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Abstract

Objective To review research on the role and value of written

medicines information for patients from the perspective of patients

and health professionals.

Context Providing written information to patients about their

medicines is acknowledged as a priority but there is poor under-

standing of how best to meet patients� needs.

Method A sensitive search strategy was developed to maximize the

identification of relevant studies. We used a data extraction form

designed to appraise qualitative research. Findings were synthesized

into a narrative account.

Main results There were three broad categories of study: those

which related to policy initiatives; those where the aim was to

increase compliance; and those concerned with using information to

support decision-making (�informed patient� studies). While the

policy initiative and compliance studies reported that, mostly,

patients were positive about written information, the �informed

patient� studies showed a more complex picture. Patients valued

medicines information tailored to their condition. They did not want

it to be a substitute for spoken information from their doctor. Not

everyone wanted written information but those who did wanted

sufficient detail to meet their need. Need varied over time and

between patients. The small number of studies relating to health

professionals showed widespread ambivalence towards using written

information. Some thought it should be brief and simple, only

partially disclose side-effects and saw its main role as being to

increase compliance.

Conclusion The different perspectives of patients and health

professionals, and the diverse and changing information needs

of patients pose a challenge to providers of written medicines

information.

doi: 10.1111/j.1369-7625.2007.00454.x
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Introduction

Medicines are the most common intervention in

health services in the developed world. Patients

require information to help them use their

medicines safely and effectively, and to facili-

tate an understanding of the possible harms

and benefits of treatment.1 In the UK, current

policy prioritizes the provision of comprehen-

sive information for patients both as an

entitlement and a resource for effective self-

management of health.2–4 In the European

Union, the only form of written information

that every patient receives about their medicine

is the manufacturer�s patient information leaflet

which is inserted in the medicine package.5

Patients of course may be given, or seek, writ-

ten and spoken information from a range of

other sources.

Patient dissatisfaction with the amount and

quality of medicines information has been fre-

quently reported.6–10 Research has also docu-

mented adverse consequences of patients being

inadequately informed about their medi-

cines.11,12 Criticism of the poor quality and

inappropriate content of much patient infor-

mation about medicines has been frequently

voiced.7,9,13 In addition, little is known about the

amount, content, media and timing of written

information provision which patients find most

appropriate and useful.14

We undertook a systematic review of the

effectiveness and, role and value of written

information about medicines as well as

exploring best practice in information design.15

The two strands of the review (�effectiveness�
and �role and value�) addressed specific objec-

tives. This paper reports the findings of the

latter strand, examining research which inves-

tigated the role and value of written informa-

tion on specific medicines, from the perspective

of patients and professionals. While the effect-

iveness strand of the review was concerned

with whether written medicines information

works, the role and value strand was interested

in how the intervention works and in what

context.

Method

Searching and sifting

The same search strategy was used to find studies

for both the effectiveness and the role and value

parts of the review. A range of full text and bib-

liographic databases was searched (13 in total,

including CINAHL, Medline and Embase) from

1970 onwards, using a comprehensive strategy.

We excluded papers not in English due to the

difficulty of interpreting qualitative data in a

foreign language.We used a mixture of thesaurus

terms and keywords developed iteratively in

Medline. The problem of defining role and value

and translating this into a finite list of searchable

keywords meant a very broad strategy was

required to find relevant studies. The need to

search for common words like �medicines�,
�patient� and �information� made the construction

of keyword searches problematic, particularly in

health databases. This resulted in a search strat-

egy which was sensitive rather than specific.

To augment the electronic searches, the ref-

erence lists of papers reporting studies included

in the review were scrutinized for additional

studies. The same electronic databases as above

were searched to find systematic reviews. We

were unable to identify any systematic reviews,

but found five narrative reviews.6,16–19 The ref-

erence lists of these reviews were searched to find

additional references. Additional methods

included hand searching and citation searching.

Citation searching was applied to the references

cited in those role and value papers that were

identified by searching electronic databases and

which met the inclusion criteria for the review.

The 28 role and value papers had been cited in

209 papers, of which 137 had not been identified

by the original database searches. Scrutiny of the

titles and abstracts of these 137 identified two

further studies which met the inclusion criteria

for the review. Full details of the search strategy

are available elsewhere (http://www.hta.nhsweb.

nhs.uk/).

In total 50,127 references were retrieved and

review team members considered first their title

The role and value of written medicines information, J Grime et al.

� 2007 The Authors. Journal compilation � 2007 Blackwell Publishing Ltd Health Expectations, 10, pp.286–298

287



and then the abstract. The vast majority of

irrelevant papers were easily eliminated on the

basis of title or abstract alone. Where there was

uncertainty, the full paper was obtained (413

papers). The database search was augmented

with searching the citations of papers identified

from the sifting process using Web of Science

2005. The end result was that 30 papers from 29

studies were found.

Data extraction

We adapted a data extraction form developed

by Greenhalgh et al.20 for their systematic

review of research into innovation and diffu-

sion. This framework was selected because the

papers reviewed in their study, like ours, used

a variety of methodologies. Two reviewers

independently completed a data extraction

form for each study. These were compared and

where differences were evident, the reviewers

met to resolve them. Two papers were exclu-

ded at this stage. One had marginal relevance

and the other had many important methodo-

logical limitations. The main purpose of the

data extraction form was to provide a com-

parative structure as a basis to reflect on the

study, to decide on the paper�s key messages.

We wrote to the authors of seven of the nine

papers which used a qualitative methodology,

(but not to one who had written an accom-

panying book7 or one who had done a quasi

qualitative content analysis of drug informa-

tion leaflets21), to request any additional data

and to seek their views on our analysis of their

paper.10,22–27 Six authors replied and addi-

tional information was included in the data for

analysis.

Analysis

The main findings of each paper were recorded

on the data extraction form. This was relatively

straightforward for the quantitative studies.

For the qualitative studies, we considered what

authors said in the discussion alongside data in

the results. In addition to analysing the pri-

mary data as reported by each author, the

reviewers also noted what they had learned

about the authors� perceptions of the role and

value of written information. For example, in

the introduction to papers some authors

emphasized the importance of written infor-

mation to increase compliance or aid decision

making.

At the end of this process we compiled a list

of ways in which patients and professionals

used written information, and a set of factors

which patients and professionals used to

evaluate the material. Common uses and eval-

uation of written information were identified

and contradictory findings were probed to

consider factors that might explain the differ-

ences. We used a narrative synthesis method.

Dixon-Woods et al. 28 point out the lack of

transparency in the work of the synthesizer

with narrative summary. However, the synthe-

sis strength lies in being able to cope with a

large and diverse evidence base.

Results

Methodology employed by studies

The 27 studies in the review took place over

more than 25 years and in three continents using

a variety of methodologies. Seventeen studies

used a quantitative methodology; mainly sur-

veys (12). Most questionnaires consisted of

closed questions in which participants selected a

response category from a list pre-determined by

the researcher. Nine of the studies were qualit-

ative using predominantly focus groups or semi-

structured interviews. One study employed

mixed methods.

Nine studies (eight quantitative, one qualit-

ative) did not recruit participants on the basis of

being people who were taking or had recently

taken medicines relating to the written infor-

mation that was being investigated. These stud-

ies will be referred to as �hypothetical� studies.
From them, we learned about patients� norma-

tive positions in relation to information and

medicine taking, which was not necessarily what

they would actually do when faced with the

situation under exploration.
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Rationale behind studies

Three broad categories of study were identified.

Twelve had been carried out in response to

policy initiatives about written medicines� infor-
mation (Table 1). Most initiatives concerned the

introduction of legislation to require written

information to be available with each medicine.

The motivation for eight studies concerned the

use of written information to increase patient

compliance with medication, based on a per-

ception of patients as uninformed and medical

knowledge as authoritative and certain

(Table 2). Seven studies explored the use and

usefulness of written information to help

patients participate in treatment decisions

(Table 3). In the latter, in marked contrast to the

�compliance-oriented� studies, these �informed

patient� studies incorporated a view of the

patient as someone taking reasoned deci-

sions about the use of medicines based on

their personal understanding, experiences and

priorities.

The value of written information to patients

(1) Do patients read information that is

routinely available on medicines?

Table 1 Papers reviewed categorized as arising from policy initiatives in relation to written medicines information

Country (reference) Method Hypothetical*

USA (33) Structured home interview with 2669 women taking oral contraceptives who had

potentially received a short insert and a longer brochure about the �pill�
No

USA (56) Same study as above

USA (38) Laboratory based study with 265 outpatients & 151 employees evaluating a

leaflet on diazepam

Yes

USA (39) Laboratory based study with lay people (35 students, 42 general public),

pharmacists (31) & doctors (32) to assess desired disclosure of side-effects for

fictitious drug

Yes

USA (31) Controlled trial with 285 hypertensive men who either received written

information alone (during consultation or with medicine) or written & spoken

information about a diuretic. Control group received no additional information

No

Italy (40) Questionnaire sent to patients who had received one of two leaflets (standard or

experimental) with either their prescription drug (contraceptive pill, ranitidine) or

OTC medicine (2 types of laxative, ibuprofen) 6992 patients responded

No

Belgium (36) Structured home interview using 84-item questionnaire with stratified sample of

400 of general population to find out their views on written information inserted

in medicines� packages

Yes

UK (37) Laboratory based study with healthy volunteers linked to a university, to specify

and rate items of information about a fictitious drug to treat stomach problems

Yes

Belgium (44) Questionnaire sent to 1500 GPs and 500 specialists (28% response rate) to

determine attitudes to written information inserted in the medicines� package

Not applicable

UK (29) Questionnaire completed in face-to-face interview with 117 older inpatients. An

example of a PIL for an unspecified medicine was shown to them before the

interview

Yes

UK (45) Laboratory based study. 1st phase: 18 doctors ranked information. 2nd phase:

240 people rated leaflets about a fictitious drug for stomach problems

Yes

UK (35) Structured telephone interview with 196 patients who had collected their own

prescriptions from 3 pharmacies, to find out if they read the medicine PIL.

No

Australia (25) Six focus groups, 57 participants currently taking at least 1 prescription medicine.

Four groups were given written information (unspecified) during the group

session and 2 were mailed written information for one of the medicines they

took a week before hand

Mixed

*�Hypothetical� studies recruited participants who were not actually taking or had recently taken medicines relating to the written medicines

information that was being studied.
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In the policy initiative and compliance studies

(Tables 1 and 2) some researchers partially

assessed the value that patients placed on written

information from the percentage of participants

who said that they read them.22,25,29–36 For

prescribed medicines, most participants (range

of 60–95%) said that they had read written

information accompanying the medicine at least

once. This was usually when the medicine was

first prescribed. It was uncommon for patients to

Table 2 Papers reviewed categorized as being based on a perception of the uninformed patient and certainty of professional�s
knowledge

Country (reference) Method Hypothetical*

UK (57) Survey questionnaire (11 questions, only first 7 reported on in this paper) about a

leaflet on antibiotics, completed by 289 patients

No

Netherlands (30) Observation in pharmacy of 80 patients buying OTC medicines followed by

structured home interview

No

UK (34) Questionnaire completed in face-to-face interview with 80 members of general

public in a shopping centre, self completed by 48 pharmacists and 66 GPs.

Different questions asked of the three groups. Patients shown a PIL for an

unspecified medicine

Yes

USA (32) Telephone interview by pharmacist of 85 older patients to evaluate a

chemotherapy leaflet. (Cancer patients involved in development of leaflet)

No

Australia (46) Content analysis of written drug information (more than 91 items) for patients

given out by rheumatologists

No

Australia (43) Structured home interview (and medication assessment) with 204 older people to

explore medicine information needs. Older people shown an example of a leaflet

for a medicine they were not necessarily taking

Yes

UK (22) Ten qualitative interviews with patients, and 4 focus groups with 22 parents of

children attending 2 schools, about OTC medicines

Mixed

USA (42) Mixed method. Focus groups and interviews with patients to develop written

information on contraceptive pill. Questionnaire to staff to get views on the

leaflet developed

No

*�Hypothetical� studies recruited participants who were not actually taking or had recently taken medicines relating to the written medicines

information that was being studied.

Table 3 Papers reviewed categorized as being based on the perception of the patient as informed and involved in treatment

decisions

Country (reference) Method Hypothetical*

UK (41) 10 focus groups (62 patients) to review written information, some condition based

but all including treatment

No

Clinical specialists reviewed materials independently using a structured checklist

UK (21) Content analysis of all leaflets on NSAIDs printed in 1998–99 Not applicable

Switzerland (23) Semi-structured interviews with 76 chronic pain patients, and 54 controls about

medicine information preferences. Content analysis of 16 antidepressant

leaflets

Mixed

Canada (26) 19 focus groups (88 members of public, 27 doctors, 35 pharmacists) to

understand patient information needs and review written medicines materials

Yes

UK (10) 4 focus groups (23 patients with asthma) to explore medicine information needs No

UK (27) 14 focus groups (88 respondents) made up of psychiatric patients ⁄ carers,

psychiatrists, psychologists, nurses, occupational therapists, managers

No

UK (24) Semi-structured interviews with 30 members of depression self-help group

Content analysis of antidepressant leaflet

No

*�Hypothetical� studies recruited participants who were not actually taking or had recently taken medicines relating to the written medicines

information that was being studied.

The role and value of written medicines information, J Grime et al.

� 2007 The Authors. Journal compilation � 2007 Blackwell Publishing Ltd Health Expectations, 10, pp.286–298

290



read the same information on subsequent occa-

sions. One study showed that fewer patients read

leaflets that came with over-the-counter medi-

cines, even if they had never taken the drug

before.30 Although one reason given for reading

the information was that it was the first time the

medicine had been purchased.22,30

While the policy initiative and compliance

studies reported that most patients were gener-

ally positive about written information received,

the informed patient studies (Table 3) showed a

more complex picture. All of these studies were

qualitative, using focus groups and ⁄or semi-

structured interviews, which allowed respond-

ents to dwell on what was important to them.

The topics raised by respondents were broader

than those investigated in the policy initiative

and compliance studies, which were mostly

quantitative in approach. Respondents talked

about the difficulty of getting information, not

just about their medicines but also their illness

and the range of treatment options. They talked

about how spoken information from health-care

professionals was valued more than written

information. Indeed, researchers in one study

found it difficult to get the focus group members

to discuss written information at all.10

(2) How much information is desired?

The amount of information in written medicines�
materials was a factor in lay perceptions of their

value. Six of nine studies that reported on

patients� preferred amount of information found

that most wanted detailed explanations about

medicines and, when given a choice, more rather

than less information.33,36–40 However, one of

these reported higher levels of readership for a

shorter insert on contraceptives compared with a

detailed brochure.33 Paradoxically, patients were

more satisfied with the depth of explanation in

the brochure, which they were asked to read

during the interview. Two studies concluded that

patients were put off reading information that

was too detailed.25,29 In Vander Stichele�s et al.36

study 67% of patients wanted a concise leaflet,

but 88% also wanted it to be comprehensive.

This was a �hypothetical� study which took place

in Belgium at a time in the late 1980s when

written information consisted of technical

information designed for professionals, rather

than leaflets written specifically for patients.

Coulter et al.41 wrote of the fine balance

between providing too much and too little

information. Their focus group members

thought that many of the leaflets they reviewed

(some were condition as well as medicine-based)

were too basic to be helpful, while one or two

were too technical. They criticized leaflets for

not admitting to scientific uncertainty or sup-

porting assertions with references to primary

sources. The twin issues of differences in meth-

odology and variations in the type of informa-

tion studied limit our ability to interpret the

findings of these studies. However, they do raise

questions about what patients mean by �concise�,
�detailed� and �comprehensive� in relation to

written information and point to a very wide

range of variation in individual preferences and

across different illness settings and experiences.

(3) What information is valued, and from what

sources?

Few papers addressed these aspects but many

similarities were identified in the things that

patients wanted to know about their medicine in

three studies:10,26,27

• Diagnosis. Is this the right treatment for me?

• Other forms of treatment for the condition –

both drug and non-drug.

• Name of medicine.

• When and how to take the medicine. Dosage.

• Purpose of medicine ⁄ intended therapeutic

effect.

• Consequences of not taking the medicine.

• What it feels like to take the drug.

• How long the drug was likely to be prescribed.

• Interactions with other medicines.

• All side-effects with a likelihood of their

occurrence.

• What to do about side-effects.

• Long-term effects and risk of damage.

One issue to emerge from the �informed

patient� studies was that lay experiences were

seldom, if ever, incorporated in written medi-

cines information. An analysis of a booklet

about antidepressants published by a leading

UK self-help organization revealed substantial
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discrepancies between the professional advice

and explanations about antidepressants it

reflected, and the actual experience of taking

antidepressants which was reported by

patients.24 Herxheimer expressed concern about

the preparation of leaflets by employees of the

pharmaceutical industry who are far removed

from the patients who will read them.21 Patients

with asthma in Raynor�s et al.10 study valued

experiential knowledge and felt that this should

be incorporated in written leaflets about medi-

cines. Patients queried the independence of

information in leaflets produced by pharma-

ceutical companies with a vested interest in

promoting their products, and the content of

medicine leaflets was thought to be dictated

more by medico-legal issues than the needs of

patients.10,27

Role of written information from a lay

perspective

Few of the quantitative studies explored how

patients used written information. Vander Stich-

ele at al listed patients� normative motives for

reading a leaflet.36 These included deciding whe-

ther to take amedicine; to knowmore about it; for

reassurance and to be able to comply with ther-

apy. In Morris�s et al.33 study women wanted an

oral contraceptive leaflet to tell themwhat to do if

they missed taking a pill. (Ross et al.42 also had

this particular role in mind when developing a

leaflet on oral contraceptives.) Jazieh et al.32

developed a leaflet with the help of cancer patients

to inform about side-effects from chemotherapy.

Patients found it useful when deciding on the need

to seek professional help following chemother-

apy, as well as informing friends and family about

treatment. Older people in Thompson and Stew-

art�s43 study felt that written information was

particularly useful for people with hearing or

memory problems.

The qualitative studies provided most data on

how patients used or thought they would use

written information. Koo�s et al.25 respondents

read information leaflets if:

• they took responsibility for their own care

• the medicine prescribed was for a serious

condition

• they had had a previous problem with a

medicine

• they were a caregiver and administering the

medicine to a child for example,

Hughes et al.22 found that an over the counter

medicine leaflet was more likely to be read if the

medicine was considered to be �strong� or for a

child.

Written information could be retained and re-

consulted if the need arose. This was particularly

useful when patients were unwell and perhaps

unable to take in what they were told.27 Many of

Nair�s et al.26 focus group members felt they did

not have a clear understanding of their diagno-

sis. They thought it important to include con-

dition-based information in a medicine leaflet to

be able to check that the medicine was relevant

for them. Ideas for self-help could assist patients

to take responsibility for their own care and

recovery.24,41 Thus a major role for written

information was in helping people to care for

themselves or others.

Uses of side-effect information

Patients� desire for information about adverse

effects was a common finding. There was a range

of uses for such information. Jazieh and

Brown32 found it helped patients decide whether

or not a symptom was a side-effect and if

prompt action was required. Other uses included

reassurance that the medicine was going to be

suitable for their particular circumstances, 23,27

to prepare patients for what might happen, and

to use medicines safely by knowing, for example,

what OTC medicines should not be taken in

conjunction with a prescribed medicine.27

Nair et al.26 said that their respondents

wanted information on adverse effects to help

them decide whether or not to take a medicine.

This was a �hypothetical� study. Respondents in

two other studies reported that information

about the pros and cons of a medicine increased

their uncertainty.23,25 In practice then, the same

information about the beneficial and adverse
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effects of a medicine could cause some patients

to worry, while empowering others to take

treatment decisions. Information, however, was

not necessarily written in a way that helped

patients make treatment decisions. Herxheimer

analysed the content of patient leaflets on non-

steroidal anti-inflammatory drugs (NSAIDs)

and concluded that the information on potential

harm and benefit was written in such a way that

patients could not decide whether and how

much of an NSAID was suitable for them.21

Coulter et al.41were critical of the tendency of

written information to be over-optimistic and

stress the benefits of treatment but downplay the

side-effects.

Written vs. spoken information

The main reason given by nearly a quarter of

older people in Thompson and Stewart�s43

sample, as to why they thought leaflets were not

particularly useful, was that their doctor could

tell them the same information. They regarded

him as a preferred source of advice. Patients in

this and other studies10,25,33,35 valued spoken

information from professionals over written

information, partly because it was felt to be a

more responsive medium which could be tail-

ored to the needs of individual patients.10

Difficulties in establishing convenient access

to professionals, particularly doctors, meant

that in practice, patients often had to rely on

written information.25–27 A further barrier was

how confident patients felt about talking to

professionals and asking questions. Written

information could help in this respect. Giving

medicine leaflets to patients demonstrated that

information about drugs was a legitimate topic

for patients to raise with professionals,27 and

could suggest appropriate questions for them to

ask.41 Thus giving written information to

patients could help build relationships by

making it easier for patients to ask questions

during consultations with health professionals.

Conflict between written and spoken infor-

mation was an issue for some patients.23,27,43

When appraising medicines� information the

source was more important than whether the

information was written or spoken. Patients

mostly attached greater importance to the word

of the doctor, than to the text of a leaflet.10,31 In

one study, only 2% of people said they would

follow the instructions in written information

rather than what the doctor said, should advice

conflict.36 Inconsistent information though may

result in particular problems of interpretation

and uncertainty for patients.23

Professionals� views of written information

Only one study focused exclusively on health

professionals views� of written medicines infor-

mation,44 with nine others including some rele-

vant data.21,26,27,34,38,39,42,45,46 While in principle

they generally supported the idea of informing

patients about their medicines, in practice writ-

ten information was used infrequently and

selectively. Professionals were more concerned

with compliance. Vander Stichele et al.44identi-

fied three clusters of professional response: 20%

of the doctors surveyed were �moderately posit-

ive�, 44% �ambiguous to neutral� and 36%

�overtly negative�. The �positive� doctors tended

to be younger and to see written medicines

information as a substitute for spoken infor-

mation, whereas those who were �overtly negat-

ive� blocked patient access to written

information in some circumstances. In Mottram

and Reed�s34 study, 80% of GPs and pharma-

cists surveyed thought that medicines informa-

tion leaflets were useful, though not necessarily

for all patient groups. A quarter of pharmacists

and 15% of GPs thought they might be unsuit-

able for patients with psychiatric disorders.

Several studies found resistance amongst

professionals to giving patients full information

about side-effects.26,27,34,39,45 Even in Fisher�s
et al.38 study which found high levels of agree-

ment between doctors and the public about what

constituted a useful information leaflet, the

public attached greater importance to informa-

tion about adverse effects. Professionals were

concerned that such information might increase

non-compliance.26,27

Just under half of the rheumatologists that

replied to an invitation by Buchbinder et al.46 to
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send a copy of written medicines information

that they routinely gave to their patients said

they did not provide any such material. Analysis

of the information materials that were in routine

use led the researchers to be concerned about its

quality. There was wide variation for example in

the list of side-effects given for the same medi-

cine in different leaflets. Many leaflets had not

been updated since they were first written.

In a project involving patients to develop

written information on oral contraceptives, the

researchers found that while family planning

staff thought the leaflet easy to understand, less

than a quarter said they would use it as a ref-

erence source with patients.42 Professional

ambivalence was also evident in two focus group

studies.26,27 No written information was rou-

tinely handed to patients on psychiatric wards,

which was the setting for Pollock�s et al.27 study.
While there was a general consensus that the

provision of information to patients about their

medicines should be improved, hospital staff

regarded the need for this to be less pressing

than did patients. Consultants showed great

variation in their approach to the giving of

information, whether written or spoken, and

other ward staff tended to follow their lead.

Discussion

Overview of findings

To our knowledge, this is the first systematic

review to consider user perspectives on written

medicines information. The number of studies

(27 over a period of 30 years) seems small given

the widespread use of such information and (the

more recent) recognition of its importance. The

nature of written medicines information rou-

tinely provided to patients varied considerably

over time and according to the setting. Despite

these limitations, the review has produced find-

ings that are important and relevant to consid-

erations of the role and value of written

medicines information.

Written information was widely read on the

first occasion a medicine was prescribed.

Patients valued written materials which set the

information within the context of the illness that

the medicine was being used to treat. While not

everyone wanted written information, those who

did, wanted sufficient detail to meet their need.

Needs varied over time and between patients.

Many patients wanted to know about the

adverse effects of medicines. There was concern

about the independence of information written

by pharmaceutical companies. Written infor-

mation was used in many ways. It could be used

to help decision making; both initially about

whether to take a medicine or not, and in on-

going self-care. Patients did not want written

information to be a substitute for spoken

information from their doctor.

The limited research available on health pro-

fessionals� views suggested widespread ambiva-

lence about using written information. Many

professionals thought that it should be brief and

simple, emphasize the benefits of a medicine and

only partially disclose side-effects. Some saw the

main roles for written information as increasing

compliance and saving time in the consultation.

Two studies conducted by health professionals

expressed concern about the quality of written

information and whether it was written in a

way which enabled patients to make on-going

decisions about the use of medicines.21,46

Implications for practice

Dixon-Woods47 identified two distinct discour-

ses in patient information materials. One stems

from a biomedical perspective and is concerned

with educating patients in order primarily to

bring their thinking in line with health profes-

sionals and increase compliance with treatment.

The other discourse values patient agendas and

is concerned with empowering patients and

engendering a more equal relationship between

patients and professionals. Dixon-Woods47

points out that patient and professional interests

often coincide and it is too simplistic to see the

two discourses as oppositional. However they

differ in their orientation to the patient. A

patient education discourse sees patients as

passive recipients of information written by

experts as an instrument of compliance with
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professional judgement. The patient empower-

ment discourse conceptualizes patients as being

competent, rational and resourceful actors using

information as a resource aiding decision-

making and illness management.

In our review, the studies whose rationale was

to increase compliance operated in terms of a

patient education discourse, while studies that

explored the use of information to facilitate the

involvement of patients in their care incorpor-

ated a patient empowerment discourse. Health

professionals may agree in principle that it is

desirable to meet patients� information needs.

However, in practice the evidence indicates that

patient compliance is often their first priority. If

they believe giving patients full information

about medicines could lead to non-compliance,

there is potential for conflict between what

patients would like to know and what informa-

tion professionals would like them to know. This

was evident in professional concern about

patients receiving detailed information on side-

effects. In fact, there was no clear evidence of a

simple relationship between the provision of

written information on side-effects and compli-

ance. Similar findings have been reported for

written information on non-drug procedures48

and spoken information.49 Nevertheless it

appears that there are differences between

patients and professionals regarding the purpose

of written medicines information.50

Pound et al.51 found that research showed

patient resistance towards medicines was seen by

professionals to stem from mistaken lay per-

ceptions and beliefs about medicines, rather

than from actual problems experienced in using

medicines. They argue against this notion and

the consequent emphasis on developing ways to

modify patient behaviour, and reason instead

for safer medicines and improved prescribing.

The latter would include professionals helping

patients in their lay evaluation of medicines by

providing information. In our review, there was

evidence of professional concern about the poor

quality of some available information and whe-

ther it did reliably inform patients about

potential benefit and harms of a medicine,

though few studies looked at this. Some patients

did not consider information written by medi-

cine manufacturers to be sufficiently independ-

ent and questioned its credibility and reliability.

Thus leaflets inserted in medicines� packages

may not be seen as trustworthy.

Varying information needs over time and

between patients makes the idea of a one-off,

standard medicines leaflet that would meet all

(or even most) potential needs unfeasible. Many

patients wanted written medicines information

to be set in the context of their illness. The

patient information leaflets currently inserted in

medicines packages are about medicines not ill-

nesses. Computer-generated handouts printed

and given out in the consultation would allow

information to be tailored to individual patients

and their conditions.17 However, this method

relies on prescribers sourcing and ⁄or generating
written medicines information, and the limited

evidence in the review showed that professionals

did not routinely give out existing materials.

Similar findings have been reported for spoken

information.52–54

Not all patients want to be involved in decision

making about treatment and even amongst those

that do, desire may vary over time.7 Written

information which details possible harms and

benefits of taking amedicine is likely to be helpful

to a patient trying to decide whether or not to take

a medicine. The impact of the same information

on a patient who wishes to devolve decision

making to the doctor could be negative and

increase uncertainty and worry. A range of

patient responses to information was found in

this review. Decisions about whether to take

medicines, in what quantities, and for how long

are not one-off events, but iterative processes,

shaped by the interaction between changing

knowledge and experience. Patients with chronic

conditions learn from experience, and some

patients thought that this knowledge should be

incorporated into medicine leaflets. This would

necessitate professionals recognizing and valuing

lay expertise. Evidence from outside the review

suggests that there is professional reluctance to

acknowledge or use lay expertise in this way.54,55

Patients preferred to receive medicines infor-

mation from their doctor. Leaflets were not
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considered to be an acceptable substitute,

though they were useful to reinforce what the

doctor said, and could be retained to read at

leisure and re-consult if the need arose. Profes-

sionals should not see written information as an

alternative to talking to patients about their

medicines. Patients are often reluctant to ask

questions in the consultation. Written informa-

tion endorsed by a health professional, is one

way that professionals can encourage patients to

ask questions.

Conclusions

The different and changing information needs of

patients, especially, in relation to illness of

varying severity and duration, poses a challenge

to the writers and providers of written material.

Nevertheless, greater awareness of the difference

between lay and professional perspectives on

written medicines information, and the wide

range of purposes it can serve, is a pre-requisite

for the provision of the personally tailored and

appropriately staged information materials that

patients evidently require.
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