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Abstract

Objective To determine the health-care preferences of people with

Multiple Sclerosis (MS).

Design Cross-sectional survey using a postal questionnaire com-

prising standardized measures of health related quality of life

(SF-36) and of depression (BDI) and original questions about issues

linked to health-care, prioritized by people with MS during an

earlier qualitative phase.

Participants A strati®ed sample of 318 people with MS in Scotland

and England.

Results Questionnaires were sent to 471 people with multiple

sclerosis. The 318 respondents (68%) reported a wide variation in

quality of life, but on average scored signi®cantly lower than

normative values in all dimensions of the SF-36. The most

commonly used home treatment during the previous year was

evening primrose oil, taken by almost half of the sample (47%). Use

of cannabis was acknowledged by 8%. There was evidence that

many preferences concerning health services were not satis®ed. For

instance lack of advice about at least one MS related issue was

reported lacking for three-quarters of the sample and 17% lacked

advice in at least ®ve areas. Advice about exercise was the single

most requested area. The most frequently consulted health profes-

sional was the GP (78%) followed by the hospital consultant (50%).

The professional that respondents most commonly said they would

like to have seen was a specialist MS nurse (30%). Forty-three

percent of the sample said they had attended a special meeting for

people with MS or disabilities. They were equally divided between

those who did and who did not ®nd their last attendance helpful.

Conclusions People with MS display a wide variation in their

preference for services and unmet needs. Information about

management (both conventional and unconventional1 ), relevant

tailored advice and access to appropriately skilled professionals

should be feasible components of high quality care. This work has

highlighted the value of involving people with MS in the identi®-

cation of their preferences; further research is needed to show how

these might be provided most e�ectively.
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Introduction

In the UK approximately 85 000 people have

Multiple Sclerosis (MS) making it the most

common demyelinating disease of the nervous

system. A characteristic of MS is that its course

is both highly variable and equally unpredicta-

ble in terms of symptoms, signs and the result-

ing degree of disability. Each individual who has

the disease encounters di�erent challenges to

their physical, psychological and social well-

being. Health and social care providers are,

thus, faced with the problem of addressing

varying needs, frequently over a period of many

years.

The importance of caring for individuals

within a community setting has been stated

Government policy for the last decade1±4 and

advances in terms of assistive2 technology have

recently expanded the possibility of managing

physical impairment at home.5 To ensure that

appropriate and e�cient services are provided to

counter the impact of MS, it is important that

people with MS are given the opportunity,

through detailed research, to de®ne what they

perceive their needs to be and to express their

preferences in the broadest sense, regarding

di�erent forms of health and social care.

An earlier qualitative study used in-depth

interviews to ascertain what a selected sample of

16 people with MS wished for in terms of social

and health-care and also what they perceived as

the barriers to achieving satisfactory care. The

study reported here, aimed to assess the extent to

which the picture that emerged from those

interviews was representative of the preferences

and experiences of those who have MS in the

UK. It comprised a survey based on a strati®ed

sample of people with MS in Scotland and

England using a postal questionnaire designed

speci®cally for this task. The purpose of this

paper is to present descriptive statistics con-

cerning the health-related quality of life of the

study sample, their preferences, that is their use

of self-treatments, their actual and desired con-

tact with health-care professionals and their

unmet information needs.

Methods

The Questionnaire

The Questions

Twelve broad constructs were identi®ed in the

qualitative study as relevant overall to the

health-care preferences of those interviewed.

They were: perceptions of personal control,

social support, and dependency; contribution of

family and friends; contribution of health pro-

fessionals; individual illness trajectory; MS

exacerbations; uncertainty and stress; personal

crises; fear for the future; social comparison; and

life before MS.

Embedded within each of these constructs was

a range of factors that had emerged as important

to two or more of the interviewees. For instance,

within the construct `perceptions of personal

control' were the following factors that might

have a bearing on that construct: `range of self-

treatments', `su�ciency of access to information',

`access to help with MS problems', `ability to ask

for help with MS problems' and `perceptions of

personal autonomous behaviour'. The questions

were designed to enquire about the 12 constructs

and the factors within them, using detailed

information from the qualitative work to deter-

mine the exact wording and to de®ne the response

categories. The questions were either entirely

original or were from other questionnaires with

modi®cation where necessary. Additional ques-

tionnaire items comprised socio-demographic

questions and standardized measures of health

related quality of life and depression.

The original questions were piloted with the

individuals who took part in the qualitative

study to ensure that they were accurate repre-

sentations of the content of the interviews, were

easily understood, relevant and unambiguous.

Some minor modi®cations were made and the

whole questionnaire was then piloted with a

wider sample.

Standardized measures

The two standardized measures were included in

the questionnaire because they explored aspects

of life that had emerged as important generally
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to people with MS, namely health related quality

of life and psychological well-being. In addition,

their use provided descriptive information con-

cerning the study population.

The SF-366 is a self-administered generic

measure of health related quality of life that has

been used extensively in MS research.7±10 It

comprises 36 questions that produce scores for

eight dimensions. The dimensions are physical

functioning, physical role limitation, bodily

pain, general health, vitality, social functioning,

emotional role limitation, and mental health.

Change in health is a further optional dimension

which was used in this study as it was applicable

to people with MS. Many of the SF-36 items

speci®cally re¯ect some of the constructs that

emerged as important during the qualitative

phase, for example emotional problems and

limitations resulting from physical impairment

or social concerns. In addition, the general

concept of health related quality of life has

overall relevance for people with MS.

Depression is a common feature of the lives of

people with MS.11±15 The Beck Depression

Inventory (BDI)16 is designed to assess the

existence and severity of depression.17 It has also

been used extensively in MS research.18±20 A

number of BDI items emerged independently as

important in the qualitative phase (for example,

suicidal feelings, interest in sex and disappoint-

ment with self). For brevity, the short form BDI

was used.21 A further bene®t of using both the

SF-36 and the BDI was that comparison with

data collected during other studies would be

facilitated.17±22

The Sample

The target population was all people in Scotland

and England who have MS.3 Virtually all people

with MS in these countries are registered with a

GP and the vast majority of practices have

procedures in place that will permit identi®ca-

tion of these individuals. Sampling was therefore

via general practices and it was planned that a

total of 200 general practices would be invited to

take part in the study.

It was estimated that if 35% of the selected

practices agreed to participate, then, assuming

an average practice list size of 8000 and a pre-

valence of MS of one per 1000, the study popu-

lation would comprise approximately 560 people

with MS. It was further assumed that between

50% and 60% of these patients would return the

questionnaire or would be prepared to complete

it by telephone. This would yield a sample size of

between 280 and 340 people with MS, which was

deemed on statistical grounds to have adequate

numbers to detect associations between health

outcomes and variables representing access to

health-care services. The principal purpose of

this paper is to present detailed descriptive sta-

tistics from the survey.

The incidence of MS has been found to be

higher in northern than in southern latitudes. In

the UK, it has been documented that Scotland

experiences particularly high rates of incidence

and prevalence.23 The target population was,

therefore, divided into four strata: Scotland,

Northern England, the Midlands, and Southern

England. The health authorities (health boards

in Scotland) were then numbered sequentially

and random number tables were used to select

two from each stratum. The actual number of

practices approached within each health

authority was in proportion to the number in

that particular area/board. Random number

tables were used to select the requisite numbers

of practices for each health authority.

Recruitment

There were two recruitment stages. First, the

randomly selected general practices were asked

to participate. Second, people with MS who

were registered with the participating practices

were invited to complete the questionnaire.

Before recruitment began ethics approval was

gained from the relevant multicentre and local

research ethics committees and the process was

piloted with six local general practices.

Stage 1 ± recruitment of practices

All practices selected during the sampling pro-

cess were contacted by telephone to check that
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the address details and the name of the senior

partner were correct. A letter addressed to the

senior partner and information about the study

were then sent to each practice. A full explan-

ation concerning the role of participating prac-

tices was provided. A letter was sent to the non-

responding practices after 3 weeks to remind

them about the study and again to invite them to

take part.

Stage 2 ± recruitment of people with MS

Participating practices were requested to for-

ward an explanatory letter, a questionnaire and

a prepaid return envelope, to each person they

had identi®ed in their practice as having MS.

Questionnaire completion

In the ®rst instance completion was intended to

be by the person with MS. However, there was

an option for the recipient to indicate that the

researcher might make contact by telephone and

assist with completion; alternatively it was sug-

gested that a carer, friend or relative could help

complete the questionnaire.

A record was kept of the sex and date of birth

of each person to whom a practice agreed to

send a questionnaire. Receipt of completed

questionnaires was recorded and after 3 weeks

reminder cards were sent to the practices with a

request that they were forwarded to the non-

respondents (who were identi®ed by their sex

and date of birth). To assess the possible impact

of bias resulting from the sampling process and

from non-responders, limited information was

obtained concerning all the practices and recipi-

ents of the questionnaire and where possible any

reasons for non-participation at either practice

or individual level, were noted. For practices,

the reasons included `lack of time', `not aware of

any patients with MS' and `perceived patient to

be too ill to complete a questionnaire' or `per-

ceived that completion would be too trouble-

some for patient.' Reasons for non-participation

at the individual level were more di�cult to

obtain but two individuals indicated by tele-

phone that they did not perceive the questions to

be relevant to them. In one case this was because

MS had such a small impact on the individual's

life and in the other it was because the person

felt that they had so little mobility that all their

responses would be in the lowest category (or

worse).

Analysis

The characteristics of the study population and

the study sample were described using frequency

distributions. Comparisons were made between

responders and non-responders in respect of

area, sex and age using the v2 test. Items from

the questionnaire were initially investigated

using frequency distributions and summary sta-

tistics such as proportions, means and standard

deviations. Self-reported types of MS were

compared in terms of mean SF-36 scores using

one way analyses of variance and in terms of

depression categories using the v2 test. Use of

self-treatments and topics about which advice

was required were analysed using proportions

and v2 tests for comparisons between sexes. All

analyses were conducted in Stata version 6.0 and

a 5% level of statistical signi®cance was used

throughout.

Results

Characteristics of study population

and study sample

A total of 67 (34%) practices out of the 200

approached agreed to participate. The partici-

pation rates were similar across the geographical

areas, apart from a lower rate (26%) in Nor-

thern England. The participating practices indi-

cated that the total number of people with MS

on their combined lists was 537 (as expected, an

average of 8 per practice). However, in 66 cases,

the person with MS was regarded by their GP,

as unsuitable to receive a questionnaire because

of their ill health (see limitations below). Con-

sequently only 471 questionnaires were sent to

the practices to be forwarded to people with MS.

Although the number of questionnaires distri-

buted was smaller than anticipated, the pro-

portion returned was higher. A total of 318
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people (68%) returned questionnaires, 95 (30%)

from male and 223 (70%) from female

respondents (Table 1). This sex distribution was

similar to that of the non-responders. The age

distribution was also similar for responders and

non-responders. There was a slightly higher

proportion of responders from southern Eng-

land than the other areas but this was not sta-

tistically signi®cant. The questionnaires were

completed independently by 227 (73%) partici-

pants and with assistance by the remainder.

A total of 265 (83%) participants in the study

sample were able to categorise their MS as either

benign, relapsing/remitting, relapsing/progres-

sive or progressive. The mean SF-36 scores

(higher score indicates better health status) for

each of these categories is given in Table 2.

Normative values from a national postal ques-

tionnaire that includes a similar age range24 are

also presented. In general SF-36 scores are

highest for the group categorizing their MS type

as benign and decrease progressively across the

groups. For a few SF-36 dimensions, however,

there is little di�erence between the two pro-

gressive groups. The means for all groups are

lower than normative values (Table 2), and

overall are similar to those found in other

studies of people with MS.8±25

Self reported MS type according to the BDI

categories of `no depression', `mild', `moderate'

or `severe depression' reveal a similar trend

(Table 3). Of those with `benign' MS, 83% had

BDI scores falling within `no' or `mild' depres-

sion groups and none fell into the severely

depressed group. Amongst those with `progres-

sive' MS, 61% had scores that placed them in

the `moderate' or `severely depressed group'

28% were categorized as having `mild depres-

sion' and 24% as having `no depression'. These

di�erences are highly statistically signi®cant

(Table 3).

Responses to selected individual items

Self-treatment

Respondents were asked about self-treatment

during the previous year. A range of alternatives

that had been suggested during the qualitat-

ive phase were o�ered with a space for the

respondent to add any medication or therapy

not listed. All the listed items were used by some

of the sample, but usage varied widely (Table 4).

Table 1 Characteristics of responders and non-responders

Responders Non-respondersa Total

Sex Male 95 (30%) 40 (26%) 135 (29%)

Female 223 (70%) 111 (74%) 334 (71%)

Age <45 90 (28%) 52 (34%) 144 (31%)

45±54 102 (32%) 46 (30%) 148 (31%)

55±64 71 (22%) 30 (20%) 101 (21%)

65 + 55 (17%) 23 (15%) 78 (17%)

Area Scotland 71 (22%) 42 (27%) 113 (24%)

N England 60 (19%) 24 (16%) 85 (18%)

Midlands 86 (27%) 52 (34%) 138 (29%)

S England 101 (32%) 35 (22%) 137 (29%)

a details regarding sex and age missing for 2 non-respondents.
1 v2 = 0.45, d.f. = 1, P = 0.50.2 v2 = 1.90, d.f. = 3, P = 0.59.
3 v2 = 5.69, d.f. = 3, P = 0.12.

Table 2 Mean SF-36 (SD) scores, according to stated MS type (n = 219±262)

SF-36 dimensions1 Benign Relapsing/remitting Relapsing/progressive Progressive Normative data2

Physical functioning 56.3 (31.6) 42.5 (31.3) 27.3 (29.6) 14.4 (22.5) 81 (26.6)

Social functioning 73.4 (28.4) 58.2 (29.8) 50.0 (29.8) 41.4 (30.4) 85 (24.1)

Physical role limitation 49.4 (42.7) 30.8 (38.2) 9.3 (25.1) 19.0 (32.3) 80 (35.5)

Mental role limitation 65.8 (40.6) 55.6 (43.2) 45.1 (40.9) 44.0 (44.1) 84 (31.6)

Mental health 73.1 (15.8) 64.3 (19.6) 63.8 (20.3) 61.8 (21.6) 75 (17.8)

Pain 70.1 (29.9) 61.9 (28.7) 50.5 (25.5) 54.0 (30.5) 77 (26.7)

Energy/vitality 47.6 (23.8) 39.6 (21.7) 35.4 (23.5) 30.7 (19.2) 63 (18.1)

General health 59.3 (20.4) 51.0 (22.5) 43.5 (21.3) 41.9 (23.8) 69 (15.8)

Change in health 49.4 (13.3) 46.1 (18.5) 40.5 (18.9) 37.0 (14.0) (not given)

1P < 0.001 except for pain (P < 0.01), mental health (P = 0.027) and physical role limitation (P = 0.052) 2Data from Health Survey for England

1996, n = 20,32824.
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However, nearly half (47%) of the sample had

taken oil of evening primrose, making this the

most commonly used self-treatment with mul-

tivitamins (37%) being the next most popular.

Use of cannabis was acknowledged by 8% of

respondents. Use of self-treatments was very

similar for both men and women apart from

evening primrose oil and multivitamins,

although only the former reached statistical

signi®cance (Table 4).

Advice required

The questionnaire attempted to establish in

which areas respondents desired further advice

(Table 5). Exercise was the area about which

advice was most commonly desired, with 41% of

the sample highlighting this need. Diet and beta

interferon were next, with 33% indicating both

of these areas. The need for further advice about

urinary problems, other medications and alter-

native therapies was highlighted by about a

quarter of all respondents. Overall, three-quar-

ters of the sample required advice in at least one

area and 17% stated they would like advice

about ®ve or more areas. The advice required

was very similar for both men and women ±

apart possibly from exercise, although this did

not reach statistical signi®cance (Table 5).

Health professionals

Contact with health professionals was common

(Table 6) with only 12% of the sample having

had no contact whatsoever in the previous year.

The most frequently consulted professional was

a GP, 78% of the sample having consulted their

GP at least once in the previous year. Hospital

consultants had been seen by 50% of the sample.

The proportions regarding these consultations

as unhelpful were 21% and 13%, respectively. A

physiotherapist had been consulted by 39% and

a specialist nurse by 16% of respondents. The

professional whom most respondents said they

would like to have seen was a specialist MS

nurse (30%). The next most common response

of those having any contact to this question was

a masseur and a re¯exologist (both 21%).

Table 3 Grouped BDI scores, according to stated MS type (n = 260)

BDI depression category Benign Relapsing/remitting Relapsing/progressive Progressive All

None 21 (50%) 25 (29%) 5 (13%) 11 (12%) 62 (24%)

Mild 14 (33%) 25 (29%) 9 (24%) 26 (27%) 74 (28%)

Moderate 7 (17%) 25 (29%) 14 (37%) 40 (42%) 86 (33%)

Severe 0 (0%) 10 (12%) 10 (26%) 18 (19%) 38 (15%)

Total 42 (100%) 85 (100%) 38 (100%) 95 (100%) 260 (100%)

v2 = 39.3, d.f. = 9, P < 0.001.

Table 4 Use of self-treatments by men and by women during

previous 12 months

Home treatment1 Men Women Total

Evening primrose oil 33 (35%) 117 (52%) 150 (47%)

Multi-vitamins 28 (29%) 91 (41%) 119 (37%)

Special diet 15 (16%) 41 (18%) 56 (18%)

Cannabis 9 (9%) 16 (7%) 25 (8%)

Hyperbaric oxygen therapy 7 (7%) 9 (4%) 16 (5%)

Counselling 2 (2%) 14 (6%) 16 (5%)

Homeopathy 5 (5%) 9 (4%) 14 (4%)

Spiritual healing 2 (2%) 9 (4%) 11 (3%)

Sun¯ower seed emulsion 1 (1%) 7 (3%) 8 (3%)

1 P = 0.004 for evening primrose oil, P = 0.056 for multivitamins,

P = 0. 12 for counselling and P > 0.3 for the remainder.

Table 5 Advice required by men and by women

Advice required1 Men Women Total

Exercise 32 (34%) 97 (44%) 129 (41%)

Beta-interferon 30 (32%) 74 (33%) 104 (33%)

Urinary problems 30 (32%) 71 (32%) 101 (32%)

Diet 27 (28%) 77 (34%) 104 (32%)

Medication 22 (23%) 63 (28%) 85 (27%)

Alternative medicines 25 (26%) 61 (27%) 86 (27%)

Mobility 16 (17%) 41 (18%) 57 (18%)

Housing 16 (17%) 35 (16%) 51 (16%)

Finances 13 (14%) 20 (9%) 33 (10%)

1 P = 0.10 for exercise, P = 0.21 for ®nances and P > 0.3 for the

remainder.
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Special meetings

During the qualitative phase, the impact of

meeting and comparing oneself with others

emerged as an important dimension of life for

people with MS. Of the 136 people (43%), who

had ever attended a meeting either speci®cally

for people with MS or for others with disabilit-

ies, respondents were equally divided into those

who did and those who did not ®nd their last

attendance to be helpful.

Discussion

Following previous work involving a series of

in-depth interviews with people who have MS,

this study has explored their use of self-

treatments, actual and desired contact with

health-care professionals and unmet informa-

tion needs further by employing a postal

questionnaire in a large, population based

study.

The study also investigated health status and

revealed poor self-reported health related qual-

ity of life amongst people with MS compared to

the general population.24 Overall, the study

population scored poorly in every SF-36

dimension but the physical functioning and the

physical role limitation dimensions were at

greatest variance with normative scores. The

standard deviations for many SF-36 dimensions

were large, re¯ecting wide variation in the health

status of people with MS.

In addition, almost half the sample reported

BDI scores that suggest either moderate or

severe depression. This ®gure is in accordance

with the proposal by Scott and co-workers that

between 40% and 60% of people with MS will

experience moderate or severe depression at

some time.26 In most cases respondents' self-

reported MS type seemed to be a reasonable

indicator of their health status, revealing a sharp

decline from benign to progressive illness.

There was considerable evidence of diversity

in the range of requirements for services ± for

example, relating to information sought, self-

treatments used and desired contacts with health

professionals. Some needs and preferences

appear to be unmet to a greater extent than

others. For instance, three-quarters of the sample

state that they lack MS-related advice in at least

one area. An example of this need is advice

relating to urinary problems, which was required

by almost a third of people in the study sample.

A similar number would like to know more

about diet and about4 beta-interferon treatment.

It is particularly striking that 41% of all

respondents would like information about

appropriate exercise.

People demonstrated a desire for self-reliance

in a number of ways, including a range of self-

Table 6 Contacts, usefulness of contacts and desired contacts

If had `any contact'1

Contact during previous year Had any Contact Helpful Contact Not helpful Contact Would have liked contact2

GP 246 (78%) 196 (87%) 9 (13%) 28 (9%)

Hospital consultant 159 (50%) 114 (79%) 30 (21%) 58 (18%)

Physiotherapist 122 (38%) 104 (91%) 10 (9%) 65 (21%)

Occupational therapist 79 (25%) 58 (83%) 12 (17%) 31 (10%)

District nurse 72 (23%) 65 (96%) 3 (4%) 16 (5%)

Specialist MS nurse 51 (16%) 39 (80%) 10 (20%) 94 (30%)

MS centre staff 38 (12%) 34 (97%) 1 (3%) 37 (12%)

Aromatherapist 22 (7%) 19 (86%) 3 (14%) 53 (17%)

Re¯exologist 23 (7%) 19 (90%) 2 (10%) 66 (21%)

Health Visitor 20 (6%) 18 (100%) 0 (0%) 27 (8%)

Masseur 18 (6%) 18 (100%) 0 (0%) 68 (21%)

Homeopathist 9 (3%) 6 (75%) 2 (25%) 43 (14%)

Disabilities co-ordinator 6 (2%) 4 (80%) 1 (20%) 30 (9%)

1 Excluding small numbers of individuals not expressing a view. 2Percentage given of those not having any contact.
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treatments. Three-quarters of the sample used at

least one treatment at home ± evening primrose

oil was the most popular, with multivitamins

and a special diet also commonly reported. As

with most self-treatments, all of these were more

widespread amongst women than amongst men.

The rank order of self-treatments, however, was

very similar for women and men.

The contribution of health professionals

seems to be regarded as important to most, but

not all people. General practitioners were the

most frequently consulted health professionals,

followed by hospital consultants and physio-

therapists. In addition to conventional sources,

for example the primary care team, contact is

also sought and appreciated from less conven-

tional practitioners such as aromatherapists and

masseurs. Amongst those not having contact

with each type of practitioner, the practitioner

that people with MS most commonly indicated

they would like to see was a specialist MS

nurse. Amongst those who had contact, how-

ever, there was little di�erence between practi-

tioners in terms of the extent to which contact

was helpful.

Limitations

Although the sampling strategy aimed to achieve

a representative sample of people with MS, there

were practices that declined to participate,

patients who did not return the questionnaire

and also 66 people in participating practices who

were excluded by their GP as it was considered

inappropriate to invite them to complete a

questionnaire. Previous research has shown that

some GPs believe that it is in their patients'

interest to remain oblivious to a diagnosis of

MS.27 An explanation for the possibly paternal-

istic decision to exclude some individuals from

the survey may be either because the GP per-

ceived they would ®nd completion stressful or

alternatively that the impact of MS was minimal

and the questionnaire would serve as a reminder

of an illness of which they were barely aware.

In short, while these exclusions may result in

bias, it is just as possible that practices which

were aware of the speci®c needs of people with

MS declined to take part as frequently as prac-

tices which were unaware. Similarly, participa-

ting GPs may have excluded people who were

minimally a�ected by MS as frequently as they

excluded people who were severely a�ected. In

addition, although there was a lower participa-

tion rate for practices in Northern England,

participating practices were representative in

terms of number of partners and the response

rate amongst patients sent the questionnaire was

high. Overall, the similarity of the SF-36 scores

in the present study with those for MS patients

observed previously25±28 suggests that the var-

ious exclusions have not systematically a�ected

the ®ndings. In any case, the study sample

included people across eight geographical areas,

a wide age range, both sexes and those who lived

alone, with family or in accommodation for

people with disabilities.

Inevitably there are limitations to the depth of

the information available from questionnaire

responses; more information is available from

the extensive comments written by patients in

response to an open question and these will be

reported in a separate paper.

Conclusion

In summary, people with MS seem to be con-

siderably worse o� than the general population

in all dimensions of health related quality of life.

Needs and preferences that are currently unmet

relate to the desire for speci®c information and

for the services of particular health profes-

sionals. The extent and variety of choices con-

cerning self-treatment and desired contact

underline the need to tailor the services provided

to people with MS in accordance with each

individual's preferences.
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