(Read Options. Single Response)
1. A little
[ ]
2. Moderately
[ ]
3. Quite a lot
[ ]
4. Extremely
[ ]
5. Don’t know
[ ]

F10 Have you ever been told by a doctor
that your vision has been affected because
of your diabetes?
(Single Response)
1. Yes
[ ]
2. No
[ ]
3. Unsure/Don’t Know
[ ]
F11 Have you had your eyes examined by a
doctor or an optometrist in the previous 12
months because of your diabetes?
(Single Response)
1. Yes
[ ]
2. No
[ ]
3. Unsure/Don’t Know
[ ]
F12 Have you ever had laser therapy on
your eyes because of your diabetes?
(Single Response)
1. Yes
[ ]
2. No
[ ]

F6 How old were you when you first were
told you had diabetes?
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F13 Have you ever had cataract surgery?
(Single Response)
1. Yes
[ ]
2. No
[ ]
F14 Do you often suffer tingling, pins and
needles, burning or pain, or loss of
sensation in your feet, toes or lower limbs?
(Single Response)
1. Yes
[ ]
2. No
[ ]
F15 In the last 12 months have you had any
days lost from work, school or home duties
or usual activities due to diabetes?
(Single Response)
1. Yes
[ ]
2. No
[ ] Go to F17
F16 How many days would you estimate?
(Single Response. Enter 999 if not
stated)
1. Enter days
___
2. Don’t know
[ ]

These next questions are about the
diabetes-related information and education
that you have received.
F17 Thinking about the amount of
diabetes-related information and education
that you receive, in general do you receive?
(Single Response. Read Options)
1. Too much information
[ ]
2. About the right amount
[ ]
3. Not enough information
[ ]
4. Don’t know
[ ]
Sequence guide: If F7=1 (diagnosed in last 12
months) Go to F20.
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F18 Thinking about when you were first
diagnosed with diabetes, how satisfied were
you with the education and information you
received about your diet?
(Single Response. Read Options)
1. Very satisfied
[ ]
2. Satisfied
[ ]
3. Mixed feelings
[ ]
4. Dissatisfied
[ ]
5. Very dissatisfied
[ ]
6. Did not receive any education
or information about diet
[ ]
7. Don’t know
[ ]
F19 Thinking about when you were first
diagnosed with diabetes, how satisfied were
you with the education and information you
received about the possible long-term
effects of diabetes (eg. eye, foot, heart,
kidney disease)?
(Single Response. Read Options)
1. Very satisfied
[ ]
2. Satisfied
[ ]
3. Mixed feelings
[ ]
4. Dissatisfied
[ ]
5. Very dissatisfied
[ ]
6. Did not receive any education
or information about
long-term effects
[ ]
7. Don’t know
[ ]
F20 Now thinking about [more] recent
times, how satisfied are you with the
education and information you receive
about diet?
(Single Response. Read Options)
1. Very satisfied
[
2. Satisfied
[
3. Mixed feelings
[
4. Dissatisfied
[
5. Very dissatisfied
[
6. Do not receive any education
or information about diet
[
7. Don’t know
[

]
]
]
]
]
]
]

Appendix F

F21 Still thinking about more recent times,
how satisfied are you with the education
and information you receive about the longterm effects of diabetes (eg. eye, foot,
heart, kidney disease)?
(Single Response. Read Options)
1. Very satisfied
[ ]
2. Satisfied
[ ]
3. Mixed feelings
[ ]
4. Dissatisfied
[ ]
5. Very dissatisfied
[ ]
6. Do not receive any education or
information about long-term effects
[ ]
Sequence guide: If F20 or F21 = 4 or 5
(Dissatisfied or very dissatisfied) Go to F22. Else
Go to F23.
F22 Why were you dissatisfied with the
education and/or information that you have
received recently?
(Multiple Response)
1. Not enough information [ ]
2. Not detailed enough
[ ]
3. Couldn’t understand it [ ]
4. Too much information [ ]
5. Other (specify)
[ ]
6. Unsure/Don’t Know
[ ]
F23 Do you ever measure your blood
glucose (blood sugar) level?
(Single Response)
1. Yes
[ ]
2. No
[ ] Go to F25
3. Unsure/Don’t Know [ ]
F24 Do you understand why your glucose
levels might sometimes go up and down?
(Single Response)
1. Yes
[ ]
2. No
[ ]
3. Unsure/Don’t Know
[ ]
F25 Do you understand what foods you
should be eating to best manage your
diabetes?
(Single Response)
1. Yes
[ ]
2. No
[ ]
3. Unsure/Don’t Know
[ ]

F26 Do you understand about the possible
long term effects of diabetes on other parts
of the body (eg. eyes, feet, heart, nerves,
kidneys)?
(Single Response)
1. Yes
[ ]
2. No
[ ]
3. Unsure/Don’t Know
[ ]
F27 What diabetes-related issues would
you like more education or information
about?
(Multiple Response)
1. Diet
[ ]
2. Shopping for correct food
[ ]
3. Dining out
[ ]
4. Long-term effects of diabetes
on eyes
[ ]
5. Long-term effects of diabetes
on kidneys
[ ]
6. Long-term effects of diabetes
on feet
[ ]
7. Long-term effects of diabetes
on the heart or cardiovascular
system
[ ]
8. Exercise
[ ]
9. Measuring glucose
[ ]
10. Medication
[ ]
11. Impotence
[ ]
12. Coping / support
[ ]
13. Other (specify)
[ ]
14. Already get enough information [ ]
15. None
[ ]
F28 Which health professionals have you
talked to about your diabetes in the last 12
months?
(Multiple Response)
1. General practitioner
[ ]
2. Specialist
[ ]
3. Nurse educator (eg. at
hospital-based diabetes centre) [ ]
4. Other nurse or doctor at
hospital
[ ]
5. Diabetes Australia
[ ]
6. Dietician
[ ]
7. Podiatrist
[ ]
8. Optometrist/Ophthalmologist [ ]
9. Other (Specify) ___________ [ ]
10. Unsure/Don’t Know
[ ]
11. None
[ ] Go to F30
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F29 How helpful do you find talking to a
health professional about your diabetes?
(Single Response. Read Options)
1. Very helpful
[ ]
2. Somewhat helpful
[ ]
3. Not helpful
[ ]
4. Unsure/Don’t Know
[ ]
F30 Other than talking to a health
professional, where else do you obtain
information about diabetes?
(Multiple Response)
1. Pamphlets/Brochures/Booklets [
2. Internet
[
3. Television
[
4. Magazines
[
5. Newspapers
[
6. Radio
[
7. Books
[
8. Diabetes Centre (at a hospital) [
9. Diabetes Australia
[
10. “Conquest” Newsletter
(from Diabetes Australia)
[
11. Other people with diabetes
[
12. Doctors’ surgeries /
waiting rooms
[
13. Other (Specify)
[
14. No specific source / everywhere [
15. Unsure/Don’t Know
[
16. None – don’t obtain any
information
[

F33 Have you ever attended a diabetes
support group or group session where you
have met and talked with other people who
also have diabetes?
(Single Response)
1. Yes
[ ]
2. No
[ ] Go to F35
F34 How helpful did you find these group
sessions with other people who have
diabetes?
(Single Response. Read Options)
1. Very helpful
[ ]
2. Somewhat helpful
[ ]
3. Not helpful
[ ]
4. Unsure/Don’t Know
[ ]

]
]
]
]
]
]
]
]
]

Sequence Guide: Go to F36.
F35 How helpful do you think attending
such group sessions with other people who
have diabetes would be?
(Single Response. Read Options)
1. Very helpful
[ ]
2. Somewhat helpful
[ ]
3. Not helpful
[ ]
4. Unsure/Don’t Know
[ ]

]
]
]
]
]
]
]

Sequence Guide: If F30.2 = 1 (Use Internet) Go
to F33.
F31 Do you have access to the Internet
(either at home, work, library etc)?
(Single Response)
1. Yes
[ ]
2. No
[ ] Go to F33
3. Unsure/Don’t Know [ ]
F32 Have you ever used the Internet to find
information about diabetes?
(Single Response)
1. Yes
[ ]
2. No
[ ]

F36 If you need to know something about
diabetes, do you feel you know where to go
or who to ask to find out that information?
(Single Response)
1. Yes
[ ]
2. No
[ ]
(Interviewer note: If necessary,
Diabetes Australia - South Australian Branch
159 Burbridge Road, Hilton, SA 5033
Phone 8234 1977)
These next few questions ask about how you
think diabetes information and education
could be improved.
F37 How useful would a 24-hour diabetes
information telephone service be to you?
(Single Response. Read Options)
1. Very useful
[ ]
2. Somewhat useful
[ ]
3. Not useful
[ ]
4. Don’t Know
[ ]
Sequence guide: If F7=1 (diagnosed in last 12
months) Go to F40.
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F38 Do you feel that the type of information
about diabetes that you need now has
changed since you were first diagnosed?
(Single Response)
1. Yes
[ ]
2. No
[ ]
3. Unsure/Don’t Know
[ ]
Sequence guide: Go to F40
F39 These next questions are about your
health in the future.
Do you consider yourself at high risk of
getting diabetes at some stage in your life?
(Single Response)
1. Yes
[ ]
2. No
[ ]
3. Don’t Know
[ ]
F40 [These next questions are about your
health in the future.]
Do you consider yourself at high risk of
getting cardiovascular disease (eg. heart
disease, heart attack, stroke) at some stage
in your life?
(Single Response)
1. Yes
[ ]
2. No
[ ]
3. Already have cardiovascular disease /
had cardiovascular surgical
procedure eg. Bypass operation
[ ]
4. Don’t Know
[ ]
F41 Have you ever been admitted to
hospital …?
(Read Options. Multiple Response)
1. To have a limb amputated
[
2. With a foot ulcer
[
3. With kidney failure/disease [
4. None of the above
[

F42 These last questions ask about
awareness of diabetes in the general
community.
What diabetes issues do you think people in
the general community need to be made
aware of?
(Multiple Response)
1. Symptoms of diabetes
[ ]
2. Different types of diabetes
[ ]
3. Where to get tested for
diabetes
[ ]
4. How to prevent getting
diabetes
[ ]
5. Family history as a risk factor [ ]
6. Long-term effects (eg. On
eyes, feet, heart, kidneys etc) [ ]
7. How to help a person who is
having a diabetic emergency
episode
[ ]
8. Education of children/young
people
[ ]
9. What it means to have diabetes
(for partners, carers, friends) [ ]
10. People in general community are
already very aware of diabetes
issues
[ ]
11. Other (Specify) ________
[ ]
12. Unsure/Don’t Know
[ ]
F43 In general, how aware do you think
people in the community are about things
that could increase their chance of getting
diabetes?
(Single Response. Read Options)
1. Very aware
[ ]
2. A little aware
[ ]
3. Not at all aware
[ ]
4. Don’t Know
[ ]

]
]
]
]
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G. CONCLUSION
G1 That concludes the interview. The
study is progressing well. Are there any
other comments that you would like to make
about the study?
(Single Response)
1. Yes (specify) ___________
2. No
[ ]

On behalf of the North West Adelaide
Health Study Team, I would like to thank
you very much for taking part in the study.
Your participation in this study has made a
very important contribution to the
awareness of health issues in the North
Western area of Adelaide. Thank you again
for your time.
(Interviewer note: For further information,
phone 1800 635 352, or Internet webpage at
http://www.nwadelaidehealthstudy.org).
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