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ABSTRACT

Background

During the last 30 years there has been a proliferation of research into the
menstrual cycle with particular focus on pre-menstrual syndrome (PMS). The
research, however, has not specifically addressed the experiences of women with
learning disabilities with regards to the menstrual cycle. The extent to which their

experiences resemble those of non-disabled women is therefore not known.

Aims

The research aimed to compare menstrual cycle change in women with learning
disabilities with those of a group of non-disabled women. A further aim was to
explore the subjective experiences of women with learning disabilities and to relate

the findings to the research evidence pertaining to non-disabled women.

Design

(&)

The study was cross sectional and employed both within and between groups
comparisons. There were two parts to research and both quantitative and qualitative

methods were used.

Method
uantitative 34 women with learning disabilities and 50 non-disabled women
completed a modified form of the Menstrual Distress Questionnaire (MDQ) regarding

changes experienced across the menstrual cycle.



Qualitative A semi-structured interview was used to explore the views of
eleven women with learning disabilities towards the menstrual cycle in general and

menstruation in particular.

Results

Both groups reported significant changes in mood and behaviour occurring
across the menstrual cycle. Between group analysis revealed that control group
reported significantly more change in the pre-menstrual phase of the cycle whereas

the client group reported more change during menstruation.

Analysis of the interviews indicated that women with learning disabilities have
little knowledge of the menstrual cycle and experience menstruation as a debilitating

condition.

Conclusion

The focus on PMS in menstrual cycle research does not address the concerns of
women with learning disabilities who appear to experience more difficulty with
menstruation. The clinical and service implications are discussed and directions for

future research suggested.
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CHAPTER ONE : INTRODUCTION

1.1 Qutline

The research reported here is concerned with how women with learning
disabilities experience the menstrual cycle. This chapter will discuss the question of
gender in relation to women with learning disabilities, including relevant health care
issues. Research evidence pertaining to the menstrual cycle will be reviewed before
considering the evidence specifically applicable to women with learning disabilities. An
exploration of the methodological difficulties in undertaking research both in to the
menstrual cycle and also with people with learning disabilities will follow before posing

the rationale and the research questions.

1.2 Gender and Women with Learning Disabilities

1.2.1 Service Provision

The principles of normalisation, which were forceful in shaping service provision
following the closure of the long stay hospitals, were responsible for many significant
benefits for people with learning disabilities (Williams & Nind, 1999). These included
increased opportunities for “an ordinary life” in the move to community based services
and the emphasis on presence and participation within the community (Tyne &

O’Brien, 1981; Williams & Nind, 1999).



There is no doubt that very real benefits accrued but critics have drawn attention
to the fact that the “underlying ideology of normalisation” ignores issues of gender,
sexuality, age and race (Williams & Nind, 1999). Within services, lip service was paid
to the promotion of gender specific roles and the need for “sexually appropriate
behaviour” (Wolfensberger, 2000). In practice, however, neither men nor women
were accorded full status as adults and services were developed on the presumed
assumption that men and women responded to events and experiences in the same
way. Consequently, the denial of a gendered identity permeated services and the men
and women living in service settings were seen as genderless and treated accordingly

(Brown & Smith, 1989; Clements, Clare & Ezelle, 1995; Burns, 2000).

1.2.2 *Ienoring Gender

Williams & Nind (1999) note that, with a few exceptions, there has been a lack
of attention given to women with learning disabilities, not just in mainstream learningA
disability research, but also within feminist and disability research. The reasons
possibly lie within the dominant agendas of the respective movements: feminist
research has tended to be concerned with projecting a strong image and in challenging
the role of women as ‘taken for granted carers’ (Brown & Smith, 1989) which has
excluded those who are also ‘cared for,” whilst the disability movement has been
dominated by the concerns of those with a physical disability. As a résult the specific

needs of women with learning disabilities have been ignored, perhaps on the erroneous

*Gender is taken to refer to the way in which the views, experiences and needs of men and women differ and

that these differences are not accounted for on biological grounds alone (Clements, Clare & Ezelle, 1995).



assumption that they do not ‘want things other women want, or mind about things
other women mind about’ (Brown, 1996). An ungendered life, however, is unusual,
denies the experiences of women and may seriously disadvantage them within services
by allowing unsafe or inappropriate placements to be made (Burns, 1993; Brown,

1996).

Within the last ten years there has been a gradual change in this position and the
need to address issues specific to women in learning disability services is now being
recognised. Attention has been given to their experiences of sexuality (Brown, 1994;
McCarthy, 1993; 1999), to their experiences as mothers (Booth & Booth, 1994;
Edmonds, 2000; ‘Ehns, 2000) and to the pressures they may experience to conform to
an idealised body image (McCarthy, 1998a). When asked, women with learning
disabilities have been shown to have a clear appreciation of gender, drawing strongly
on stereotypes which portray women not only as biologically determined but also
inferior to men (Scior, 2000). Women with learning disabilities may therefore
experience a “double jeopardy™; of being discriminated against both because they are
women and because they are “disabled women” (Scior, 2000), a consideration which
may be particularly relevant when attempting to access generic services (Baum &

Burns, 2000).

1.2.3 Gender and Health Care

The closure of the long stay hospital meant that many people either moved to, or
remained within, a Jocal community. There was an emphasis on integration within the

community and the expectation that people with learning disabilities would access



generic services, including primary health care services, in the same way as
non-disabled people (Tyne & O’Brien,1981; Nightingale, Ditchfield, Pepperrell,

Murphy & Gee, 1998).

Research evidence suggests that access to primary health care services remains a
problem for people with learning disabilities with their needs not being appropriately
addressed within the system (Wilson & Haire, 1990; Rodgers, 1994). This poses
particular difficulties for women who are further disadvantaged by lack of knowledge
of their body in general and of the reproductive cycle in particular (McCarthy, 1998a;

Nightingale ef al., 1998).

There is evidence, for example, that women with learning disabilities are
discriminated against in accessing preventative health screening such as cervical
screening (Nightingale, 2000).  Practitioners within primary services displayed
considerable variation in their attitudes; some areas of good practice were identified
but other health service practitioners revealed stereotyped ideas as to the status of the
women concerned which meant that they were not routinely offered an appointment
for screening (Nightingale, 2000). These views persisted despite the emphasis placed
on access to health screening for women with learning disabilities in government policy

documents throughout the 1990s (Department of Health, 1992; 1998).

The attention given to the reproductive cycle in women with learning disabilities
has adopted a predominantly mechanistic approach with the emphasis being on
menstrual management and the prevention of pregnancy in women with severe learning

disabilities (Carlson & Wilson, 1995; McCarthy, 1998a). There has been little research



into how women with learning disabilities experience other aspects of the reproductive
cycle and their knowledge of the menarche, the menstrual cycle and the menopause is
simply not known (Clements et al; 1995; Brown, 1996; Williams & Nind, 1999). This
contrasts sharply with the attention given in mainstream research during the last 30
years to women’s experiences of the menstrual cycle and the impact of these attitudes

on the way in which a woman will feel about her body (Choi, 1999).

1.3 Menstruation and the Menstrual Cycle

1.3.1 Menstrual Facts

Menstruation is one point in the continuous cycle of hormonal changes that
occur in virtually all women from puberty to the menopause and is the outward, visible

evidence of a woman’s ability to reproduce (Walker, 1997).

In Western cultures girls experience the menarche somewhere between 10 and
16 years of age with 13 being the average (Coleman & Hendry, 1990). Throughout
the last c;entury the onset of menstruation has decreased in industrial societies at the
rate of one month for every decade and may be still decreasing. The reasons for this
are not known although improvements in health and diet are generally held to be
responsible (Coleman & Hendry, 1990). Bancroft (1995) suggests that an earlier
menarche, fewer children and a decrease in prolonged breast feeding mean that women
experience more menstrual cycles than they would have done in the past and that a

woman may now spend between 1/5 and 1/7" of her life menstruating.



The average cycle is usually given as 28 days but this conceals a wide variation
both in individual women and in the same woman over time; in early adolescence the
average cycle is 35 days which reduces to 27 days by the time the woman is in her
early forties. The length then increases to 52 days towards the menopause (Walker,
1997). However, rather than comparing between women, epidemiological studies have
suggested that each woman develops a cycle that is normal for her in terms of length,
number of days of menstrual loss and the amount lost in each cycle. This then forms a

“bench mark™ against which changes are measured (McNeil, 1992).

In adolescent girls the first menstrual period is still seen as significant, even
though it usually occurs towards the end of the cycle of changes involved in puberty
which include breast development, widening of the hips and the growth of body hair
(Ussher, 1989). The extent, however, to which girls are prepared for this event
remains variable. Education still tends to focus more on hygiene and the biological
processes rather than on the social and psychological processes involved in the change
from child to woman and to therefore be divorced from the experience and concerns of
most girls. This means that many are still unprepared for the event itself (Ussher,

1989).

1.3.2 Attitudes to Menstruation

Whilst some positive attitudes to menstruation have been recorded (Grahn, 1992;
Walker, 1997) the overwhelming discourse remains negative (Ussher, 1989; Lovering,

1995). Girls may be better prepared in the 1990s than they were in the 1950s but this



still tends to relate more to factual knowledge, biology and hygiene than the actual

experiences and feelings of the girl in question (Ussher, 1989; Kissling, 1995).

Considerable ambivalence still attends the menarche: the girl is told that it is a
positive experience, that it celebrates the transition from child to woman but she also
receives tﬁe message that it is to be kept secret, that it is not to be discussed openly
and especially not with men (Ussher, 1989). Research evidences suggests that
adolescents of both sexes view menstruation with distaste and that girls are particularly
embarrassed by discussion of the topic in mixed groups (Lovering, 1995; Kissling,

1996).

It is possibly because of its inextricable links with sexuality and reproduction that
menstruation gives rise to so much ambivalence, especially at the time of the menarche.
Ussher (1989) comments that too often menstruation is seen in relation to conception
and an unwanted pregnancyb and that this anxiety on the part of parents results in
sexuality “being defined in terms of heterosexual contact, penetration and

impregnation” (Ussher, 1989).

Menstruation therefore is more than just a biological event, it is also a socially
constructed one, reflecting the attitudes and beliefs of the prevailing culture (Parlee,
1973; Laws, Hey & Eagen, 1985; Ussher, 1989; Rodin, 1992 and others). In western
cultures the way in which menstruation has been used to define women as subordinate

to men is illustrated by the literature pertaining to pre-menstrual syndrome.



1.3.3 Pre Menstrual Syndrome [PMS]

The phrase ‘pre menstrual tension’ was first used to describe a cluster of
symptoms (tension, restlessness, irritability and hostility) occurring between two and
four days prior to the onset of menstruation (Frank, 1931). It was later renamed
‘pre- menstrual syndrome’ as the symptoms described were reported to encompass

more than just tension (Greene & Dalton, 1953; Dalton, 1984).

In fact there is no universally agreed definition of PMS and, with over 150
symptoms having been attributed to the syndrome, it is almost impossible to
operationalise (Choi, 1999). The debate over aetiology continues; there is no evidence
for it being an hormonal disturbance and no one treatment has been shown to be
successful for more than a few months (O’Brien, 1993; Bancroft, 1995). The political
nature of PMS has also been long debated, the argument being that PMS is frequently
used by men to reinforce stereotypes of femininity. Any behaviour that appears to be
counter to the acceptable image of feminine behaviour can then be ascribed to a

biological cause and essentially invalidated (Laws, Hey & Eager, 1985; Rodin, 1992).

Despite the compelling arguments for the social construction of PMS many
women continue to report that they experience considerable adverse change in the
pre-menstrual period and this cannot be ignored (Swann & Ussher, 1995). Current
menstrual cycle research is at an impasse between the proponents of the bio-medical
discourse and the socio-political discourse with neither one position being able to
provide a satisfactory explanation (Swann, 1997). An integration of the two positions

into a bio-psycho-social model which recognises that PMS is an interaction of both



internal and external events may provide a way forward for research in to PMS

(Ussher, 1992; Swann, 1997).

1.3.4 The Menstrual Cycle: a theoretical perspective

In a review of the research regarding the menstrual cycle and which could broadly
be conceptualised as ‘psychological’ Walker (1997) suggests that there are three
identifiable approaches to which she gives the labels ‘mainstream’, ‘liberal feminist’

and ‘post modern’.

The mainstream approach applies research interests already existing within
psychology to the menstrual cycle. In this, the menstrual cycle has been treated as an
independent variable which might impact on the phenomenon under consideration.
Such research adopted a nomothetic approach and used experimental methods to
investigate hypotheses (Swann, 1997; Walker, 1997). Many of the concerns, however,
have much in common with those of bio-medical research and, as such, do not offer a

wholly psychological perspective of menstrual cycle research (Walker, 1997).

Liberal feminists have challenged the negative way in which the menstrual cycle,
and, more particularly, PMS, is depicted by drawing attention to the political and social
construction of PMS (Parlee, 1973, 1974; Laws, Hey & Eagen, 1985; Rodin 1992).
Walker (1997) suggests that liberal feminist approaches have been of considerable
value in highlighting the way in which cultural perceptions of PMS can influence
responses to questionnaires, and in challenging the use of PMS as a diagnosis by

demonstrating that cyclical changes are not universal. They are limited, however, by



the use of research methods of traditional science and by the lack of attention given to

individual experiences.

Within the last ten years a new theoretical framework, labelled “post modern™
has been proposed (Walker, 1997; Ussher 1999). This approach is concerned with
subjective experiences and is more likely to utilise qualitative research methods. Its
central point is the view that women are worthy of study and what they have to say
about their lives is important (Henwood & Pidgeon, 1995; Swann & Ussher, 1995).
Such approaches raise the hopes that “psychologists at the turn of the twenty first
century will be asking different questions about menstruation from those of

psychologists at the turn of the twentieth century” (Walker, 1997).

1.4 Women with Learning Disabilities and the Menstrual Cycle

1.4.1 Research Evidence

There has been little published research into the experiences of the menstrual
cycle in women with learning disabilities. Physiologically there are few reported
differences between women with learning disabilities and the general population. The
menarche is reported to occur at a later age than for the mean of the general
population (Culley, 1974) but more recent studies have shown this to be as little as 13
months overall (Evans & NcKinlay,1988). The evidence found that girls with Downs
syndrome formed an identifiable sub group and that they experienced the menarche 11
months earlier than for the normal population whilst girls with a non-specified learning

disability had a mean menarcheal age 21 months later than the normal population. All

10



girls in this study, however, attended schools for those with severe disabilities so that it
is not known whether or not this delay in the menarche applies to all women with a
learning disability. Once established, menstrual function appears to mirror that of the
general population although there is some indication that women with Downs
syndrome also experience the menopause between one and two years earlier than the
mean for the general population (Carr & Hollins, 1995; Schupf, Zigman, Kapell, Lee,
Kline & Levin, 1997). The findings of an earlier menarche and a correspondingly
earlier menopause in women with Downs syndrome provide supporting evidence for
the ‘early ageing’ explanation for the increase in dementia seen in people with Downs

syndrome. -

One area that has been the focus of attention is the investigation of a correlation
between reports of challenging Behaviour and the pre-menstrual phase of the cycle.
From clinical experience and reports (Becker, 1999, personal communication) if a
woman presents with challenging behaviour then staff will frequently attribute this to
menstruation and éeek medical intervention rather than consider other functions to the

behaviour.

In a small study of nine women with severe learning disabilities and challenging
behaviour, Taylor, Rush, Helrich & Sandman (1993) found some evidence of an
apparent association between self injurious behaviour and the phase of the menstrual
cycle. There was no increase in self injurious behaviour pre-menstrually but a small
increase both during and immediately afier menstruation. The size of the study and the
fact that there are no other reports of such a correlation does mean that it is impossible

to draw any firm or more general conclusions from this study.

11



A larger study retrospectively considered reports of aggressive behaviour (from
incident forms) and related these to the menstrual cycle of 118 women with a severe
disability and in institutional care (O’Dwyer & Friedman, 1995). They found no
evidence of an increase in aggression in either the pre-menstrual phase or perimenstrual
phase of the cycle. In this study the highest rates of aggression occurred in women
with primary amenorrhoea, of whom 50% were also receiving anti-psychotic
medication. This suggests that factors other than hormonal changes related to the

menstrual cycle were a mitigating influence in the reported incidents.

Despite such reports there is still a tendency to construe aggressive and self
injurious behaviour as being associated with the menstrual cycle. Elkins (1994)
reported on a clinic established at the Universities of Michigan and Tennessee which
was held to be a model for meeting the health care needs of women with learning
disabilities in relation to reported difficulties with their menstrual cycle. He noted that
15% of the first 350 women seen at the clinic presented with pre-menstrual syndrome
“unusual in its severity”, although this is not defined further. He also noted that a high
percentage of women had menorrhagia (excessively heavy menstrual blood loss) and
that “menstrual hygiene was often a severe problem for care providers or families”
(Elkins, 1994). Reports such as these raise a number of concerns which need

consideration:-

I The “diagnosis” of menorrhagia was made by the carer/family member who

apparently experienced difficulties in managing menstrual flow and was

accepted as such by the clinic staff, with no attempts at verification.

12



II. The attribution of increased aggression immediately prior to the menstrual
cycle was again made by staff with no reference to the woman herself or to

other factors which may have been implicated.

In this clinic, however, management tended to follow a medical model with
medication being recommended and cautious support given to an hysterectomy if

medication proved unsuccessful (Elkins, 1994).

This is not to suggest that menstruation does not pose particular difficulties for
some women with severe learning disabilities. Such difficulties, however, are more
likely to centre on the practical aspects of menstrual management, particularly in
achieving independence in changing pads and difficulty in communicating preferences
as to management approach (Carlson & Wilson, 1996). Whilst this is undeniably an
issue for both the woman and, in some cases, her family/carers, it does mean that the
experience of menstruation for women with learning disabilities, regardless of degree

of disability, has not really been considered.

1.4.2 Control of Menstruation

The anxieties raised by menstruation for both families and carers of women with
learning disabilities means that its control by both surgical and pharmaceutical methods
has been a major issue in services. Taylor & Carlson (1993) note that this has been
documented as occurring in a number of countries including the USA, Canada, Finland
and the UK. In their examination of legal trends in Australia they reviewed nine cases

where permission was sought from the family court of Australia for an hysterectomy to

13



be performed even though the woman in question was pre-menarcheal. The reasons
for seeking the surgery were varied but all included the anticipation of difficulties
rather than reporting a current problem. Menstruation was seen as potentially painful
and difficult to manage and there were concerns as to possible pregnancy should the
woman become sexually active (Taylor & Carlson, 1993). Perhaps surprisingly, in
view of the fact that none of the girls had experienced the menarche and may therefore
not have displayed the anticipated problems, all judges eventually sanctioned the

operation in all cases.

The wish to control menstruation has been supported by a more recent study in
the UK which found that a ‘high proportion’ of women were being prescribed
contraceptive pills despite not being sexually active. The suggestion was that this was
a means by which staff could either reduce or eliminate menstruation completely
(McCarthy, 1998a). This suggests that young women are being subjected to long term
medication or major surgery without evidence of a physiological or disease condition

in order to control their menstrual cycle (Carlson & Wilson, 1996).

1.4.3 The need for Research

The experiences of people with learning disabilities are now being given a voice
and work is being undertaken on the experience of women with learning disabilities
(Williams & Nind, 1999; Schwartz, 2000). However, this has tended to remain within

the wider remit of ‘gender identity’ (Scior, 2000; Burns, 2000).

14



The proliferation of research adopting a feminist standpoint into the menstrual
cycle during the last 10 years has virtually ignored women with learning disabilities and
the extent to which they share experiences with all women regarding their bodies is
simply not known (Brown, 1994; McCarthy, 1998a). This has implications not just for
the women themselves but also carers and providers of services. It may not be
sufficient to adopt a strategy which states that women with a learning disability will
access generic services but then fail to make those services accessible to the women in
question. It cannot be assumed that the findings from research on non learning
disabled women do, indeed, apply to the group in question. | Rather there is a need for
comprehensive research which seeks to address the experiences of the women in
question with regards to their understanding and experiences of issues which directly

impact on their lives (Brown, 1996).

1.5 Methodological Considerations

1.5.1 Menstrual Cycle Research

Undertaking research into the menstrual cycle is acknowledged to pose
considerable methodological challenges (Walker, 1997, Choi, 1999). Until
comparatively recently the emphasis has been on measurement and quantification of
the variable under consideration with research being grounded in the approaches of

traditional science.

The two main approaches within a psychological framework have been the use of’

retrospective questionnaire studies and prospective self report measures.
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Retrospective studies have been criticised as they depend on the accuracy of the
woman’s recall of symptoms and responses may be influenced by prevailing cultural
stereotypes regarding the menstrual cycle (Parlee, 1974; Richardson, 1990). For this
reason prospective daily diary ratings of mood and behaviour have sometimes been
seen as preferable as they minimise the demands on recall and hence the potential
influence of negative stereotypes. They are, however, demanding on time and
motivation to complete which means that they have a high rate of participants not

completing the study (Richardson 1990).

It was recognised that prospective daily ratings would pose particular demands
on women with learning disabilities in terms of time and help needed to complete the
form and that this would make it difficult to recruit participants. It was also noted that
not all reports have been critical of retrospective questionnaires; that the Menstrual
Distress Questionnaire (MDQ) has been shown to have a high internal consistency and
test-retest reliability (Moos, 1968; Markum, 1976; Hart, Coleman & Russeﬂ? 1987).
In view of these considerations it was decided to use a modified form of the MDQ in
this study but also to combine this with another method in an attempt to- enhance

validity.

One means of increasing the validity of research findings is to employ between
methods triangulation. Triangulation is the term used to describe the combination of
methods to méasure a single construct in order to strengthen the findings and minimise
any weaknesses inherent in the method (Redfern & Norman, 1994). In recognition of

the possible limitations of the use of the MDQ a mixed design was employed in this
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study whereby qualitative research methods were used to enhance the findings of the

quantitative research.

1.5.2 Research with People with Learning Disabilities

Undertaking research with people with learning disabilities raises complex
methodological and ethical considerations. As the two interact (the ethical questions
inevitably impacting on the methodology) they will be considered together. The
over-riding question is how to involve the person in the research process in a way
which addresses their interests and values their contribution (Stalker, 1998; Walmsley,
1998). The following points therefore need to be taken into when addressing the

methodology.

1.5.21 Nature of the Research

Questionnaire studies bring their own difficulties. Many people with a learning
disability may be unable to read fluently or experience difficulty in understanding the
questions. Facilitating communication may help but has been shown to pose additional
challenges (Grove, Bunning, Porter & Olsson, 1999). The researcher may then be
faced with the dilemma as to whether or not to exclude those who cannot read from
the study or to offer assistance in interpreting the questionnaire which may bias the
results. There are also very few questionnaires that have been standardised with
people with learning disabilities which means that it is sometimes difficult to draw

conclusions from the study.
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People with learning disabilities also tend to acquiesce, to give an affirmative
answer to questions, which is not solely accounted for by the degree of intellectual
impairment experienced (Booth & Booth, 1994; McCarthy, 1998b). Stalker (1998)
suggests that it is a reflection of the fact that many are not used to having control over

their lives and are conditioned to respond affirmatively to staff.

If interviews are being used then the structure and format of the session
warrants close attention. Booth & Booth (1994) noted that many of the participants in
their studies were unable to cope with unstructured interviews, that there was a
tendency to answer a question then wait for the next one and that they were simply not
used to unstructured situations. Conversely, the structured interview does not allow
for discussion of points of individual interest which means that the semi structured
interview has emerged as the preferred option; it provides some structure in the form
of prompts but still provides the flexibility to allow for discussion of areas of interest to

the participant (McCarthy, 1999).

1.5.22 Anonymity and Confidentiality

Anonymity and confidentiality can be difficult concepts to explain, especially to
people who live in a public environment (e.g. residential services) and are accustomed
to others assuming control over their lives (Stalker, 1998). There are, perhaps, fewer
difficulties with confidentiality as it is possible to relate this to real people and
situations in the life of the person and explain that they will not be told whét was

discussed in the interview. With regards to anonymity it is important that the person
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understands that that their name, place of residence and any other identifiable features

will not be apparent from the research (McCarthy, 1998b).

1.5.23 Vulnerability within the Research Process

Many people with learning disabilities still lead relatively restricted lives and
welcome any social contact (Booth, 1998; Stalker, 1998). This means that
expectations may be raised regarding the relationship between the researcher and
participant, which, if not met, can lead to the participant experiencing further rejection.
There is a difference between being friendly and being friends that may not be easy for
someone to understand. Before embarking on any social research it is therefore critical
for the researcher to recognise that the relationship may not necessarily end with the

research (Booth, 1998).

1.5.24 Informed Consent

The importance of obtaining informed consent applies to all participants in any
research (British Psychological Society, 1995). The traditional approach when
working with people with learning disabilities was to approach the key worker (or
someone well known to the person) to ask the person if they would be interested in
taking part in the research. It was assumed that if the person did not wish to take part
then they would be able to convey this to the keyworker. There is now some
uncertainty in this regard: whilst Booth & Booth (1994) support this position
McCarthy (1998b) suggests that being asked by a trusted person may increase the

likelihood of acquiescence. Another potential pitfall with this approach is that it

4

19



assumes the description of the research provided to the key worker and thence

conveyed to the potential participant is understood by both key worker and participant.

There are no easy solutions to these dilemmas and obviously there is a need for
further work in this area. At this stage it is with the researcher to consider the ethical
dilemmas inherent in their proposed study and to ensure that these are addressed with
reference to current knowledge and good practice guidelines (British Psychological

Society, 1995; 