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Diabetes and its care — what do patients

expect?
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SUMMARY. A sample of 77 % of the non-insulin dependent
diabetics aged 30—70 years from two urban practices of-
fering no structured diabetic care were interviewed. The 55
patients (mean age 60 years) were asked about their ex-
periences and expectations of diabetes and the health pro-
fessionals involved in their care. Twenty six patients attended
the hospital diabetic clinic regularly but 13 patients receiv-
ed no review at all; 46 patients wanted their general practi-
tioner to be involved in future care and only six wanted to
continue with hospital review alone. Patients gave hospital
doctors and general practitioners similar high ratings for
knowledge of diabetes and its management but general prac-
titioners and practice nurses were rated more highly for com-
munication and accessibility. The aspect of care valued most
was being given clear information about diabetic
management.

Twenty two patients thought that diabetes would have a
significant impact on their future health and 35 rated regular
diabetic review as extremely important in keeping
themselves healthy. Most patients felt it likely that they
would have a high blood glucose level most of the time and
develop diabetic complications. Little difference was found
between the views of clinic attenders and non-attenders, and
there was no evidence that non-attenders had actively re-
jected review.

These non-insulin dependent diabetics considered
diabetes to be a serious disorder warranting regular care and
expressed confidence in the primary care team’s ability to
provide such care.

Introduction

HE majority of non-insulin dependent diabetic patients
depend on general practice for routine care and
surveillance' and considerable attention is being paid to im-
proving that care. Central to such attempts is an understanding
of patients’ views as these may affect initial attendance at new
schemes of care offered in general practice,’ and these views
should be taken into account in planning services.® There is,
however, little information on the importance that non-insulin
dependent diabetics attach to different aspects of diabetic care,
the beliefs they hold about the ability of different health pro-
fessionals to deliver care, or the effect that different experiences

of health care have on these perceptions.
A survey has therefore been carried out among the non-insulin
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dependent diabetics in two suburban practices as part of a study
of introducing diabetic surveillance into general practice.’

Method

Patient sample

The patient sample was drawn from two suburban practices with
a combined population of 14 957 and mean list size per general
practitioner of 2000 patients. Neither practice had any policy
for offering structured diabetic review within the practice. Over
a six month period a diabetic register was compiled based upon
repeat prescriptions and recall by receptionists and general prac-
titioners. Of the 168 patients with diabetes who were identified,
112 were non-insulin dependent. The 71 non-insulin dependent
diabetics who had been registered with the practices for more
than one year and were aged between 30 and 70 years, were asked
to take part in the study by letter and subsequent telephone call.
Fifty five patients (77%) were interviewed.

Blood glucose control

A venous blood sample was obtained at a routine surgery visit
from 51 of the 55 patients interviewed, for estimation of
glycosylated haemoglobin (HbA,) level using Corning elec-
trophoresis (normal range 5.2-7.3%).

Place of care and consultation rate

Following examination of their practice notes patients were
categorized into one of three groups: those attending the hospital
diabetic clinic at least once a year for review (clinic attenders),
those receiving some care in general practice, and those receiv-
ing no regular care (non-attenders). The notes of non-attenders
had no evidence of regular consultations to discuss diabetes over
the previous two years either at hospital outpatient departments
or in general practice.

The consultation rate was defined as the number of consulta-
tions recorded in the practice notes in the year in which the study
took place (1985—86).

Questionnaire

A structured questionnaire was developed to elicit patients’
preferences for future diabetic review. Respondents stated where
they would like attend for regular review of their diabetes. They
rated the performance of four professionals (hospital doctor,
practice nurse, general practitioner or diabetic liaison sister) in
relation to seven aspects of care covering knowledge, communica-
tion, convenience and accessibility, as: 0 (not very good), 1 (quite
good) or 2 (very good). They were also asked which of the aspects
of care they valued most.

The perceived impact of diabetes and diabetic complications
was explored using questions which drew upon the health belief
model.® The health belief model suggests that patients are more
likely to follow a recommended treatment for a disease if they
believe the disease is serious, that they are vulnerable to it and
that the percived benefits of undertaking the treatment outweight
the costs. Respondents were asked to state how much of what
happened to their health in the future would be due to their
diabetes (possible responses: much, little, do not know). They
also rated the importance of regular diabetic review in keeping
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them healthy on a seven-point scale from 1 (not at all impor-
tant) to 7 (extremely important).

Their perceptions of diabetic complications were then ex-
plored. Patients stated which of a range of health problems they
were familiar with; these included items directly associated with,
related to, or unrelated to, diabetes. Those patients who had
heard of a condition rated its perceived severity and their sense
of vulnerability to it on a scale from 1 (not at all serlous/ likely)
to 6 (extremely serious/likely).

The questionnaire was piloted for comprehensibility among
10 non-insulin dependent diabetic patients outside the study. The
revised questionnaire was administered by a single experienced
interviewer in the patients’ homes. The data were analysed by
computer using the SPSSX package to test for the significance
of differences between groups using the t-test statistic and for
differences between proportions using the standard normal
deviate. Significance levels are reported at the 5% level and below.

Results

Clinical characteristics of the sample

The clinical characteristics of the 55 patients interviewed are
compared with those of non-responders in Table 1. The
characteristics did not vary significantly at the 5% level.

Twenty six patients attended the hospital diabetic clinic
regularly (attenders) and 13 patients did not attend anywhere
for diabetic review (non-attenders). The remaining 16 patients
received some care in general practice.

Preferred place of future review

Compared with the place of present review the patients showed
a significant preference for the involvement of their general prac-
titioner in future care (Table 2) — 38% of the 42 patients present-
ly receiving medical review received care from their general prac-
titioner compared with 85% of those wishing for review (n=54)
(difference in proportions 47%; P<0.001; 95% confidence in-
terval 28-66%). Moreover, 11 of the 13 non-attenders wanted
diabetic review in the future, nine of them wanting general prac-
titioner care alone.

Attitudes to health professionals and aspects of care

All 55 patients knew their general practitioner and 48 had met
a hospital doctor for diabetic care. Thirty eight patients had met
the practice nurse but only nine had met the diabetic liaison sister
and she was therefore excluded from further analysis. Not all
respondents answered for each professional on each aspect.
However, analysis using those cases where respondents had

Table 2. Patients’ preferences for future place of care by present
care.

Future preference for care (number

of patients)
Hospital
diabetic General
Present care clinic practice Both Other

Hospital diabetic clinic

attenders (n=26) 5 11 9 12
Patients receiving some

diabetic care in general

practice (n=16) 1 11 4 (o]
Non-attenders (n=13) 0 9 2 2b
All patients (n=55) 6 31 15 3

n = number of patients in group. ®Preference for diabetic liaison nurse
YOne declined future review, one did not mind where care was supplied.

answered for all professionals on a given aspect, gave similar
results to those cases where the respondent had answered on all
aspects for a given professional. The total data set is presented
in Table 3.

Overall, the practice nurses and general practitioners scored
more highly than the hospital doctors. The scores for the hospital
doctors and general practitioners on the aspects directly con-
cerned with diabetes were similar, but they differed significant-
ly on items which concern communication, convenience and ac-
cessibility (P£<0.001). The practice nurses also scored significantly
more highly than hospital doctors on being easy to talk to
(P<0.01), good at listening (P<0.05), punctual (P<0.001) and
easy to get hold of (P<0.001).

Responses from non-attenders were comparable with those
from hospital attenders, except that non-attenders rated the prac-
tice nurse as significantly more able to give clear information
than did hospital attenders (P<0.05). Non-attenders tended to
rate hospital doctors as more punctual than those who attend-
ed the hospital clinic, but the difference was not significant.

The most valued aspect of care was the ability to give clear
information about diabetic management: the three professionals
were given similar ratings for this aspect.

Importance of diabetes and diabetic check-ups

Twenty two respondents felt that much of what happened in the
future to their health would be due to diabetes, while 22 felt
that little would, and 11 did not know. Thirty five patients rated
regular diabetic review as extremely important in keeping them

Table 1. Clinical characteristics of responders and non-responders to the interview, and attenders and non-attenders at diabetic review.

Interview group

Diabetic review group

Non- Non-
Responders responders Total Attenders attenders Total
(n=55) (n=16) (n=71) (n=26) (n=13) (n=239)

Mean age (years) + SD 60.2 + 7.7 58.9 + 6.8 59.9 + 7.5 60.3 + 6.4 58.5 + 12.2 59.7 + 8.6
Number (%) of women 30 (55) 6 (38) 36 (51) 12 (46) 5 (38) 17 (44)
Mean duration of diabetes (years)

+ SD 6.7 + 5.8 7.1+ 5.6 6.7 £ 5.7 8.0+ 6.9 5.3+ 3.6 6.8 + 6.2
Number (%) receiving tablet

treatment 44 (80) 9 (56) 63 (75) 22 (85) 10 (77) 32 (82)
Mean HbA, level (%) + SD 9.6+ 27 9.5+ 22 9.5+25 9.2+22 10.9 = 3.9 9.8+ 29
Mean number of consultations per

year = SD 5.1+ 4.9 3.6 £5.2 44 +5.0 6.6 + 9.3 4.2 +44 53+7.9

n = number of patients in group. SD = standard deviation. No statistically significant differences were found between responders and non-responders or

between attenders and non-attenders.
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Table 3. Patients’ ratings® of the practice nurse, hospital doctor and general practitioner for various aspects of care.

Mean score + standard deviation

Hospital doctor

Number of patients

General practitioner Practice nurse selecting as most

Aspects of care (n=48) (n=55) (n=38) valued aspectb
Knowledgeable about diabetes in general 1.6+0.5 1.56+0.6 1.4+0.7 6
Knowledgeable about your problems with )

diabetes 1.4+0.7 1.4+£0.7 1.2+0.7 10
Able to give clear information about how to

manage your diabetes 1.3+0.7 1.4+0.7 1.3+0.7 21
Easy to talk to 1.1+0.7 1.8+0.4 1.8+0.5 6
Good at listening 1.0+0.7 1.7+0.6 1.7+0.6 2
Punctual 0.7+0.8 1.56+0.6 1.8+0.5 0
Easy to get hold of when you need them 0.6+0.8 1.6+0.5 1.6+0.5 9

n = number of respondents who had met each professional. 2 Scores from O (not very good) to 2 (very good). ® Data missing for one patient.

healthy. The mean score for the whole group was 5.9 (standard
deviation 1.8), and was similar for attenders and non-attenders
at diabetic review.

Views about diabetic complications

The majority of patients were familiar with all the problems they

were asked to consider (Table 4). With the exception of stomach
ulcer, the two problems exclusively associated with diabetes (high
blood glucose level and diabetic complications) were those that
most patients expressed no knowledge of. This lack of knowledge
was equally common among attenders and non-attenders at
diabetic review.

Most of the items relating directly to or associated with
diabetes were rated as very serious indeed, on a level with lung
cancer. Only foot problems, high blood pressure and heart trou-
ble were rated as less serious, and on a level with arthritis, bron-
chitis and stomach ulcers. All the respondents knew that smok-
ing more than five cigarettes per day was a health risk and the
mean rating of severity was 5.0 + 1.4. The majority of patients
felt it was likely or very likely that they would have a high blood
glucose level most of the time (n=36) and develop diabetic com-
plications (n=33). Although there was a tendency for attenders
at diabetic review to estimate the range of problems as more
serious than non-attenders these differences only reached
statistical significance for gangrene (P<0.05). Responses to the
questions on vulnerability were similar for attenders and
non-attenders.

Discussion

These results show that non-insulin dependent patients from
practices offering no structured diabetic care, are willing to
receive such care, and from the primary care team rather than
from hospital outpatient departments. This is despite the fact
that the majority of patients under regular review were atten-
ding the hospital, and a considerable minority were receiving
no regular diabetic care at all.

Patients often seem to be satisfied with whatever service they
currently receive,® but in this sample the majority of the 26 pa-
tients under review in the hospital diabetic clinic wanted general
practitioner involvement in future care with only five patients
opting to continue with hospital care alone. In contrast, only
one patient out of 16 currently receiving care from general prac-
tice alone preferred to change to the hospital diabetic clinic and
the majority of the 13 patients receiving no review wished to
obtain follow up in general practice alone. These results sug-
gest that there is considerable consumer support for the develop-
ment of general practice based review of patients with non-
insulin dependent diabetes. However, this choice of follow-up

does not seem to stem from a general underestimate among
responders either of the potential impact of diabetes on health
or of the importance of skilled help in minimizing this.

The majority of responders had heard of the range of diabetic
complications and were somewhat pessimistic about the effect
of diabetes on their future health. They expected to have a high
blood glucose level most of the time, and felt vulnerable to
diabetic complications. Against this background, more than half
the patients considered diabetic check-ups to be extremely im-
portant in maintaining health. Moreover, it seems likely that they
saw these check-ups as an active, health seeking activity of their
own rather than a passive doctor-centred assessment, since the
aspect of care chosen by the majority of responders as most
valuable to them was the ability of professionals to give clear
information about how diabetics might best manage their own
care.

Table 4. Patients’ views about health problems.

Number of Mean score? +
respondents standard deviation
Unfamiliar Familiar Personal
with with vulner-
Health problem problem problem Severity? abilityc
Directly related to
diabetes
High blood glucose
level most of the
time 8 47 52+1.0 4.2+1.1
Diabetic
complications 8 47 51+1.0 4.0x1.1
Gangrene 4 51 57+0.7 1.9+1.1
Foot problems 6 49 44+1.4 3.1+1.6
Failing eyesight 2 53 5,1+1.2 41+x1.4
Associated with diabetes
Heart trouble 3 52 4.7+1.1 40+1.3
Stroke 3 52 51+1.1 3.3x1.5
High blood pressure 2 53 3.56+1.4 4419
Unrelated to or
unassociated with diabetes
Lung cancer 1 54 56+1.0 2.3+1.3
Arthritis 1 54 46+1.3 3.6+1.7
Bronchitis 3 52 3.7+1.3 3.3+1.9
Stomach ulcer 10 45 3.8+1.2 2.1+1.5
Mouth ulcers (0] 55 1.5+0.8 2.3+x1.4

2 Mean score among those respondents who were familiar with the problem.
b Scores from 1 (not at all serious) to 6 (extremely serious). ¢ Scores from
1 (not at all likely) to 6 (extremely likely).
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The patients’ choice of professional for follow-up seems to
reflect their confidence in the knowledge and skills of their
general practitioner, rather than a belief that diabetes did not
warrant special care. General practitioners and hospital doc-
tors were thus given similar scores on the aspects of care related
to knowledge about diabetic management. When aspects of care
relating to communication and accessibility are considered, pa-
tients clearly rate primary care higher than secondary care. A
preference for primary care has been reported before,? but it
has not previously been linked to patients’ views of the
significance of their disorder, their desire for structured diabetic
care, and the value they attach to discussion of diabetic manage-
ment with a knowledgeable professional.

This study also documents the emergence of practice nurses
as valued members of the diabetes primary care team. The prac-
tice nurse achieved similar ratings to the general practitioner
across all aspects of care, scoring quite well on knowledge about
diabetes and provision of information and very well on ac-
cessibility, punctuality and general communication skills.
Despite the presence in the district of a competent diabetes
liaison sister, too few of the sample had met her to rate her
abilities in care. These findings underline the difficulties for one
specialist liaison sister of supporting face-to-face care of non-
insulin dependent diabetes in a large district, and they point
to the increasing importance of providing adequate training to
the more accessible primary care nursing staff.10:1

Any comparison of the perceptions of those who attended
and those who did not attend diabetic review is limited by the
small numbers in this study. However, there was evidence that
the non-attenders would welcome diabetic review, with only one
declining future review. Moreover, non-attenders recognized
diabetic complications and felt as vulnerable to them as did
attenders.

Reasons for non-attendance for preventive care and
surveillance are of growing interest!!3 and future studies
among patients with chronic disease should define their groups
carefully; in practices without recall systems, a major reason
for non-attendance may be lack of organization rather than pa-
tient choice. This study addressed the expectations of patients
rather than the ability of primary care to deliver care, but the
results provide motivation for primary care professionals and
their practices to offer more effective diabetic surveillance. !4
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