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Abstract

Objective To identify information needs among a group of back

pain sufferers as well as the barriers that may prevent them from

accessing this information.

Design Data were collected through the use of open, in-depth

interviews, through contributions to the Norwegian Back Pain

Association’s online discussion list, and through a search of the

literature.

Participants Norwegian back pain sufferers and their carers.

Main variables studied Information needs and barriers.

Results The informants described information needs that covered a

wide range of topics, clinical, financial, emotional and social.

Informants wanted to understand the cause of their pain and wanted

information about existing diagnoses and diagnostic procedures.

Informants asked for information about treatment alternatives, both

within and outside the established health-care system, the effects of

these treatment alternatives, their procedures, side-effects and costs.

In addition, informants wanted information about the social and

emotional effects of long-term pain; coping with everyday life; other

people’s experiences; and about welfare benefits and patient rights.

Barriers to this information included the use of medical, legal and

other jargon, doctors� lack of time, lack of communication skills, lack
of knowledge about back pain and attitudes to back pain patients.

Conclusions To successfully address the questions and concerns of

users, there should be an attempt to present information on as many

of these topics as possible. Information should be presented in the

user’s own language, at several levels of understanding, and should

include both evidence- and experienced-based knowledge.

Introduction

For most people, low back pain will be a short-

lived experience. For one group, however, these

problems will lead to long-term contact with

health-care providers and to greater or smaller

limitations in their daily life. During this period,

the back pain sufferer needs well-prepared and

relevant information, but despite general agree-

ment as to its importance lack of information is
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still a common complaint.1 In an attempt to

address this problem the �BackInfo� project was
established in a collaboration between the Nor-

wegian Back Pain Association and the Nor-

wegian National Institute of Public Health.

The project aims to develop an Internet-based

information service for back pain patients that

emphasizes relevance, accessibility and reliabil-

ity. As a first step towards this goal, a qualitative

study of information needs and barriers among

Norwegian back pain patients was carried out.

Background

Written patient information is often based on

doctor’s assumptions of what patients want or

need to know, assumptions that have often been

shown to be incomplete or incorrect.2–4 This

type of information can be described as medico-

centred,5 in that it aims to encourage patients to

follow what the doctor sees as rational sickness

behaviour, and where information is distributed

as a one-way flow from doctor to patient.6 In

contrast, a patient-centred model of patient

information aims to meet the patients� expressed
needs for information,2 and can be seen as a part

of a growing demand for patient participation in

health-care decisions.

This difference in approach mirrors the divi-

sion between models of sickness as disease or

illness. The disease model, most commonly

associated with the explanatory models (EMs) of

professional practitioners, relates to �special
theories of disease causation and nosology that

are stated in an abstract, highly technical, usu-

ally impersonal idiom.� Illness, on the other

hand, is associated with the EMs of the popular

culture arena �where sickness is most frequently
articulated in a highly personal, non-technical,

concrete idiom concerned with the life problems

that result from sickness�.7

For individuals searching for information

from other sources than their doctor, one

potential source of health-care information is

found in patient and consumer organizations.

The knowledge that these organizations possess

is often based on experience, as opposed to

knowledge that is based on scientific evidence or

deduction,8 and can be described as representing

the illness model of sickness. This type of

knowledge may represent an important source

of support for many people. However, infor-

mation based on experience alone is not an

adequate basis for medical decisions, and a

study we conducted in 1997 suggests that many

patient organizations are not in a position to

provide reliable information about the effects of

health-care interventions.9 In fact, a lack of

ability to find, appraise and disseminate scien-

tific evidence about health care is widespread

among both health professionals and users, and

medical advice, regardless of its source, is often

based on a mixture of tradition, intuition and

more or less well-designed research.10,11

Another potential source of health-care

information is the Internet. The Internet may

have improved the accessibility of information,

but problems of relevance and reliability still

remain while new problems have been intro-

duced. There are few rules to help the user tell

commercial information from non-commercial

information, and research from personal opin-

ion.12 A recent review of back-related informa-

tion on the Internet concluded that most of these

sites can be classified as commercial and that the

quality is variable.13

Patient-centred and evidence-based

health-care information

Not only are health-care users faced with a lack

of information, the information that is available

often has serious shortcomings with regard to

relevance and reliability. Health-care users are

thus left to make decisions that are uninformed

and that may not harmonize with their own

values. Health-care information that is evidence-

based and patient-centred addresses informa-

tion needs and concerns as experienced by the

patients themselves and is the result of rigorous

and systematic searches for knowledge.

The objective of the following study was to

gain an understanding of the information needs

of back pain sufferers and to explore the prob-

lems that people may have in accessing this

information. Following the model of sickness as
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illness, information needs are seen here as all of

those needs for knowledge that arise as a result

of the health-care problem.

Methods

The interviews

Earlier studies among other disease groups show

that a person’s stage of disease, age, socio-

economic status and education level14,15–17 can

influence his or her need for information. In an

attempt to achieve a variety of responders, we

made contact with Norwegian patients in several

different treatment situations. One GP, one

chiropractor, one physiotherapist, and two

hospital doctors were asked to put us in touch

with patients with chronic or acute low back

pain with and without radiation. We also made

contact with patients having back pain and with

carers of patients having back pain through the

Back Pain Association.

Open, in-depth interviews were used to collect

data using the principles for qualitative inter-

view technique as described by Weiss.18 Inform-

ants were asked to tell of their experiences with

low back pain from its beginning and until the

present day with an emphasis on their needs for

information during this period. An interview

guide was used and continuously developed in

response to the interviews (see Appendix).

Fifteen back pain sufferers and four close

family members of back pain patients were

interviewed after which new themes no longer

appeared to be forthcoming. The back pain

sufferers had had back problems between

2 months and 30 years. A majority of them had

several years of experience with back problems

and should be defined as chronic back patients.

The informants were between 24 and 65 years of

age and lived mainly in and around Oslo. Ten of

the informants were women and nine were men.

Ten of the informants were members of the Back

Pain Association.

The author carried out all interviews. Before

the interviews, informants were assured of full

anonymity and were asked to sign a consent

form. Informants were also told that the inter-

viewer was a social scientist with no medical

background. The interviews took place at the

informants� homes, their place of work, or the
interviewer’s office, according to the preferences

of the informant. Interviews lasted between

45 min and 2 h, and were completed when the

interviewer or the informant felt that the topics

had been exhausted.

After the interviews had been taped and

transcribed, the author and one colleague, also a

social scientist, carried out content analysis of

the data, independently coding each interview

according to information needs, themes that

could be seen to influence these needs, and

barriers to information. These codes were then

compared, discussed, and merged. Quotes that

are used in the report were chosen because they

expressed common experiences, attitudes or

topics or because they showed the width of

experiences seen in this group. The informants

have been given fictitious names in order to

protect their identity.

The discussion list

Contributions to the Back Pain Association

website’s discussion list were also included as a

source of data. Between January 1998 and

January 2001, 475 contributions were made to

the discussion list, all of which were included.

Different degrees of anonymity make it diffi-

cult to know much about the contributors but

it appears that they include about 200 different

people, about half of whom are women. Dis-

cussion list contributions were analysed in the

same manner as the interviews, and quotes that

are used are also selected in the same way.

Permission to use contents from the discus-

sion list was given by the Norwegian Back Pain

Association, but informed consent was not

obtained from individual contributors. Since

the study was carried out, Eysenbach and Till19

have pointed to the ethical problems associated

with the waiving of informed consent in the

study of Internet communities and had the

study been carried out today the author would

have considered contacting each contributor

individually.
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Other studies

Systematic searches for other studies of infor-

mation needs among low back pain patients

were also carried out and qualitative studies of

back pain patients� experiences of illness and
health care were used in the development of the

interview guide and to inform the present

study.

Findings: information needs

What’s wrong with my back?

I had hoped that it was a prolapse or something

like that, something which could be seen in the

pictures: �There it is. There’s the problem�, but it
isn’t, they can’t find anything concrete. [But] I

wonder what this is. Is it an infection that’s rub-

bing and infecting and irritating the nerve, why

does it hurt all the way up my back, and well, what

is it? I just want a diagnosis. (Georg, 32-year-old

teacher.)

The back pain patients displayed a great need

for some sort of diagnosis20,21 and called for

information about existing diagnoses, their dis-

tribution, symptoms and prognosis. Informants

also asked for information about existing diag-

nostic tests, both within and outside the public

health system as well as information about what

happens during these tests, what they can tell,

what the difference is between them, and their

price and availability:

What’s the difference between an ordinary x-ray

and a CT? For instance, can a prolapse be seen

with an ordinary x-ray? And if not, what’s the

point of sending you to an x-ray if it seems like the

patient has a prolapse? Are we talking economy

here? (From the discussion list.)

Informants also wanted to understand the

cause of their pain. Cause can be explained with

reference to medical EMs based on knowledge

or hypotheses about internal conditions in the

body and this type of explanation was clearly of

interest for several informants. However, back

pain patients in this and other studies21,22 also

make use of EMs that place their back pain in a

larger context, referring to external factors such

as hereditary conditions, specific events or

aspects of their work or spare time.

What can be done about my back pain?

The informants wanted to know which treat-

ments exist, both within and outside the public

health care system, what these treatments entail,

whether they will work, their price and their

accessibility. They also wanted to know what

they could do themselves to get better and to

avoid getting worse.

I have been diagnosed with a prolapse in level L4/

L5. I have been recommended surgery and am

going for a consultation at the hospital. As far as

I’ve understood, they’re talking about microsur-

gery. What does this mean? Do I have to stay in

hospital for long? Do I have to rest for a long time

afterwards? Do I have the right to childcare –

financially? (My husband works shifts.) (From the

discussion list.)

Questions to do with back surgery were

particularly common and included the follow-

ing topics: What type of surgery exists, who

should undergo surgery and does it work?

What are the prognoses for first, second and

third operations? What will happen if the op-

eration is not a success? Which hospitals carry

out which operations, which hospitals are

good at certain types of operations? Should I

have an operation abroad, and if so, will the

costs be covered by National Insurance? What

happens during surgery and during the hospi-

tal stay? How long can I expect to be hospit-

alized? What happens after surgery, what type

of follow-up can I expect, how can I relieve

pain after surgery, and how quickly can I re-

turn to work?

What about medication?

Physical pain when I’m exercising doesn’t bother

me if I know that what I’m doing is right. But what

frustrates me is when I suddenly get pains that I

can’t see any reason for. If I had clearly seen that

�you’re bending all wrong now� or �you were lifting
something� or doing something like that I would
have understood the cause of the pain, but just

having unmotivated pain makes me nervous about
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what’s happening inside this body. (Dag, 47-year-

old manager.)

Informants wanted to understand more about

different types of pain and how best to respond

to them.23 Informants asked who should be

using which medication, which medication can

be used as alternatives for each other, and which

medication should or should not be combined.

They also showed concern about side-effects and

the risk of drug addiction.

What about the social and emotional effects

of long-term back pain?

You’re not in a bad mood, inside you’re not, but

on the outside, you get so exasperated that you get

this sour expression. You react quickly, you snap

at people and it doesn’t take much before things

get too much for you. (Jane, 31-year-old ware-

house assistant.)

Informants wanted to know more about

common emotional reactions to pain and to

interventions,1 and also called for information

about the connection between mental health and

back pain. Informants also asked for advice

about bringing up children, about how to relate

to colleagues23,24 and about the effect of chronic

pain on people’s sex lives:23,24

I am 45 years old and married to a woman who has

a very bad back. At times she is bedridden for long

periods of time and during these periods and for a

lot of the rest of the time too, our sex life is bad.

She is afraid that it will make her worse. No matter

how considerate I am she doesn’t want to have sex

during these periods, and when she’s back on her

feet she’s very careful. Is this common among back

people/ladies? Do their natural needs disappear

because of their problems? I know so little about

this topic. She won’t talk about it either. I hope

that there’s somebody out there who can share

their experiences with me. (From the discussion

list.)

How can I cope with every day life?

How to cope with every day life was also a

common theme, and informants were eager to

share their experiences:

I’m very adamant that when I get up in the

morning I eat my breakfast and then I drink my

coffee and then I go out. I cannot allow myself to

start turning the TV on at 8 o’clock in the morning

and sitting myself down on the sofa. I think its very

important for all people who have a chronic illness

that we, despite the fact that we hurt and that we

mostly want to hide away and its raining outside

and the weather is poor, I think its very important

to get out, try and be sociable. Because then I think

its easier to forget the pain. (Niels, 55-year-old

lorry driver.)

What are my rights and what type

of benefits am I entitles to?

Some informants asked for information about

their rights as a patient, as a carer, or as a

participant in a research project. Could they,

for instance, apply for compensation for incor-

rect treatment, and would they receive legal

aid?

Informants also had many questions tied to

social security including which type of expenses

will be covered, how to apply for different

types of benefits, how long these applications

will take, how decisions are reached and how

to complain about decisions. Carers wanted

to know whether their expenses would be

covered.

What do other back pain patients do?

Throughout the material, informants showed an

interest in the personal experiences of other back

pain sufferers:

At the first meeting I was at in the Back Pain

Association I met a person who had had exactly

the same operation as me. And she had an extra

disk in her back as well and she told me how she

had exactly the same type of pain and went all

woozy when she was in pain. So it was quite nice to

hear that its not just me! At the same time you saw

people who were much sicker than you were so and

in one way you felt pretty healthy! (Dag, 47-year-

old manager.)

Carers were also very interested in knowing

more about how other carers coped and how

they could be of more help.
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Findings: barriers to information

As the study illustrates, chronic back pain can

lead to needs for information about the practi-

cal, financial, social and emotional implications

as well its medical aspects. The study points to a

number of barriers that may prevent the indi-

vidual from accessing or making use of health-

care information.

Information from health professionals

Many of the questions posed in the discussion

list and among the informants are questions that

could have been answered by the person’s doctor

or other health professional. However, this and

other studies confirm that doctors frequently

fail to elicit the needs and concerns of their

patients.25 A number of circumstances may

explain why information needs go unmet in the

doctor–patient meetings:

Lack of communication skills

It would have helped if the doctors at least had

talked to him, but my impression was that they

would prefer not to. (Margrethe, 60-year-old

housewife and mother of chronic back pain suf-

ferer.)

In Åbyholm’s study of Norwegian back

patients,1 participants criticize hospital doctors

for their inability to communicate, their lack of

listening skills, their arrogance, and their pre-

conceptions. Informants in the present study

voiced similar criticism, describing hospital

doctors in particular as arrogant and inaccess-

ible. These sentiments find support in a recent

study of Norwegian doctors that suggests that

there is a difference between hospital doctors

and GPs in their views of patient information

and autonomy.26

Lack of knowledge, lack of time and lack

of co-operation

Several informants saw GPs as more accessible

than hospital doctors and occasionally used

them to interpret information given by hospital

doctors. On the other hand, informants often

had low expectations of their GP’s knowledge

about low back pain, and this may have led

them to ask fewer questions. Informants also

complained of lack of time during consultations,

as well as a lack of co-operation and commu-

nication between different health professionals

and institutions. The informants also pointed to

their own lack of knowledge about their illness

and about the health-care system as a barrier to

gaining information: �I don’t know which ques-
tions to ask.�

Attitudes towards back pain patients

They’re so sick of us ladies who come along with

this sort of thing! There are so many of us and they

don’t know what to do with us, do they? And we

complain and we hurt so much. One doctor has

written about me �her complaints are so mas-

sive …� He could have written �her problems� but it
was the complaints that were the problem! Of

course I was a pretty hopeless case when they

couldn’t figure out what it was. I heard from a

friend of mine that her daughter, who’s a doctor, is

training to be a radiologist now because she can’t

stand all these old women who hurt all over the

place! (Arnhild, 55-year-old teacher.)

Other studies have suggested that back pain

sufferers in particular are not a popular patient

group because of the difficulties involved in

diagnosing and treating these patients.27,28 In

addition, informants here and in other studies

frequently refer to a fear that doctors and others

view them as malingerers.1,29

Medical jargon and information that comes

at the wrong time

The doctor hadn’t seen the x-rays, he’d only read

what the radiologist had written. And he said,

�Well, you’ve read it yourself.� And I said, �It’s all
in Latin! Even the priests have stopped speaking

Latin, but you’re still doing it!� Yes, but I had
understood it, hadn’t I? So I said, �No, I haven’t!�
The only thing I’d understood was that it wasn’t a

prolapse so I thought, �it’s not that bad then. It’s
something that will pass then, it’s all right.� (Laila,
61-year-old office worker.)

Questions about specific words and expres-

sions are common in the discussion list, and
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informants described the problems they had

trying to understand their doctors and their

journals. Informants also complained that in-

formation is given at the wrong time, because it

has not been relevant at that time, because they

have been on medication, or because they have

been unprepared for it.

Health professionals� exclusion of lay models
A lack of awareness or acknowledgement of lay

models of explanation may also represent a

barrier to the fulfilment of information needs.

While several informants called for more

information about the cause of their pain,

questions about cause are often answered with

reference to medical EMs based on knowledge

or hypotheses about internal conditions in the

body. However, back patients in this and other

studies21,22 also make use of other EMs that

place their back pain in a larger context,

referring to external factors such as hereditary

conditions, specific events or aspects of their

work or spare time.

Patients� attitudes to medication

And I’m very anti-anti, that’s what they accused

me of at the hospital when it comes to pain

killers. I’d rather be in pain than eat poison. I’m

afraid I’ll get addicted to it. I have a brother

who’s an alcoholic, so I have that in the back of

my mind. And I smoke like a chimney, and I

can’t stop smoking, so what if I get addicted to

these tablets as well? (Niels, 55-year-old lorry

driver.)

Attitudes and ideas among patients and the

general public may also create a barrier to

accessing information. The informants� con-
cerns about medication, for instance, may lead

them to ignore or distrust information. For

some this concern was based on personal

experience with unpleasant side-effects, while

others had more vague ideas about risk of

side-effects, addiction, and the concealment of

damage or improvement to the back. A UK

study suggests that similar assumptions about

medication are widespread and that these

assumptions may lead to inappropriate use of

medication.30

Information at the welfare office

They just tell you that they won’t cover it. They

don’t care about finding out if you can get it cov-

ered somewhere else. (Berit, 44-year-old nurse.)

Problems encountered at the welfare office are

very similar to those problems experienced during

the consultation. Informants complain of staff

arrogance, lack of knowledge and inconsistent

advice, as well as a lack of time, jargon, and a fear

the staffs view them as malingerers, factors that

may all pose barriers to the information seeker.

Information from other back pain sufferers

Most informants gave high credibility to other

back pain sufferers� experiences, and saw the

value of being able to talk with or hear about

others who have experienced the same problems.

However, potential sources of information such

as the Back Pain Association or web-based dis-

cussion groups were sometimes avoided. Some

informants were sceptical to what they see as the

�moan andwhine� culture that emerges when back
pain sufferers get together. Others excluded this

potential source of information because they did

not view themselves as �sick enough� or possibly
because they were not ready to take on the role of

�chronic back pain patient� that membership in
this type of group may assign to them.

Information from the Internet

While most of the informants used the Internet

to search for back pain related information, few

of them saw it as an important source. Inform-

ants complained of the lack of Norwegian-lan-

guage information, and some found it hard to

find their way around the information that was

available in other languages.

Discussion

Strengths and limitations of the study

The literature search revealed no other studies

that had as their primary goal the identification
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of information needs and barriers among back

pain patients although several studies did discuss

topics that were of importance to this group.

Studies of information needs have been carried

out among other patient groups, with the use of

different approaches. One approach is to present

respondents with a list of information topics and

to ask them to rate these topics or to indicate

whether these topics are of important to them.

Here, the danger of respondents rating most

information needs as very or somewhat import-

ant to them has been pointed to in the study by

Mills and Sullivan.31 In addition, the validity of

questions and topics in questionnaire studies, i.e.

the degree in which information topics are gen-

erated by researchers or whether they reflect

what patients want to know, is also an issue.

The use of qualitative methods is particularly

appropriate in the development of patient-

centred health-care information as it enables us

to elicit information needs as the sufferers

themselves experience them. Through the col-

lection of illness narratives it has been possible

to gain a broad picture of information needs

among back pain sufferers in several areas of

their lives, and a number of topics other than

clinical topics have been identified. The gener-

alizability of this picture could have been made

possible through a questionnaire based upon

this study.

One possible shortcoming of the interviews is

that informants have not related their experien-

ces as they unfold, but from memory only. A

majority of the informants were experienced

back pain sufferers and information needs that

have since been fulfilled may have been forgot-

ten. An analysis of discussion list contributions

may, however, have compensated for this

shortcoming, as these contributions reflect back

pain sufferers� needs for information as these are
experienced.

Given that much of the data stemmed from

online discussion groups, it is not surprising that

a need for information about the experiences of

others as well as a widespread use of the Internet

was identified. We do not know enough about

the discussion group contributors to tell whether

or not they differ significantly from other back

pain patients. The widespread use of the Internet

in Norway does suggest, however, that this

group is not a minority. In addition, the themes

raised in the discussion group contributions

were very similar to those raised in the inter-

views, and the interviews served to give a

broader context to these contributions.

Addressing information needs

Patient-centred, evidence-based information

aims to address those questions that health-care

users themselves want answered in a reliable and

systematic way. The study illustrates that these

questions may cover a wide range of topics,

many of which have little direct connection to

health care. In fact, information about issues

such as welfare benefits, the ability to cope with

everyday life, and the experience of carers may

be as important as clinical information, especi-

ally for the chronically ill.

The study points to a number of issues that

need to be considered if health-care information

is to successfully address the questions and

concerns of its users. Information about partic-

ular procedures can be greatly improved if these

are placed in the larger context of the individ-

ual’s life. Information about back surgery, for

instance, is of most use if information about the

effects of surgery is accompanied by information

about its cost and availability. In addition,

descriptions of what the patient can expect

before, during and after the procedure, not only

with regard to physical reactions, but also

emotional reactions, practical circumstances,

and patient rights should be included.

Information about cause should make use

of EMs that refer to external factors such as

lifestyle and hereditary aspects as well as the

internal workings of the body.

Information about the effects or side-effects of

treatment or medication should focus on

outcomes that are of particular interest to the

patient. In many cases, however, outcomes that

are of interest to the patient will not correspond

with those outcomes that have been included in

scientific trials. Information about treatment

options should also address methods that are
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available outside the National Health Service,

including alternative medicine, but again there

may be little evidence available about their

effect. The patient-centred, evidence-based

approach may thus imply that the material

highlights uncertainty and has the potential to

frustrate its users with large degrees of infor-

mation about what we do not know. For infor-

mation services that wish to support informed

patient choice, this is one possible side-effect

that should be taken seriously.

The importance of experience-based know-

ledge as a source of support and advice that

cannot be substituted by professional knowledge

should also be acknowledged. While it should be

clear to the user what is personal experience and

what is based on scientific evidence, experience-

based information should be integrated into the

information service, for instance, through

interviews with fellow sufferers and through

discussion groups.

This emphasis on lay knowledge and on the

broader context in which back pain takes place

does not exclude the existence of an interest in

and understanding of the disease perspective

among back pain sufferers. For sufferers of

chronic illnesses in particular these two realms

of knowledge may be of equal importance and

familiarity, and both types of information

should be provided while at the same time

clearly differentiated between. The information

service should also acknowledge that individuals

may have different levels of information needs,

and information should be presented at different

levels of complexity.

Addressing information barriers

The patient-centred approach leads us to the

development of an information system that is

holistic and inclusive with regard to the type of

contents included. The Internet is particularly

well suited for this type of approach as it enables

us to link different types of information in a

number of different ways. By developing an

information system that is also free of charge,

accessible around the clock, and written in the

user’s own language, the BackInfo project hopes

to remove a number of the circumstances that

have prevented access to information.

In order to address the barrier to information

caused by the use of medical jargon, and to ease

the individual’s understanding of, for instance,

patient journals or welfare office statements, a

glossary of relevant terms, with synonyms,

related terms, and English translations should be

included.

Barriers such as doctors� lack of time, lack of
communication skills, lack of knowledge about

back pain, and attitudes to back patients may be

alleviated by the development of information

that can be printed out and used in the consul-

tation or as preparation before the consultation.

Checklists with useful questions that can be used

by the patient in common treatment situations

or decision-making situations may also be of

help. The success of this approach is partly

dependent on our ability to develop information

that is regarded as relevant and reliable by both

health professionals and patients.

The study of information needs and barriers

and the circumstances surrounding these has

been an important step in the development of an

information service for back pain sufferers. A

service that meets these needs as far as possible is

currently being developed (www.rygginfo.no),

and continuously improved in collaboration

with patient representatives and web site users.
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1 Åbyholm AS, Hjortdahl P. A bli trodd er det

viktigste. En kvalitativ studie av erfaringer med

helsevesenet blant pasienter med kroniske ryggsmer-

ter. [Being believed is what counts. A qualitative

study of experiences with the health service among

� Blackwell Science Ltd 2002 Health Expectations, 5, pp.319–329

Patient-centred information for back pain sufferers, C Glenton 327



patients with chronic back pain.] Tidsskrift for Den

Norske Laegeforeningen, 1999; 119: 1630–1632.

2 Coulter A, Entwistle VA, Gilbert D. Informing

Patients. An Assessment of the Quality of Patient

Information Materials. London: King’s Fund, 1998.

3 Axelsson A, Nilsson S, Coles R. Tinnitus informa-

tion: a study by questionnaire. Audiology, 1995; 34:

301–310.

4 Forsythe DE. New bottles, old wine: hidden cultural

assumptions in a computerized explanation system

for migraine sufferers. Medical Anthropology Quar-

terly, 1996; 10: 552–574.

5 Skelton AM. Patient education for the millennium:

beyond control and emancipation? Patient Education

and Counselling, 1997; 31: 151–158.

6 Dixon-Woods M. Writing wrongs? An analysis of

published discourses about the use of patient infor-

mation leaflets. Social Science and Medicine, 2001;

52: 1417–1432.

7 Kleinman A. Concepts and models for the compar-

ison of medical systems as cultural systems. Social

Science and Medicine, 1978; 12: 85–93.

8 Lorentzen H. En framtid for frivilligheten? [A future

for volunteerism?] Nordisk Sosialt Arbeid, 1992; 2:

19–32.

9 Glenton C, Oxman A. The use of evidence by health

care user organizations. Health Expectations, 1998; 1:

14–22.

10 Antman EM, Lau J, Kupelnick B, Mosteller F,

Chalmers TC. A comparison of results of meta-

analyses of randomized control trials and recom-

mendations of clinical experts. Treatments for

myocardial infarction. Journal of the American

Medical Association, 1992; 268: 240–248.

11 Eddy D. Clinical policies and the quality of clinical

practice. New England Journal of Medicine, 1982;

307: 343–347.

12 Jadad AR, Gagliardi A. Rating health information

on the Internet. Navigating to knowledge or to

Babel? (Review). Journal of the American Medical

Association, 1998; 279: 611–614.

13 Li L, Irvin E, Guzman J, Bombardier C. Surfing for

back patients. Spine, 2001; 26: 545–557.

14 Ende J, Kazis L, Ash A, Moskowitz MA. Measuring

patients� desire for autonomy. Decision making and
information-seeking preferences among medical

patients. Journal of General Internal Medicine, 1989;

4: 23–30.

15 Harris KA. The informational needs of patients with

cancer and their families. Cancer Practice, 1998; 6:

39–46.

16 Meredith C, Symonds P, Webster L, Lamont D,

Pyper E, Gillis CR, Fallowfield L. Information needs

of cancer patients in west Scotland: cross sectional

survey of patients� views. British Medical Journal,
1996; 313: 724–726.

17 Luker KA, Beaver K, Leinster SJ, Glynn Owens R,

Degner LF, Sloan JA. The information needs of

women newly diagnosed with breast cancer. Journal

of Advanced Nursing, 1995; 22: 134–141.

18 Weiss RS. Learning from Strangers. New York: Free

Press, 1994.

19 Eysenbach G, Till JE. Ethical issues in qualitative

research on internet communities. British Medical

Journal, 2001; 323: 1103–1105.

20 Fretland S, Holmen J. Ryggpasienters mening om
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Appendix

Interview Guide (Translated from Norwegian)

• Let the informant know my background and

tell them that back pain is not my area of

expertise. Tell the informant that the inter-

view will be used in the development of an

information site for back pain sufferers.

• Ask the informant to tell me about his or her

back problems from the time he/she started

having problems and up until today. Mention

that I am especially interested in the kind of

information he/she feels he/she has needed

during this time.

• For different situations/events described (that

occur as a result of the back pain):

– What kind of information has the informant

wanted?

– What kind of information has been offered

(Conversations, brochures, etc.)?

– Has the informant used this information?

What was good or bad about it? Was it

understandable? Did it answer her/his ques-

tions?

– Has the informant tried to get hold of other

types of information and, if so, where from?

• For decision-making situations, for instance

whether or not to undergo surgery – how was

the decision made? How did the informant

feel about the decision that was made?

• Has the informant had any contact with the

social security office?

• Has the informant’s back pain had an impact

on family life?

• Has the informant’s back pain had any

impact on working life?

• Does the informant speak to other people

with back problems?

• Has the informant had any contact with the

Back Pain Association?

• How does the informant cope with the pain?

• Does the informant use medication?

• If the informant was to go through this again,

would he/she have done anything differently?

• Does the informant see him or herself as a

typical back patient?

• How does the informant see his or her future?

• What is the informant’s age and type of work?
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