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Introduction

Type 2 diabetes is a major health concern in the 21st

century, with the incidence and prevalence of this

condition increasing rapidly (Department of Health,

2002). It is a particular problem in the South Asian

communities of the UK, as it is over four times more
common and the age of onset is earlier compared with

white populations (Chowdhury, 2002; Department of

Health, 2002). There are also a number of particular

issues with regard to the management of the condition

in this group, including a greater risk of cardiovascular

and renal problems (Chowdhury, 2002). In particular,

cultural and communication differences often make

it difficult to provide appropriate support for the self-
management of diabetes (Greenhalgh et al, 1998;

Baradaran and Knill-Jones, 2002; Vyas et al, 2003).

ABSTRACT

The aim of this study was to investigate levels of

knowledge of diabetes self-care and perceived self-

efficacy in carrying out self-care behaviours in

individuals with diabetes from South Asian back-
grounds who are receiving care in the community. A

second aim was to investigate the experiences of the

diabetes support workers in administering ques-

tionnaires in a study population in which there is a

high level of illiteracy.

Participants from a study carried out in general

practices in Birmingham, UK, were invited to com-

plete two questionnaires by Asian link workers
during their research appointment. After the data

collection had finished, the Asian link workers took

part in tape-recorded semi-structured interviews to

discover what difficulties they had encountered

during the data collection period.

The results demonstrated that although more

than 60% of those approached agreed to complete

the questionnaires, the majority were assisted by the

Asian link workers. The in-depth interviews with
the link workers suggested that these questionnaire

data may not reflect the participants’ true level of

knowledge or confidence in carrying out diabetes

self-care, given the difficulties experienced in admin-

istering the questionnaires in this study population.

This study highlights some of the difficulties in

collecting data in groups whose written/spoken

language is not English, and questions some of the
strategies currently used in research and in clinical

practice to collect information.
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The link between self-care and poor outcomes in

diabetes is now widely accepted, and the National

Skills Framework for Diabetes (Department of Health,

2002) recommends the promotion of skills for self-

management, two key aspects of which are diabetes

knowledge and self-efficacy. However, most research
in the UK in this area has been carried out in white or

English-speaking populations, and uses self-complete

questionnaires to measure health behaviours. The

few previous attempts to measure knowledge and self-

efficacy in white UK and Asian populations (Dunn

et al, 1984; Meadows et al, 1988; Simmons et al,

1991; Hawthorne and Tomlinson, 1999; Sturt and

Hearnshaw, 2003) have not focused on the needs of
those not able to speak or read/write English. One

exception to this has been a small study which recently

demonstrated that the use of Asian support workers,

or Asian link workers, markedly improves patient

outcomes, in terms of increased knowledge and

understanding of their diabetes, and improved attend-

ance rates at clinics and at education sessions (Curtis

et al, 2003). This dearth of research in minority ethnic
groups is also reflected in the broader research arena.

As Johnson (2006) comments, there are few examples

of such research even though this is likely to be the best

way of obtaining insights into the needs of these

sections of the population.

The UKAD study

The UK Asian Diabetes (UKAD) study takes place in
primary care practices in Coventry and Birmingham,

and was set up to identify the most cost-effective and

acceptable risk-reducing strategies in the South Asian

population with type 2 diabetes. A protocol-driven

model of risk factor reduction is being tested, using

diabetes specialist nurses, link workers and practice

nurses to implement protocols for the strict manage-

ment of lipids, blood pressure and glycaemic control
in general practice (O’Hare et al, 2004). Knowledge of

and confidence in performing diabetes self-care be-

haviours were seen as crucial aspects of this inter-

vention. This paper reports the experiences of the

Asian link workers, employed to collect data. Two

South Asian groups, Mirpuri speakers and Sylheti

speakers, have been of particular interest in the

UKAD study because they have relatively poor health
status and outcomes and because the languages con-

cerned do not have an agreed written form (Johnson

et al, 2000).

Methods

In the UKAD study, three Asian link workers were

employed as data collectors. Their role required them

to contact patients who attended the general practice

research sessions, to encourage attendance at these

clinics and to organise educational sessions. The remit

of the link workers was to work alongside the practice
nurses and the diabetes specialist nurses and ‘enhance

patient understanding and compliance’ (O’Hare et al,

2004). During their clinic visits, after undergoing a

series of clinical investigations, participants from

the Birmingham practices were invited by the link

workers to complete the Diabetes Management Self-

Efficacy Scale (DMSES) and the revised Diabetes

Knowledge Scale (DKS-R). The UKAD study was
approved by Eastern Birmingham Research and Ethics

Committee.

Questionnaires

The DKS-R was developed from the original Michigan

Knowledge Questionnaire (Fitzgerald et al, 1998),

which was validated in the US. The DMSES was

developed and validated for Dutch and US populations
(Bilj et al, 1999) and has been undergoing revalidation

for UK populations (Sturt and Hearnshaw, 2003) and

other national populations (McDowell et al, 2005).

Both these questionnaires were translated into Urdu

and Bengali by the Brasshouse Translation Unit,

Birmingham, according to standard procedures of

translation and back-translation (Bradley, 1994), fol-

lowed by a consensus meeting between the two dif-
ferent translators and one of the researchers (CL),

before final translations were agreed upon. Urdu and

Bengali are the ‘official’ written languages for those

speaking Mirpuri and Sylheti, respectively, and as such

formed the basis from which the link workers could

implement the questionnaires if the study participant

was unable to read/write.

Prior to implementation, two of the researchers (CL
and SM) met on four occasions with the link workers

to discuss the translations that had been carried out,

including the particular verbal translation that should

be used for Mirpuri. As Mirpuri does not have an

agreed written form, the link workers wrote support-

ing notes in Urdu. Culturally inappropriate terms in

the questionnaires were identified and replaced with

appropriate words where deemed necessary. As none
of the link workers spoke Sylheti, only the Bengali

written questionnaire could be used for this section of

the study population.
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Procedure

UKAD participants who agreed to complete the ques-

tionnaires were invited to do so in a separate clinic

room. They were informed that they could complete

the questionnaires either by themselves, or with the
help of a relative (if available) or the link worker.

A note was made in the participant’s research file of

who completed the questionnaires (including who

assisted). If they declined, then a note was made to

this effect. On only four occasions were the reasons

why they declined recorded, as this had not been

agreed prior to the commencement of the study.

In the three months between April 2004 and June
2005, 175 UKAD participants were invited to com-

plete the DMSES and the DKS-R questionnaires. One-

hundred and seven (61%) people agreed to complete

the questionnaires, the majority of whom were as-

sisted by the link workers (see Table 1).

Just over half (n = 97; 55%) of those approached

spoke Mirpuri as their main language. All those (n = 10)

who spoke only Pashto (a Pakistani dialect), all but
one (eight out of nine) of those who spoke Bengali,

and both people who spoke Gujerati declined to take

part. Of the 21 people approached whose first language

was English, only two (10%) refused to participate.

Both men and women were equally likely to decline to

take part, although Mirpuri women were somewhat

more likely to decline than Mirpuri men (20 women

compared to ten men). Numbers were small, however,
and therefore no statistical differences could be detected.

All four people who declined to participate and

recorded a reason for this stated that this was because

they felt the questions were too difficult to understand.

The age of the sample ranged from 26 to 81 years, with

similar ranges for each of the ethnic groups.

After approximately four months it became appar-

ent that there was insufficient time to complete these

two questionnaires while participants were attending

clinic for the UKADS main study. Therefore, in order

to increase the response rate, the link workers ident-

ified particular days when they could invite a number

of participants to attend clinic for the sole purpose of

completing these two questionnaires. However, de-
spite a number of approaches, the completion rate for

the questionnaires remained low. In addition, the link

workers reported considerable difficulties with regard

to administering the questionnaires, even when UKAD

participants had agreed to take part. Consequently, a

decision was taken to terminate this part of the study.

Interviews

In order to understand what aspects of the data

collection methods may have been problematic, the

link workers were interviewed by one of the re-

searchers (CL). These interviews were tape-recorded

and subsequently transcribed and analysed to identify

the nature of the problems experienced in adminis-

tering the questionnaires. These problems are outlined

below.

Findings

All three link workers were female and spoke English,

Urdu and Mirpuri, and two spoke Punjabi as well. All
three had been trained to perform aspects of the

diabetes annual review, such as urine testing, height

and weight measurements, and were experienced in

recording medical histories, and translating/interpret-

ing procedures. None of the link workers had used

translated questionnaires before. However, all three

had had experience in translating in an ad hoc manner,

Table 1 Participants according to language and type of response

Language Self-completed
n (%)

Assisted by link
worker

n (%)

Assisted by
relative

n (%)

Declined
n (%)

Mirpuri (n = 97) 2 (2) 63 (65) 2 (2) 30 (31)

Urdu (n = 19) 0 10 (53) 1 (5) 8 (32)

Bengali/Sylheti (n = 9) 0 0 1 (11) 8 (89)

Pashto (n = 10) 0 0 0 10 (100)

Punjabi (n = 17) 2 (12) 4 (23) 0 11 (65)

English (n = 21) 10 (48) 7 (33) 2 (9.5) 2 (9.5)

Gujerati (n = 2) 0 0 0 2 (100)
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as and when required. All three link workers reported

having enjoyed being consulted and found it helpful to

have been part of the process of development of the

new translated questionnaires. It also improved their

confidence in administering the questionnaires:

‘... that was really useful, yes. We went through the papers

you see and then we knew what to say to the patient.’

Lack of time

There were some common problems in administering

the translated questionnaires as well as some specific

difficulties. The most common problem was the time
required to complete the two questionnaires. Each

UKAD participant was allocated 30 minutes in which

to have all their medical history, personal details and

various aspects of the annual review recorded and

also to complete the DMSES and the DKS-R. Even

explaining the rationale behind the questionnaires took

up time:

‘... some of them were clued up obviously, but mainly I

found that Mirpuri people didn’t understand the ques-

tionnaire properly and it was time consuming for them.’

‘... in all honesty we found it really difficult to fit in, really

hard to fit in, in the timeslot that we had ... the question-

naires alone took about 20 minutes.’

‘Plus we only have half an hour to do the physical

examination and it’s hard to fit all of that in.’

Reactions of participants

A further common problem reported by the link
workers was the frequent negative reactions they

received from UKAD participants, who were often

uncomfortable about their perceived lack of know-

ledge about the various aspects of diabetes. The link

workers felt that some individuals were concerned

about giving the incorrect answers:

‘In fact some patients thought we were judging them by

how intellectual they were.’

‘... and the fact that they [the questions] were repeated

again ... ‘‘is this a trick question?’’ they used to say, ‘‘is

there a right or wrong answer?’’.’

Although many of the participants had attended

education sessions on diabetes self-care this did not

appear, according to the link workers, to impact on

their knowledge:

‘Most of them had been to education sessions but they still

didn’t understand you see, they didn’t understand most of

the words that we were saying ...’

Assistance from relatives

A small minority (n = 5) of participants were assisted

by relatives, although this was not encouraged and

eventually entirely discouraged by the link workers as

it became clear that the knowledge of diabetes that was
being measured was not always solely that of the

UKAD participant. The link workers described usher-

ing the participant into a separate room and asking the

relative to wait behind while the data were being

collected.

‘Sometimes the relative would come in and assist them

but we found that the patient was then relying on the

relative’s answer ... so it was never coming from the actual

patient, so we found it was best to take them on their own.’

The link workers reported that this reliance on rela-

tives was more common in older participants, who
relied on younger people to communicate with health-

care professionals. This was seen to be in contrast with

the younger participants who were more likely to

speak English:

‘I think that’s a big problem with these [older] Asian

patients; they just rely on other people, like their children.

We’ve had quite a few patients wanting their children to

answer the questions instead of them but we’ve said no,

it’s got to be you.’

‘I think the younger generation wouldn’t mind doing it ...

they can understand better, but some of the middle-aged

people don’t know as much. Even though they’ve lived

most of their lives here they still don’t speak English, they

rely on other people ...’

Difficulties with questionnaires

There were specific problems associated with each of the

two questionnaires. For the knowledge questionnaire,

the DKS-R, there were difficulties with terminology

and the meaning of specific words or phrases:

‘The knowledge one was alright, but a lot of the words, like

carbohydrate, protein, not everybody knew what that

was.’

‘Cholesterol ... the patients didn’t have a clue.’

Some English words, such as carbohydrate, did not

have an equivalent in Mirpuri, and this meant that

there could not be an appropriate translation. As one
link worker described, the problems were also com-

pounded by the fact that they were trying to determine

how much the patient knew about their diabetes. This

was often felt as threatening, as if the link workers were

‘testing them’ on their knowledge of diabetes. How-

ever, if they explained the words contained in the

questions this would have meant they had given the

participant the answers to the questions.
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‘... some of the words they didn’t understand we couldn’t

explain to them what they were, we wanted to know what

they knew, what they thought of it.’

‘... we’d have to tell them what it is and then we’ve

answered the questions for them ... It’s not because they

know it already it’s cos you’ve helped them out (by giving

clues as to what a carbohydrate or a protein is).’

The difficulties with the DMSES were less related to

the terminology but more to do with the perceived

repetitiveness of the questions. Several questions on

the DMSES ask about perceived ability to follow an

eating plan when away from home, on holiday or

eating out, or at a party. These questions were seen by

both the link workers and the participants as virtually
the same, consequently causing confusion and some-

times exasperation:

‘I ... it comes a point when the questions are answered in a

different way, especially ... are you confident when you are

ill, would you be able to adjust your medication, are you

confident when you are away from home, on holiday,

when you are at a party ... they’re all similar aren’t they?’

‘... and the fact that they [the questions] were repeated

again ... ‘‘is this a trick question?’’ they used to say, ‘‘is

there a right or wrong answer?’’.’

For a minority of participants the completion of these

questionnaires was a positive experience, and this was
the case particularly for the knowledge questionnaire:

‘... a few actually said they really appreciated it because it

increased their knowledge ... they thought they were really

good, and said oh I didn’t know that, and then they’d be

interested in knowing if they were going to get the correct

information and more advice.’

Discussion

This report demonstrates the difficulties of collecting

information from minority ethnic populations in the

UK. Further work needs to be done if genuine progress

is to be made in our understanding of the pertinent

issues affecting the health of these groups, and indeed

this view has been recently voiced elsewhere (Dixit,

2003; Johnson and Collins, 2004).
Approximately 25% of the population of Birmingham

are of South Asian origin, and people of Mirpuri

(Pakistani) and Bangladeshi-Sylheti origin are well

represented in this. Diabetes is more common in those

of South Asian origin, and this study has important

implications for clinical practice. While our trans-

lations were accurate, the content of the question-

naires and the actual mode of data collection were
both often seen as inappropriate. This was a view held

by those both collecting and providing the data. The

use of specific terminology in diabetes care, such as

HbA1c (haemoglobinA1c), carbohydrate, and even more

commonplace taken-for-granted terms such as away

fromhome or on holiday cannot be assumed to have the

same meaning in all cultures. These observations are

supported by an earlier study of the knowledge and

beliefs of South Asians, in which wide discrepancies
were observed in the level of understanding of the

term heart disease (Rankin and Bhopal, 2001).

Interestingly, in our study we did not observe any

differences in understanding of terms such as heart

disease and diabetes in relation to the participants’

country of origin. However, Hanna et al (2006) reported

greater familiarity with English translations of com-

monly used words than the Urdu equivalent, in people
who had lived in the UK for some time. In our study,

the link workers reported less understanding among

the older participants, whom it was assumed were

more likely to have been born outside the UK. This is

purely speculative, however, as we do not have infor-

mation on country of origin for our study. Further

research remains to be carried out in order to tease out

the differences both between and within different
cultural groups.

Recent literature suggests it is crucial to consider

the actual concepts being measured when translating

questionnaires (Hunt, 1994; Greenhalgh et al, 1998;

Bowden and Fox-Rushby, 2003; Hunt and Bhopal,

2004). Accurate information cannot be obtained un-

less those involved have an agreed understanding of

the terms or concepts being used. Hanna et al (2006)
have recently noted some of these difficulties and

specifically point to the difficulties in translating ques-

tionnaires. One crucial problem is the use of tech-

nically correct language in translations that do not

reflect the ways in which the majority of people speak,

what Hanna et al (2006) call ‘ordinary people speak’.

This leads to inappropriate forms of translation that

are compounded when, for example, the official lan-
guage is a written one (Urdu) but the most commonly

used form is only spoken and is not written, for

example, Mirpuri.

Equally important, we would argue, is the mode

of collecting data from minority ethnic groups. Our

study demonstrates the difficulties inherent in col-

lecting data using self-complete questionnaires. Several

recent studies have reported success using face-to-face
interviews carried out by trained multilingual re-

searchers (Hawthorne and Tomlinson, 1999; Rankin

and Bhopal, 2001; Lawton et al, 2005). Furthermore

the use of lay members of the community or service

users has been seen as a useful way forward (Rankin

and Bhopal, 2001; Johnson, 2006). In our case this

involved the need for assisted completion or finding

other ways of collecting data that do not involve
having to complete questionnaires in a written form.

The success of any information collection exercise

relies heavily on those doing the collecting. The link
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workers in this study were all highly trained in working

with people with diabetes and using standard forms

for the collection of personal and medical informa-

tion. However, none of them had experience in using

translated questionnaires before, and this could have

impacted on how they worked in this regard. If the link
workers were unsure of how to use these question-

naires this may well have influenced patients’ willing-

ness to take part. It may also have been possible to have

gathered more data with regard to reasons for refusal

and other demographic and social information. This

would have given greater depth to our research find-

ings, and could lend support to future decisions about

collecting data in this population. Training and ex-
perience in the administration of translated question-

naires and maximising response rates are thus critical.

The link workers agreed that the time taken to develop

an agreed form of Mirpuri to be used when required

was invaluable, although, as there is no agreed written

form, this relies on the link workers’ memories. The

high refusal rate in those participants who spoke

Bengali/Sylheti was simply because none of the link
workers spoke either of these languages, thus making

communication difficult. This is not an issue confined

to research but one that confronts all health services

staff, i.e. that of attempting to meet the needs of all

sections of the patient population in an equitable

manner.

Conclusion

This study has highlighted some of the difficulties in

collecting data in groups whose written/spoken language

is not English, and raised questions about some of the

strategies currently used to collect information. It is

important to question assumptions that are often

made about the utility of translated questionnaires
for use in minority ethnic groups, in terms of the

particular language/dialect used as well as the specific

terminology used. It is clear from our experiences that

the role of the link worker is of primary importance.

Equally valid, we believe, are the experiences of the

‘researched’ or service users, whose input into both

research and clinical practice is becoming increas-

ingly important. Consultation with both health ser-
vice workers and services users in the development of

alternative, valid, coherent modes of data collection

seems to be the only appropriate way forward.
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