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1 EXECUTIVE SUMMARY

Overview

This survey formed part of the Healthcare Commission’s National Patient
Experience Survey Programme. This was the first survey to focus on people with
diabetes, and is the largest survey of its kind in the world.

The survey included all 152 PCTs in England. Questionnaires were returned by
68,501 people with diabetes — a response rate of 55%.

Diabetes type

Respondents with Type 2 diabetes were more likely than those with Type 1 to be
wrong about, or say that they didn’t know, their diabetes type. When compared
with various ‘check’ questions to ascertain diabetes type, nearly a quarter (24%)
of respondents with Type 2 diabetes (compared with 20% of those with Type 1)
either did not know what type they were, or classified themselves incorrectly.

A quarter of respondents said that their diabetes affected their day-to day
activities: a greater proportion of those with Type 1 (41%) than Type 2 (24%)
diabetes.

In contrast, people with Type 1 were more likely to report being in excellent or
very good health (37% compared with 28%). This was particularly marked
among the younger age groups, but became less marked as age increased, and
the reverse was true for those in the oldest age group (i.e. respondents with
Type 2 diabetes were more likely to report very good/excellent health).

Diagnosis

The provision of verbal information at the time of diagnosis is much better than
the provision of written information: 73% of respondents reported having
received the right amount of verbal information, compared with 57% of
respondents when it came to written information.

The oldest group were the most likely to say that they had received the right
amount of verbal information (77%). The oldest and youngest age group were
the most likely to have received ‘the right amount’ of written information (60% of
both groups), and those aged 36-50 were the least likely (50%).

Those diagnosed in the last five years were more likely to receive the right
amount of information (both written and verbal) than those diagnosed longer
ago.

Respondents with Type 2 diabetes were more likely to report that they received
‘about the right amount’ of verbal information when they were first diagnosed:
73%, compared with 67% of respondents with Type 1. They were also more
likely to say that they received the right amount of written information (58%
compared with 51%).
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Check-ups

Overall, the majority of service users were seen at their doctor’s surgery (79%,
compared with 18% at a hospital clinic). The majority (85%) of those with Type
2 diabetes said they had their check-up at their doctor’s surgery, with only 13%
attending a hospital clinic; whereas the majority of those with Type 1 diabetes
had their check-up at a hospital clinic (63%) and just under a third (32%) had
their check-up at their GP’s surgery.

Overall, the findings suggest that older respondents tended to fare worse than
younger respondents when it came to having the opportunity to discuss goals
(36%) and ideas (45%) about the best way to manage their diabetes (compared
with 43% and 50%, respectively, of those aged 16-35). However, they were
more likely to be given a chance to discuss medications (30%), and to agree
appointments (72%) and care plans (47%) (compared with 27%, 63% and 41%,
respectively, of those aged 16-35).

Overall, less than half of the sample (47%) said they always/almost always
agreed a plan to manage their diabetes: 47% of those aged 66 and over,
compared with 41% of those in the youngest age group.

A higher proportion of service users in QIMD1 (the least deprived group) said
that they always/almost always agreed a plan to manage their diabetes (49%
compared to 44% in QIMDS5 (most deprived)). Similarly, respondents with no
formal education were the least likely to agree a care plan (37%, compared with
47% who left education aged 16 or younger, and 48% who left education aged
19 years or older).

Black/ Black British and White respondents were more likely to say that they
always/almost always agreed a plan to manage their diabetes (48% and 47%),
whereas service users from the Mixed ethnic group were least likely (41%).

The results suggest that people with Type 1 diabetes were less likely to be
provided with advice aimed at helping them to adopt a healthy lifestyle than
those with Type 2 diabetes. Service users with Type 2 were more likely to
always/almost always be given personal advice about food (47% compared with
29% of those with Type 1). Similarly, over a third (36%) of those with Type 2
and less than a quarter with Type 1 (23%) said they were always/almost always
given personal advice about physical activity levels.

Tests and examinations

In the last 12 months, 98% of service users had their blood pressure measured,
91% had the HbAlc test, and the same proportion had been weighed. Eighty
nine percent and 87% had cholesterol and urine test for protein respectively,
83% had their bare feet examined and 80% had retinography. Only 23% of
respondents reported having seen a dietitian within the last 12 months.

Previous research has suggested that patients from more affluent areas generally
receive more frequent clinical monitoring and preventative treatments. Our
findings appeared to support this for the HbA1c test, but the opposite was found
for retinography, and results were somewhat ambiguous for foot examinations.
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Asian/Asian British respondents were the ethnic group who were least likely to
have a HbA1c test in the last 12 months (84%, compared with 91% of White and
92% of respondents from a Mixed ethnic group).

Asian/Asian British respondents were also less likely to say a doctor had taken
their blood pressure in the last 12 months (96%), whereas White and Black/Black
British respondents were the most likely (98% for both groups).

Similarly, a higher proportion of White respondents (90%) had a cholesterol test
than Asian/Asian British or Black/Black British respondents (83%). Black/Black
British respondents were most likely to have had retinography (83%), whereas
the Asian/Asian British and the Mixed ethnic group were least likely (76%).

White respondents were the most likely to have had their bare feet examined by
a doctor or nurse: 85%, compared with just 67% of Asian/Asian British
respondents. Asian /Asian British respondents were also the least likely to have
been weighed by a doctor or nurse (88%), whereas those from Chinese or other
ethnic groups were most likely (92%).

In contrast, White respondents were least likely to have seen a dietitian: 22%,
compared with 25% of Asian/Asian British, and 30% for Black/Black British,
Mixed, and Chinese or other ethnic group.

Self-management and knowledge

Overall, 27% of respondents said that they ‘never’ monitored their blood glucose,
34% said ‘less than once a day’, 18% said ‘once a day’, 16% said ‘2 or 3 times a
day’ and 6% said ‘4 or more times a day’.

Thirty one percent with Type 1 diabetes said they checked their blood glucose 4
or more times a day, compared with just 3% with Type 2. Similarly just 4% with
Type 1 said that they never monitored their blood glucose, compared with 29%
with Type 2 diabetes.

Three-quarters of respondents said they knew enough about what they should
eat to manage their diabetes, 18% said they would like to know a bit more and
7% said they would like to know a lot more. This varied by diabetes type, with
those with Type 1 being somewhat more likely to say they knew enough (80%,
compared with 74% with Type 2).

Respondents were asked about how good they are at eating the right foods to
manage their diabetes. Overall, 22% said they were very good, 61% said they
were fairly good, 14% said they were not very good and 2% said they were not
at all good. Younger respondents were less likely to say they were very good at
eating the right foods, 16% of those aged 16-35 compared with 27% of those
aged 66 years and over.

A slightly higher proportion of those in QIMD1 (least deprived) (76%) than in
QIMDS5 (most deprived) (73%) said they knew enough about what they should
eat to help them manage their diabetes.
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Seventy-one per cent of those in the least deprived category said they knew
enough about the role of physical activity in managing their diabetes, compared
with 64% of the most deprived quintile. Likewise, those who had stayed in
education longer were more likely to report that they knew enough about the
role of physical activity in managing their diabetes (71% of those who left aged
19 or older, compared with 67% who left aged 16 or younger and 57% with no
formal education).

White respondents were most likely to say they knew enough about what they
should eat to help manage their diabetes, (76%) whereas respondents from a
Mixed ethnic group were least likely (66%).

White respondents were also most likely to say they knew enough about the role
of physical activity in managing their diabetes (69%) whereas as Black /Black
British were least likely (54%).

Education and training

Overall, just 10% of respondents had participated in an education or training
course on ways to manage their diabetes. Participation was highest in the
youngest age group (12%) and lowest in the oldest group (9%).

Those who had not taken part in an education or training course were asked
whether they had ever wanted to take part in one. Almost three quarters said
they did not want to take part (74%).

Black/Black British and those in the Mixed ethnic group were most likely to have
participated in an education or training course on how to manage their diabetes
(16%), whereas Asian/Asian British were least likely (8%).

Psychological support

Just 3% of respondents said they had needed to see a specialist for psychological
support to help cope with their diabetes within the last year. Respondents with
Type 1 diabetes were more likely to have needed support (7%, compared with
3% of respondents with Type 2 diabetes).

Younger respondents were more likely to have needed psychological support
than older respondents (8% of respondents aged 16-35 years, compared with
only 2% of respondents’ aged 66 and over).

Of those who reported needing psychological support, just over half (53%) said
they had actually received the support they needed. There were no differences
by diabetes type, age or sex.

White respondents were least likely to have needed to see a specialist for
psychological support to cope with their diabetes (3%) whereas those from the
mixed category were most likely (11%). However, of respondents who did need
psychological support, those of Mixed ethnicity were more likely to able to see a
specialist than White respondents (68% and 51%, respectively).
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Hospital stays

e Less than a fifth of service users (19%) had stayed in hospital overnight, but this
varied with age. A higher proportion of those in the youngest (22% aged 16-35)
and oldest (21% aged 66 and over) age groups said they had stayed in hospital
in the last 12 months (compared with 15% aged 36-50 and 16% aged 51-65).

e Service users were asked about whether the staff who cared for them during
their stay provided what they needed to manage their diabetes. Fifty-eight
percent said that ‘all of the staff helped provide what I needed’, 19% said ‘most
of the staff’, 13% said ‘some’, and 9% said ‘none of the staff provided what I
needed’. This varied by age, with older respondents being more likely to say that
‘all of the staff provided what I needed’ (62% of those aged 66 and over,
compared with 46% aged 16-35).
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2 ABOUT THE SURVEY

2.1 Background and policy context

The 2006 National Survey of People with Diabetes aimed to find out about the
experiences of services provided by the NHS, of adults (aged 16 and over) with
diabetes. The survey was part of one of a number of National Patient Experience
Survey Programmes, managed by the Healthcare Commission and was the first
survey to focus on people with diabetes. The Healthcare Commission appointed the
National Centre for Social Research (NatCen) to act as the Coordination Centre for
this survey: to develop the questionnaire and survey methodology, oversee the
survey implementation, collate the data and report on the findings.

Diabetes is a major public health concern associated with increased morbidity,
mortality and cost for health services'. In 2001, the National Service Framework
(NSF) for People with Diabetes? was published. This highlighted twelve ‘standards of
care and delivery’ with the aim of improving the delivery of diabetes services, and
promoting effective self-management and patient-centred care.

The survey covered adults with a diagnosis of diabetes who are registered with a
general practitioner. It asked about their experiences in relation to key aspects of the
NSF and a range of issues identified by patients as important to them.

The survey is the largest national survey on people with diabetes since the Audit
Commission conducted a postal survey as part of a review of diabetes services in
2000°. This survey included almost 1400 people with diabetes attending hospitals
and primary care and showed that, while there was much to be commended in the
health care that people with diabetes receive, there was also much scope for
improvement®.

This report describes the development and methodology for the 2006 National
Survey of People with Diabetes, and presents the national findings.

The Healthcare Commission published the survey results for each Primary Care Trust
(PCT) in April 2007, alongside a brief national report. Although every PCT in England
took part in the survey, the Healthcare Commission only published results from 142
of the 152 newly formed PCTs. This was due to low numbers of respondents in some
areas, as too few general practices had agreed to take part in the survey.

! Diabetes in Europe. Towards a European Framework for Diabetes Prevention and Care. International
EU Workshop Proceedings. Diabetes Federation. (2004).

2 National Service Framework for Diabetes. Department of Health. (2001)
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_400
2951, accessed 29.08.07

3 Testing Times. A review of diabetes services in England and Wales. Audit Commission (2000).

* Diabetes National Service Framework: Analysis Of Audit Commission Survey Data On People With
Diabetes. Raleigh, V.S. and Clifford, G.M., commissioned by the Department of Health (2000).
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The survey results also fed into the Healthcare Commission’s service review of
diabetes’. This assessed the quality of healthcare for adults (aged 17 and over) with
diabetes in England, by looking at how well PCTs commissioned services to help
people with diabetes to look after their condition. The aim is to improve the services
commissioned by primary care trusts (PCTs), to ensure that adults with diabetes are
offered the support that they require to look after themselves. The Healthcare
Commission and strategic health authorities will continue working with the PCTs that
were identified as having areas requiring improvement.

A national report was published for the service review, including a breakdown of
responses by particular groups. Unlike the findings presented here, the service
review national analysis used multiple logistic regression models to analyse some of
the survey-based indicators from the service review of diabetes, plus some individual
questions from the survey. As a consequence, some of the conclusions in the service
review national report may differ from the findings presented here.

Please note: Caution must be exercised when interpreting the findings presented
here. Given the complexity of the relationships between variables, further work
would be required before any conclusions are made in terms of the differences
between particular groups of people with diabetes.

2.2 Questionnaire development

Determining the content of the questionnaire itself formed part of the early stages of
this work, and a number of different stages were involved in the development of the
questionnaire. These stages were: (1) literature review, (2) expert consultation, (3)
consultation of people with diabetes, (4) questionnaire design and expert panel, and
(5) cognitive testing. The question development phase was extremely important,
being the first time that a survey of people with diabetes had been undertaken as
part of the Healthcare Commission’s long-term conditions programme.

2.2.1 Literature review and expert consultation

2.2.2 Overview

An initial review of existing literature helped us to identify key topics and themes to
inform the focus groups and qualitative in-depth interviews conducted with diabetes
stakeholders or ‘experts’ in May 2005.

A topic guide was then developed (see appendix A) and consultations held with 25
experts including academics and policy makers, clinicians from both primary and
secondary care (including GPs and hospital specialists, a diabetes specialist nurse, a
podiatrist, optometrists, dietitians, a diabetes advisor and a pharmacist). The expert
topic guide focused on: diabetes diagnosis, access to diabetes care services, the
diabetes review, care planning, self-management of diabetes, and psychological and

> Service Review of Diabetes. Healthcare Commission
http://www.healthcarecommission.org.uk/serviceproviderinformation/reviewsandinspections/improvemen
treviews/diabetes.cfm, accessed 29.08.07
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educational support. A detailed report on this stage was delivered to the Healthcare
Commission®.

2.2.3 Consultation with people with diabetes

The findings from these interviews informed the next stage of questionnaire
development — focus groups and in-depth interviews with people with diabetes,
considered ‘experts by experience’, to explore the pertinent issues already raised by
experts as well as any new emerging issues. These interviews aimed to explore
people’s different and direct experiences of diabetes services. Again, a topic guide
was developed (see appendix B) and depth interviews, plus one focus group, were
conducted with 15 people with diabetes in July 2005. The range of topics explored
with respondents was broadly similar to those discussed with the experts at the
previous stage. A purposive sampling method was used to ensure that people with a
range of experiences were included in the sample. The criteria used were: sex, age,
region, ethnicity and type of diabetes. Each respondent was given a £15 gift voucher
to thank them for their help. A detailed report on this stage was delivered to the
Healthcare Commission’.

2.2.4 Questionnaire design and expert panel

Following these stages the main questionnaire topics were established and a sixteen
page draft questionnaire was put together consisting of only closed questions. In
addition to the questions specifically about diabetes, we were asked by the
Healthcare Commission to include a set of general questions on access to GP
services, which were placed at the end of the questionnaire. These were included in
the survey in order to provide data to feed into the Healthcare Commission’s 2006/07
Annual Health Check, within the New National Targets for Primary Care Trusts. The
questionnaire was then subjected to an ‘expert panel’, whereby researchers with an
expertise in question desigh were asked to comment on the questions themselves as
well as the overall structure and layout. Following the expert panel, revisions were
made prior to cognitive question testing.

2.2.5 Cognitive testing

Two rounds of cognitive testing were conducted with a total of 19 respondents
during August 20058. This phase aimed to test the draft survey questions, uncovering
any problems they raised in advance of the mainstage fieldwork. There are two main
cognitive interviewing techniques: think aloud (or protocol analysis) and probing. In
the former respondents are asked to ‘think aloud’ as they answer survey questions.
In the latter respondents are asked specific questions about how they answered®.
Probes can be asked concurrently, as the respondent answers the survey question,
or retrospectively, after the survey questions have been administered. We used both
of these techniques during the cognitive interviews and found both to work
effectively (the question and probe sheet can be found in appendix C). Respondents’

® http:// www.nhspatientsurveys.org

7 http:// www.nhspatientsurveys.org

8 For more information on cognitive testing see Collins D (2003) 'Pretesting survey instruments: An
overview of cognitive methods’in 'Quality of Life Research 12’Kluwer Academic Publishers.

° Willis G (2005) ‘Cognitive Interviewing. A tool for Improving Questionnaire Design’Sage Publications,
Inc.
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interpretation of questions was explored, as well as their views on the language and
terminology used. Where problems were highlighted, possible alternatives were
discussed. A purposive sampling method was used to ensure that people with a
range of experiences were included in the sample. The criteria used were sex, age
and type of diabetes. Again, a full report was delivered to the Healthcare
Commission™.

2.2.6 Analysis

Interviews at each of these three stages (expert interviews, interviews with people
with diabetes and cognitive interviews) were tape-recorded, with the permission of
respondents, and were analysed using ‘Framework’. Framework is a systematic and
accessible approach to qualitative data analysis developed by the Qualitative Unit at
NatCen. The use of Framework helps to facilitate both thematic and case by case
analysis and helps to ensure that all of the data are systematically included in the
analysis.

2.2.7 Dress rehearsal and the final questionnaire

Following the cognitive testing, the questionnaire was refined and improved ready
for the dress rehearsal in February 2006. The dress rehearsal involved 5 PCTs, after
which the questionnaire was slightly modified for the mainstage fieldwork from July
to November 2006 .The questionnaire contained eight sections: diagnosis; check-
ups; tests; management of your diabetes; education and training; psychological and
emotional support; stays in hospital; access to services; and background. The final
questionnaire can be found in appendix F.

2.3 Sampling and methodology

The survey included all 152 Primary Care Trusts (PCTs) in England. In October 2006
the configuration of PCTs in England changed from 303 to the current 152. At the
time of the survey many Trusts were due to be affected by this, therefore PCTs had
the option to carry out the survey in either their pre or post October 2006
configuration®!. Twelve of the PCTs took part under their old PCT configurations
(comprising 35 configurations in total); the other 140 took part under their new PCT
configurations. This resulted in a total of 175 configurations.

Approximately 850 patients'? from each PCT were chosen. The selection method
involved first selecting 10 GP practices from each configuration and then sampling
each of the 10 chosen practices to ensure that 850 patients were selected from each
PCT. The practice sampling approach meant that their was a good mix of practices of
different list sizes and the sample drawn from each practice was proportionate to the
practice list size. Further details of the sampling strategy are provided in appendix E
Questionnaires were posted by PCTs, or their appointed approved survey contractor,
to those in the selected sample. To achieve a good response rate up to two
reminders were sent to non-responders.

10 http:// www.nhspatientsurveys.org

11 All presentation of findings in this report refer to the current 152 PCTs.

12 Dye to the rounding of the calculated sample sizes the exact figure was not always 850. The exact
figure varied from 840 to 859 patients.
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2.4 Weighting strategy

The data were weighted for analysis at national level. The purpose of weighting data
is to compensate for the fact that the respondents do not form an exactly
representative sample from the population; the weighted sample is a better
representation of the population. Weighting is needed in order to account for
disproportionate sampling (some individuals in the survey were more likely to be
chosen than others) and to adjust for survey non-response. The weighting variable
was calculated by combining three components: selection weights, post-stratification
weights for age and sex, and grossing weights. The three weights were combined to
produce the final analysis weight and, for ease of interpretation, this was scaled so
that the weighted sample size was the same as the unweighted sample size. Further
details of the weighting strategy are provided in the appendix D.

Additional weights were provided to produce spreadsheet reports for each trust,
available on the Healthcare Commission’s website. The idea behind spreadsheet
reports is to compare trusts, so the weights were obtained by standardising each
trust to give them similar age-sex profiles. This creates a “level playing field” in that
trusts with an unusual patient profile (such as those with a high proportion of elderly
patients) will not score well or poorly simply because of their patient profile. Doing
this allows trusts with different patient profiles to be compared.

These standardisation weights are used only to measure trusts against each other
and should not be used to obtain estimates of the actual proportion of patients in
any trust giving a particular response to any question.

2.5 Response rate

Questionnaires were returned by 68,501 service users, making this the world’s
largest survey of people with diabetes. After taking account of undelivered
questionnaires, people who had died or who were found to be ineligible for inclusion
in the survey, the response rate was just over 55%.

10
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3 CHARACTERISTICS OF SURVEY SAMPLE

3.1 Introduction

This section provides an overview of the survey sample in terms of socio-
demographics and health characteristics, including diabetes type. Where relevant the
profile of the sample is described according to type of diabetes, age and sex. Full
details of the profile of the survey sample are provided in section 1.5 (Characteristics
of the sample: tables).

3.2 Diabetes type

During the development of the questionnaire it became clear that many people with
diabetes are unsure as to whether they have Type 1 or Type 2, therefore the
questionnaire included four questions to help ascertain probable diabetes type (see
Figure 3.1) The same approach was also used by the recent Audit Commission
Survey™. In this section, unless stated otherwise, all reference to Type 1 or Type 2
diabetes relates to this classification of probable diabetes based on these questions.

Figure 3.1 Overview of the questions and answers used

for the estimate of ‘probable diabetes type’

Q1. How old were you when you where first diagnosed with diabetes?
(Asked to all)

35 or under suggests Type 1

Over 35 suggested Type 2

Q4. Did you begin injecting insulin within the first three months of being
diagnosed with diabetes? (Asked to all)

Yes suggests Type 1

No suggest Type 2

Q5. Did you continue injecting insulin for more than one year after you
first began injecting insulin?

(Asked if answer to Q4 was Yes)

Yes suggests Type 1

No suggests Type 2

Q6. Do you have Type 1 or Type 2 diabetes? (Asked to all)
Type 1

Type 2

Don't know

Respondents were asked if they had Type 1 or Type 2 diabetes; 14% said Type 1,
69% Type 2, and 17% said that they did not know. Using the classification of
probable diabetes type, 13% of respondents were classed as having Type 1 diabetes
and 87% classed as having Type 2 diabetes (see figure 3.2). This proportion is
similar to the estimate by Diabetes UK that up to 15% of people with diabetes have
Type 1.

13 Testing Times. A review of diabetes services in England and Wales. Audit Commission (2000).
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Figure 3.2
The proportion of respondents with probable Type

1 or Type 2 diabetes Type 1 diabetes

13%

Base: All

Type 2 diabetes
87%

When comparing self-reported type with those from the derived variable, it appears
that probable Type 2 respondents were less likely to say they could identify which
type of diabetes they have (18% said that they didnt know, compared with 9% of
respondents with Type 1). Figure 3.3 suggests that probable Type 2 people were
also more likely to be wrong about their Type. Of those classified by the ‘check’
variable as Type 2, 76% also reported being Type 2. Of those classified as probable
Type 1, 80% also reported themselves as having Type 1.

As would be expected, those with probable Type 1 diabetes tended to be diagnosed
at an earlier age than those with Type 2 diabetes (mean age 28 and 57
respectively); and those classed as having Type 2 diabetes were generally older
(mean age 65 years), than those classed as having Type 1 (mean age 48 years).

12
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Figure 3.3 B Type:

Respondents self-reported type of diabetes, by derived diabetes type

Base: All . Type 2
Don't Know

Probable Type 1

Probable Type 2
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Percent

3.3 Age and ethnic group

The respondent profile consisted of more men than women (54% men, 46%
women) and was very similar to the survey’s sampling frame profile (which was 55%
men and 45% women). Almost half (49%) of the sample were aged 66 years or
over, 33% were aged 51-65, 14% were aged 36-50, and 4% were aged 16-35.
Again, this compared favourably to the sampling frame age profile (see table 3.2).

Eighty nine percent of respondents described their ethnic group as ‘White’, 6%
described their ethnic group as ‘Asian or Asian British’, 3% as ‘Black or Black British’,
1% as ‘Mixed’ and less than 1% as ‘Chinese or other ethnic group™. Overall, most
respondents (69%) had left full-time education aged 16 or younger, but, as would be
expected, there were differences by age group, with fewer younger respondents
leaving full time education before the age of 16 (e.g. only 32% of those aged 16-35
left at 16 or younger, compared with 79% of those aged 66 or over).

3.4 Self-reported health status

A quarter of respondents said that their diabetes affected their day-to-day activities.
When analysed by type of diabetes, a greater proportion of those with Type 1 than
Type 2 reported that their diabetes affected their day-to-day life (41% and 24%
respectively).

Respondents were asked to rate their overall health in the past four weeks. Thirty
eight percent of respondents rated their health as ‘poor’/*fair’, 33% as ‘good’, and
29% as ‘excellent’/'very good'. A higher proportion of those with Type 1 said their
health was ‘excellent’/*'very good’ than those with Type 2 diabetes (37% and 28%
respectively). This was particularly true for younger respondents, but the association
became less marked as age increased and, interestingly, the reverse was true for

" Ethnic group data was not available from the sampling frame.
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those in the oldest age group, where those with Type 2 diabetes were more likely to
report ‘very good’/’excellent’ health (28% compared with 24%) (see figure 3.4).

Figure 3.4 [ Type 1
Excellent/very good self-reported health status, by diabetes type and age N
Base: All
16-35
36-50
51-64
65 and over
0 5 10 15 20 25 30 35 40 45 50
Percent

Respondents were also asked about any other long-standing physical or mental
health problems. Just under half (48%) reported no other long-standing health
problems, 42% reported physical health problems, 2% mental health problems and
4% both physical and mental health problems. As would be expected, older adults
tended to have more physical health problems (50% of those aged 66 or over,
compared with 14% of those aged 16-35). Respondents with Type 2 diabetes were
more likely to have other long-standing physical health problems than those with
Type 1 diabetes (44% and 29% respectively), but this is likely to be because they
were older.

Respondents who said they had some kind of long-standing health problem were
then asked if this affected their day-to-day life. Twelve percent said ‘no” and 41% ‘to
some extent’, while 46% said it ‘definitely’ affected day-to-day life.

14
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3.5 Characteristics of the survey sample: tables

Table 3.1

Respondents’ self-reported type of diabetes, by probable

diabetes type.
All 2006
Self reported diabetes type Diabetes type

Probable Probable

Type 1 Type 2 Total

% % %

Type 1 80 6 14
Type 2 11 76 69
Don’t Know 9 18 17
Weighted bases 7224 51230 65110
Unweighted bases 6896 51625 65188

Table 3.2

Sex and age, by diabetes type

All 2006
Sex and age Diabetes type Sampling
frame
Type 1 Type 2 Total

% % % %
Sex
Male 56 55 54 55
Female 44 45 46 45
Bases weighted 7616 53358 68498 -
Bases unwejghted 7276 53673 68499 -
Age
16-35 24 1 4 5
36-50 35 13 14 15
51-65 24 35 33 32
66 or over 16 51 49 49
Mean age 48 65 64 -
Bases wejghted 7616 53361 68500 -
Bases unweighted 7276 53673 68499 126558
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Table 3.3

Ethnic group, by diabetes type

All 2006
Ethnic group Diabetes type

Type 1 Type 2 Total

% % %

Ethnic group

White 93 88 89
Mixed 1 1 1
Asian or Asian British 3 7 6
Black or Black British 2 3 3
Chinese or other 0 1 0
Bases weighted 7447 51468 66037
Bases unwelghted 7111 51786 66038

Table 3.4

Age at which left full time education, by age group

All 2006
Age left full time education Age
16-35 36-50 51-65 66 or over Total
% % % % %
16 years or younger 32 53 67 79 69
17 or 18 years 22 22 15 10 14
19 years or older 34 21 16 9 14
I am still in full time education 11 1 0 0 1
I have not had any formal education 1 3 3 2 2
Bases wejghted 2553 9855 22567 33525 68501
Bases unweighted 2251 8398 23453 34397 68501
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Table 3.5

Age at diagnosis, self-reported health and effect of diabetes on day-
to-day life by diabetes type

All 2006
Health characteristics Diabetes type
Type 1 Type 2 Total
% % %
Age at diabetes diagnosis
Under 16 years 29 1 4
16 to 35 43 5 9
36 to 50 15 27 24
51 to 65 9 41 38
66 and over 5 26 25
Mean age 28 57 54

Overall health in past 4 weeks

Excellent 11 7 7
Very good 26 21 22
Good 31 33 33
Fair 21 29 28
Poor 11 9 10

Does diabetes affect day-to-day

activities?

Yes 41 24 25
No 59 76 75
Bases wejghted* 7616 53362 66992
Bases unweighted* 7276 53675 66980

* Base figures are for age at diabetes diagnosis

Table 3.6

Any other longstanding health problems, by diabetes type

All 2006
Any other long standing physical or Diabetes type
mental health problem Type 1 Type 2 Total
% % %
Physical 29 44 42
Mental 4 2 2
Both physical and mental 4 4 4
No 60 47 48
Don’t know 3 3 3
Bases wejghted 7339 51027 64976
Bases unweighted 7013 51402 65094
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Table 3.7

Whether other longstanding health problem affects day-to-day life,

by diabetes type

Those with other longstanding health 2006

problem

Does long standing health problem Diabetes type

affect day-to-day life? Type 1 Type 2 Total
% % %

Yes, definitely 50 46 46

Yes, to some extent 39 41 41

No 11 13 12

Base weighted 2692 25325 31176

Base unweighted 2643 25756 31571

Table 3.8

Any other longstanding health problems, by age group

All 2006
Age |
16-35 36-50 51-65 66 or over Total
% % % % %

Other long standing physical or

mental health problem

Physical 14 28 41 50 42
Mental 5 5 3 2 4
Both physical and mental 4 6 5 2 4
No 74 57 48 44 48
Don't know 4 4 3 3 3
Base weighted 2484 9532 21682 31276 64976
Base unweighted 2192 8137 22567 32196 65094

Table 3.9

Whether longstanding health problem affects day-to-day life, by age group

Those with other longstanding health 2006

problem

Does long standing health problem Age

affect day-to-day life? 16-35 36-50 51-65 66 or over Total
% % % % %

Yes, definitely 44 44 48 46 46

Yes, to some extent 41 41 39 43 41

No 15 15 13 11 12

Base wejghted 543 3596 10550 16485 31176

Base unweighted 490 3081 10995 17003 31571
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4 DIAGNOSIS AND INFORMATION

4.1 Introduction

The recent ‘Good Practice Forum Report’ (2007)* highlighted the importance of
timely information for people with diabetes, and outlined the concept of the
‘Information Prescription’ which would enable all people with diabetes to receive a
‘prescription of relevant information’. The information received is particularly
important at the time of diagnosis in order to help people with diabetes to ‘achieve
control of their condition’. Our findings suggest that the provision of verbal
information at the time of diagnosis may be better than the provision of written
information; and that those diagnosed in the last five years are more likely to receive
the right amount of information. In addition, our findings suggest that more needs to
be done to meet the information needs of those aged 36-50, and those with Type 1
diabetes.

4.2 Verbal information

Respondents were asked about the amount of verbal information they had received
when they were first diagnosed as having diabetes. Overall, the majority of
respondents said they received ‘about the right amount of information” (73%).
However, 20% said that they received ‘too little’ information, 1% said ‘too much’
verbal information, and 6% reported receiving ‘no’ information. Differences were
found by age, diabetes type, and the number of years since diagnosis.

Figure 4.1
Amount of verbal information recieved
Base: All
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50
40

Percent

30
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0

None Too little About the right amount Too much

15 January 2007 Information Provision in Diabetes ‘Good Practice Forum Report’. The Association of the
British Pharmaceutical Industry, Ask About Medicines, and Diabetes UK.
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Service users aged 66 and over were the most likely to report that they received
‘about the right amount’ amount of verbal information (77%), but there was no clear
pattern with age (71% for those aged 51-65, 65% f