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ABSTRACT

The asexualisation of disabled people was first documented in the 1970's. This
prompted an international drive to improve the education of health and social care
practitioners working with disabled people, to emsinclusion of sexual expression
within rehabilitation and care. Yet research within some professions indicated
practitioners lacked competence and confidence and little progress was apparent.

Increasingly health and social care are delivered througltidisciplinary teams.

Uniquely, this research investigated the professional practice of three community
disability teams toward the sexual health of their service users when disability impacts
on intimate relationships and sexual expression. The stadydeveloped in

collaboration with disability organisations and disabled people. It was conducted
within a contemporary, critical theory paradigm using focus groups and interviews.
The teams, all based in sotghst England, provided services for phyBycdisabled

people (including some with multiple sclerosis) who lived in the community. Thirty
practitioners participated, (10 occupational therapists, 7 physiotherapists, 4 nurses, 4

speech and language therapists, 3 psychologists, and 2 support staff).

Findings indicated that sexual expression was a very uncertain area. There was a
theory practice divide. All but one participasdid sexual expression should be within
their team's remit, yet it was either not addressed or very difficult to address in practice.
Professional roles were ambiguous: none of the five professions consistently included,
or excluded, sexual expressionrr its remit. The psychodynamic processes that
deterred practice were explored. Themes, developed framorcoding, were

organised into five subsets: enculturation of the individual prior to training;

professional socialisation; the affective compdnenofessional practice; team

working & the wider context. This new understanding reveals why simplistic changes
to education are insufficient. Recommendations have been made that reach beyond the
team to the NHS, professional bodies and health careatidn. Given such

uncertainty, community disability teams need to take responsibility to ensure holistic
practice, encompassing sexual needs, is offered to all service users. A new practice

model to support them, appropriate to all disciplines, has Ipeeposed.
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1 - Introduction

CHAPTER 1: INTRODUCTION

1.1 Prelude

'Policy and provision around disability often neglect to consider sexuality as one of the

basic human needs. While housing, transport, education, and other needs are dealt with,

albeit inadequately, consideration of social and sexual factors is notrhitje avelfare

agenda. é This failure to prioritise matters wl
including most disabled adults, reflects a failure to consider disabled people as fully human.

Just like elderly people, disabled people are not asdraving sexual needs, and provision

consequently neglects thiShakespeare, Gillespiells et al. 1996 p87)

This neglect bsexual expression is apparent in the few services that exist to meet the
sexual and relationship difficulties experienced by disabled péDEability Rights
Commission 2003a; SPOD 200Zjor the last thirty years, various authors have argued
for changgqCooper and Guillebaud 1999; Dasi£988; Ducharme 1987; Greengross
1976; World Health Organization 1974In their book The Sexual Politics of
Disability’, the authors included amongst the barriers to change
'‘Government policiegprofessional ways of workingiedia representations and public
attitudes{Shakespeare, GélspieSells et al. 1996 p182, italics added)
Theresearch, presented here, investigated professional ways of working, looking
particularly for tacit, often unconscious perspectives, in relation to the sexual expression
of service users. The professionals concerned were health and social care personnel,
working in teams, who provided interventions for people with physical ditsabi
living in the community: professionals considered to have expertise in disability. The
findings have led me to reflect whether the care provided by some disability teams may
unwittingly undermine the sexual health of disabled people and conttibtiteir

sexual disenfranchisement.

This study is not about the sexual problems of disabled pempieather the difficulty
disability professionals have in encompassing sexual expression within holistic practice.
Increasingly, as the research progeeiss began to recognise that | did not hold a

neutral place within it. | moved from seeking to elucidate professional practice to a

! In no way do | wish to imply physical disability is synonymous with sexual problems. Indeed some
disabled authors indicate a richness and diversity of sexual expression, borne out of the necessity for good
communication and creative problem solvingttmany nordisabled people may not achieve

(Shakespeare 2000; Shakespeare, GilleSplks et al. 1996; Zilbergeld 2004)
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contemporary critical theory paradigm which is concerned with issues of power,
oppression and social justi@eorst 1996; Kincheloe and McLaren 2000; Lincoln and
Denzin 2000a; Neuman 2003My researclyjuestion became: why is sexual expression

of disabled people either not addressed, or so difficult to address in practice? What has
emerged is that practice is frequently underpinned by largely unrecognised and
unarticulated beliefs and values aroundtipalarly sex, and disability too. These

pervade professional education, practice and service delivery. Identifying this has

enabled new levels of understanding of these difficulties.

My approach has been broad: team practice rather than a singlesprofehysical
disability rather than a specific condition; sexual expression and intimacy not coitus.
Others have, and will, focus on narrower aspects. At an international conference, for
people with multiple sclerosis and professionals, eminent registdé and urologists
described innovative medical treatments for sexual dysfunction. Yet, it was a man with
multiple sclerosis and his wife who received a standing ovation. David Golding spoke
of what sexual expression meant for him. He said,

It is not just erectile dysfunction. It is life giving and life affirming. In our relationship, it

has been about having children but much more besides. For us it has meant affirmation,
reconciliation, celebration and healifi@olding and Golding001)

It is in this spirit that | have preserved breadth. However, focusing on only three teams
has permitted a depth of exploration, not achigve&fdre. My research has also been
directly influenced by the lived experience of some disabled people who helped me

form my initial research aims.

Reflection on the findings has led to detailed recommendations for individual, team and
organisational chrege. | believe these changes are necessary to achieve an holistic
approach to health and social care that encompasses sexual expression. Such an
approach would enhance social inclusion and the quality of life of physically disabled
people. This is in aord with the transformative endeavour of contemporary critical
theory(Kincheloe and McLaren 2000; Lincoln and Denzin 2000ble changes

require placing the disabled person as a full human being, with sexual needs like all

others, at the centre of service planning. In summary my recommendations include:
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¢ implementation of a new model of sexual health practicdigability
practitioners

e changes to the pre and post registration education of health and social care
personnel addressing attitudes, knowledge and skills in this aspect of care

e development of organisational policies, both at national and local level, to
ensure health and social care services protect and support the sexual expression
of disabled people

e the provision of guidelines and position statements by professional bodies to
clarify roles and boundaries in work related to sexual expression

e raising awaeness of the sexual needs of disabled people within specialist
disability services across agencies

e raising awareness of the sexual needs of disabled people within sexual health
and personal relationship services across agencies

e wider dissemination afelevant research into the mainstream of health and

social care discourse

In keeping with a qualitative approach, | have chosen to write in the first person. This
liberation of researcher void@iolliday 2002 p129assists transparency thereby
separating my thoughts and opinions from those of others, including participants,
literary sources and experts in the field. | make aorcto reveal objective facts, rather

| have tried to place before you, the reader, a complex reality which is mediated both by
my interpretatior(Holliday 2002)and by yourgRolfe 2001b)

1.2 Orientation to the thesis

The research was conducted in two phases. During phtdsedreliminary inquiryl
approached several disability groups and, through some of them, | made contact with a
small number of disabled people. This was never intended to be a statistically
representative sample but a determined pursuit of serviceaita@yoration. The

intention was to gain insights, from disabled peoples' perspective, to enhance the

research. In phasethe main studyl investigated the professional practice of three
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disability teams (four with the pilot study). This | ditough focus groups and depth

interviews, working with each team consecutively over a period of two years.

In thisintroduction, definitions are provided before proceeding to a rationale for the
study, noting its potential contribution to health and @ozare. A distinction is made
between professionals with expertise in disability and those with expertise in sexual
health and personal relationships. The aims of the research are then outlined. |
conclude the chapter with a reflexive account of mytmoswithin this research,
thereby identifying my affiliations and how these may have impacted on the work
(Kincheloe and McLaren 2000)

Theconceptual frameworkin chapter 2, highlights important themes underpinning the
research. Connotations of disability are explored including the semantics of human
functioning, impairment and disability. An historical overview indicates someeof th
complexity and sensitivity surroundirsgxual expressionThe terms, intimacy and

sexual expression are reviewed. Finally a brief outline of what can be done when sexual

problems arise, secondary to physical disability, is given.

A synopsis of th@reliminary inquiry is given in chapter 3. It emphasised the need to
frame the study within the social model of disability and indicated the importance of
comprehending the richness and diversity of sexual expression. Too often problems
with sexual expressn are reduced to neuptysiological impairment and, in particular,
erectile dysfunction. It exemplifies the importance of seeing sexual expression 'as part

of the total person as opposed to limiting it to the genital édaatiels 1981 p7)

Chapter 4, theeview of literature draws on a movie metaph@udestam and Newton
1992 p51) 'Long shots', give a broad overview of background research into sexual
health and the general population. ‘Medium shots' consider research into the impact of
disability on sexua¢xpression. huepth critical appraisal, ‘the clese’, is reserved for
studies of disability professionals’ education, roles, attitudes and skills around sexual

expression, concluding with research into the practice of physical disability teams.

Methodblogy, chapter 5, recounts the thinking and decisions around the design of the

main study, leading to the interpretive, qualitative approach taken within a
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contemporary critical theory paradigm. Various frames of inquiry were considered but |
explain whya pluralist stance had a better affinity with the research aims. Research
strategies are evaluated and both rigour and ethics discussed. The chapter concludes

with a specification of the actual design used, noting the influence of the pilot study.

Chaper 6,outline of data is a factual account of information used in the main study.
This includes a profile of the three disability teams and a numerical account of the
fieldwork undertaken. It also outlines some serendipitous data, arising from electroni
discussions held on the Internet, which were important and therefore included.

Data analysis in a team contexthapter 7begins the process of interpretation. | have
presented this as a narrative of each team. My aim was to provide a tangiblef sense
the teams and the group processes. Although most participants indicated that sexual
expression should be included in practice, for the teams in this study, it was either not

addressed or was very difficult to address.

The individual, chapter 8, begirs thematic analysis of deterrents to practice. It reveals
some of the values and beliefs participants held as individuals before they embarked on
pre-registration education to become a health or social care practitibustrtalking

about sexfor exanple,demandgshat a persogros®sa learnt social boundary. Here,

as in the next four chapters, the themes are discussed and related to the preliminary

inquiry and to previous research.

Deterrents to practice, locatedprofessional socialisationgongitute chapter 9.
Interrogation of the data suggested deficiencies in pre andggstration education.
Many participants indicated that, in theory, sexual expression should be part of practice

but there was little evidence of them engaging in a iegreycle to enable this.

Theaffective componenis assigned to chapter 10. The emotional aspect of addressing
sexual expression became a major theme that spanned the individual, their learning and
their practice. Strong negative feelings were possibly the most significant deterrent to

addressing sexl concerns.

Sexual expression, physical disability & professional practice 5



1 - Introduction

In chapter 11professional practicerole uncertainty is amongst the themes revealed.
Additionally the unseen nature of sexual expression, and the specialness afforded to it,
deterred participants. Mostly they only had their personal expex to guide their

practice. Treatment priorities of the professional could relegate sexual expression to a

nontessential activity: an optional extra that there was no time for.

In team working & the wider contexthapter 12, | consider the practidetee whole

team collectively, its construction and the organisational culture. Deterrents to practice
included: the nature of the service users; progressive disorders; having two clients rather
than one; the lack of perceived support from the wider asgdonal context, and

institutional asexualisation.

In chapter 13, | makeecommendations These are far reaching. Based on this

research | have proposed a new model of sexual health. There are implications for pre
and post registration educational$o urge the development of national & local policies
as well as profession specific position statements. This is part of a broader strategy to
raise awareness both within sexual health and disability services.

The thesis concludes with nfipal thoughtsin chapter 14. | reflect how sexual
expression of disabled people might move, as | believe it should, to an integral part of
health and social care. 'For sexual health to be attained and maintained, the sexual
rights of all persons must be respectadigrted and fulfilledMedical Foundation for
AIDS & Sexual Health 2005 p27)This includes debled people. The chapter

concludes with the limitations of this study and suggestions for future research.

1.3 Definitions

Sexual expression
Sexual expression has been used here to encompass three diverse terms: sexuality,

sexual functioning and sexual tiba

e Sexualityrefers to an holistic concept of the individual as a sexual being

incorporating role and gender ident{iy oods 1984)
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e Sexul functioningrefers to specific physical and emotional behaviours through

which an individual expresses sexual identityoods 1984)

¢ Sexual healtlhas been defined as the physical, emotional, psychological, social
and cultural well being of a person's sexual identity, and the capadity a
freedom to enjoy and express sexuality without exploitation, oppression,

physical or emotional harifRoyal College of Nursing 2000)

Sexual expression is an activity that can occur alone or with others. It is closely allied
to intimacy and personal relationships and, throughout the study, | mean this to include
heterosexual, gay, lesbian, bisexual and transgendeonsaips. | also consider it
relevant to people not in a relationship as well as to those in monogamous and

polygamous relationships.

Sexual expression, or more often problems associated with it, may be a primary or
secondary focus of health care. Irstbiudy, it is the secondary focus, that is, where
problems arise concomitant to physical disability, which is under scrutiny. This may be
through illness, treatment or disabil{fyavies 1988) Disability may impact on sexual
expression from neusphysiological damage, psychosocial processes or from

environmental barriers, both physical and social.

Physical disability

Physical disability is used here to include people whose physical impairment has a
substantial and lonterm adverse effect on their ability to carry out normalidegay
activities(Disability Rights Task Force 1999)This includes congenital or acquired
disability, traumatic injury or the effects of loigrm iliness. The limitation to
participation in activity may® due to individual incapacity or to social processes. This

is developed later (see section 2Qonnotations of disability).

Professional practice

| have used the term professional practice in two ways. Firstly | have used it to indicate
the practiceof an individual who is employed in a health or social care role, both within
their own professional role, or as a key worker. | have also used the term to indicate the
combined practice of a group of professionals either employed within one agency, or

networking across agencies, in a disability team.
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Disability team

In this study disability team denotes a group of professionals who work together to
provide services to people with physical disabilities (including those with a diagnosis of
multiple scleros) who live in the community. The service may include activities such
as rehabilitation, support or advice, with the specific aims of enabling people to remain
living in their own homes, promoting independence or improving quality of life. The
team's egertise is in the realm of physical disability. It was left to the teams to decide

who their members were. Professions encountered in this study included:

occupational therapy

e physiotherapy

e nursing

e speech and language therapy

e psychology

e support staffemployees working under the direct supervision of a speech and
language therapist, physiotherapist or occupational therapist)

° social workers and resource officers

° dieticians

Social workers, resource officers and dieticians were identified as team méubeos

individuals from these professions elected to participate.

1.4 Rationale

'Our sexual health affects our physical and psychological wellbeing and is central to some
of the most important and lasting relationships in our lives. It follows that protecting,
supporting and restoring sexual health is impor{@upt. d Health 2001a p5)

This is as true for disabled people as for anyone else. It is closely allied to the human
rights to privacy, a familfife and living free from discriminatio(Parliament 1998)
Sexual health is about 'the enhancement of life and personal relgi®asii not

merely counselling and care related to procreation or sexually transmitted disease’
(World Health Organization 1974 p7)
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The question is whether the professional practice of disability teams should protect,
support and assist the restoration of sexual health for their service users. It could be
argued that sexual health is not an appropriate concern failysprofessionals and

that it is more properly in the domain of sexual health staff. In providing a rationale for
the involvement of disability teams (and thereby the study itself) | will establish the
need some disabled people may have for disalsigcific sexual help. Then generic
sexual health services and the management of sexual health within disability services

are reviewed. Finally, the perspectives of disabled people are considered.

Establishing need

It is known that many disabilities ahohg-term conditions can impact on sexual
expressior(Bancroft 2004; Chandler 1999; Cooper and Guillebaud 1999; Davies 1988;
Dechesne, Pons et al. 1985; Glass 1999; Morgan 1994; Woods B8dégnce of this

has been shown in research; through the praatideexperience of some disability

organisations, and more recently in National Health Service (NHS) guidelines.

The research evidence is reviewed in detail in chapter 4. Briefly, studies have
demonstrated the prevalence and severity of sexual dysfanctgpecific disabilities,

for example in: multiple scleros{Barak, Achiron et al. 1996; Borellerance, Leng et

al. 2004; Dupont 1995; Nortvedt, Riise et al. 2Q0Bad injury(Elliott and Biever

1996; Hibbard, Gordon et al. 20Q@)pinal cord injury(Linton 1990; Westgren and Levi
1999) Parkinson'sliseas€Brown, Jahanshabhi et al. 1990; Wermuth and Stenager
1995) stroke(Carod, Egido et al. 1999; Korpelainen, Nieminen et al. 1%%8putation
(Walters 1998)and motor neurone diseg€liver and Gallagher 2000; Vincent and
Rodrguezithurralde 1997) Researchers have investigated the damaging impact of
disahlity on body esteem and sexual attractiver(®sna, Krause et al. 2000;

Taleporos and McCabe 2001; Taleporos and McCabe 2002a; Taleporos and McCabe
2002b) Others have considered the harm of sexual dysfunction, caused by disability,
on: intimacy and personal relationsh{@handler and Brown 1998; McCabe,
McDonaldet al. 1996) quality of life (Carod, Egido et al. 1999; Mattson 1995;
Nortvedt, Riise et al. 2001; Walters 1998ihd depressiofBarak, Achiron et al. 1996;
Carod, Egido et al. 1999; Nortvediise et al. 2001)
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Evidence from user groups representing or supporting disabled people, is seen in advice
booKets on sexual expression for their members, for example for those with: arthritis
(Arthritis and Rheumatism Council n.d.; Arthritis Care 19980iltiple sclerosigFoley

1999; Foley and Werner 1996; Hofreiter and StrKiibik 2001; Multiple Sclerosis

Society of Ireland n.d, stroke(Duddle 1996; Westcott 2002notor neurone disease
(Cooper n.d;)head injury(Coughlan and/iorgan n.d.) spinal cord injuryHooper n.d-

a; Hooper n.db; Hooper n.dc; Hooper n.dd; Lobley 2003and Parkinson's Disease
(McGinley n.d.; Parkinson's Disease Soci€d92; Parkinson's Disease Society n.d.)

These booklets were writtem response to needs identified by their membership.

Evidence of need is newly seen in NHS guidelines, for example in the management of
multiple sclerosis. This recommends sensitive but thorough, systematic assessment, to
consider any ‘hidden' problemcsuas impaired sexual functigNational Institute for

Clinical Excellence 2003 p5)It proposes askg men and women if they experience

any sexual dysfunction and, if so, whether it is a concern to them. The advice includes
inquiring if the individual, or couple, has any difficulties in establishing and maintaining
wanted sexual and personal relatiopshiAction includes sign posting to locally

available counselling services and referral to a specialist practitioner with expertise in
sexual problems associated with neurological disease. The impact of disability on
partner and sexual roles is also mbite the National Service Framework (NSF) for

Long Term ConditiongDept. of Health 2005) The evidence reviewed in the NSF
indicates that good quality, rehabilitation and social care incorporates provision of
information, education and practical advice including access to family and sexual
counselling if needed. Sexual issues are also being discussed in the development of the

supporting competence framework for the N&kills for Health 2005)

Generic sexual health services

The first national stratedypr sexual health was almost entirely focused on control and
treatment of sexually transmitted disease and provision of contraceptive @depte

of Health 2001a) One of only two paragraphs given to sexual problems noted that 'a
wide range of practitioners provide psychological and sexual dysfunction services in the
private, voluntary and NHS sectof®ept. of Heallh 2001a p32) These included

general practice, family planning and genitinary medicine as well as the

psychosexual and personal redaship services in the private and voluntary sectors. It
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could be argued these provide adequate services for disabled people. However, there
may be two problems with this. Firstly they are themselves in crisis and secondly there
does not appear to baiuersal recognition, or expertise, within these sexual health

services of the needs of disabled people.

'Crisis' was the term used by the Health Select Committee in their report into sexual
health servicefHouse of Commons Health Committ2@03 p6) They noted that

sexual health is not accorded the priority it deserves and described service provision as
‘oneof the poorest resourced, most stretched and leassta#fiéd areas of the NHS'
(House of Commons Health Committee 2003 p&lithough primarily focused on

sexually transmitted infections, contraception and unplanned teenage pregnancy, the
report did mention treatment and services for sexual dysfunction. It highlighted the
silent nature of this problem withsociety and indicated that specialist services were
scarce. It criticised the government for dealing with sexual dysfunction as a lifestyle
rather than a health issue, noting that the psychological distress can be profound. The
government's respongBecretary of State for Health 20G8)knowledged the lack of
priority and under investment over decades and sta@dmmitment to improving

access to sexual health services, particularly for disadvantaged groups.

New recommended standards for sexual health services have been pyMistiiedl
Foundation for AIDS & Sexual Health 20057 his report recognises that provision of
sexual dysfunction services has been fragmented and inconsistent. It does not directly
address disability however it indicates that the sexual health needs for people with
serious medical conditions are often ignored. It recommends that

‘people with medical conditions or receiving treatments, which effect sexual health or libido

should hae the opportunity to explore and address the impact of these on their sexual life’
(Medical Foundation for AIDS & Sexual Health 2005 p40)

This is to be done as part of the care received for the condition. It proposes sexual
health services should contribute to the training of these condition specific staff, to
ensure they are able to promote seXglth. It indicates that creating the right
environment which permits exploration enhances the opportunity for earheamifal

to specialist sexual health services where required.
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These proposals are welcome but until now accessing sexual healtesaithin the

NHS, private and voluntary agencies, haeen problematic for disabled people.

Barriers frequently include the physical environment, inaccessible information and staff
attitudeg(Disability Rights Task Force 1999; Earle 200NHS Executive 1999; SPOD

2002) Also, research, funded by the Dapagnt of HealtHSPOD 2002)revealed that
psychosexual health services are limited in the support they can give to disabled people
becausehey have little experience or expertise in disability. For many of these

organisations, physical disability falls outside their area of compe(&iseD 2002)

Management of sexual health within disability services

The primary voluntary organisation that existed to address both sex and disability, the
Association to Aid the Sexual and Personal Relationships of People with a Disability
(SPOD) closed during 2003. It was founded in 1972 initially as the committee on

Sexual Problems Of the Disablé@hristopher 1991; SPOD n-d). It was formed to

act as a pressure group to addtbssasexualisation of disabled people and to encourage
disabled people to express the sexual aspects of their lives and personalities. It provided
a confidential telephone counselling service for disabled people and information and
support for health ansbcial care professionals and personal assistants. It closed despite
continuing demand by professionals and disabled people. The reasons for its closure are

considered later (see section 2%ex as a taboo topic).

A six-month analysis of their telephe inquiries, concluding in 2000, revealed that
calls from professionals were twice those from disabled p€§p©D 2000a; SPOD
2000b) SPOD's experience indicated that many professionals felt unskilled when
dealing with the combined issues of sex and disability. 'With few notable exceptions,
help, support and advice is still not available in mainstream health care semhcss
in reality denies disabled people freedom of chdlaeng 2000 p3) Before its demise,
SPOD had intended to raise the awareonésgalth and social care professionals who
work directly with disabled people

'to affect a real shift in the importance of supporting disabled people in this aspect of their

lives. Training those at the 'coal face' who support and have most coitkadisabled

people is the first and most effective way to bring about a real change in peoples' lives'
(Parritt 2001 p3)
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Health awl social care professionals who approached SPOD included (in descending
order of frequency of contact): social workers, nurses, counsellors, care workers,
occupational therapists, doctors, psychologists, support workers, rehabilitation
managers and physlarapistSPOD 2000a; SPOD 2000bJhese are some of the

many professionals, at the 'coal face', who work closely witthtksl people. They

could be in a position to sensitively and rintrusively enable service users to discuss
their concerns. These same people may be able to provide limited counselling and
support. Where necessary they could facilitate access to neammssexual health or
relationship services. Yet, there is no evidence that they do work to protect, support or

restore sexual health where problems arise due to disability.

Only very limited research is available into the attitudes and skills of saabilty
professionals in addressing sexual expression as part of professional fzmice,
Christie et al. 1979; Couldrick 1998; Couldrick 1999; Guest and Kopp Miller 1997,
Haboubi and Lincoln 2003; Hoddy 1999; Kuczynski 1980Uhis is developed in the
literature revieved in chapter 4. Most notably the Royal College of Nursing (RCN)
published a discussion and guidance document on sexuality and sexual health in nursing
practice(Royal College of Nursing 2000)This followed studies that highlighted sexual
expression as a neglected component of nursing(Easelett, Swain et al. 1997;
Penman 1998; Webb 1994The RCN stated that the sexual health of patients is a
legitimate domain of professional concern. The document includes atodgeset in a
physical rehabilitation context, requiring an inprofessional approach from nursing,
physiotherapy and occupational therapy.

There is no similar statement from the College of Occupational Therapists or the
Chartered Society of Physiotlagry. Indeed the occupational therapy literature is
ambivalent with some authors stating that clients' sexual expression must be part of the
therapist's practic@~riedman 1997; Summerville and Kryss 1998) opposition, a

leading occupational therapy academic, Professor Gary Kielhofner, explicitly excludes
sexual expression from the role of occupational the(mlhofner 1993) A few

studies have highlighted the concerns of other professional groups in approaching
sexual issues including: pdyotherapyParritt and O'Callaghan 20Q®ocial work,
psychology and medicingatz and Aloni 1999and counsellingClarkson 2003) No
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research into profesmal role and sexual expression of disabled people was found in

the speech and language therapy literature.

The perspective of disabled people

The government has identified the patient voice as a key strategy in improving health
and social caréDept. of Health 1997; Dept. of Health 1998b; NHS Executive 1996)
particularly sexual hedth servicegHouse of Commons Health Committee 200B)ost
information related to physical disability and sakexpression has been provided from
a professional perspectivd herefore, | have included here two sources of information
from a disability perspective. The first is literature from authors who are themselves
disabled, or who draw extensively from thad experience of disabilitfBullard and
Knight 1981; GillespieSells, Hill et al. 1998; Shakespeare, Gillespadls et al. 1996)
The second is from the collaboration undertaken during the preliminary inquiry.

The concerns raised by disabled writers are extensive. No doubt, some will argue that
these concerns apply equally to raisabled people. However the authors indicate,

from their experience, that these concerns are greatly exacerbated by physical disability.
They include issues of satllentity and fears of not being desirable or lovedbiagniels
1981) There are barriers, both physical and s@tionomic, reducing the opportunities

to form intimate relationship@®avies 2000; Shakespeare, GijigeSells et al. 1996)

In an age when we are exposed to an almost continuous output of sexual information,
disabled people caot obtain the specific sexual information they req(iélespie

Sells, Hill et al. 1998) This includes, for instance, apprige sex education for

disabled childreriBlackburn 1994; GillespiSells, Hill et al. 1998; Shakespeare,
GillespieSells et al. 1996)or information on the effects of specific disabilities on

sexual function in adulthoodaniels 1981; Davies 2000Popular culture reinforces a
stereotype of sexual attractiveness equating with the young and begitiadpie

Sells Hill et al. 1998; Shakespeare, Gillesfells et al. 1996) This may have a

negative impact for many nedisabled peple but it is seen as especially damaging for

those with disfiguring impairments.

In summary, these authors highlight that often the major problems associated with
sexual expression for disabled people are frequently the outcomes of social exclusion,

prgudice and discriminatio(Bullard and Knight 1981; Gillespi8ells, Hill et al. 1998;
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Shakespeare, Gillespiells et al. 1996) One disabled woman forcefully expressed this
when she said
‘Sexuality is often the source of our deepest oppression; it is also often the source of our
deepest pain. It's easier for us to talk abautd fomulate strategies for changing

discrimination in employment, education, and housing than to talk about our exclusion
from sexuality and reproductiofFinger 199209).

| undertook a preliminary inquiry to help develop the research agenda. Detailed
coverage of this collaboration with disabled people is given in Chapter 3. The findings
must be read with caution given the small numberlhrea (18 organisations and 40
individuals) and the inherent bias of those who responded. That is, only individuals
comfortable in discussing sexual issues, or who placed it as a high priority may have
contacted me. That said, the information gathereu fralividual disabled people,

their partners or the user groups that represent them overwhelmingly supported
undertaking this resear¢@ouldrick 2001) From their perspective, sexual expression
was a neglected component of health and social care. The vast majority believed that
someone to talk to about sexual issues was, or would have been, the best method of
providing help. Respondensaid that experts in disability (doctors, nurses, therapists,
social workers) overall did not address the psychological impact of disability and did
not enable discussion on sexual expression. For some disabled people, the most
positive help was fromx¢ernal agencies providing counselling and psychotherapy but

these services, they said, lacked knowledge of disability.

My presupposition

All adults can experience problems in sexual expression and intimacy. My contention is
that, for disabled people, gaining appropriate, disability specific information, support
and advice, and accessing mainstream sexual health services is more difetuthey

are potentially subject to a greater number of difficulties dydhysicalimpairment and

the less tangible, but extremely pervasive, negative effects of prejudice and

discrimination.
Disabled people may see a range of professionals, atediffémes and for different

purposes, for example the community physiotherapist, the multiple sclerosis nurse and

the local authority occupational therapist. These professionals, with expertise in
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disability, frequently are part of a disability team. Toenposition, leadership,
management structure and remit of teams may vary quite considerably. Some are
formed as outreach teams from an acute hospital. Some are focused on specific client
groups, for example a stroke team. Some are unified aroundliteliab and some are
based within local authorities and focus on environmental adaptation. | reasoned that
physical disability teams could fulfil an important role in helping to protect, support and
assist the restoration of sexual health of their serusers, where physical disability has
impacted upon sexual expression. | do not imply this shouilldsbeadof sexual health
services, but that the skills of experts in disability could compliment and enhance

accessibility to more specialised services.

There were several reasons for investigating the practice of disability teams rather than
individual professions. Within a team, one person rather than one profession may be
ascribed expertise in managing sexual issues. Alternatively, one team mesyh®stm
address sexual expression believing this to be in the professional realm of other team
members. Also, a service user may only see one member of the team, probably the
team member most relevant to the presenting problem. Sexual issues, bedagise of t
private nature, are unlikely to be the presenting prolgemmon 1974; Ross and
ChannosLittle 1991) Within a teanof professionals, there will be some skills unique

to certain health or social care roles. There will be shared skills common to many
professions. There will be specific expertise acquired, for example, through personal

experience or additional training.

Knowledge about these complex issues is limited. Thus, | believe it was important to
research the service provided through the combined working of the different disciplines

and people who constituted a disability team. No similar research has beishgalbl

1.5 Aims of the research

My aim was the rigorous investigation of the professional practice of disability teams
toward the sexual health of their service users where disability impacts on intimate
relationships and sexual expression. The originahtndn was to provide rich

ethnographic description of team culture to illuminate professional ways of working.
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As the study has progressed, my focus has subtly changed. (Or the unconscious aim has
moved to consciousness). From a contemporary critieaky position | have sought
explanation of why sexual expression of disabled people is either not addressed or is
difficult to address in practice. From this perspective, the task was to reach beyond
espoused roles, skills and attitudes to a deepersasatieconstructing what disability

teams actually did in practice. Deep exploration of the psychodynamic processes that
underpin team membedyactions has assisted understanding. | have used the findings to
indicate potential consequences for disablkeogbe when this area of practice is

ignored. | have also made recommendations with the goal of transformation of practice.

Several attributes are indicated in the literature if sexual issues are to become part of
any professiond@ practicgDavies 1988; Neistadt 1993; Ross and Charlntile

1991) They include: the ability to sensitively raise thsue whilst respecting the

i ndi v privacya pra¥ision of limited counselling and support within professional
boundaries, and facilitating access to specific specialist services appropriately. | used
these attributes to identify objectives againstoliithe teams could be critically
appraised. This formed the basis of the first level of interpretation, presented through
rich narrative descriptions, given in Chapter 7. (Chaptér@ &eal with the second

level of interpretation, which enables a morefpund awareness of the conscious and

unconscious processes guiding team practice.) These objectives ineluded:

ascertaining if the team belieatimacy and sexual expressiuas a

legitimate area for service provision

¢ outlining which professions we seen by the team as appropriate to deal with
issues of intimacy and sexual expression

e verifying which practitioners addresgsexual issues in practice

e establishing the teai® confidence and competence to Hatnusively, enable
service users to discusgir concerns

e establishing the teams confidence and competence in providing limited
counselling and support

e detailing what support, guidance and referral resowees available for the

emotional impact of disability on intimacy and sexual expression
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e deailing what support, guidance and referral resounee available for the
bio-mechanical impact of disability on intimacy and sexual expression
e exploring shared, unique or specialist skills within the team

e outlining professional development and suppgdtems for this aspect of care

On entering the field, there was no previous research into the collective professional

practice of a disability team toward the sexual expression of their service user.

1.6 Reflexive awareness

ANhereas traditional researchefimg to the guard rail of neutrality, critical researchers
frequently announce their partisanship in the struggle for a betteréfidiftheloe and
McLaren 2000 p291)

Others have outlined the importance for qualitative researchers to be open about their
values and assumptidghlolliday 2002; Kincheloe and McLaren 2000; King 1996)
indicating that credibility can only be assesseddipwing the workingsof the

research procegblolliday 2002 p47) | have valued this when done by other
researcherAnnon 1974; Bancroft 2004; Shakespeare 1@3pecially when dealing

with matters sexual. Thus, my aim here is to introduce my position as the researcher
and to consider the possible effectadyhawe hadupon the study.To do this I will
endeavour to recount some of my own values and assumptions: that is, my subjectivity.
| will describe relevant motivations that led to this study. My wnédaitionship with the

participants and my position as iasider or outsider are then discussed.

Subjectivity

As a starting point, | return to the shift of research aim. Instead of wanting to illuminate
practice, | became aware of seeking a deeper understanding of why sexual expression of
disabled people prests such difficulties. In my contact with teams, | endeavoured to
present acceptance of all views including that it should not be part of practice. Yet, my
core belief is that it should be. Awareness of this bias does not in itself remove it.
However Ican disclose my personal and professional development that underpins my

belief and consider what effect it has had on the research.
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In 1985, as a local authority occupational therapist, working with physically disabled
people living in the community, tended a course run by SPOD on Sexual Issues for
the Disabled. Although short, the impact was enormous. Before this, | would
tentatively introduce the subject with heterosexual couples under forty! It made me
realise that my practice was insensitivalteersity and based on ignorance. | also had

the opportunity in 1988, to attend two feday courses organised by Relate on Sexual
Issues in Counselling (parts | & 11). Understanding the developmental milestones in my
own sexual identity was integral tiee training. As part of my broader education as a
counsellor, I also explored the influences of my family, society and culture. This
challenged many of my ethnocentric assumptions arising from fitting most stereotypical
norms of English society: whité&nglo-Saxon, protestant, heterosexual, serially
monogamous, middle aged and middle class. This helped me to recognise and value the
diversity of family forms and the different ways people engage in intimate relationships.

All these factors have made mmre comfortable in considering sexual expression.

Unlike many of the respondents in the disability teams, | have also been immersed in
the narratives of disabled people and their feelings around sexual expression. | have
been extremely moved by the hiaure written from the lived experience of disability
(Bullard and Knight 1981; Davies 2000; Finger 1992; Gillesgads, Hill et al. 1998;
Shakespeare 2000; Shakespeare, GilleSpiks et al. 1996) My PhD advisor, Dr

Michael Rogers and his wife Elizabeth have been inflaémtidescribing their

experiences of introducing sexual expression into patient and staff education at Stoke
Mandeville Hospital, he as a person with quadriplegia and she as a former nursing sister
in the hospital. Also, | heard, first hand, the perstestimonies of those disabled

people who telephoned, emailed or wrote to me in the preliminary inquiry.

These influences have contributed to my belief, that acknowledging human sexuality,

and addressing concerns around it, should be part of prabtespite my endeavours to

moderate this position in focus groups and interviews, it must impact on the study.

Where appropriate, in writing up the results, | have included my responses in the

verbatim transcriptsThe question is: did it stop professiongdaouncing a
professional rol e i n supporlespitegnydffrteor ser vi
validate both positions (sexual expresssbouldAND should nobe part of the

disability teaméremit) it may have contributed to the theory / practice divide (many
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suggested it should be part of practice but in reality they did not raise the subject).
Some respondents will have colluded with me. Another consequence, on my part, was
an underestintan, of the profound influence of the participats/n personal

experience of sexuality. The research strategies may have encouraged respondents to
provide sanitised accounts of workloads, protocols and professional boundaries, rather
than to focus orheir own discomfort when confronted with other peépkexuality.

These thoughts are developed later both in the critique of methodology and in the

developing analysis.

Motivation

There are two aspects of motivation: the drivers that spurred me tcs cibutly and

those pushing me to seek an academic qualification. This research arose from an earlier
study, undertaken in part fulfilment of an MSc in Advanced Occupational Therapy
(completed in 1996). It was a small qualitative study to consider ift@disexual

expression was a legitimate domain of concern of the occupational th¢@pitdrick

1996) | worked in forensic mentaklalth services at the time, where sexual issues were
discussed in the team. Alongside other professions (nursing, psychology and medicine),
| had facilitated patient groups, in the regional secure unit, based around different
aspects of sexual awareness &ealth. The research topic also allowed me to draw on
the SPOD and Relate courses. It explored generic practice and focused on the fit with
professional values. Ehfindingsdemonstrated a need for a more in depth study to
understand the powerful emnge forces that might explain why sexual expression was

not regarded like any other activity of daily living. It also revealed the importance of

team contexts and the fit of sexual expression with other professional roles.

Later, | moved into preegistation occupational therapy education and | had to

consider if sexual expression should be introduced into the curricula of the college.
Should occupational therapists learn how to work with service users in a sexually
affirming way? | could present mgsearch and my personal view to students. Beyond
that, | recognised the ambivalence in the profession and felt | had no mandate to insist
that sexual expression should be part of professional practice. | saw more research as

necessary to gain a clearerderstanding.
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In terms of motivation for an academic qualification, the overt reason is simple. It was
an aspiration identified to meet the service needs afahege Howeverwith a

change of employmenthe PhDwas no longer required. The academéroladevas
unnecessary but ethically and morally, the researchsiiggghing: so many people

have contributed to it. This would not have been possible without academic support.

| have also had the opportunity to talk with experts in the field ssitfendy

Greengross, Roy Green, Simon Parritt, Dominic Davies, Penny Pepper and Tuppy
Owens. Wendy Greengross (1998 & 2003 personal communication) suggested that

very little progress had been made for disabled people in promoting sexual health since
1970. My concern is no longer limited to occupational therapy but more generally

health and social care. | am motivated by the thought that this study may transform
practice(Neuman 2003) At the projedts inception, | thought, at the very least, if the

task of addressing sexual health for service users is beyond the scope and competence of

disability professionals, this should be made expiaciervice users.

Insider / outsider

In reflecting on my position within this research, the two phases of the study must be
born in mind the first with disabled people and the organisations that represent them
and the second with health and social care practitioners who were working in the field
of physical disability. Likewise, there are two aspects of being inside or outside: how |

perceive myself and how others perceive me.

Throughout this research, | haptaced great value on the perspective of disabled

people because | am an outsider. Nothing in my experience can give an understanding
of lived experience of disability. In the preliminary inquiry, | think most perceived me
as a researcheResearchemay have connotations of being an expert. This may have
limited some peoplis responses. However, | suggest that it was in fact an advantage

and that people disclosed more because of the authority invested in that role.

In terms of the disability teams the main study, | have an ambiguous position being
both insider and outsider. | hold professional qualifications as an occupational therapist,
counsellor and educator; additionally my role in the project is as a researcher. | have

worked within multidsciplinary teams and specifically physical disability teams in the
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NHS and Social Servicedntil recentlyl wasthe training and development consultant

to five local authority teams, four of which are occupational therapy teams focused on
environmental daptation for people with a physical disability. The fifth team has a
specialist social care workforce, whose role is assessing and commissioning services for
people with sensory impairments. Some may regard me as an insider. | do not identify
with this, as my practice experience in health is dated, or focussed on mental health, and
my experience within local authority is parallel, not identical, with the teams under
scrutiny in this study. Moreover, members in the teams were more likely to see my role
as a researcher or educator, thereby potentially an expert. If this is so, it may have
biased responses because it is possibly harder for someone to disagree with the person

they see as having greater knowledge, however erroneous.

In terms of individuaprofessions, | do acknowledge an insider role as an occupational
therapist registered with the Health Professions Council and as an accredited senior
practitioner with the Association of Counselling and Psychotherapy. (l use a
psychotherapeutic model obenselling from the humanistic and psychodynamic
schoolg(Couldrick 1992; Thorne 199p) Occupational therapy wasethargest

professional group in this study and psychotherapy was encompassed within the work
undertaken by one of the psychologists. Values are often tacit, making the insider
position particularly helpful. | do have a deeper understanding of the gihicab

values of occupational therapy, counselling and psychotherapy plus greater knowledge
of models of practice and of key figures in these professions. | routinely screen
literature from these professional bodi¢towever, | am an outsider to the athe
professions within the research, which must at least; translate into less understanding for

the roles and values of physiotherapy, nursing and speech and language therapy.

From the perspective of the participants in the main study, | believe only one
professional recognised my counselling credentials. Therefore, | have presumed my
position as a counsellor, did not significantly alter responses. On the other hand, my
role as occupational therapist is problematic. | knew some of the occupational
therapsts either through work links or via occupational therapy education. This is
explored later (see section 6.®isability Team A). | may also have been known both
though publications and conference presentations perhaps asanformist, or a

maverickpursuing this research for personal motives. Where this has been owned by a
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participant, it has been open to discussion, and considered in the results (see section 9.3
T Deficiency of educational programmes). | cannot know the impact on the study where

views such as these remain undisclosed.

1.7 Conclusion

This introduction has provided a rationale for, and a signpost through, the thesis.
Definitions have been given. | argued that this research was necessary because disabled
people may experience sexpabblems secondary to their disability and that

practitioners, with expertise in disability, those atdtwal facé are in a position to

help. | do not mean instead @x®ial health services but compientary to them. The

aim of the research, the rigs investigation of the professional practice of disability
teams toward the sexual health of their service users, was discussed. This included the
deep exploration of psychodynamic processes that might explain why the sexual
expression of disabled pdeps either not addressed or is difficult to address in

practice. Locating the research in contemporary critical theory has led me to consider
the potential consequences for disabled people when this area of practice is ignored. |
have also made recommdations with the goal of transformation of practice. Finally, |
have introduced myself as the key protagonist in the study. | have explored my

subjectivity, motivations and position in relationship to the participants.
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CHAPTER 2: CONCEPTUAL FRAMEWORK

2.1 Introduction

dHuman sexuality is a complex phenomenon, pervading every aspect of our being. Itis a
source of pleasure, even peak experience. Sexuality can also be a source of great pain. Itis
vulnerable to the vicissitudes of stress and strain and of daily living and dif\We®ds

1984 piv)

This acknowledgement of the intricafgersonal and fragile nature of sexuality

introduces some of the complicated issues that underpin this research. Sexuality, and by
inference sexual expression, may be a source of great joy or distress: of supreme
importance or of little significance. r8ilarly, attitudes to disability are neither

universal nor consistent. Is it about functional limitations or barriers constructed by
society? A major function of a conceptual framework is to place me, the researcher, in
relation to the researdRolliday 2002) By aligning key elements, something of my

ideological position, within such complex phenomena, is revealed.

So, here | explordefinitions, models and classifications of disability. This includes the
medical and social models, which reveal the interplay between the private and public
domains inherent in this research. The disability language used in this dissertation is
also claified. | will then explain why | believe sex is a complex subject. Partly this is
because everyotepersonal, social and cultural experience not only shapes different
attitudes to sexual expression: it contributes to its actual social constructins Th
exemplified through a very brief history. Also, complexity is partly due to the taboo of
sex. This is explored along with the possible effects taboo may have upon the study.
The relationship between intimacy and sexual expression is then codsidée

chapter concludes with a summary of contemporary thinking on what can be done, by
disability professionals, to support the sexual health of their service users. This was the
received knowledge available on entering the field. | have since,ieect d
consequence of the findings of this study, proposed a new model of sexual health
practice (see section 13.2A sexual health practice model for disability practitioners).
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2.2  Connotations of disability

Disabled people have been described as one of the most disadvantaged groups in society
(Disability Rights Task Force 1999)he definition provided earlier (see sectionil.3
Definitions: Physical disability) was developed from the Disability Discrimination Act
(Parliament 1995; Parliament 2005)he Act defines people as having a disability

where they have a physical or mental impairment that has (or will have) a substantial
and longterm adverse effect on their ability to caaut normal dayto-day activities.

For pragmatic reasons, | have focused on the health and social care provided for people
with a physical impairment. This in no way seeks to minimise similar concerns about
professional practice for those working witifferent client groups. Other authors have
raised parallel issues in learning disabili{iBsown 1996; Craft and Craft 1982; Holmes
1998; Murray and Minnes 1994; White and Barnitt 2000; Wolfe 1997; Wolfe and
Blanchett 1997)in sensory impairmeriBerman, Busby et al. 198Hicks 1981; Job

2004; Straw 1981and in mental illnes@Crawford and Shaw 199&grguson 1994;

Grant 2003; Penna and Sheehy 2000; Sladyk 1996yveverto consider the totality

of disability, and the professional practices related to it, was too daunting.

Models of disability

In 2001, the World Health Organization published the International Classification of
Functioning, Disability and Health (ICFyVorld Health Organization 2001)This
represents a major revision of their former tripartite International Classifiaaition
Impairment, Disability and Handicap (ICIDK)Vorld Health Organization 198@hich
was a cornerstone of tivedividual or medical modedf disability. In the ICIDH,
impairmentwas defined as any loss or abnormality of psychological, physiological or
anatomical structure or functiomisability was defined as any restriction or inability,
resulting from an impairmentp perform an activity in the manner or within a range
considered normal for a human beirtigandicapdenoted any disadvantage, resulting
from the interaction between a per&mpairment or disability and theenvironment,

which limited or prevented the fulfilling a role, normal to them.

The ICIDH was not universally adopted. The political mobilisation and social protest of
disabled people, which | have summarisethasdisability movemenivas forging
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another view. They preferred a twofold clagsifion that distinguished simply between
impairmentanddisability (Barnes, Mercer et al. 1999; Oliver 1996; Priestley 2003)
Impairment in this sense corresponds broadly to the I@DRIdfinitions of impairment
anddisability. The term disability, for the disability movement, is more akin to
ICIDHGs definition of handicap but with a subtle shifeimphasis.dor the World

Health Organization it is the individual who is@tlapted to fit into the environment,
whereas for the disability movement it is the environment which is ill adapted to
accommodate the individu@lLow 2001 p4) This is thesocial modebf disability

(Marks 1999; Oliver 1996; Oliver 1999a; Priestley 2003; Thomas 1999)

Traditionally the medical model has dominated academic understandingloditlis
especially in the therapeutic literatyfriestley 2003) From this perspective disability
IS seen as a problem for the indival caused by impairment. The individual requires
treatment to reduce the impairment or to help them adjust to their disability. The
disability movement has increasingly, and vociferously, rejected this concept in favour
of the social model of disaliji. This sees disabled peopleias

disabled or oppressed by society that expects its members to conform to the yardstick of

ablebodied normality and whose physical and social environments penalis@enafiysd
(Bochel and Bochel 1994 p82)

That is, disability is a social problem caused by social procéS$igsr 1996) The

disabledis not an homogenous group with a unified voice. However, protagonists of

the disability movement argue that disabled people do share a common experience, to a
greater or lesser extemtf discrimination and inequality of opportunitgarnes, Mercer

et al. 1999; Marks 1999; Millington and Mottram 1999; Oliver 1996; Thomas 1999)

Having worked in both health and social care, where the alternate models dominated
each context, | know first hand, how difficult it is to perceive both models

simultaneaisly. It is as though the two models cannceegst. Yet, each may leave
something important out. From a medical model perspective, oppressive environmental
barriers (both social and physical) may not be seen. From the social model perspective

the pesonal subjective experience of impairment may be ign@@eaw 1996)
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Public versus private domains of disability

Some disabled people inglpreliminary inquiry stressed the importance, to them, that
this research was framed within the social model of disability. | too felt this was
essential because the collective practice of physical disability teams has the potential to
contribute to oppssive practice. This is the public domain, the wider picture.

However, | felt my research could not ignore individual impairment. The aim was to
investigate the practice of health care professionals whose role is specifically to work
with individuals,normally at their direct request, to enhance their function and extend
their skills. Their service users were seeking, to a greater or lesser extent, alleviation of
their impairment. This is the individual domain and in terms of sexual expression is
normally regarded as private. At the heart of this research, is the need to unravel the
individual, medical and often private, from the social, environmental and public factors.
Unless we have a shared understanding of holistic rehabilitation for the uradjvid

inclusive of sexual expression, we cannot acknowledge the more global oppression

caused by its omission.

International Classification of Functioning

The ICF was written to address the criticisms of the ICIDH. It is intended as a synthesis
of the medical and social models of disability and provides a taxonomy to describe
health and healthelated states for all people (not just those who experienabilitip)

from the perspective of the body, the individual and so¢&kyrld Health Organization
2001) The revised laguage emphasises function rather than condition or disease. The
utility of the ICF to this study is that it prioritises relationships, including intimate

sexual relationships, as important to health, on a par with communication, mobility and
self-care. talso recognises sexual expression as a heglted contributor to quality

of life. The category descriptor @sreating and maintaining close or romantic
relationships between individuals, such as husband and wife, lovers or sexual partners
(World Health Organization 2001 p163l} is subdivided into romantic, spousal,

sexual and other intimate relationshigsdditionally, in classifying environmental

factors, the attitudes of health professionals are separated from societal attitudes.
My difficulty with the ICF is its positivistic and reductionistic approach to classification
of function. Whatever its pugpt, it seems to encourage professionals to take an expert

approach, meticulously classifying problems without recognising the disabled person as
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the expert on his or her experience. This is especially important in sexual expression.
The ICF has also baeriticised for classifying people according to their differences

and assuming the power to judge normality and thereby deVfaiacemell 2004a)

Language of disability in this study

In this studythe termdisabled peoplés usedo refer to the potential service users of a
physical disability team. My use is from the social model perspective: that is people
disabled by societg barrierdEmployers' Forum on Disability 2005)or those who

find the term objectionable, on the ground thanplies nonnormality, | apologise and
distance myself from this interpretation. | do not intend it to indicate one end of a
spectrum that idisability, with the other end assumed todi®lity. | also accept that
some people do not identify themselasslisableddespite having a severely
incapacitating diseag&cullion 1999) When | use the tertisabled peopléinclude
people with congenital disorders such as cerebral palsy and spina bifida; disease
processes such as multiple sclerosis and rheumatoid arthritis, and impairment due to

trauma such as cerebrovascular incident or spinal cord injury.

| have also extended my gaze to tleabled persds social context. This includes

family members and carers who have experience, from their own perspective, of the
effects of disability. For an individual, sexual expression may include the experience of
masculinity or femininity; solitey sexual activity such as fantasy, cyisex, erotica and
masturbation; or lifestyle choices like celibacy. More often, it is closely allied to
relationships and family life. The effect of disability on sexual expression may be as
profound for a partneas it is for the individual. Parents may be concerned about the
potential sexual risks for their disabled adolescent. Or a carer may be offended by
finding pornography in the home. So, in the preliminary inquiry and in my reflections

in the main study, have taken a broader view than the disabled person and have

encompassed partners, family and paid carers.

Before leaving the language of disability, it is important to acknowledge the uniqueness
of the experience of disability for the individual, espélg when aligned to its impact

on sexual expression. For one person it is the experience of a sudden catastrophe. For
another, it may have a slow, insidious onset. The preliminary inquiry revealed broad

differences between people who had: congenitaboly onset disability; acquired a
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disability before sexual competence was achieved; or acquired a disability after
achieving sexual competen@eouldrick 2001) For those with a congenital disability,

all relationships will be established within this experience, whereas others may have
established intimate relationships prior to impairment. Thus, issues for the person with
spina bifica will be totally different to the person with a traumatic spinal cord lesion,

despite comparable damage to body structure.

In summary, by using the term, disabled people, | imply the service users of a physical
disability team and their family membersdacarers. In investigating physical

disability, sexual expression and professional practice, | have had to consciously engage
with both the individual and social models of disability. This involves focusing on the
individual, often private issues; theemcosm where intimate relationships develop and
sexuality is expressed. It also involves refocusing on the wider picture, including the

social and physical environment, which includes political and public domains.

2.3 Sex as a complex subject

Fundamentald this study is the multifarious nature of sexual expression. Increasingly
my reading has moved me toward a social constructionist view of sexuality whereby sex
cannot be seen as a simple biological phenomenon but socially and culturally shaped
(Evans 1998; Foucault 1978; McLaren 1999; Rivers 1998; Weeks 1992; Weeks 2000;
Weeks and Holland 1996)This results in differing, changy and conflicting views.
Theseonflicts of opinion and values surrounding human sexuality reflect the inherent
complexity of the issuégBancroft 2004 pQ) Weeks revealed something of this when
he described what might be encompassed when thinking of sexuality.

ANe think of reproduction, which has traditionally been seen as the main justification of

sexual activity, and with whiclvestern cultures at least have historically been the most

preoccupied. We think of relationships, of which marriage is the socially sanctioned, but

far from being the only, form. We think of erotic activities and of fantasy, of intimacy and

warmth, of bve and pleasure. We relate it to our sense of self and to our collective

belongings, to identity, personal and political. But we also think of sin and danger,
violence and diseaé@/Neeks 2000 p163)

Thus, it can be seen as the ultimate creative act, pleasurable, benign and life enriching.
Simultaneously it may be viewed as destructive, risky, threatening and dangerous. This

concejpual framework provides a fleeting view of the cultural and historical background
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to this unstable territory. Others have provided more detailed his(Budeugh 1994,
Christopher 1993; Foucault 1978; McLaren 1999; Tannahill 1992; We€Ky. 2Birst,
| introduce sexual storglling.

Sexual stories

| have found Plummés (1996) concept of sexual story telling helpful in

comprehending the social constructionism of sexuality. It builds on Fots €187 8)
treatise on the relations of power and social control inherent inlggxtRBlummer

outlined the cultural changes occurring toward the end of thedastiry thapermitted

the present proliferation of sexual stories. With the expansion of the media (like
newspapers, radio, chat shows and the Internet), telling sexuatdias become part

of the currency of modern consumerism, lhe&ringthe story changes. He suggests

that the coming out stories of gay men and lesbian women would not have been heard
before the 1970s. Although now seen as empowering and liberatithge fgay person,

in a previous era, homosexual tales were heard as morbid and pathologising.

Plummer (1996 p38) argues thigpecific stories have their specific tinfiethe moment

in history when they can be heard, and he outlines the necessary stasttohappen.
These steps move the story from a private world to a public one. The inner world of
experiences and feelings has to be articulated. Growing awareness is required of the
languagesthat mask, hide, deny, or erase experiéleRimmer 1996 p42)Then

different groups, or as he terms thé&ucial world§ must identify with and hear the

story. Finally, these social wds come together around the story, providing a power
that creates a culture of public concern, moving the story from a limited social world to

andrray of arenas of public discoué¢Plummer 1996 p44)

Reviewing cultural and religious influences, confirétsat sexuality is not a unified
domaird(Weeks 1992 p232)There is no comfortable agreement about what constitutes
normal acceptable sexual behaviours. Put another way, sexual stories are conflicting or
contested. Behaviour valued and accepted in one society, in one moment of history,
may be considered abhorrent to anothi&xamples include homosexualitiRivers

1998; Smith, Bartlett et al. 200dhd masturbatio(Engelhardt 1992)oth previously
classified and treated as diseas@sit difference also exists within ostensibly the same

cultural groupgSedgewick 1993) Plummer (1996 p4%uggests one strategy used to
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manage this difference is €oreate a silent pa@t He provides a homosexual example:
many people who identify as gay may simply av@oming oudwhile others elect to

ignore it, therebyife goes on and nobody is (tothireatened(Plummer 1996 p49)

So differences, despite sometimes being self evident, are little discussed. For example,
the meamg, priority and significance attached to sexual expression and sexual identity
varies between peop(8edgewick 1993) Likewise, for sme people it is important that
sexual expression is located in a loving relationship, invested with meaning and
connectedneg$iammell 2004b; Sedgewick 1993JFor others, this is unimportant or

even undesire(Sedgewick 1993) The traditional bingrdivisions of sex and gender
(women/men: male/femal@ye now contested because they are seen to exclude people
whosegenderecembodiment is outside these catego(sher and Lloyd 2002; Parlee
1998) This leads to a dichotomy whereby society isgreupied by the sexuétvans

1998; McLaren 1999And yet, to manage difference, it is not discussed.

| have found it helpful to conceptualise the recognition of physically disabtguleas
fully human, inclusive of sexual identity and needs, as a sexual story. It seems to me
that this is a storgirticulated over nearly fortyears, but only heard in limite®gocial
worldsd It awaits the power of a wider social audience. It i®gysouched in terms

of sexual disenfranchiseme(fgullough 1994; Milligan and Neufeldt 20Q19r the

sexual and immate citizenship of disabled peogevans 1998; Plummer 199&hd
thereby framed as the sexual politics of disab{lBhakespeare, Gillespkells et al.

1996) Others have discussed why sexual rights have not been at the forefront of the
British disability movement agend®isability Now 2005; Finger, Stack Hall et al.

1992; Shakespeare 20000his study considers its place in the professional practice

agenda.

2.4  An historical overview

An early split between west and east

In the western world we arbeirs of a Christian traditi@{Weeks 2000 p131)

Historically the Christian influence on thinking integrated lust and sex with the doctrine
of Original Sin(Bullough 1994; Tannahill 192). The writings of St. Augustine appear
particularly influential(Augustine 419/1887; Bullough 1994These indicated that the
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purpose of sex was procreation. Therefore, sexual intercourse should be undertaken
only within marriage ath exclusively with that purpose in mind. All other sexual

activities were sinful. The only proper act was penis / vagina penetration, and the use of
any other orifice was condemng8lugustine 419/1887) This contrasts to eastern

societies where sexual expression was linked to Taoism and Tantra. In medieval China,
instead of being sinful, sex was a sacred duty that should berpeddrequently and
conscientiously to achieve harmony with the Way, Teemnahill 1992) Many

cultures across China, India and Aralwere polygamous. Historically, eastern cultures
saw sex as part of the pattern of life, to be encouraged and promoted and, in its

perfected form, it led to an expansion of the sgirgnnahill 1992)

Morals or science

Bancroft (2004 p4) suggests thatpmpared with most other areas of human behaviour,
the study of sex has lacked scholaréhiphis he attributes to the widespread opposition
to scientific inquiry. This made me reflect on other areas of human function. In 1628,
William Harvey published his thesis on human circulation. His dissertation was the
result of considerable scientifresearch identifying, for the first time, the heart as a
pump(Porter 1997) That was almost four hundred years ago and it paralleds btige
advances in the scientific knowledge of human functioning. In contrast, the first
empirical studies into the human sexual response were not undertaken until almost the
mid twentieth century and are epitomised in the works of Kinsey et al (19453)

and Masters & Johnson (1966). It appears that until the last century, sexual expression
was not in the domain of science but of religiGnore a matter of morals than

physiology or psychology(Bullough 1994 p2)

Sex in the 26" century

The century opened to the essentialist theories of the new sexo(BiNes 1998;
Winton 2000)like Richard von Krafft EbingKrafft-Ebing 1886)Henry Havelock Ellis
(Havelock Ellis 1905; Havelock Ellis 193@hd Magnus Hirschfel(Hirschfeld 1932;
Hirschfeld n.d.) This nascent science-framed much thinking around sex and
sexuality, often replang religious thinking with a medical approach of classification
and pathologisation. Thus, for example, homosexuality was no longer the sinful
behaviour of an individual but a malfunction or dise@$&velock Ellis 1905; Krafft

Ebing 1886) Freud was developing his theories of sexual development, sexual
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motivation (or libido) and unconscious procesgesud 1905) Birth control was

becoming available with the first clinic opening in 19ELigenics Society Members

List 2006) This was instrumental in not only reducing the birth rate, but also separating
sexual expression and reproduct{dcLaren 1999) Additionally, two world wars

brought ordinary people face to face with other cultural values.

These were also the formative years ofenigs(Galton 1892)the science of the
production of fine offspring that spread through +@etholic Europe and North
America(Craft and Craft 1980; McLaren 1999 England, in part, this was about
addressing the perceived unbalancing effettoontraception with the lower social
orders continuing to have large famili@ullough 1994; Carter 1962; Weeks 2000)

a policy of positive eugenics, the state aspired to encourage the reproduction of the
healthy(McLaren 1999anddhe more capable in sociéiyAnon 1984 p111) The
Eugenics Society (founded as the Eugenics Education Society ir(\d@licome
Library 2006) also argued for forms of negative eugenics such as detention and
voluntary sterilisation to restrict th@eeproductiam of the unhealtt(McLaren 1999
p126) Inthe UK voluntary sterilisation was legalised for thdsslieved to be a carrier
of, agrave physical disability which has been shown to be transmigdi@partmental

Committee on Sterilization 1934 p57)

After World War Il came the revolutionary Kinsey reports (1948 & 1953). These were
the first largescale studies (5300 men and 5940 women), conducted in the United
States, into human sexual behaviour. They demonstrated that manyescdtiauding
masturbation, homosexuality, oral sex, pre and extra marital sex, previously regarded as
abnormal, immoral or illegal, were in fact being practised by many pédpisey,

Pomeroy et al. 1948; Kinsey, Pomeroy et al. 1953)is was followed by the
groundbreaking research of Masters and Johnson (1966) who were the first to
investigate the physiology of theinan sexual response. They observed over 10,000

acts of intercourse in 382 women aged/B8years of age and 312 men agee821

years of age during the 1980 Facts were replacing myths and assumptions.
Thus began a profound change in western thinkingstallised in what became known
as the permissive society of the 1&60It was marked by the judicial separation

between what is allowed in public and what is tolerated in pri¥#dene Office 1957)
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Censorship laws were challenggtHiggins 1972) The oral contraceptive pill became
available giving women reliable control over their fertilihristopher 1993)
Homosexual as between consenting adults were legal{$&tliament 1967kand the

criteria for legalisedbortions werdroadenedPaliament 1967a)

Thel 9 7 Sighaled a new concern: to disseminate better understanding of human
sexual functioning. Dubbed tligenital year§(Christopher 1993 p29,1yvorkshops on
sexuality and related issues proliferated witfG&arangelical zeal to clear away
ignoranceand prejudicé(Christopher 1993 p291)Family planning clinics were
incorporated into the NHS. People, and especially womere teginning to consider
their right to enjoy sex and have orgaqiidge 1976) There was an explosion of
literature on how to obtain seXyaeasurgComfort 1972; Devlin 1974; Zilbergeld
1978) Same sex relationships began to be aedegs a valid expression of a pe&son

sexuality and Gay Liberation was launct{@dristopher 1993; Weeks 1992)

This was also the decade when the story of the sexual des®ifisement of disabled

people wa first told. In 1972, in the United Kingdom, SPOD was convened
(Christopher 1991; SPOD n-d). In 1974 the Sex Information and Education Council

of the United States (SIECUS) published its first lead article on sexuality and the
handicappedCalderone 1981) Seminal works such @slot Made of Ston&rom

Holland (Heslinga, Schellen et al. 197d)d&ntitled to Lovéin England(Greengross
1976)were published. Theseganisations and publications highlighted the endemic
asexualisation of disabled people and campaigned for the recognition of disabled people
as sexual beings entitled to express their sexuality. Adding impetus to the tale were the
large numbers of youngen injured in the Vietham W#&Knight 1992) | suggest

young men are allowed to be more overtly sexual. This would have helped them in
acquiring a powerful voice in demanding sexual rights, reflected in popular films like
dComing Homé(United Artists 1978and@om on the & of Julyd(Universal 1989)

However by the 1988, a significant backlash towards the liberalising attitudes of the
1970s vas occurring. Christopher (1993) argues that the darker side of sexuality, like
rape and sexual abuse, was revealed because of the increased openness and
understanding. Permissiveness was attacked as it was seen to undermine the family;

challenge gendeples; devalue heterosexuality, and induce children to unacceptable
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sexual behavioufWeeks 1992) These concerns were emerging at theestaime as a
new and frightening infection: the Human Immunodeficiency Virus (HIV) and Acquired
Immune Deficiency Syndrome (AlD$%arfield 1994; Winton 2000)

The 1990s saw sexual expression, as a determinate of health and well being, entering
NHS policy(Dept. of Health 1992) Training institutions for health professionals were
charged with providing adequate information about the importance of sexuality in
human relationships, alongside counselling skills and self awareness so that they may
addressproblems posed by sexuality in every day praétidacobsen, Smith et al.

1991 p261) The decade also saw the introductiddmew drug treatments for

impotence. In July 1999, Viagra became available on the NHS for men with specific,
listed, clinical conditions including multiple sclerosis, Parkirgsatisease, spinal cord
injury and spina bifid¢Dept. of Healtrt2000) However, increasing concern about the
rise in sexually transmitted disease and unwanted pregnancies appears to have taken
precedence ithe development of the governmé@nsexual health strate¢pept. of

Health 2001a)

The same decade also saw the passing of the Disability DiscriminatigRaxtament
1995)which was implemented incrementally. Thi®vided legal support for disabled
peoplés demands to equal civil righ®isability Rights Task Force 1999)
Additionally the 199@s saw greater recognition of the increasing diversity of the

population.

What of the 21 century?

As the millennium dawned, Weeks (2000) identified three dominant themes in the
current social construction of sexuality: the seculansatif sex; a liberalisation of

attitudes, and the challenge of diversity. The progressive detachment of sexual values
from religious values means that sexual matters are increasingly governed by individual
choice. He suggests the debate is dawout thdegitimate limits of choice, not about

the legitimacy of choice its@f{Weeks 2000 p169)This is accompanied by an

expansion of libral attitudes, for example surroundinglabitation, illegitimacy and

the transformation in power relationships between men and women. The challenge of
diversity is the acceptance of choice and difference including different family forms;

different waysof sexually relating and even different gender divisions.
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This diversity in sexuality is echoed in a wider political climate of equality and
inclusion. There has been a raft of atiicriminatory legislation providing protection,
on the grounds of racethnic or national origins; sexual orientation, and religion or
belief (European Community 2000; Parliament 2003a; Parliament 2003b; Parliament
2003d) The Disability Rights Commission, an independent body, was set up in 2000 to
enforce rights and promote equality of opportunity for disabled péDpdability

Rights Commission 2003b)The incremental implementation of the Disability
Discrimination Act(Parliamentl995; Parliament 200%)as kept disability issues in the
forefront of many peopfis minds. The governmdgst20year visionfor disabled people
has been published, with policy developmenbatinated across departments by the
new Office for Disability IssuefCabinet Office 2005) By 2025 disabled people should
have full opportunities to improve their lives aindll be respected and included as
equal members of sociétfCabinet Office 2005 p4)Diversity awareness training is
now customary as organisations consider how they address institutional barriers,
promote access and develoglusive practices. All this may provide the moment when

the story of the sexual politics of disability may be heard.

2.5 Sex as ataboo topic

The Concise Oxford Dictionary defines taboo as

e a system or the act of setting a person or thing apart as sa@eclesed

e a prohibition or restriction imposed by social custom

Both are applicable to sexual expression, yet neither conveys the affective component of
a taboo. | contend that a taboo creates an emotional reaction. It is not enough to be
open to divesity in sexual expression. It is necessary to appreciate the power of

feelings engendered by sexual behaviours that fall outside our own understanding and
moral codes. As examples two behaviours are considered: homosexuality and extra
marital sex. In 203, afer adirestorm of oppositiothe Archbishop of Canterbury

withdrew his acceptance of Jeffrey John, a celibate gay clergyman, as assistant Bishop
of Reading(Religious Tolerance 2004 p6)Yhis was part of an egoing impassioned

debate surrounding same sex relationships and Christianity. Similarly in 1998, the
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United States presidency teetered on Bill Cligosexulbehaviour with Monica

Lewinsky leading to his impeachment for perjury and obstruction of judifegkins

1998) Intense feelings abbmorality and integrity led to denial, cover up, accusation

and attack. The feelings aroused in these two examples represent considerably more
than an opinion on the acceptability of same sex or extra marital relationships. | suggest

that they are theqwerful emotions of taboo.

Despite the increasing acceptance of diversity, SPOD closed in 2003. | believe this is
linked to the emotive nature of sexual expression and physical disability. A statement,
in an early leaflet explaining why the organisatieas formed, says

Orhe founding committee members felt that the area of sexuality and personal relationships

of disabled people was at best overlookedatndorst actively suppressgé(6POD n.d-b
pl italics added)

This sentiment was echoed thirty years later in a letter to the membership calling an
Extraordinary General Meeting in March 2003. The management committee was
experiencing a real sense of marginalisation both by the Department of Health, and from
their landlord Islington Council (Parritt 2003 personal communication). There may be
other explanations for the withdrawal of funding and lack of building maintermrice

subjectively it was experienced as active suppression of the organisation and its aims.

How we manage our emotions aroused by the taboos surrounding sexual expression and
disability are closely woven into this study, particularly uncomfortable fezlikg

hostility and fear. | have, at times, been advised to relate this study to explanatory
psychological theories. For example, Frésmdork on psychoanalysis introduced into
common language, a raft of defence mechanisms to manage this often unonscio
conflict (Carlson, Martin et al. 2004; Freud 1946; Freud 1922 Festingds theory of
cognitive dissonance considers how people resolve discrepancy between attitudes and
behaviour{Carlson, Martin et al. 2004; Festinger 195Ajthough both have relevance,

| have chosen a systems perspective to try and understand the real world complexities
embedded within the context of professional praditeylighen and Joslyn 2006;

Laszlo 1995) That is, the affective component of taboo is only one aspect of this study.
My emphasis is on understanding the intdationship of thendividual within the

context of professional practice within a wider organisational context. However, some

reflexivity on the effects of taboo on this study is required.
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Inference for participants

In chapter 1, | considered how the practitioners in this study might hide negative
feelings, like disgust, in sanitised accounts of professional boundaries and roles (see
section 1.6 Reflexive awareness: Subjectivityjlide implies a conscious intent bu

they may have a whole world of feelings and experiences that they are unaware of and
that are repressed, projected, masked and denied. This is their inner world which they
may be unable, or unwilling, to share in a public domain of research. | rettlnis t

theme in the methodology chapter, where | discuss respondents as defended subjects
(see section 5.7 Strategies of investigation: Free association narrative interview). The
participants may have defended themselves from the dissonance crediedainpo

nature of the subject. But it is not just their feelings to be considered.

Inference for the researcher

Throughout my research, | have endeavoured to reflect deeply on my attitudes to sexual
expression and the emotional reactions that it eviskese. A good example arose with
Earles continuum of facilitated sex and my initial personal abhorrence at the inference
that masturbation of patients might be included as part of nursing practice (see section
2.77 What can be done by experts in diséyjl | am also aware, during the course of

the study, of some profound changes in my feelings for example increasingly | regard
sexual surrogacy as a positive option. The importance of these disclosures is to convey

that my attitudes are socially constted, dynamic and are unique to me.

Also, | have recorded a sense of my own marginalisation as a researcher. Itis what |
have called in my research journal tise whabfactor. So what that sex may be
compromised for a disabled person: does it nfatteo what if health professionals

dond like to raise the subject! | perceige whatstatements as indicating that this

research is unnecessary or not quite respecté&lileaguedave alluded to sex being a
natural phenomenon that should not be itigased. | do not know if | have been cast

as deprived or depravétee 1993) On the other hand, | have experienced difficulty
getting conérence papers accepted. | sense also that this study falls outside the
traditional research arena of the university and, in my darker moments, is regarded as of
lesser importance. This is not unique and has been identified by others researching

human sewality (Lee 1993; National Centre for Social Research 2003; Poole, Giles et
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al. 2004; Weeks 2000; Weeks and Holland 199&e (1993 p9) noted stigmatisation
by colleagues, academia and students implying it might pose a risk to career
development. Poole et al (2004 p83) indicated evidendarafging consequences for
the researcher, both personal and professional, in carrying out sexuality research for

example to psychological health, career and academic reputation.

Inference for the reader

From me | move to you the reader and your feelingghe process of writing I am

striving to present disparate elements in a way that explains what | believe is happening
and to explain my subjective experience of it. It does not end with writing. There is the
de-construction of this text by you ancetheconstruction of my words mediated by your
subjective experiencdolfe 2001b) This&e-authoringis also subject to the emotions

raised in you by the taboo nature of the topic.

Language of sex

Another factor resulting from the taboo of sex, is the lack of common lan§segks
2000) In one breath, sex is talked about all the time yet it is not discussed like other
aspects of daily lif¢Evans 1998) This is evident in the hundreds of euphemisms used
for sexual behaviours. Additionally, the language used alters according to context.
Thus, the words used in romantic literature are very different to those of the medical
school, the church, courts of lathe pub and the playground. Words acceptable to one
group of people may give considerable offence to another. An example was the first
AIDS campaigns of the 1989whereithe words that those most at risk might
understand were judged unsuitable and cifesd (Garfield 1994 p26)

2.6 Intimacy and sexual expression

Intimacy and sexual expression are not synonymous. Intimacy can gkistit/sex

and sex without intimacy although, for many, the two are inextricably li(\&zbks

2003) Intimacy has been described both aged for, and a capacity to, experience
emotional closeness to another human being, and to have that closeness reciprocated
(Esmail, Esmail et al. 2001)intimate relationship&§oster perceptions of value and

competence, connecting and belongifigammell 2004b) Shakespeare (2000 p164)
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indicated a danger in overstating the importance of sex as opposed to relationships,
suggesting that most people are not sepkax per se budntimacy, warmth, validation
and connectedneassl am sure this is true but | believe there is a corresponding risk to
focusing solely on intimacy, in that it avoids the very essence of the problem: the
contested arena of sex. It mag@ahegate the importance some people place on
physical sexual intimacy to the development and maintenance of emotional intimacy
(Bancroft 2004; First and Tasman 2004; Rollo 1969)

For me there are two issues here, of importance for all people, firstly to remain
grounded in reality rather than the unrealistic expectations of media hype and secondly
to remgnise diversity in sexual expression. Few people are having grealt e time
(see section 4.2 Sexual health and the general population). Also, people are different.
Some people, single or partnered choose celibacy. Some have celibacy thnust up
them(Donnelly, Burgess et al. 2001 elibacy is not the same as asexuality. Some
people select sexual partners with whom theyehayemotional intimacy. For others,
emotional intimacy is an essential pBguisite to sexual intimacy. For some coitus is
necessary to sexual expression but not for all. Sexuality is uniquely pgiGomath
1998)and is expressed in a rich variety of behaviours which may include giving and
receiving pleasuréSpero 2003; Tepper 2000; Zilbergeld 2004)

2.7  What can be done by experts in disability

This conceptual framework concludes with an outline of what can be done by disability
professionals to support the sexual health of their service users. | begin by considering
sexual dysfunction per se, and its relevance to disability, before reviewing potential
approaches for practitioners who are not sexual therapists. The three hpproac
reviewed are those currently reported in the literature but, as a consequence of
undertaking this research, | shall return to the subject later, to recommend a new model
of practice (see section 13.2A sexual health practice model for disability

praditioners).
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Classification of sexual dysfunction

Identification of the physiological phases of the human sexual response, in both men
and women, led to new classifications of sexual dysfunction and thereby new therapy
options(Masters andahnson 1966) The four phases identified were; excitement,
plateau, orgasm and resolutiMasters and Johnson 1966; Masters, Johnsah et

1995) Kaplan (1974) added to this, seeing desire an important factor. This has led to
the taxonomy: desire, arousal andasm. With the inclusion of pain as a category, this
taxonomy now broadly frames the two most widely accepted medical classifications of
sexual dysfunctionghe International Classification of Disease (KLO) American
Psychiatric Association 2000) atite Diagnostic and Statistical Manual (DSM V)

(World health Organisation 1992Yhese areaummarised in table 2.1 below

ICD-10 DSM IV
Problems | Lack or loss of sexual desire Hypoactive sexual desire
of desire . .
Excessive sexual drive
Sexual aversioand lack of sexual enjoymen] Sexual aversion disorder
Problems | Failure of genital response Female sexual arousal disorder
of arousal Male sexual arousal disorder
Problems | Orgasmic dysfunction Female orgasmic disorder
f orgasm L
otorgas . . Male orgasmic disorder
Premature ejaculation
Premature ejaculation
Problems | Non organic vaginismus Vaginismus
of pain . . .
P Non organic dyspareunia Dyspareunia
Table 2.1: Classifications of sexual dysfunctions

The ICD-10 and the DSM Nare essentially classifications of mental and behavioural
disorders. However these diagnostic categories can be applied when the 'sexual
dysfunction is judged to be exclusively due to the direct physiological effects of the
general medical conditiofFirst and Tasman 2004 p1075)he differential diagnostic

labelis then:<Sexual Dysfunction> due to a <general medical condition>.
Treatments for sexual dysfunction
The treatment of sexual dysfunction is no longer se@edtessitate prolonged analysis

to address deemoted psychodynamic confliKaplan 1974; Masters, Johnson et al.
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1995) Nowadays psychological treatments often include brief therapy offering a
combination of behavioural, cognitive and psychodynamic approaches such as the
sensate fous(Masters, Johnson et al. 1998-education and improved

communication. There are professional organisations supporting skillegemien for
sexual dysfunction (and the wider relationship issues often implicated). These include
the Institute for Psychosexual Medictnthe British Association for Sexual and

Relationship Therapgythe Association of Psychosexual Nurdiagd Relaté

There is also now a range of direct medical treatments and dé@imastopher 1991,
Cooper and Guillebaud 1999; Masters, Johnson et al. 199&se include:

e medication for erectile dysfunction applied either by injection into the shaft of
the penigintracavernosal) or introduced into the urethra

e oral medication such as sildenafil (Viagra) and tadalafil (Cialis)

e surgically implanted penile prosthesis

e vacuum pumps to obtain an erection

e sex aids (sex toys) including externally worn penile prosthesgég;ial

vaginas, masturbators and vibrat(#® Sales 2005)

Limitations of sexual dysfunction diagnoses

There are problems in usinigeise classificationsf sexual dysfunction Firstly, it may

be very difficult to establish the aetiology of dysfunction. Even with substantive
physical impairment, it may be impossible to separate what is due to psychosocial
factors. Next, classificaties of dysfunction are phallocentric. That is they revolve
around penis / vagina penetration with orgasm as the goal of sexual expression. It
implies a norm of heterosexuality. In disability especially, it is important that other
orientations are recoged as disabled people have described less acceptance of their
gay and lesbian identiti€®ept. for Work & Pensions 2003; Gillesgiells, Hill et al.
1998; Guter and Killacky 2004; Shakespeare, GilleSahs et al. 1996)

1 For further details see www.ipm.org.uk

2 For further details see www.basrt.org.uk

3 For further details see www.psychosexualnursing.og.uk
* For further details see.www.relate.org.uk
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It is also necessary to challenge 'fucking ideol@@gble 1997; Bakespeare, Gillespie
Sells et al. 1996 p9Because many disabled people may be labelled sexually
dysfunctional inappropriaty. The man unable to have an erection or the woman
unable to have an orgasm, due to physical impairment, by these classifications have a
sexual dysfunction even though they may have rewarding and satisfying sexual lives.
Sexual satisfaction may be rileely independent of sexual functi¢Bi Giulio 2003;
Read, King et al. 1997; Tepper 2000Hor xample, painful intercourse ceases to be a
problem for those who enjoy ngrenetrative sex. Intervention therefore may be better
focused, not on the reduction of sexual dysfunction, but on increasing the subjective
experience of pleasure and satisfactiés.one man with multiple sclerosis said,

'Sex can be a wonderful reason to keep going when everything else seams bleak. It can be

a way of connecting with someone we love, of giving our bodies attention, of relaxing,

even of mild exercise. It is godadr fatigue and excellent for pain relief. And there really

is no disability that makes sex impossible, if we define sex not as intercourse, but as
physical contact for the purpose of sharing intimacy and pledSpefo 2003 pl)

Finally, for disabled people sexual dysfunction may not be the issue at all. As identified
earlier (see section 1:/Rationale: The perspective of disabjeebple) problems may

be much more to do with identity, social exclusion and discrimination. For example, it
seems to me to be essential that the social opportunity for the development of intimate
relationships is included when considering sexual exmnessihis is because disability

Is persistently reported to affect finding a partner and forging relationdbgm. for

Work & Pensions 2003; Esmail, Esmail et al. 2001; Milligan and Neufeldt 2001,
Taleporos and McCabe 2003fror some people the issue of establishing an intimate

relationship is more importatiian sexual performan¢8hakespeare 20Q0)

The role of disability professionals

Over the years, recommendations have been mad thieoskills required by generic

health workers (as opposed to sexual health workers or sexual therapists) to promote the
sexual health of their patient&nnon 1974; Earle 2001; Jacobsen, Smith et al. 1991,
National Institute for Clinical Esellence 2003; World Health Organization 197#ere

| review the World Health Organisation's (1974) recommendations and two models of
practice, PLISSITAnnon 1974)and the Continuum of Facilitated Sgarle 2001)

These are related to the practice of professionals with expertise in disability.
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The World Health Organization (WHO) (1974) proposed three skills needat by

health workers: to be able to give sex information; carry out elementary sex counselling
and to refer more complex cases to specialised staff or instittémdd Health
Organization 1974) It was anticipated that all health staff would have sufficient
knowledge of sexual developmentirhan reproduction, sexual behaviour and health to
be able to advise. They were also to have positive attitudes toward sexuality for
objective discussion of sexual matters. | suggest that, as counselling has become
increasingly professionalisedlementay sex counsellings better conceived as the use

of counselling skills. That is skills to enhance communication and explore issues with
the client but without taking on the role of their counsglBnitish Association for
Counselling 1989) The WHO proposal presumes a minimum level of education,
particularly around knowledge and attitude formation, has beem govall health

workers. Additionally it supposes health workers regard sexual health to be within their

role. In many ways, these assumptions are at the heart of my research.

A practice modelPLISSIT, developed by Annon (1974), is the most referenmcée
literature(Ekland 1997; Esmail, Esmail et al. 2001; Herson, Hart et al. 1999; Morrissey
and Crouch 1998; Rubin 2005; Tepper 1997b; Weerakoon 1994; Weston 11999

four levels of actionPermission givingL imited I ntervention;Specific Suggesions and
IntensiveT herapy (PLI-SSIT) (outlined in table 2.2). The first three are considered
appropriate levels of intervention for the generalist health and social care professional.

The fourth falls within the sexual therapist's domain of expertise

In this model, the disability professional's role begins with providing permission for the
disabled person to explore sexual expression. It includes provision of disability specific
information, addressing what fits within their existing role egférral on. This may be

to counselling, psychotherapy or sexual health services where issues fall outside the
disability practitioner's competence. Its advantage is that it sets out what can be done
before a specialist sexual health practitioner is ededHowever this model again
presumes disability practitioners accept that sexual expression is part of their role and
that they have the skills not only to provide permission but also to explore issues raised

and to develop treatment goals.
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PLISSIT Mod el for Sexual Counselling

Level

Description

Permission

The practitioner brings up the topic of sexuality

thereby validating sexuality as a legitimate healt|
issue and giving the client permission to discuss
sexual concerns now and later in their programn

Most clients need permission to raise their sexuq
concerns. Rehabilitation professionals may lack
the confidence to discuss sexuality with their
clients, however the majority have adequate skil
and knowledge to provide this level of service

Limited Information

The practitioner addresses specific sexual conce
and attempts to correct myths and misinformatio

Much of a health professional's knowledge and
training can be applied to sexuality. At this level
the practitioner's primary role is thatar educator
and therefore should focus on basic sexual
information applicable to their area of practice.
Many clients would benefit from this level of
intervention

Specific Suggestions

The practitioner compiles a sexual history or
profile of the client:

1. define the problem

2. determine the course of the problem
3. treat the problem
4

formulate ideas about causes and develop
appropriate goals and treatment plans

Fewer clients require this level of intervention an
fewer practitioners are qualified to provide this
degree of service. The practitioner should poss
counselling skills as well as appropriate
information and treatment skills in order to provi
treatment at this level

Intensive Therapy

The practitioner completes a full sexual history ©
the client ad provides specialised treatment

This level has the smallest clientele. Requires
specialist skills of a sex therapist or other
appropriate professional

Table 2.2: The PLISSIT Mode{developed by Esmail, Esmail & Munro 2001 p276 from Annon 1

More recently, Earle (2001) considered the nursing role in the holistic care of disabled

patients. Rather than a model, she has propoSehi@nuum of Facilitated Sex

which she likens to other forms of assistance with activities like washindrassing.

She is not suggesting nurses undertake all activities on the continuum (outlined in table

2.3). However, she indicates that they should be aware that some patients may have

benefited from such facilitation or may wish to explore it as an option
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The continuum

The role of the nurse: examples

Providing accessible information,
advice and services

Arranging for information to be available in Braille, large print &
audio tape

Fostering an environment which
allows intimacy

Acceptance &acknowledgement of patient's sexual needs

Offering and observing the need
for privacy

Closing door, providing curtains

Encouraging and enabling social
interaction

Arranging suitable transportation

The procurement of sexual goods

Purchasing or arrangirthe purchase of pornographic magazine

Arranging paid for sexual services

Assistance with arranging, or information on how to arrange; p
for sex; willingness to discuss this as an option for the patient

Facilitation of sexual intercourse
with anothemparty

Undressing, or helping to undress, patient

Facilitation of masturbation

Assisting patient with positioning and technique

Sexual surrogacy

Assistance with arranging, or information on how to arrange a
sexual surrogate

Table 2.3: The continuum of facilitated segaken from Earle 2001 p 437)

| see her proposal as more relevant to nursing and social care staff working in

residential settings rather than with service users who live in their own homes.

Facilitation ofintercourse by undressing the service user would seem outside the role of

the participants within this study. That said, the continuum does challenge the

boundaries of actions that may or may not fit within a professional role. For example, a

service usewho was unable to masturbate due to physical impairment may seek a

solution. Apparently, some personal assistants employed under the Direct Payment

Scheme have informally agreed to undertake this service (Pepper 2003 personal

communication). There idsp an example in the literature of an occupational therapist

enabling a woman to masturbate, by providing adapted equigEnanrts 1987) Earle

(2001) acknowledges that her continuum raises difficult legal and ethical issues. Sexual

surrogacy is not available in the UK and procurement of a prostitute is presently illegal.

So the continuum challenges thinking but, | suggest, without aosigolopportunity

for reflection, it may act more as a deterrent than a help to professional practice.
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2.8 Conclusion

This chapter has built on my earlier definitions, providing a deeper understanding of the
position | have taken to both disability asekual expression. My intention in this

research has been to capture the breadth of issues. It requires connecting both with the
public domain of disability and the political context of practice, plus the private domain
of individual impairment and tha&ira-personal experience of practitioners and service
users. Far from sexual expression being the most natural thing in the world, it is
socially and culturally constructed. This adds to the complexity of the subject and
contributes to the powerful negag emotions of taboo. With the current emphasis on
diversity and inclusion, plus the secularisation of sex, | suggest we may be entering a
moment when the story of the sexual disenfranchisement of disabled people may be

heard.

This is the conceptual fneework underpinning my investigation into why sexual
expression remains one of the most sensitive, challenging and marginalised elements in
the work of health care practitiongideath and White 2002)l have also introduced

helping strategies outlined in the literature that are suitable for use by disability
practitioners. This includes PLISSIT, as the accepted model of practice althwiligh |
return to critically appraise this in the light of my research findings.
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CHAPTER 3: PRELIMINARY INQUIRY

3.1 Introduction

'The point is often made within the disability movement that disabled people have,
historically, not been allowed to speak foethselves, either as individuals in the
community or within organisations and institutio(idillington and Mottram 1999 p374)

This apparent denial of the voice of disabled people had implications for my research
because, although | intended to investigate the practice of professionals, it was also a
transformative endeavour. That is, the ultimate purpose was the improvement of
sewices for disabled people. | was aware of the growing body of evidence indicating
that involving the people who use services leads to research that is more relevant, more
reliable and more likely to be usédouldrick 2000) The NHS has been promoting
service user involvement, both in research and policy developni@nover a decade
(NHS Executive 1996) It established a national advisory grqiyHS Executive 1998)
which has now evolved into INVOLVE INVOLVE, funded by the Department of
Health, promotes and supports service user involvement in NHS, public health and
social care resear¢hlanley, Bradburn et al. 2003)'hat is not to say that service user
involvement has yet reached main stream pra¢tHemley 2005) However here, where

| was looking at professional practice in a very personal and private area of care, |

believed it was essential to collaborate with disabled people to hear their views.

| sawseveral advantages in collaboration. It acknowledges the importance of disabled
people's experience and expertise, as users of health and social care, recognising

"That living with disability creates insights that most didelied peoplé even those
trained in therapy and rehabilitatidroverlook or find hard to conceiglarrison 1999 p382)

| was also concerned whether, whhagH identified as important, was in fact important
to disabled people. It was possible that disabled people did not want sexual expression
to be shared with their health or social care team, or that sufficient, adequate services

1 A mandate for service useninlvement can be seen in government white pafiept. of Health

2006) standard¢éMedical Foundation for AIDS &exual Health 2005nd guidancéCabinet Office
2005) For example in Improving the Life Chances of Disabled People it states, 'new arrangements
should be established for securing participation of disabled people in policy design and defatery
levels'(Cabinet Office 2005 p169)

2 For further details see www.invo.org.uk.
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are available. Collalvation helped to ensure that this research was relevant to them and
thereby to health and social care as a wlidanley, Bradburn et al. 2003My reading

had led me to consider how disabled people could be involved in all stages of the
research from inception to dissemination, not as subjects but as p&tioeidrick

2000) | believed this to be particularly important in the formative stage prior to
developing the proposal. | wanted to hear their opinions on the general area of research
before formulating my researcjuestions. | wished to ensure an agenda for action that

captured and reflected their perspecfidanley 2005)

| gained ethical approval from the university to approach disability groups as part of a
preliminary inquiry (appendix A). The work spanned January 2000 to September 2001.
Groups were chosen either because they: campaigned on behalf of disabled pgople (e
RADAR); or represented particular disabilities (Spinal Injuries Association); or

ilinesses (Arthritis Care), or they promoted the sexual and personal relationships of
people with disabilities (e.g. SPOD & Discern). Some of these groups spoke on behalf
of their members. Others invited a more direct contact with their membership. This
chapter provides a synopsis of this preliminary inquiry indicating its contribution to the

main study. A full account is available as an unpublished ré@orldrick 2001)

Before proceeding, | wish to sound a note of caution. The preliminary inquiry was
conducted in collaboration with disabled penplThey were not the subjects of the
research. Anyone expecting to see a matched, representative sample or analysis of
response rates to ensure statistically verifiable conclusions will be disappointed. The
number of disabled people represented inghgsiminary inquiry is insignificant when
compared to the estimated 11 million disabled adults in théQ@#kinet Office 2005)

That does not make their voice less valuable. Shakespealké1997noted the small
number of disabled people (only 44) involved in the study that culminated in the book
'The Sexual Politics of DisabilityShakespeare et al 199@)ike him, | felt the

important thing was not to be statistically representative but to give disabled people a
voice. | saw it as important to connect the professional domain under investigation in

the main study with the lived experience of some disabled people

! The preliminary inquiry was used byVOLVE as an exemplar of how collaborative practice can assist
in the prioritisation of research topi¢idanley, Bradburn et al. 2003 p24)
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3.2  The first approach to user groups

After discussiorwith the supervision teana final group of 19 national organisations,
representing a wide spectrum of physically disabled people, was approached (see table
3.1). Each organisation was sent a letter providing mméion and requesting their
assistance. This was followed with a telephone call. In some organisations | spoke with
the Chief Executive or Director, in others | was referred to the Research, Policy,
Development Information or Welfare Officer. After thiist contact, three groups were

excluded

User groups initially contacted who contributed

Age Concern

Arthritis Care

Association for Spina Bifida & Hydrocephalus (ASBAH)
BackCare

British Council of Disabled People (BCDP)

Disability Living Centres Couil (DLCC)*

Discern

Headway

Motor Neurone Disease Association (MNDA)

Multiple Sclerosis Society (MS Society)

Parkinson's Disease Society (PDS)

Royal Association for Disability and Rehabilitation (RADAR)
Scope

Spinal Injuries Association (SIA)

SPOD

StrokeAssociation

User groups initially contacted who did not contribute

Disability Alliance
Disability Information Trust

Disabled Living Foundation

Subsequent User groups approached

Gemma
Outsiders

Regard

Table 3.1: List of organisations contacted in the preliminary inquiry

1 In 2005 DLCC became Assist UK
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where they saw their role (financial or equipment advice) as outside the proposed remit
of the study. Three more were identified and added (although it proved impossible to

make coract with one, Regard). Thus, 18 groups participated.

| began telephone conversations with some standard questions to develop a dialogue and
to establish whether a project such as this was seen as relevant to their membership. |
asked if they knew of arsllied research and sought their suggestions and ideas. Some
people answered from their personal knowledge of the membership. Others spent time
researching help line inquiries, etc. Some organisations invited -#ofé@ee interview

and some directeahe to specific individuals recognised as eitivgpertsor

campaignersn the field. Thus, | discussed the project with 34 people directly or

indirectly representing these 18 disability groups.

Additionally, from my approach to the Multiple Sclerosis i8ocof Great Britain (MS
Society), | was invited to attend, and speak at, an international conference. This was for
professionals and people with multiple sclerosis, organised by the European Multiple
Sclerosis Platform, on intimacy and sexualEyropean Miltiple Sclerosig?latform

2001) It included facilitated workshops to identify what people with multgglerosis

would like to see researched in the field of sexual dysfunction.

3.3 Aninvitation to approach members

Some user groups encouraged direct contact with their membership. Within the time
available five different avenues for this contact were eistaddl. The Disability Living
Centres Council (DLCC), Headway and the Spinal Injuries Association (SIA) each
published a ‘'flyer'. The DLCC sent it out with their quarterly mailing, not to members
but to each of their Disabled Living Centres. Headwayutated it electronically

through their network of email user groups. The SIA published it in their bimonthly
magazine, Forward, sent to members. The Motor Neurone Disease Association
(MNDA) accepted a slightly shorter version for their quarterly magaZinembprint,

sent to all members. Finally, a-Bfrd advertisement inviting people to request a
Project Information Sheet was placed in the magazine, Disability Now. From these

opportunities, 46 people made direct contact with me.
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Arthritis Care, Gemmahe MS Society and the Parkinson's Disease Society (PDS) also
supported direct access to their members. With the first three groups, this was not
possible due to time constraints. The PDS asked me to consider focus groups with
some local branches. Hewer, it became apparent that the written flyer, sent to the
chairs of local branches did not get through to the membership. In one branch, |
discovered that only two members were sent the flyer: the two judged by the
chairperson as being young and fibagh that they might still be sexually active! In
another, it was decided not to circulate the flyer, as their members would not wish to
discuss such personal issues with someone they did not know. Interestingly, a member
of Outsiders had indicated, froher research experience, that reaching disabled people

could be problematic, because of protective censorship by others in their organisation.

Making contact

| arranged multiple methods of contact including letter (standard and large print),
electronic nail and telephone. (Audiotape was indicated but not used). Some
individuals made only one contact with me. Others made several contacts. The most
frequent method of first contact was by email and the second was a telephone message,
left at the ClinicaResearch Centre at the University of Brighton, asking me to

telephone them. Over half those contributing had access to electronic mail. Some

began with an email but would follow this with an invitation for me to telephone.

At the first contact, | estdished the best method of communication for the respondent.
This involved three hierarchical issues: practicalities, confidentiality and trust. | had to
take account of the practical issues related to their disability. Some were unable to
write. Otherswith speech or hearing difficulties, preferred to write. At another level, it
concerned confidentiality especially using a variety of communication equipment.
When an email arrives, it cannot be assumed the sender is the sole viewer of a reply.
Likewise, one woman asked me not to telephone as she used a loud speaking phone.
Respondents were also concerned about trust, epitomised by one man who became

involved once he was assured that | ‘was genuine and the work worthwhile'.

| responded to all correspondence in an open way that | hope conveyed a personal

presence. | thanked each person for his or her involvement and | paraphrased the
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information given into general research statements. The contributor was then asked to
confirm if | had responded accurately. This approach is akin to first stage counselling
skills. It acknowledged their contribution without putting confidential information in
jeopardy. It also permitted confirmation, or correction, ensuring | had underberag t

and it encouraged people to add further information.

| used a similar pattern of paraphrasing and reflecting in telephone calls. | did not
devise an interview schedule, as | believed it was important for the contributor to lead
the discussion and raise what, for them, were the essential issues. Many were not
certain what to expect and would ask to be sent ‘the questionnaire’. Where a degree of
trust needed to be established the caller was invited to give some information on their
disability. Gadually they would be asked, in terms of their experience, should sexual
expression and disability be researched? And what were the important issues
surrounding sexual expression that should be researched? | asked no direct questions
about their orient&in or sexual practices. All information of this nature was
volunteered. Where possible, notes were taken during telephone calls with some key
phrases recorded verbatim. | also recorded my reflections after all contacts.

Individual people with individu al stories

The range of information from each person varied hugely. A few sent a formal list of
research ideas, with no personal information. Others included specific research
guestions within their correspondence. The majority sent details aboytehsanal
experience and the effects of disability on their own sexual health, leaving it to me to
ascertain the research questions inferred by the information. Some provided a brief
description of their functional ability but many summarised this intgrahatic labels,

for example 'l am a c5/c6 tetraplegic following a diving accident that occurred in 1986'.
Some described their journey through health and social care while others rarely
mentioned it, choosing instead to describe thepén@onal experiece of their

disability. Most spoke about themselves although occasionally a contributor would

speak more generally for disabled people.
Strategies to manage this diverse information became imperative. Firstly | gave every

individual (and where applicéh their partner) a pseudonym. These are used here to

help separate what was said by an individual from that said by a person representing an
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organisation. Management of information was ethical, methodical and meticulous. |
repeatedly read the letteesnails and telephone notes, seeking themes, patterns or
uniqueness. At every stage one question dominated: what does this person wish to see

researched? | endeavoured to hear the individual and understand his or her perspective.

Demographic summary ofthe individuals

Forty-six individuals made contact with me. Some initial inquiries could not be
followed through or their contribution arrived too late, therefore information was used
from 40 respondents. Of these, 34 people were disabled and sevédrubonstivere (or
had been) partners of a disabled petsdrhere were 29 men and 11 women.
Geographically the contributors were spread throughout England, Scotland and Wales.
Their ages ranged from 24 to 76 years old with a median of 50 years. Quledlisa
person did not give her age. Of the other 33 disabled contributors: 3 people were in
their twenties; 6 in their thirties; 5 in their forties, 12 in their fifties; 6 in their sixties and
1 in his seventies. The majority (26) were people who had iexyged a spinal cord

injury. Diagnoses for the others included: head injury, motor neurone disease, cauda
equina syndrome, growth disorder, multiple sclerosis, polio or spina bifida. Between
them, they represented a wide experience of disability: frargerutal and childhood
onset; both recent and lostanding traumatic injury and those with progressive
conditions. They included single, married anehebiting people as well as
heterosexual, lesbian and gay people.

3.4 Isthis research necessary?

What the user groups said

BackCare was not aware of sexual expression being an issue within their membership,
whereas all the others saw it as relevant to their membership and an important area for
research. Some indicated a preference for research spedifartanembership.

Others felt research across a spectrum of disability was appropriate. The need for
research into sexual aspects of disability had been identified as high priority via
members' conferences in Headway and by Different Strokes, the ya@&ogjen (under

! One was both a disabled person and the partner of a disabled person.
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55) of the Stroke Association. The European MS Platform conference had been
convened in direct response to member need. Other groups were aware of concerns via
help line inquiries and requests for literature. It was not a priority idseaea for

Scope although their research spokesperson suggested this might be because discussion
of sexual issues had not been enabled within the organisation. Likewise, the Stroke
Association indicated that sex may be important for their older membeitswas

culturally harder for them to raise. Both the Association for Spina Bifida and
Hydrocephalus (ASBAH) and SPOD noted a particular dearth of research, or

information, on physical disability as opposed to learning disability.

The response of thendividuals

Without exception, every individual respondent wished to see aspects of sexual
expression, physical disability and professional practice researched. 'lt was a pleasant
surprise,’ said Patrick, 'to read in Thumbprint that somebody is invesgigais major
problem'. Similarly, others a i jdst féel this is so important’; 'your study is long

overdue’; 'it's a big, big subject, but a very important one’; 'It should be investigated,
people have ignored it for too long'. Despite its perceretzl/ance to quality of life

and positive seltoncept, sexual expression was seen as a subject 'not on the health care
agenda'. Clare noted health professionals wanted to talk about her bowels but she asked
‘why couldn't anyone talk to me about sex?hiirly, Hazel described how health
professionals focused on her physical function overlooking her sexual needs. She

wrote, There seems to be therapists for most aspects of life except for this one problem'.

3.5 What should be researched@

The following paagraphs are a synthesis of what groups and individuals felt should be
included within the research. All items influenced the study particularly in broadening
my understanding but some, as | will indicate, had a more specific result. All these
issues mudbe set against the diversity of the lived experience of disability. Each
individual told a unique story and had different priorities. There were significant
differences for those with an early onset disability and those becoming disabled before
or afterachieving sexual competence. There were essential differences for those who

became disabled when they were, or were not, in a significant relationship. There were
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also differences for those with static or progressive disorders. Some individuals pointed
out that many issues would be similar for rdbsabled people, however ndisabled

people were seen to have greater avenues for information, advice and support.

Importance of a positive sexual identity

Contributors said the research agenda had to ia@ndunderstanding of the

relationship between positive sexual identity and-esiéem. The DLCC also saw

sexual expression as essential to quality of life. The overall sense given by individuals
was of the integral nature of sexual identity to pe#lsood, confidence, psychological

well being and quality of life. For example Gail, who had recently been widowed, said

"Sex was very important to us and to the quality of our life. He was made to feel important.
His persorhood stayed intact. Sexuatimacy was a big part of that."

Similarly, Clare wrote,

"Before my accident | had an active sex life. As | enjoyed it and it is essential to my sense
of well being, | wanted this area of life to continue".

In a later conversation, she described thpdrtance of her sexual identity, seeing it as

"A measure of my worth as an individual that | am attractive to some men. Not to
everyone, but that | should be seen as sexually attractive at 49 & now at 55"

William, who had described the very close liiok him between psychological well
being and sexual identity, added

"When you lose your dignity, seéfsteem and confidence, of course you are less able to
deal with a disability's physical problems"

Sexual identity included positive concepts of mastyliand femininity. RADAR
exemplified this noting that, if masculinity was seen as strength and power, or
femininity expressed in mini skirts and heels ‘all this gets impaired by disability’. Fay
described her partner's deepening depression when hé spmulator broke down.

No longer able to maintain an erection he was convinced he was never going to be a
'real man' again. Dawn said she 'didn't feel like a real woman any more' due to the loss
of genital sensation and catheter use. The developmhanpositive sexual identity

begins in childhood and Eva described how this could be impaired with an early onset
disability. Those with a disability acquired in adulthood indicated they would have
valued professional help to adapt to their new idemtigy radically different body. A
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positive sexual identity was separdtem impairedsexual function.Lack of a positive
sexual identity was seen asimportantcontributorto the negative perceptions of

disabled people.

Asexualising attitudes

Contributors sought research that addressed asexualising attitudes toward disabled
people. Almost universally, individuals and user groups confirmed that, from their
direct experience, asexualising attitudes existed. These, they said, pervade literature,
dramaand the media. Kate, a partner of a disabled man, said

"It's as though if you are in a wheelchair it doesn't really matter any more because you can't
feel anything anyway. Its as though you have no need for sex."

Allied to this, some noted the lack pbsitive sexual role models for disabled people,
especially for women. As Clare said, the only occasional stories are of men who 'marry
their physios or nurses'. She had never seen any role models for disabled women,
‘possibly a little on women havingitdren but not sex'. Some people reported
asexualising attitudes within their familfevawas four when she contracted polio. She
was born in the 1930's and her experience was that

"1 f you are disabled sex i s ncoutseviedaope yow u . e My
will get married." But | knew they didn't mean it"

Others demonstrated internalised asexual attitudes. Like Zac who was certain no one

would want him, based on 'his own fecident prejudices'.

Age Concern, Gemma and Outsidgisis three individuals, specifically reported
ageism and heterosexism in health and social care. This added to asexualising attitudes
and increased the problems experienced by older disabled people, and gay, lesbian and

bisexual disabled people.

The British Council of Disabled People (BCDP) noted how sex is

"Pushed into the background by professionals who perpetuate the image that the disabled
are not supposed to be sexual beings"

Asexualising attitudes of disability professionals were also evideneiaxperiences
reported by many individuals. Sometimes this was historical with individuals drawing
on their experiences 20 or 30 years ago. For example, Karl's experience of a spinal

injuries unit in the 1970's was of being

Sexualexpression, physical disability & professional practice 57



3 - Preliminary inquiry

"Surrounded by young womemt ward rounds | would be stark naked, no curtains. |
ended up very confused. I'd be having spontaneous erections and everyone would be
ignoring it. The implication is that you were no longer sexual".

Often the sense of asexualisation came from whatneadone rather than what was
done. Ray's experience in the 1970's both of a spinal injuries unit and from attending a
national college for physically disabled people, was that nobody talked about sexuality

or sexual expression. He interpreted thisssioin as 'sex isn't done by disabled people'.

From the contributions of individuals, it appears that regional spinal injuries units over

the last five years or so have improved. However outside these units, disability

professionals were consistently deised as projecting asexualising attitudes. Eva, who

was involved in disability awareness education of medical students, said,
"Professionals are amongst those who are adding to this negative image. There is an
enormously asexual way that health caréeibvered to disabled people. Professionals

continue to add to asexualising images and it messes up self concepts and acceptance of
oneself as a sexual person"

This 'asexual way health care is delivered' may not be unique to disabled people. It may
apfdy equally to general medical and surgical patients too. However, here the important
issue is the experience of disabled people and the cumulative impact of health care

when combined with a lack of role models and negative social and family attitudes.

Damaging health and social care practice
Contributors to the preliminary inquiry indicated a need to clarify what disabled people
described as damaging health and social care practices to positive sexual identity. This,
they said, can be through an act origsion. For example, focusing only on the
medical or mechanical aspect of sexual function without regard to emotional aspects
was experienced by several individuals as detrimental to a more holistic sense of sexual
identity. Another example of potentiddmage was provided by SPOD

"Jo Bloggs quietly raises a concern with the nurse. The nurse raises it with the ward

manager. A protocol is demanded and Jo Bloggs' intimate and private issue is now the
property of a grand committee and consultation ezetci

The perceived lack of awareness amongst health and social care staff and having no one
for the disabled person, or their partner, to talk to however was the priority concern

raised by both individuals and organisations. Gail said,
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"This was one aspe of our relationship that was never brought up or discussed. It was not
discussed by anyone, not with the Motor Neurone Disease Association, anyone."

Thus, the sexual needs in their relationship did not inform their care plan. The implied

messagethat she received, was that sex is not important and no longer matters.

Priorities for treatment
A potential mismatch of treatment priorities between the professional and patient was
identified for investigation. For example, a representative from th&dtgety
suggested that the importance of sexual expression for people affected by MS was 'more
or less matched by its neglect’. Men and woman both described sexual expression as a
high priority concern to them. For some, this was even at the poiriuoh&. For
many, it was more important than other activities of daily living, such as walking, being
able to transfer, feed themselves independently or write. Clare said,

"The first thing, within the first day or twaf the accidentl was saying to theurgeon

‘How will it affect sex?' He said 'Be grateful you are not a man'. For me it was high

priority. Even before my surgery at four in the morning, | was concerned and asking the

doctor. 1didn't ask if | would go to the loo independently. My irdiae thought was how
is this going to effect my sex life"

The depth of concern can be heard in Jeff's account. At the time of the accident he was

"Absolutely devastated. | just burst into tears at the thought of the loss of sex. You are
concerned iffou are not able to perform and satisfy your partner, that in itself was quite
devastating to me. At the timef(the accident | couldn't get it out of my mind. I'd see

my wife in hospital every day but at night I'd lie awake worrying about not ladulegto

work, not being able to walk and not being able to have sex."

Jeff was 48 at the time of his spinal injury, which occurred four years earlier.

Comparing his feelings then to now he said,

"My sex life was absolutely paramount to me. | had a aetive sex life before this

happened. Physically | have improved but not fantastically. Similarly sex is better but not

as it was. After four years, | am still switched on in my head, sexually, as ever | was.
Actual sex now isn't nil but it is greattye d u c e d . My sex |ife is just
In terms of priority | know everything is so important, like walking but certainly my sex life

would come very close to the top in my case"

But sexual expression is not a priority for everyone. rCaéiscribed the sheer effort to

undertake the routine of daily living, indicating that this outweighed the pleasure saying,

"Able bodied people on a scale of 10 rate sex at 8 but for a wheelchair user it would be
nearer 3. As the sex drive diminishietends to fade into the dim and distant past and
becomes less important.”
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Also, priorities change as other life events claim greater or lesser attention. This is
closely linked to loss, bereavement and the journey to acceptance described in several of

the narratives. It also dovetails with concerns about timing of any help offered.

An emotional rather than a mechanical perspective

Without exception, individual contributors wanted the research to focus on the broad
issues, understanding the sexualattpof a disability more from an emotional than a
mechanical perspective. They said that although issues such as strategies, equipment
and medication were relevant it was the wider concept of social functioning that was
more important. Ray coined theres 'hard issues' and 'soft issues'. Soft issues
included: emotional adjustment; social isolation; building and maintaining relationships
and moving them toward intimacy, much of which for fthsabled people, occurs in

the subtleties of body languagé.also included the emotional responsibijligit by

many menfor them and their partner to achieve sexual satisfaction.

Many contributors saw emotional adjustment to sexual change as the main issue for
research. Owan, disabled 17 years ago, saice@arch agenda should include,

"The inner side, the inner feelings. No one actually sees that. No one spoke to me about
that(sexual)side of life. | have found a book but no one to talk to."

Individuals recently admitted to a spinal injury unit dametimes receive direct and
useful intervention on sexual expression but several said it neglected the emotions of
sex. This was epitomised by Jason who wrote
"My experiences from professionals have been mostly limited to the sexual health nurse at
thespinal injuries unit. | have found her friendly and helpful with suggesting ways of

achieving orgasm through artificial means. She does not, however, deal with the
psychological / counselling side of things."

Josh too said, 'they discuss the clinicdksithe focus is on the mechanics of sex'.
Quentin described his progress since his disability and that he had now experienced
several relationships. He was presently living with someone. He felt it was in dealing

with the psychological aspects, in apting himself as a disabled person, which made it

"Easier to make other people like me. | had to do it all on my own. | wonder how many
people never get there and therefore never resolve the issues."

Len put it another way. He said,
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"It all comes @wn to not having anybody to talk to, no counselling. If I'd had that
alongside my physiotherapy | would have come out with more confidence.”

Ben, Victor and Zac all described problems of social isolation caused by their disability.
Hearing and visuampairments, restrictions on driving, and access to the built
environment exacerbated this. For some like Ben, head injury meant relearning social
skills. The user groups Gemma and Outsiders both saw social isolation and lack of
opportunity as a particat issue for gay, lesbian and bisexual disabled people. Iris
suggested this was not just about physical access ‘with most gay clubs in basements' but

also about the 'body conscious gay sub culture’ which created greater barriers.

Contributors spoke of hiding and maintaining relationships. There was the fear, or for
some the reality, of relationship breakdown. Quentin gave an example
"l was in a relationship at the time of the accident but the relationship did not survive. You

are trying to rediscoveyourself and your partner is also trying to rediscover you as you are
now: a different person. And it doesn't survive. | don't blame her."

Also for some individuals, the problems associated with sexual expression were located
in their inability to engge in the kind of body language that could test out a relationship
and move it toward sexual intimacy. For example, Greg said

"It is so difficult for anyone in a wheelchair to form relationships: apart from transport,

access and those sorts of thingisdoes act as a barrier. You have got to build up the

natural steps: brushing arms; putting your arm round someone; finding out how they feel

about you iy the way they redct The development of a sexual relationship mostly goes

on in the subtleties dfody language. In a wheelchair you have to take one step back and
look at the practicalities."

Jack, married for 28 years, mirrored this. He wrote,

"For me | find the main problem is the physical contact that may, or may not be the
preliminaries tss e X . é I now use a rollator and a wheelc
casual touching that married couples do. The casual, informal kiss, grope or whatever."

Joy noted, as the natisabled partner, she now had to take the initiative. Thus the
preamble of seduction, including undressing and caressing, which for many couples
adds to the eroticism of the encounter, was now, at best, out of the disabled person's

control and for some absent altogether.

Several men expressed a sense of responsibititywva relationship for providing
sexual satisfaction, with the 'gold standard' being penis / vagina penetration. This
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adoption of responsibility has been recognised in the general poptlmrgeld
1978)but has to be of greater significance for a disabled man. Derek said

"I don't feel guilty about not being able to walk, but | do about not being able to maintain
an erection”

Stuart wrote of his daydream of a new relationship

"l then stop day dreaming and come back earth. What if a relationship was to develop? |
know what the outcome is going to be already when it comes to the sexual side of things. |
won't be able to please her as a fully functional male would. | will feel inadequate,
frustrated, annoyed with myself and depressed, just like | have in the past with my wife."

Kate gave a partner's perspective.

"My husband still gets very upset aboufnibt being able thhave an erection) He feels
confronted by it. Now we don't have any sex. He feels inadequate that he cannot give me
what | need. He is not prepared to try other things because we had a good sex life that
worked on intercourse. So, he is not prepaoedy other things with me. For my husband

it feels a terrible loss of manhood."

Only one man, Victor, presented an alternative view. He felt sexual expression was an
important aspect of disability to research because of the 'tremendous lot of uakappin
through ignorance'. He believed men needed to increase their understanding and he
went on to describe how disabled men could enjoy an active sex life concentrating on
satisfying themselves and women without penetration. Fay echoed this

"We had a vey happy and active intimate life even though, there was minimal penetration.

There are more ways than one to skin a cat! If you are open minded, get catalogues, buy
some sex toyspenetrative sex is a bonus but it is not the only way."

Current health and social care services

Individuals suggested that the research should establish what current health and social
care serviceare available for disabled people to promote sexual expression. The
spokesperson from RADAR suggested a comparative studypakithe difference in
provision in regional units, general hospital and community services. Differences were
emerging in the accounts given. As noted earlier, sexual expressibedun to be
addressed in regional specialist spinal injury units. Asdte thee specialist services
though, wa available only to a minority of disabled people. For people with a spinal
cord injury before this time, and for all other conditions, there appeared to be no

consistent provision of information or support.
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There were examples of positive help. Jason's neurologist asked him about sexual
function at a routine, regional, outpatient appointment and, from this inquiry, Jason was
referred to the specialist sexual health nurse. Respondents, like Jason, refeged to th
specialist sexual health nurse, indicated this was possibly the greatest source of help and
support. It was this nurse, usually, who was the only person willing to talk openly and

in depth, however there was still the limitation, described earliegonfsking on the
mechanics rather than the emotional aspects. For Karl, a new district nurse heard his
concerns and she put him in touch with a counsellor. A couple of people had discussed
the matter in a helpful way with their GPs.

On the other handhe RADAR contact described disabled people 'being blanked' by
professionals when they had tried to raise sexual issues and several people described
unsuccessful approaches to their consultant, GP or district nurse. When Stuart and his
wife broached theubject with his GP, she dismissed them saying that they should be
happy with the family they already had. Apart from Karl, no one else indicated that
community nurses, physiotherapists or occupational therapists had any sort of enabling
role around sexuaxpression. Jeff though did describe how he would joke with his
physiotherapists, testing to see if he could approach them. Of occupational therapists,
Greg said they only addressed 'their remit’, which, from his perspective, did not include
sex. Howeer, the MNDA contact suggested occupational therapists may be the 'best
placed' professional to consider sexual issues with their members. Despite the number

of professionals involved in many people's care, Kate spoke for most when she said,

"You don't get anything unless you ask but that's not the case with sex because you don't
know who to ask”

Quentin echoed this when he said 'nobody knows whose job it is".

Confidence and competence of disability professionals

Research was suggested to outline thr&@fidence and competence of disability
professionals in this aspect of care. The experience of contributors indicated there was
no clear avenue of advice and support. Apart from the sexual health worker now
available in some regional units, they did knbw whom they, or their partner, could

talk to within statutory services. The disability professionals working with them
(doctors, nurses, therapists, social workers) appeared not to address the emotional
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sequelae of disabilitg did not enable discussioon sexual expression. This resonates
with an issue identified at tHEMSP conference: to improve health professionals' skills

in enabling a person with multiple sclerosis to discuss their concerns.

Above all, the best method of providing help was dedre having someone to talk to
about sexual issues. Similarly, Headway's Information Officer, present at their
members' conference when sex was raised, commented on the enormous relief she felt it
was for the members to be able to talk about sexual owhcén reality, for the
majority of individuals, there appeared to be no one with whom they could discuss the
impact of the disability on their sexual expression. It was never discussed. Eva spoke
of the lack of any 'resources where it would havediltight to explore these issues'.
Some wished the subject had been introduced by one of the professionals involved in
their care. Len spoke of the need for professionals to be 'proactive and not leave it to
the paitent’ to speak out. This would haviean him permission to discuss sexual issues
and possibly have identified the professional with whom it was appropriate to talk.
Beyond discussion, as Clare describes, contributors wanted information too.

"It is not a subject people are prepared to aoptate or discuss. | went to the spinal

injuries unit but there was very little information. | raised it but nobody raised it with me.

The first thing | needed was factual information. | needed detailed factual information.

They provided me with infanation on lots of other areas, getting a job, applying for

benefits, but not on sex. There was minimal information, negligible, two little booklets but

nobody to talk to. | asked the nursing staff but they didn't know. There was nobody | could

talk to. é since leaving the spinal injuries unit.
body because | wouldn't know who to ask and nobody has asked me."

Both the organisation Discern and individual respondent Noel, a consultant physician,
added a professiahslant. Discern suggested discussion on sexuality set up 'all sorts of
tensions' in the professional. Noel felt doctors were unable to discuss sex because it

brought into question how they related to their own sexuality.

Range of help and advice

ASBAH, theEMSP conference, anthany individuals wanted research that would
explore and develop the rangehelp and advice available statutory& nonstatutory
provision. Several contributors spoke of the equipment they had tried, reporting on its
usefulnas or uselessness. Body massagers and vibrators were seen as helpful. The

erection aid vacuum pump generally received less favourable reports. Equipment was
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expensive and information, including names and addresses of suppliers was difficult to

obtain. Getting details on vibrators for example was less easy than on toilet seats or

wheelchairs. For some, it felt furtive, as Derek described in his quest for information.
"SPOD is seedy unlike the ‘above board' wheelchair clinideét likg the equivéent of a

back street abortionist. In the same way vibrators are not advertised whereas mobility and
cooking aids are quite different"

Sometimes, as Fay's partner found, other patients were the main source of information.
Accessing information was enatyy, allowing the disabled person to raise sexual issues
with professionals. For example, the publicity given to Viagra enabled Stuart to speak
to his GP. Individuals reported on two medications to aid erections, intracavernosal
injections and the orallgdministered Viagra. Success and failures were noted for each.

For Ray help was having a sugrabic catheter fitted and Viagra.

Like many Unwin received no information from professionals, he said,

"It was a matter of coming to terms with it yourselReading articles, Forward magazine,
the Internet, trying to get more information."

For those with a spinal cord injury, the main source of information was the SIA who
produced booklets, videos and provided a telephone counselling service. There was no
similar mention of Headway, the MNDA or the DLCC. At the time of conducting the
preliminary inquiry SPOD's specialist telephone counselling service was available.
However, the BCDP's spokesperson said SPOD was not highly regarded as it had a long
traditon of using nordisabled counsellors. Many contributors did not know about

SPOD, some had not found it helpful and others had wanted face to face contact. Derek
had contacted SPOD but he felt the information he sought should have been available

within the existing health services.

Timing of help

The research needed to consider the timing of any social or health care intervention
aimed at promoting sexual expression. In part, this was because the importance, or
priority, of sexual expression can charageother life events claim greater or lesser
attention. For some people it was the first and most important concern, even at the point
of trauma. For others, it only became relevant after their return to the community. This

was epitomised by Beth whokesbandrim still hadnursing and social care support.
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"Tim went through the spinal injuries unit five years ago. Whilst advice was available, it

was at the wrong time and totally wasted. There was so much else going on, rehabilitation,

h o u s i nThey talked of still being able to have a family. It was good to hear but |

needed much more later. Yet, since leaving the spinal injuries unit there seems to be no

way back into the service. é I't isgpeark us a year
that we have started to move on but there is no one around now when it would be helpful.”

Timing of help was closely allied to another recurrent theme: hospital versus
community provision. RADAR and several individuals noted that sexual expmessi
might be introduced during the rehabilitation phase in hospital (notably in regional
spinal injuries units). This is a stage marked, for most, by lack of opportunity for sexual
intimacy. Adjusting to disability often challenges existing relationshifzs. some
individuals, it entailed the establishment of new relationships. Yet getting access to
help and advice, once in the community, appeared very difficult. Additionally for those

with progressive conditions there was often no hospital phase.

Support is required for the couple

The preliminary inquiry indicated the research needed to acknowledge that support is
required for the couple as well as the disabled person. This was identifiedE&MIRe
conference and by individuals. Terry, whose wihgl la traumatic brain injury, wrote a
long, detailed letter to give an understanding of what it was like for him as her partner.

"The stresses which this brings to a partner with a 'normal' sexual drive can be immense
and there is little work available foeference or guidance as to what may or not be

appropriate in the circumstances. e Now, some
personal and intimate relationship but, on my side, there remains a deep concern that it is
my needs which are beingsernech d not necessarily those of my par

the partner as well as the disabled person needs to be helped and supported"

Others echoed this need including those married before the onset of disability as well as
where the relationship develeg afterwards. It was apparent that many couples wanted
help to accommodate the changes within their relationship and had wanted to discuss
this with an external person. For Beth and Tim, there had been no help available to
them as a couple and they Hagbun to ignore the sexual difficulties in their

relationship. Yet, she said, ‘ittiseissue that | have not been able to reconcile in any
shape or form'. She felt help and advice should have been available within the existing
services, someone who wgaart of their health care team. Gail also noted, for couples,

a potential conflict between the role of carer and lover, which she had worked to avoid.
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Sexual surrogacy
A few individuals indicated sexual surrogacy as an important issue that should be
included on the research agenda. For example, both William and Ray noted how
helpful such a service would have been to them, if it had been available in this country.
They saw surrogacy as very different to prostitution. Importantly the surrogate was
assuned to be experienced in, and understanding about, disability. Also, a legalised
service was considered safer. Some individuals identified the complexities of learning
how to manage a hoist, convene, catheter or stoma as part of their sexual encounter.
Surrogacy was seen as providing a safe environment to practice and rehearse what is
and is not possible. Confidence could be gained in a safé¢hremtening environment.
Len confirmed this from his experience of using a surrogate sexual partner.

"I had my accident at the age of 17. | had had no fsexual)experience. Then when |

was 26 / 28 | was going crazy. | became a recluse, shut in, nothing was talked about. | saw

a pr ogr ammghe surrofateskmolvevlyat limitations, what functiorege lost. |

made enquiries and went to Amsterdam. It was enjoyable and | came out less stressed, less
anxious. It was a turning point, a liberating experience."

Although he was unable to have other surrogate partners in England, it did provide the
increased confidence for him to move out of his parent's home into his own flat. He

said research 'should be about pushing the boundaries forward for surrogacy'.

Barriers to services

Contributors also indicated that the research should identify baaeng disabled
people to services that are available to-dmabled people. Both ASBAH and
Outsiders noted that many disabled people did not want specialist services but, from
their experience, access and disability awareness was not good in mairssireass,
including sexual health clinics. This was born out by several individuals, particularly
around counselling services. As Colin noted

"If counselling and psychotherapy was more readily availaiviere usesffriendly there is
none round here thatwheelchair accessible"

Others like Karl and Beth had accessed counselling and described it as valuable but they

both noted a limitation: the counsellor's lack of expertise on disability. As Beth said

"The counsellor was not experienced in disabiBues. It was very good and better than
any other help | got. e I't helped me through t
not experienced in sexual issues or disability issues."
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Also, because she had only managed to get individual coumgsetis work was not

shared with her husband, the disabled partner.

Pornography and erotica too could be difficult to obtain. Additionally any that was
available was based on ndisabled imagery. Len, Zac and Patrick had all considered
using prostittes but they were unable to do this independently and therefore could not
use them privately. Although sometimes these barriers are about an inaccessible
physical environment, more often, they were said to be about attitudes of other people

including cares, families and professionals.

3.6  Outside the scope of this study

Four individuals, as well as the user group Scope, raised concern about fertility and
parenting. People spoke of their desire to have children and the prejudices they had
experienced. Agaij it seemed that progress had been made in spinal injury services but
there appeared to be little opportunity for others to discuss the impact of disability on
fertility, pregnancy and parenthood. Access to family planning and fertility clinics were
seemas problematic. One mother thought that her parenting skills were negatively
judged because of her disability and avoided approaching Social Services fearing they
might remove her child. Although I acknowledge the fundamental drive for parenthood,
| have excluded it from the remit of this study, as it brings a tranche of other issues
beyond the scope of this study.

3.7  How should professional practice be researched?

Some user groups and individuals made recommendations about the conduct of the
study aroundanguage, disability models and the involvement of disabled people.
Arthritis Care and the PDS noted that many of their members would not necessarily
identify with the terndisabled person Yet, Ned objected to the inclusion of the word
illnessin the Roject Information Sheet. Another key recommendation from the
contributors was that the research should be framed in the social model of disability as
this was seen to identify barriers faced by disabled people. The Discern representative

urged a 'smalhnd deep, not large and superficial' approach. Finally, and perhaps most
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importantly, was the issue of service user involvement. The MS Society and ASBAH
specifically, and other user groups more generally, appreciated this early collaboration.
Likewise,individuals were pleased to assist in defining the research agenda. Some, like
Adam, saw this as contributing to the improvement of services. Collaboration with
disabled people as the research proceeded was considered. Nearly half the individuals
indicated a willingness to remain involved. However, | was challenged as to whether |
was the right person to conduct the study. Ned wrote

"Being a 'professional' you will always be tarnished with the ‘professional’ brush, and |
think you need to consider yorole in the data collection part of your study."

The BCDP also envisaged problems having adieabled researcher undertaking the
study. However, Greg reassured me suggesting it was more important that the research

is done, rather than insisting whanis done by.

3.8  Completion of the preliminary inquiry

On completion of the preliminary inquiry, a formal letter was sent to the user groups
thanking them for their contribution to the study. Letters (or emails where appropriate)
were also sent to indigtuals involved in this study as well as to those whose response
arrived too late to be included. Some six months later a summary was circulated to user
groups and individual@Couldrick 2001) In keeping with a collaborative approach, |
also published short articles on the preliminary inquiry in: the BCDP newsletter;
Headway News; SPOD's newsletter, and the MNDA's magazine, Thumbprint.
Unfortunately, because of the time taken for analysis, the summary did not reach every
individual. Some contact details had changed. Of the others, several replied: some
wanting to remain collaboratively involved in the study; some to confirm the summary
reflected their views, and some indicated their priorities for research. For example,
Frank listed the four issues most pertinent to him in the summary | had sent: the
emotional rather than mechanical perspective; timing; use of surrogate sexual partners
and identifying the barriers facing disabled people to services. He added

"It is a shame that any further study could not include all the points raised as they are all

very valid and would lead to a more holistic view of the problems facindishdled

community. Social attitudes are changing for t h

as such, is a topic most people don't think concerns those of us who are disabled. My hope

is that a study like yours, and those like them, beginslohegocess of breaking down
these walls of ignorance.”
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3.9 Alimitation of the preliminary inquiry

This collaboration had a profound influence on my thinking, and contributed to the
development of the research proposal. What it revealed however canrtoiblogéeatto

all, or even to many, disabled people. This is because individuals in organisations
cannot speak authoritatively for all their members and only a tiny fraction of individual
members contacted me. It is probable that many disabled peopleakeead the

flyer but did not make contact. | cannot know the views of those who did not
collaborate. | can conjecture that some disabled people would not perceive sexual
expression as a concern or would not desire the intervention of a health ocaxial
professional. Others might view the project as irrelevant or offensive. Possibly, only
those who had a level of confidence in speaking about sex may have approached me. In
reality, of the individuals who contacted me, without exception, they stgapthe

project indicating that sexual expression was an important issue that they wished
researched. Seventeen organisations also saw it as a relevant research topic for their
membership. My interpretation of this preliminary inquiry is that for soisebied

people, sexual expression is a significant and a neglected area of health and social care.

3.10 The influence of the preliminary inquiry on the main study

The preliminary inquiry underpins the main phase of my research. It influenced the
final choiceof research context for the main study: disability services provided through
multi-disciplinary teams working with people living in the community. It also aided the

research design, gave me a sense of personal authority and motivated me.

Although suggesons were made (and considered) for studies comparing settings, |
chose to focus where most support was expressed as needed, and least appeared to be
available: the community. The future direction of the NHS indicates that increasingly
health and socialare will be provided in the communitept. of Health 2006)

Choosing a community setting also addressed issues of timifgw people did

receive some support during an acutpatient episode but, for most, it was while they

were in the community that help was required. People with progressive conditions often
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received no acute {ipatient care. Additionally while living ithe community, disabled

people were in touch with the realities of intimate relationships.

Generalist practice was also chosen. Although the majority of individuals who
contributed had a spinal cord injury, those with progressive disorders appeaged to b
faced with greater difficulties. 1 did not wish to exclude people with spinal cord injury
but an inclusion criterion was added within the study design: that the teams to be

studied should take referrals from people with multiple sclerosis.

The prelimirary inquiry confirmed the importance of researching the fit between
professional roles. It had identified that many different professionals were providing
health and social care. No single disability professional was consistently available to
all. Apartfrom the sexual health nurse, service users were unaware ‘whose job it is' and

therefore did not know who to approach.

| felt the contact at Discern was right. The study needed to be small and deep.
However, it also needed to accommodate the breadsisuds: asexualisation to
surrogacy: emotional to practical. This confirmed the necessity of taking a qualitative
approach. Service user involvement for the later stages of the study was not possible.
This is explored in detail later (see section-8z8ames of inquiry: Collaborative

research).

During the fieldwork stages of the main study, | found this period of collaboration
immensely valuable, especially in managing the-traths. That is, when a practitioner
says that sexual expression is a |mority to the service user, | know that may be true.
However, | also know, with certainty, that it is not true for all. Thus, in focus groups |
experienced a sense of authority arising from the preliminguyiry thathelped me

evaluate better whatas being said.

Additionally, towards the end stages of the study, | found this preliminary inquiry
especially helpful in maintaining motivation. At the times of wanting to give up, the
preliminary inquiry kept me going. Reflecting on the time and efflorgenerously

given, and the contributors' trust in me, stopped me abandoning the project.
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3.11 Conclusion

The contribution of disabled people, in establishing the research agenda, added
immeasurably to my understanding of the issues in this study. ksdsied deciding

the research context, refining the methodology and supporting my motivation. The
expertise of disabled people was harnessed both via disability groups and through direct
contact with some of their members. Individuals particularlyceteid a desire that

their contribution would ultimately lead to service improvement.

Overwhelmingly contributors supported the project seeing it as relevant and

worthwhile. Sexual expression for many was a high priority concern and it was closely
allied with quality of life issues. However, apart from people recently admitted to
regional spinal injury units, there was no clear avenue for advice and support: no one in
the health and social care team to talk to. Disabled people suggested that the research
should investigate asexualising attitudes in health and social care as well as professional
practices that may damage sexual identity. Although practical advice, strategies and
equipment were all needed, the emotional aspects of sexual expression tlvere of
greatest importance. This included social opportunity to establish relationships and help
maintain relationships, as well as emotionally adjusting to the sexual changes caused by
disability. They highlighted issues around the timing of help, thd fezevork with

the couple and the kind of help required. Some wanted sexual surrogacy included on
the research agenda. Others suggested that the research investigate barriers to
mainstream services. Importantly they established that for most, sepvasgrn of

disabled people is not on the health and social care agenda.
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CHAPTER 4: LITERATURE REVIEW

4.1 Introduction

Until the 'genital years' of the 197QGhristopher 1993 p291here was minimal

information on sex and disability. Chigier (1981) outlined the early development of the
field from initial awareness, througttdvocacy, to the need for research. 'We as health
professionals, were very ignorant and needed to collect more(faleigier 1981 p135)
Thus, the decade provides a good starting point, to review research into the practice of

disability professionals toward the sexual expression of service users.

Drawing on the film making metaph@Rudestam and Newton 199#)e literature

review begins with 'long shots', a cursory scan of the research into sexual health and the
general population. 'Medium shots' investigat@&ence of the impact of disability on

sexual expression. Detailed analysis, 'the elgsgis reserved for studies into disability
professionals’ education, roles, skills and attitudes in this area of practice. The chapter
concludes with irdepth critcal appraisal of the minimal research into the inter

professional practice of physical disability teams around sexual expression.

4.2  Sexual expression and the general population

It is not relevant to review here the research into human sexual developgment.
comprehensively covered by othéBancroft 2004; DeLamater and Friedrich 2002;
Masters, Johnson et al. 19989h essence, human beings are sexual beings throughout
their entire lives. Sexual functioning may change in later life but sexual interest and
desire may continue until death. DelLamater and Friedrick's (2002) summary includes
socid research, like the importance of the mass media as a source of information about
sex and intimacy. Similarly, research into gender and sex(#dtekser and Lloyd

2002)and heterosexism and homophobia in health and sociajwéten 2000)is
extensively covered elsewher®nly two aspects of sexuality research and the general

population are considered here: relationship patterns and sexual dysfunction.
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Two largescale surveys have been conducted in the UK: the National Survey of Sexual
Attitudes and Lifestyles Natsal1990(Johnson, Wadsworth et al. 1994; National

Centre for Social Research 2003; Wellings, Field et al. 188d Natsal 200QJohnson,
Mercer et al. 2001; Mercer, Fenton et al. 2003; National Centre for Social Research
2003) Both were carefully constructed and tested to gain sensitive information. This
was enhanced in Natsal 2000 with computer inputting. Natsal 1990 surveyed almost
19,00Q and Natsal 2000 almost 11,200 men and women, aged betwednd,Ifésident

in Britain. They were asked about their sexual lifestyles and attitudes. The focus was
patterns of HIV risk behaviour, partnership formation and sexual practices. The second

survey was able to measure changes in sexual behaviour.

These two studies established normative trends in relationship patterns. Relevant
findings from Natsal 2000 are summarised in table 4.1. They showed a wide variability
in sexual lifestyles, by relanship status, age, gender, and residence within and outside

London. Cohabitation had increased. Successive relationships rather than single

Trends in relationship patterns

e the proportion of cohabiting respondents was higher, and that of magsijgondents lower, in Nats
2000 than Natsal 1990

e 81.9% of men and 76.4% of women reported more than one lifetime partner
o 34.6% of men and 19.4% of women reported at least ten lifetime partners

e inthe previous five years the mean numbers of heteroseattabps were 3.8 for men and 2.4 for
women

e 2.6% of men and women reported homosexual partnerships
e 4.3% of men reported paying for sex

e 31.2% of men and 21.4% of women had formed new heterosexual or homosexual partnershig
previous year

e the proportiorreporting a new partner in the last year declined with age in both genders with th
mean number of new partners in the previous year varying from 2.04 for single men &feyge2is
to 0.05 for married women aged-38 years

e it was estimated that 14.6% men and 9.0% of women had concurrent sexual partnerships

e the mean frequency of heterosexual sex (vaginal, oral or anal) in the previous 4 weeks among
respondents with a partner was similar for men and women but declined with increasing age

e there was cornderable variability in frequency of sex during the 4 weeks, the mean (6.4 for mel
6.5 for women) being consistently higher than the median (4 for both men and women)

Table 4.1: Summary of relevant findings of Natsal 20@@bhnson, Merer et al. 2001)
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lifetime partners were the norm. Significant numbers of people had concurrent sexual
partners and over 4% of men reported payingéot. It must be remembered however

that these surveys had a very restrictive upper age limit.

Natsal 2000 investigated sexual problems, using duration of problem and the avoidance
of sex as indicators of severitylercer, Fenton et al. 20R3A total of 34.8% of men

and 53.8% of women, who had had a partner in the previous year, reported at least one
sexual problem lasting at least onentip Persistent sexual problems, (defined as

lasting at least six months in the previous year) were less prevalent affecting 6.2% of
men and 15.5% of women. The most comm@spremature orgasm for men and lack

of interest in sex for women; indicating that problems of sexual function are relatively

common but persistent problems much les@\ercer, Fenton et al. 2003)

The survey questions were based on sexual dysfunction, as defined in the International
Classification of Diseases, i ®evision (ICD10) (World Health Organization 1992)

The results highlight the difficulty already discussed of classifying sexual dysfunction
(See section 2.7What can be done by experts in diigigy: Limitations of sexual
dysfunction diagnoses). The Natsal authors asked whether lacking interest in sex could
be considered dysfunctional when it was reported (as a problem lasting at least one
month) by almost 40%f women and 20%f men(Mercer, Fenton et al. 2003Few

people sought help for the dysfunctions identified, possibly signifying they were not
seen as problematic. Aftaatively, people may only seek help if they believe help to be
available. For example, more men have presented with sexual problems at genito
urinary clinics since the licensing of sildengMercer, Fenton et al. 2003; Ralph and
McNicholas2000) The Natsal authors highlighted the need to botippraise the

nature of sexual dysfunction and raise public awarenessyohpsexual services.

Despite their focus on the under 45s, these surveys do contribute to the understanding of
the diversity of human sexual behaviour in the UK. Their quantitative design does not
permit deeper exploration of sexual problems, nor espredesire for help, but they do

provide a general baseline (6.2% for men and 15.5% of women) for prevalence.
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4.3  The impact of disability on sexual expression

Professional literature on the impact of disability on sexual expression consists largely
of commaentaries, literature reviews and practice based articles. Data based studies are
reviewed here. | have divided them into either, studies of prevalence, or other correlates
of sexual expression. Some address disability, some are condition specifics latreer
noted the paucity of resear@lliott and Biever 1996; Foley and Iverson 1992; Graves
1993; Milligan and Neufeldt 2001yith particular neglect identified around female
perspectivegEsmail, Esmail et al. 2001; Milligan and Neufeldt 20aayl the partner's
experiencéDupont 1995; Esmail, Esmail et al. 2001)found no studies related to gay,
lesbian and bisexual disabled people. Most research has been into men with spinal cord
injury (Graves 1993; Milligan and Neufeldt 2001)

Prevalence

Disabled people are subject to all the same sexual difficulties thatisaoled people
can experience. Research indicates they may additionally experience sexual problems
secondary toheir disability. These studies are problematic and difficult to compare.
Firstly, they investigate different things. Some measure sexual proffteveart

1979) Others measure sexual dysfunctiBnown, Jahanshahi et al. 1990; McCabe,
McDonald et al. 1996)exual changéChandler and Brown 1998; Wermuth and
Stenager 1995kexual concer(Chandler andrown 1998; McCabe, McDonald et al.
1996)or sexual satisfactiofNosek, Howland et al. 2001 Different populations and
methodologies are used and very few have a control group, for comparison with the
general population. | have used genericistaidnd then, as exemplars, multiple

sclerosis, Parkinson's disease, stroke and motor neurone disease research.

| begin with one of the earliest reported generic studies in the UK, conducted in 1975,
by SPOD(Stewart 1979) Of the 212 disabled people living in the community who

were surveyed over half, 54% experienced current and significant sexual problems. The
respondents said thesereelirectly, or indirectly, due to the disorder or were

significantly worsened by it. In this study, sexual problems were definelstacles to

the satisfaction of sexual needdditionally very little attention (usually none) had

been paid to thesexagal problems within any treatment or rehabilitation provided.
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Twentyfive years later, 70 disabled people participated in a quantitative study, utilising
standardised measures, designed to ascertain how many people with neurological
disability experiencg sex and relationship dysfunction. They represented 18% of the
potential study sample of outpatients attending a UK rehabilitation centre. Fifty one
percent of respondents reported a negative change in their sexual function due to
disability and 27% wexr concerned about this char(@handler and Brown 1998)The
authors concluded that 'if concern is taken as a indication of a dedmelffanore than

one in four of this sample required help for sexual dysfunati@mandler and Brown

1998 p877) Although this stdy indicates increased prevalence of sexual problems, a

skew is possible because those volunteering might be those most seeking help.

A US study with women did gather comparable data from admabled grougNosek,
Howland et al. 2001) Over one thousand physically disabled women were recruited
through independent living centres. Each was sent two questionnaires: one for herself
to complée and one for her to give to a ndisabled friend, 946 women replied: 504

were disabled and 442 were ndisabled. The disabled women reported significantly
lower levels of sexual activity, sexual response and sexual satisfaction but there was no
difference between the groups in terms of sexual desire. Partly the difference was
attributed to the difficulty that the disabled women experienced in finding a romantic
partner. It again questions how sexual problems are defined because issues noted by the
disabled women; for example, weakness, poor balance, hip or knee pain and spasticity
were different to the nedisabled group. The authors recommended involving

physicians and physical therapists to consider better management for these symptoms.

Comprehernise literature reviews on multiple sclerosis have summarised earlier
researci{Dupont 1995; Foley and Iverson 1992; Lundberg and Hulter 1996; Mattson
1995; Vermote and Peuskens 1998hey conclude that sexual problems are common
with a prevalence of sexual dysfunction as high as 48%% of men & 39% 75% of
women(Dupont 1995; Mattson 1995)The percentage of people reporting changes in
their sex life since the onset of mple sclerosis were 90% for men and 70% for
women(Vermote and Peuskens 199@rectile dysfunction was often amongst the first
clinical symptoms of the diseag®psomer 1996) In a Norwegian study, prevalence of

sexual disturbance in multiple sclerosis was correlated iwitapacity status: 53% of
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people with low physical disability status reported disease related sexual disturbance,
rising to 86% for those with high disability staiidortvedt, Riise et al. 2001)

Dysfunction is not however an indicator of sexual satisfaction. In McCabe et al's study
(1996) of 74 women and 39 men with multiple sclerosis, 80% & 65% respectively had
one or more sexual dfunctions. Yet 53.5% were not, or only a little, concerned by

this. The questionnaire design did not allow exploration of the subjective experience of
participants. Better understanding emerged from a larger study, with a matched non
disabled grougMcCabe 2004) This confirmed significantly higher levels of sexual
dysfunction for people with multiple sclerosis compared to the gengualgimn. The
women experienced higher levels of sexual dysfunction than the men did; however, they
also experienced higher levels of sexual activity and sexual satisfaction. The women
engaged in alternative sexual activity thereby experiencing sexisihsaon despite
dysfunction. The authors indicated that men with a sexual dysfunction tended not to
engage in any sexual activity resulting in low levels of sexual satisfaction. This may
resonate with the preliminary inquiry where some men identiéieting responsible to
sexually satisfy their partner. Without emotional readjustment, men may find it easier

not to engage rather than experience what they perceive as failure.

Another study, into relapsing and remitting multiple sclerosis, demonsthatedixed
aetiology of sexual problems. Clinical and psychological correlates were assessed with
32 women and 9 megBarak, Achiron et al. 1996)Measures included anxiety, sexual
dysfunction, and depression inventories plus a neurological examination and a magnetic
resonance image brain scan. It showed that sexual dysfunctions were frequently
encountered and that although depression wasrainent variable, the demyelinating

process contributed, particularly to loss of libido and anorgasmia.

Two quantitative studies concluded that Parkinson's disease increased the prevalence of
sexual dysfunctiofBrown, Jahanshahi et al. 498 Wermuth and Stenager 199%oth

studies focused on patients under 56 years of age. Brown et al (1990) used self
reporting qustionnaires for 34 patients and 38 partners in the UK, whereas Wermuth et
al (1995), in Denmark, investigated 25 patients only, using structured interviews and
neurological examinations. Brown's study suggested that 65% of men and 34% of

women experienceskexual dysfunction. Wermuth et al (1995) noted that 40% of men
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and 70% of women reported changed libido and 33.4% of the men and 80% of the
women experienced changed sexual activity. Wermuth et al's (1995) study excluded
depression as a variable. Andresting finding of the UK study is that 52% of the

men's partners also had a sexual dysfunction. The scores of the partner were taken as an
indication of the psychological impact of Parkinson's disease on sexual function. It also

highlights the importace of considering the impact of disability for the couple.

A Finnish study into sexual functioning amastgoke patientand their spouses used a
selfadministered questionnaire to investigate their pre andgpadte sexual function
(Korpelainen, Nieminen et al. 1999There were 117 male & 75 female patients (90%

of the potential sample) and 21 male & 73 female spouses. dflthst patients (89%)

& their spouses (93%) had been satisfied with thekspeke sexual life. Post stroke,

49% of patients & 31% of spouses reported moderate or complete dissatisfaction. There
was a significant decline in libido, coital frequencyl@exual arousal in both patients

and partners. Half the respondents expressed interest in sexual counselling but few had
received any. The authors surmised that rehabilitation professionals inhibited
discussion on the topic and recommend that basicm#tion on sexuality should be

given to stroke patients and their partners. The findings of this study were supported by
data in an unpublished survey conducted in Ma(Z@rod, Egido et al. 1999)hich

noted a marked decline in sexual function (72.7% of female and 70.8% of male patients
who were sexually active before the stroke) one year after the stroke.

One gualitative, Canadian studwestigated how stroke changed sexuality for people
with aphasiaand their spousdiemieux, CohefSchneider et al. 2001)Six couples
participated. Several themes emerged including: reduced frequency of intercourse for
all couples; aphasia negatively affected sexuality; most couples wanted to be asked
about their experience of sex after the stroke, yet none of the couples were asigd duri
the rehabilitation process. Patients were not just seeking information on sexual
dysfunction: they wanted disability specific information on the safety of sex, alternative

positioning, and other compensatory strategies.
For motor neurone disease, sd@sgdn the three available studies were very small. A
German study used 9 male & 7 female patients plus 9 male & 8 female partners

(Wasner, Enody et al. 2001)n Uruguay, there were 25 male & 15 female patients
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(Vincent and Rodrguelthurralde 1997and 4 male & 2 femalegbients in the UK

(Oliver and Gallagher 2000)in Wasner et al's (2001) study, 12% of patients and 6% of
partners reported sexual problkeirefore disease onset, increasing to 50% of patients

and 35% of partners at the time of the survey. Only 11% of couples had been asked by
their physician about problems in their sexual relationship. The authors concluded that
the importance of sexuality 'heavily underestimated' by health professiof\Masner,

Enody et al. 2001 p108)

Findings though were generally more positiwan in other conditions with some

patients reporting an improvement in their sexual relationgkifasner, Enody et al.

2001) Vincent efal (1997) indicated a physiological preservation of sexual function
with sexual activity becoming increasingly important for some. Five quadriplegic men
in his study, under respiratory assistance and percutaneous endoscopical gastrostomy
(PEG) maintainedexual function and like a further six women in 'very advanced
evolution' of their disease, still regularly engaged in sexual ac{Wihcent and
Rodrguezithurralde 1997 p93) Long lasting sexual difficulties that were reported
contributed to anxiety, a negative sgifage and depressigWincent and Rodrguez
Ithurralde 1997) The UK study was the only one | found where three respondents
(50%) did not want sexual expression routinely raised, leading the author's to advocate

sensitivity to patients’ wishé®liver and Gallagher 2000)

In summary, this research confirms that disability can affect sexual expression both for
the disabled person and for their partner. Sexual dysfunction, as defined for example in
ICD-10 (World Health Organization 2001has limited utility. More important is the
subjective experience for the disabled person and their partner. The presence of severe
impairment does not pclude the importance of, and desire for, sexual intimacy. The
research reveals a complex interplay of direct neurological damage, associated
impairment and psychosocial issues. Foley proposed a tripartite classification of sexual

dysfunction in multiplesclerosis that may be a useful model for physical disability.

e primary sexual dysfunctioresulting from physiological changes directly

impairing sexual response (e.g. altered genital sensation, erectile dysfunction)

e secondary sexual dysfunctiogfers tononsexual physical changes indirectly

affecting the sexual response (e.g. fatigue, spasticity, incontinence and pain)
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o tertiary sexual dysfunctiorefers to psychosocial and cultural issues (e.g. role

changes, low seksteem or communication difficulties)
(Foley and Iverson 1992; Foley and Sanders 1997a; Foley and Sanders 1997hb)

In addition, where it waasked in the studies, disabled people and their partners usually
wanted sexual expression included in disability treatment or rehabilitation although one

study indicated a need to be sensitive to individual patients' wishes.

Other correlates of sexual expession and disability

There has been some empirical investigation of the correlation between quality of life
and sexualitfMcCabe, Cummins et al. 20Q®exual satisfactiofWalters 1998pr

sexual disturbancgNortvedt, Riise et al. 2001)Again, these studies are not
comparable, with each using different measures. In the US study, sexual satisfaction
was found to significantly predict quality of liferfpeople with amputation®Valters

1998) The authors concluded that sexual counselling should be included in the
rehabilitation processSimilarly a Norwegian study into multiple sclerosis found that
those who reported bladder and particularly sexual problems showed markedly lower
quality of life scoregNortvedt, Riise et al. 2001)They too recommended better
identification and treatment for sexual issues to improve quality of life. These studies
however contradict an Australian study that recruited participantsavgtmgenital
disability (McCabe, Cummins et al. 20007 hey found a low level of association
between sexuality and quality of life. Thathors' interpretation walsatthe negative
attitudinal environment in whitrespondents had grown opay have led to their denial

of sexuality. This highlights the complex differences between disabled people.

Another finding in the McCabe et al (2008udy was the lack of knowledge and
education for those with a disability. The respondents, disabled since birth, when
compared to a matched ndisabled control group, reported low levels of sexual
knowledge and experience, held negative feelings atiogl to their sexuality and
experienced high levels of sexual need including a high desire to know more about
sexuality(McCabe, Cummins et al. 20007 his finding is supported by an extensive
qualitative study undertaken in the UK into 95 young adults @&years old) with
spina bifida and or hydrocephal(Backburn 1994; Blackburn 2002)his identified

that young disabled people received much less information on sex generally and almost
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nothing on sex and disability specifically. A dearth isfdbility specific sexual
information for people with acquired disability has also been iden{i&digan and
Neufeldt 2001; Nosek, Howland et al. 2001)

McCabe and a disabled colleague Taleporos conducted a series of studies on body
image and estee(ffaleporos and McCabe 2001; Taleporos and McCabe 2002a)
culminating in the development and validation of the Physical Disability Sexual and
Body Esteem scale (PDSBH)alepros and McCabe 2002b) hirty-five disabled
people assisted in its development. Many described their own experience of feeling
sexually unattracte (Taleporos and McCabe 2001eedback from the social
environment was identified as a powerful mediator of body esteem suggésting
many participants had internalised negative social attit(ictdeporos and McCabe
2001; Taleporos and McCabe 2002&) US study, of almost 200 people with a spinal
cord injury, found sexual sefsteem instrumental in predicting sexual adjustment
(Mona, Krause et al. 2000)This led the authors to recommend ‘close attention' to
sexual expression as part of the rehabilitation process. In the UK, Disability Now, a
magazire for disabled peoplepnducted an electronic survey to which 1,115 disabled
people respondedisability Now 2005) It showed that sexual sedsteem was very,

or extremely, low in more than half of maadi and cohabiting respondents; and in 76%
of single people and 80% of those who are divorcedhain finding of the study was
that respondents wanted someone to talk to and there was a call for a dedicated

disability psychosexual counselling service. sTisitwo years after SPODs closure!

Sexual expression and intimate relationships have been investiGiadler and

Brown 1998; McCabe 2004; McCabe, McDonald et al. 1996; Nosek, Howland et al.
2001; Richards, Lloyd et al. 1992; Taleporod &cCabe 2003) Chandler & Brown

(1998) found thasexual dysfunction could be predictive of difficulties within a
relationship indicating that services needed to address relationship issues as well as
sexual health. A study using the PDSBE scale (with 748 physically disabled and 448
nondisabled partipants) indicated that physically disabled people experienced
difficulty establishing relationship@aleporos and McCabe 2003) heywere more

likely to be single than nedisabled people were, and disabled men faced more barriers

than disabled women did to forming intimate relationships. Not surprisingly,
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relationship status was strongly associated with sexual wellbeing in people with and
without a disability, with single people reporting lower levels of sexual satisfaction,
sexual esteem and sexual activity. Yet disabled people who were married, reported
lower levels of sexual wellbeing than did those in a relationship with @esitent

partner. One interpretation provided by the authors was the difficulty in maintaining a

relationship with a person who is a primary cdfi@leporos and Mc&be 2003)

A relationship study was conducted in spinal cord injury, to establish the efficacy of a
pharmacological intervention for erectile dysftion (Richards, Lloyd et al. 1992)The
researchers had hoped to establish a control group from people on the waiting list who
were wiling to defer treatment. This proved impossible because, even with financial
incentives, none were willing to wait. Seventeen men, and their partners, were assessed
before and after starting an intracavernosal injection programme. Both patients and
partners experienced greater overall relationship satisfaction after treatment. The men

also reported improvements in sexual pleasure anésediptance.

Studies have shown a significant correlation between the presence of depression and
sexual problem@arak, Achiron et al. 1996; Carod, Egido et al. 1999; Hibbard, Gordon
et al. 2000; Nortvedt, Riise et al. 200Xpne largescale study into traumatic head

injury with a matched nodisabled group, found that the most sensitive predictor of
sexual dysfunction was the level of depresgldibbard, Gordon et al. 2000)Carod et

al (1999) noted that libido decline was statistically correlated with depression but not
with stroke aetiology or level of disability. Alsdepression was not correlated with
other sexual dysfunctiof€arod, Egido et al. 1999)n a multiple sclerosis study,

those with depregsn reported a frequency of major sexual disturbance five times
higher than did those without depress{dlortvedt, Riise et al. 2001)The authors
concluded that sexual dysfunction induces depression. Yet, this highlights the multi
factorial processes in sexual response because depression, of itself, can cause sexual
dysfunction(Bancroft 2004; Masters, Johnson et al. 1995)

There is substantial evidence that society perceives disabled people as asexual: that is
without sexual drives or needs, butstis based mainly on the subjective experience of
disabled peopléallianes and Rubenfield 1997; Milligan and Neufeldt 2001; Nosek,
Howland et al. 2001; Sakellariou and Simo Algado 2006; Tilley 1996netaanalysis
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of asexualisation, reviewed social and empirical evidence. Social evidence included not
only personal testimonies but also culture, as portrayed in the media, and the 'historical
absence of attention to matters of sexuality within professional rehabilitation settings'
(Milligan and Neufeldt 2001 p93)Unavailability of measures in disability sexuality
research (compared to availability for the general population) has been cited as evidence
of researchers not valuing sextyahmong disabled peop{®#cCabe, Cummins et al.

1999) Studies investigating the attitudes of the general population have tended to use
student cohort@Milligan and Neufeldt 2001) In one from Australia, students were

asked to complete matched sentences: one withhanother without a disabled woman

for example buying contraceptivéShandani, McKenna et al. 1989Although old, it

did indicate thastudents then held negative views of the sexuality of physically

disabled women compared with ndisabled people. In summarising empirical studies,
Milligan & Neufeldt (2001) concluded that, although the hypothesis has not been

directly tested, there gaconsiderable evidence of the asexualisation of disabled people.

4.4 Professional education

General health education

In 1974, the World Health Organization convened a conference to promote the training
of generic health professionals in human sexu@itgrld Health Organization 1974)
Problems in human sexuality were seen to be more pervasive and important to
wellbeing anchealth than previously recognised. It suggested that professionals
reluctant to be involved might unconsciously deny the sexuality of the patient. It
therefore established learning objectives for all health care practitioners (see section 2.7
- What carbe done by experts in disability: The role of disability professionals). In the
UK, sexual health was identified as one of five priority areas in the health of the nation
strategy(Dept. of Health 1992) Undergraduate and continuing education programmes
for health professionals were urged to include adequate information on the importance
of sexuality in human relationshif3acobsen 1988)It proposed skills training to

ensure practitioners could manage the diverse problems posed by sexuality in everyday
practice. More recently health professionals' awareness of sexual health, and available
services, has been identified as a key factor in facilitating improved access to, and

uptake of, specialist sexual health servi@dsdical Foundation for AIDS & &xual
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Health 2005) One might assume that pregistration education therefore includes
basic preparation ihuman sexuality: to this could be added specific knowledge and

skills on sexuality and disability for those working directly with disabled people.

Developing training for disability professionals

Personal accounts of the development of training prograromesxuality and

disability, stress the importance of taking a multidisciplinary approach and involving
disabled people in the trainirfBullard and Knight 1981; Ducharme 1987)hey

provide anecdotal evidence that professionals talk more often, and more easily, with
clients about the sexual aspects of their care after training. Ducharme (1987) also
considered the iportance of working with systems, as well as individuals, thereby

enabling whole services to better support clients' sexual concerns.

Others provide detailed specification of learning goals and curriculum content, for
example in occupational theraff@oldstein and Runyon 1993; Neistadt 1986; Neistadt
1993) nursing(Finger, Stack Halét al. 1992; Katzman 199Q)hysiotherapyKeall

1982)and for health care profession@l®pper 1997b) One study is from New
Zealand(Keall 1982)the others are from the US: they may have been overlooked in the
UK. Each identified the neglect of sexuality in academic programmes. TE[99%)

decried the paucity of intggrofessional training programmes, seeing them as essential
for a rehabilitation team where collaborative care is necessary to meet the holistic needs
of the service user. Professions in his programme included: nypsyaiology,

occupational therapy, physiotherapy and recreational therapy. | found no published

details of UK based programmes delivered to disability professionals.

More recently, one Australian team has been developing a scale to identify the training
needs of rehabilitation professionals working in spinal cord ir(ikiendall, Booth et al.
2003) The Knowledge, Comfort, Approach anditdes towards Sexuality Scale
(KCAASS) was developed, evaluated and refined, based on a conceptual model
encompassing staff knowledge, comfort and attitudes towards sexuality following spinal
cord injury. Testing of construct validity highlighted theedeo include an additional

construct, that of personal approaches from clients.
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Evaluation of training programmes

A Canadian undergraduate twlay programme in human sexuality, undertaken by

medical, nursing, occupational therapy and physiotherapy ¢8)dess evaluated

(Cohen, Byrne et al. 1994Findings demonstrated that the training had positive effects

on students' attitudes towards<gality, their comfort with clinical situations involving

sexual issues, and knowledge of human sexuality. The workshop occurred at the start of
the occupational therapy and physiotherapy intensiveyweo, problerbased,

learning programmes. Eighteeronths later 81% of the original physiotherapy and
occupational therapy cohorts were tested afaay, Byrne et al. 1996)Although this
demonstrated that the positive results of the workshop were maintaigexbncern is

that this research did not measure the impact, if any, on the stbaetots practice.

Enhancement of practice was part of the evaluation of the multidisciplinaryecours
described by Tepper (1987 It was subject to a comprehensive battery of assessment
tools to measure the objectives of the programme, including participant observation by a
research assistant and a fiventh followup. The outcome of the programme

evaluation, undertaken by the 18 participants, demonstrated a statistically significant
increase in knowledge, comfort and skills. It was the only study | found where the gains
from the workshop were transferred into measurable, behavioural changes in the

provision of sexual health care in the participants’' work environments.

Inconsistency

Inconsistency in education on humsaxualityhas been reportg&arlen and Moglia

1995; Neistadt 1986; Tepper 1997b; Webb and Askham 1986¢ study investigated

the curricula in occupational therapy schools in thgRE/ne, Greer et al. 1988)

Chairs of all accredited programmes (67) were surveyed, 50 took part. Although 32
believed patient sexual expression waportant to occupational therapy, 10 disagreed
and five were undecided. Relevant course work varied considerably, suggesting that
therapists' willingness to address sexual expression would depend on where they were
trained. This variability in sex eduda training was similar to a study into the
education of physical therapists by Siracusano & Corbin (1@&&) in(Payne, Greer

et al. 1988) Although unpublished, Payne et al's (1988) study was repeated in the UK

! Despite an extensive search, the cited article could not be located for use as a primary source.
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(Moores 1996) Of the 27 schools that offered a fidggree course in occupational
therapy, 25 replied. Some level of coverage on human sexuality was included at all

schools. This ranged between two hours to 20 hours with an average of eight hours.

A similar investigation into sexuality training for psycholstgiin the US found more

than one third of programmes did not cover typical or healthy sexual function
(Wiederman and Sansone 199@ne fifth provided nothing on the assessment and
treatment of sexual dysfunction, or related issues. The authors found that the attention
and priority given to sexuality training was driven by the staff expertise available to the
programme. Pressures ama@ercrowded curriculum were discussed. The authors
indicated, given the affective component of the subject, thatiselfted learning, post
gualifying, was insufficient. They proposed that deliberate attention to sexuality during
training was require for the development of the competent psychologist.

In reviewing nursing literature | found several opinion pieces suggesting that sexual
expression ‘is defined and taught in narrow te(Brggan 1996 p45and that nurses are
not adequately trained to manage sexual issues with confil@nger, Stack Hall et

al. 1992; Medlar and Medlar 1990T his is sometimes attributed to the tutors not being
sufficiently comfortable with issues of sexual expression to teach the(Bypigan

1996; Gader 1992; Webb and Askham 1986; Weston 19928)wis and Bor (1994),

who indicated that tutorsseded to develop insight into their own attitudes, echo this.
Teachers, they said, could provide positive or negative role models and that reluctant or
obstructionist attitudes of staff members provided barriers to effective edufadiois

and Bor 1994) Webb & Askham (1986 p80) said the 'potential role that schools of
nursing could play in dismantling traditional views on sexuality aretskes cannot be

understated,’ yet they too found omission and inconsistency in curricula.

Decline of sexuality education programmes

A US study on the education of health professionals, albeit focused on ageing, resonates
with this inconsistency noted ae. The authors suggested that professional education
'had stalled or slid backward&arlen and Moglia 1995 p193)They surveye@5

experienced educators, people who had been teaching human sexuality to health
professions for at least ten years, and followed this with some interviews. Respondents

had taught students in nursing, medicine, psychology, counselling, social work,
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midwifery, physical therapy, public health and health education. The programs varied
from two-day courses to modules with 280 hours of direct teaching. Only three
respondents felt adequate education was now being provided. The findings suggested
that rehtively few health professionals were well informed about sexuality. It also
indicated a worsening in the entire field of sexuality education with fewer hours being
allocated, and of those, a shift in focus had occurred, to problem areas like HIV &

AIDS, rape, sexual abuse and unwanted pregnancy.

Similarly, a UK opinion piece lamented the decline in matters sexual in the psycho
therapy field compared to the 1970s, when ‘there was a lot of training going on of
counsellors and psychotherapists about seiyuatid sexual healtfClarkson 20037).
In her view, there is little evidence now that sexual issues are taught within

psychotherapeid courses, and it is absent from contemporary professional literature.

4.5 Professionals' roles, skills and attitudes

By the 1980's, books on rehabilitation were beginning to include information on sexual
expression for disabled people, directed to the ndissgiplines that contributed to their
health and social ca(®avies 1988; Dechesne, Pons et al. 1985; Hamilton 1980;
Stewart 1979) Stewart (1979) believed that all disability professionals had a
responsibility to address the sexual needs of their client. He considered the fit with each
of the professional roles and reflected on their involvement at that time. He saw
occupationatherapists as leading the way closely followed by the medical social
worker. The interest and skills of physiotherapists and nurses he believed were less
marked but both had a strong potential role and "at the rear of the procession come
psychologists(Stewart 1979 p131)The literature emphasises the importance of a
positive approach and of staff feeling comfortable with the stubfezexuality. | will

review the research evidence on issues such as comfort, attitudes and knowledge for

each profession plus the fit with the professional role as indicated in the literature.
Occupational therapy

| have previously identified an ambigus picture for occupational theraf§youldrick

1996; Couldrick 1998) In summary, articles outlining the roleadfcupational therapy
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in sexual expression began to emerge from the US in the 1B@0it1988; Evans

1987; Kennedy 1987; Neistadt and Freda 1987; Sidman 1977; Trombly TB@&3e
placed sexual expression within the domain of occupational therapy and described a fit
with professional values arstills. Specific service areas were highlighted for example
in: spinal cord injuryfMcAlonan 1995; Miller 1984; Novak and Mitchell 1988;
Summerville and Kryss 1998pw back pain(Ritchie and Daines 1992purrs
(CooperFraps and Yerxa 19843troke(Edmans 1998)physically disabled women
(Zukas and RosRobinson 1991)heumatoid arthritigHaslan 1995)and children

(Evans 1985) In the US sexual expression formally entered professional language
alongside other activities of daily livingJniform Terminology Task Force 1988hd it
was incorporated into two models of pracfGAOT & Health Services Directorate
1991; Reed and Sanderson 1992)

This sense that sexual expressmpart of an occupational therapist's role conflsh

with the dearth of research evidence and practice reports since the 1986thand
another widely usd model of practice: the Model of Human Occupation (MoHO)
(Kielhofner 1993) The only explanation for MOHO was Kielhofner's staten(et

model originator) that sexual activities were not occupational in nature and therefore not
within the domain of occupational therafi§ielhofner 1993) There have been only

three published UK based research or practice reports in the field of physical disability
and sexual expressiggdmans 1998; Northcott and Chard 2000; Ritchie and Daines
1992) Interestingly Moores (1996) in undertaking his research, spoke with an officer
of the College of Occupational Therapists. Sia¢esl that issues of sexuality were not
part of the profession's core skills. In her opinion, it would be outside a British
occupational therapists competence to practice in this area withowuepgsttation

training. The UK professional body has nabpshed any statement or guidelines.

Additionally research evidence does not sustain a confirmed role in practice. Three
linked postal surveys of occupational therapists working with disabled adults or children
in north America revealed the majority didt participate in sexual habilitation and
rehabilitation(Conine, Christie et al. 1979; Conine and Quastel 1983; Evans.1988)
methodology was weak, with all three drawing on a flawed questionnaire developed

from nursing literature. It did not provigactitioners any opportunity to explore
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underlying issues. Respondefek inadequately prepared émldress sexual issues

citing a void of information in both pre and pesgistration education.

In my MSc study, | considered if client's sexual expression is a legitimate domain of
concern of the occupational theragiSouldrick 1996) Using depth interviews this
investigated generic practice and nine of the ten participants said sexual expression of
the client should be a legitimatiemain of occupational therapylt was seen to be
compatible with the values of the profession. Views differed about the scope and limits
of the role. It demonstrated a disparity between ideology and practice. There was
evidence of powerful emotive ifces, encompassing cultural, contextual and personal
issues indicating that sexual activity was not regarded like other activities of daily
living. The majority of participants felt they did not have the expertise or interpersonal
skills to competently maage this within their practice. Only one therapist described
satisfactory, preegistration training. All worked in multidisciplinary services. Only in
one setting was client sexual expression aligned to the occupational therapy role. In
another, it &ll to psychology. Otherwise it was not a role or task clearly attributed to a
particular professional group. Where it was being undertaken, either routinely or
occasionally, it appeared to be equally appropriate to all professions. Where it was not

being undertaken, it was probable that all staff ignored it.

Researchers in the US have developed an attitudinal measure, the Survey of Attitudes
toward the Sexuality of Adults with Disabilities (SASAQ@3uest and Kopp Miller

1997) They redesigned the attitude scale developed by Conine et al (1979). -A three
part instrument was used to test reliability and validity. Part one elicited dgvhagra
information, part two was the SASAD and part three was a Sex Knowledge and Attitude
Test (SKAT). SKAT consists of 35 attitude statements. The complete instrument was
sent to 200 occupational therapists registered in the physical disability speeetisn

of the American Occupational Therapy Association: 68 replies were analysed. Based
on a statistical comparison of the SASAD and SKAT the authors concluded the SASAD
was a reliable measure of therapists' attitudes toward the sexuality of adults wi

physical disabilities. The authors deduced that there is agreement among occupational

therapists to include sexual rehabilitation within practice. However, | contend scales

1A paediatric occupational therapist didtrconsider sexual expression within occupational therapy,
although a study limitation noted was not clarifying the altered role when working with children.
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like the SASAD allow respondents to sanitise or intellectualise their respomse

explore this point | have listed three sample statements from the SASAD.

1. Sexuality is an important dimension of the health care and rehabilitation process
Information on sexuality should be made available to patients
3. Occupational therapy patiertiave questions related to sexuality and their

disability or illness

| contend therapists could agree, or strongly agree, with each of these statements
without considering whether they do include sexual issues in practice, or how they feel.
A 'strongly agee' response to the third question for example may be given as a
‘politically correct' response. It does not explore the therapist's affective domain. It
gives no indication whether the occupational therapist enables all, some or no patients to
voice their questions. It assumes a relationship between positive attitudes and actual

practice. This is hypothetical and unproven.

Yallop and Fitzgerald (1997) sought to explore some of the factors that may contribute
to an occupational therapist being condibie dealing with clients' issues of sexuality.

They used a mukimethod qualitative design that included: a focus group; three

informal interviews, and a scenario instrument. The scenario instrument was a
particularly interesting aspect of the study anovided the richest information. Six
scenarios were developed from the literature and clinical experience. This was given
out to 20 willing participants to be completed in their own time and returned by post.

Ten students and ten practitioners resgahdAll were women in the age range-Z8.

The respondents were asked to rate their degree of comfort with each scenario on a five
point Likerttype scale. This was followed by opended questions to help explore the

reasons for their perceived lexalcomfort.

The study confirmed knowledge, experience and attitude are important to therapists'
comfort, they also introduced two new concepts: issues of power & control, and role
perceptionYallop and Fitzgerald 1997)If respondents had a sense of power and

control over a situation, they felt more comfortable. In some scenarios, control could be
gained through knowing how to accesseassary knowledge and plan appropriate

action. Professionalism also gave a sense of control over both self and situation thereby
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helping to maintain an acceptable and comfortable power relationship between therapist
and client. The authors' conjecturedtteome scenarios challenged personally held
values, beliefs and feelings and connected some respondents to a decreased sense of

control due to the historical power relationship between men and women.

Role perception was also an important findjigllop and Fitzgerald 1997)All

respondents felt occupational therapists should have a role in dealing with sexuality
however there was a largéfdrence of opinions about exactly what that role entails.

The largest discrepancy in role perception was revealed in scenarios that challenged the
values and beliefs of respondents. It also changed according to participant's role within
their team andhe skills of others in the team. Despite the small sample size and its
potential bias (that is only those with already higher levels of comfort are likely to have
participated) this study does help explore the field. The complex situations presented,
erngaged participants' affective and cognitive processes. This study begins to reveal
something of what being comfortable with sexuality might mean. Its weakness is that it
is hypothetical. It does not ask what practitioners actually do: only what théy dag

It does not ascertain what they may avoid doing.

Two other articles are worthy of mention: one an opinion piece from thidadé&son

1994) the other a report on a smaflale study from the UKKingsley and Molineux

2000) They are indirectly relevant in that theyplore the importance of sexual

orientation to the professions' philosophy and values. Both highlight the lack of
professional education and literature surrounding sexual orientation. These articles hint

at a broader issue for the profession: orgaimsat heterosexism.

Physiotherapy

There is little evidence in the literature of a fit between physiotherapy's professional
values and skills, in supporting the sexual expression of physically disabled service
users. A search conducted by the Chartereik8oof Physiotherapy, in 2001, revealed
only two articles, both on the 'darker side' of sexual expression. One considered AIDS
and sexuality education in the physiotherapy curriculdAmosun, Shabodien et al.

1997) The other researched the reactions of survivors of childhood sexual abuse, to
receiving physiotherapff eram, Schachter et al. 1999 recent research of the Allied

& Complementary Medicine Database (AMED); the Cumulative Index to Nursing and
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Allied Health (CINAHL), and the British Nursing Index (BNI) did not idénany
specific publications on role, attitudes or comfort of physiotherapists in addressing
sexual issues when working with physically disabled clients. This may reflect a lack of

awareness or it could indicate the rejection of a role for physiotheapis

Physiotherapy was considered in the 1970's as a profession with the potential to help
disabled people in expressing their sexudlitgslinga, Schellen et al. 1974; Stewart
1979) Physiotherapists could be regarded as ideally placed to address the secondary
sexual dysfunctions of disability such as spasticity, fatigue andNasek, Howland et

al. 2001; Stewart 1979)Their role in the rehabilitation process often demands regular
client contact, facilitating a close therapeugtationship, which might assist sexual
disclosurg'Summerville and Kryss 1998 However, physiotherapists work within their
perceied role and this is conveyed to the service user who will tend to seek help within
these expectatior{(Stewart 1979) Involvement of phystherapists would therefore

firstly need them to accept a role in the domain of sexual expression.

The training programme, noted earlier, was specifically developed for physiotherapists
(Keall 1982) It followed research that had identified a need for service improvements
around sexuality for disabled service users. The result was a curriculum to assist
physiotherapists to overcome thigelings of inadequacy and to offer help. Keall

(1982) outlined her preourse assumptions. Firstly, it was felt that physiotherapists
could give significant help to disabled people if they felt comfortable listening to clients
and responding to their gstions. Secondly, they were not trying to turn out sex
therapists or marriage counsellors. Thirdly, they assumed that although the
physiotherapists were well trained in physiology this would not have included much
information on sexual physiology. Fiha there would be a wide range of personal
sexual attitudes within the group. The aim of the programme was to enable
physiotherapists to ask patients direct questions about sexual function as routinely as

they do about urology or muscular function.

Although little was found in the physiotherapy literature on physical disability and
sexual expression, there is an emerging role for the profession in maleraid fe
sexual dysfunction per ¢®orey 2001a; Dorey 2001b; Dorey 2003; Van Kampen, D
Weerdt et al. 2003)Grace Dorey sees herself as a pioneer in the profession (2003
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personatommunication). This could place physiotherapy in a commanding position to

address both primary and secondary sexual dysfunction in physical disability.

Nursing
The Royal College of Nursing published a discussion and guidance document Sexuality
and Sexal Health in Nursing Practiqgkoyal College of Nursing 200@}ating-

‘Nurses need to recognise that sexuality and sexual health is an appropriate and legitimate

area of nursing activity, and that they have a professional and clinical responsibility to
address it{Royal College of Nursing 2000 p2)

This gives a clear mandate for nursing involvement and is aimed at nurses in all
settings, from hospital to home and across generic pradtioecognises that many

people do not come into a health care setting because of sexual ill health but their care,
iliness or disability may impact upon their sexuality. It acknowledges this is a relatively
new area of work with many nurses consideforghe first time 'how a patient's

sexuality and sexual health needs relate to their nursing prdRmell College of

Nursing 2000 p1)

Several authors have discussed the fit with the profession's values, roles and models of
practice. By the late 1960s, sexuality came to be regarded by some, as one of the basic
tenets of nursing cal€lark and Hirst 196). It was incorporated into models of
practice including the Roper modélbgan, Tierney et al. 200Which was largely
accepted as the framework for the provision of all nursing care in th€€lakk and
Hirst 1996; Howlett, Swain et al. 1997The model has 12 activities of daily living, one
of which is sexuality. Nursing also has core texts outlining the professional role in
promoting sexual healtfHeath and White 2002; Webb 1994; Woods 198@)ey
included generic nursing practice in physical disgbgettings. Some authors suggest
that, in reality, nurses are the professionals most likely to pick up on sexual concerns
(Ekland 1997; Finger, Stack Hall et al. 1992) part, this is due to the nature of the
patient nurse relationship.
'Unlike most health professionals, nurses form relationships with their patients that are both
professional and intimate. As health providers, they view patients' bodies and are given the
privilege of touch while carrying out nursing care. In additiamsas tend to be the health
professionals with the most frequent patient contact, and, therefore, most likely to present
in the patient's moment of extreme emotion. Consequently, patients are more inclined to

discuss their sexual concerns with the mostiliar and accessible health provider, the
nurse'(Finger, Stack Hall et al. 1992 p85)
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Others assert that sexual counselling is dlyem established part of the role for the
rehabilitation nurse and those working with the eldddisench and Losee 1996;
Williams 1992)

Against this positive stance is ambiguitgexualitymay be a heading in the nursing

care plan, but how it is addressed in practice is another issue. Opinion pieces provide
anecdotal evidence that nurses have largely ignored tnelgg and sexual expression

of patients for example in: generic pract{#éeston 1993)district nursing Spurgeon

1994) elderly cargBrogan 1996; Clark and Hirst 1996; Drench and Losee 1996;
Pangman and Seguire 2000; Smedley 1991; Spurgeon; 1834 injuryMedlar and
Medlar 1990) palliative cargClark and Hirst 1996; Howlett, Swain et al. 198y

physical disabilityEarle 2001; Ekland 1997; Finger, Stack Hall et al. 1992; Gender
1992) Various reasons are given for this neglect in nursing practice. In their review of
literature Webb and Askham (1987 p79) described the nursing profession as 'ill
equipped' to initiate discussion oexsial expression with patients. Ekland (1997)
described lack of organisational support, demanding workloads, personal discomfort,
poorly defined roles and u r $nabdity to identify the sexual health concerns of
patients. Earle (2001) concluded froer Ineview of the literature, that denial of sexual

expression might be a significant feature of power relations between nurse and patient.

One early US study, using the SKAT, compared the sexual attitudes and knowledge of
nursing students to those of nbealth care students. The latter had more liberal
attitudes(Kuczynski 1980) Kuczynski reflected that patients' psychosocial neads h
been delegated to other professions and nurses therefore received a narrower
educational background. Another, more fundamental interpretation, may be the nature
of nursing and thus the person attracted to it. Others have noted the historical religious
roots of the profession where nurses were viewed as pure and g8sggah 1996;

Gender 1992) 'Nursing became syngmous with the virtues of purity, modesty, self
sacrifice and humility(Gender 1992 p73)

The SKAT was used again in a larger scale study conducted with 357 registered general
ward based nurses in the WKewis and Bor 1994) There was a 50% response rate and
161 data sets were analysed. The authors began on the premise that nurses should be

comfortable in providing an opamg to discuss sexual health issues with all patients.
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The vast majority (78.5%) felt adequately educated in sexual matters and 86.9 %
considered sexual counselling to be within the nurses' role. Yet, 64.8% rarely or never
included questions about sexiiaivhen admitting patients to the ward. The authors

noted the presence of other complex influences especially strongly held attitudes
resulting from affective rather than cognitive elements. The authors suggested that even
if knowledge were increasedtitudes to emotive issues would still be resistant to

cognitive change. Thus, they proposed education should teach nurses how and why it is

important to partition personal beliefs from professional values.

More recently, there has been an unpublishedesuof 32 district nurses in England
investigating their knowledge and attitudes towards sexuality of their pa(itodsly

1999) Although 28 nurses thought sexual counselling was sometimes within the role of
the community nurse, 31 said they did not have the necessary education to enable them
to do this. Also, 24 nurses believed it was sometimes relevant to take a sexual history
but onlyone person had been taught how to do this. The study lacks depth but
interestingly one nurse gave negative answers to all questions and wrote 'Sexuality is
not part of a community nurses roleloddy 1999 p37) The researcher interprets that

this is because the respondent may not have experienced a patient with a sexual
problem. Yet, without skills, a nurse cannot know a patient hasbdem! With a

postal questionnaire, the reasons for this response cannot be explored but | suggest this
response is more likely to have been motivated by the respondent's negative feelings.

Aside from disability, nurses have specialist roles in fandyping, psychosexual and
geniteurinary medicine. The Association of Psychosexual Nursing had its inaugural
meeting in 1998, its aim was to oversee training to meet the needs of nurses to develop
their psychosexual practice skilBenman 198). In her action research, Penman
(1998) indicated nurses attended from a variety of clinical settings: specialist sexual
health services, terminal g continence and health visiting. Through case
presentations, the feelings that the nurses experience in this aspect of care were
explored. Penman suggested that in the clinical setting

'the solution to these problems is for nurses to defend theivaimerability by erecting

barriers. éThere is less discomfort in divertint
reassurance, cracking a joke, by pretending not to have (@ardghan 1998 p4)
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Speech and language therapy

One purpose of speech and language therapy is to overcome communication barriers
that impact on peoples’ choices and social inclusion, even so the mandate fam a role
sexual expression might seem tenuous. A search of AMED, CINAHL and the BNI
research databases and the Speech and Language Therapy in Practice web site did not
identify any publications on role, attitudes or comfort of speech and language therapists
in addressing sexual issues when working with physically disabled clients. This lack of
literature was confirmed by direct correspondence with the Royal College of Speech
and Language Therapy (2005 personal communication).

The aphasia study, reviewed earlier, prompted the authors to comment on the 'obvious
implications for treatment goals' by speech and language therd@sigeux, Cohen

Schneider et al. 2001 p261AIso, during the data generation phase of my study | was
directed to a handbook used as a tool by some speech and language therapists, to assist
communicating with people who are aphasicintroduced the subject of sex after a

stroke. It described how a stroke could effect sexual expression and stated that a speech
and language therapist 'may be able to help you discuss the praflemd, Parr et al.

n.d. p33) At present these are the only references found indicating any fit with

professional values or role.

Psychology and counselling

| need to clarify the professicunder scrutiny. In the context of my research, it is a
generalist offering psychological interventions to the service users of a physical
disability team, as a member of that team. The practitioner might be chartered with the
British Psychological Soety as a clinical, counselling or health psychologist or they
could be a counsellor or psychotherapist. This presents difficulties, with no single
professional body and unprotected titles. The British Psychological Society and the
British Association ofcounselling and Psychotherapy are both presently negotiating
statutory regulation and competence to practice with the Health Professions Council
(British Psychological Society 2005; Clarke 2005)

My search included electronic databases: AMED, CINAHL, PsycheINFO, PubMed,
Scopus and the Social Sciences Citation Indeatso corresponded with the Fétgof

Clinical Health Psychology, the Division of Clinical Psychology and a psychologist on
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the British Psychological Society's clinical research database. My ingiidiest

reveal any position statement or articles specifically on the role, skaisitudes of
psychologists, psychotherapists or counsellors in addressing sexual issues when
working as a generalist within a physical disability setting. There are articles on
research and practice in the field, written by clin(€allass B95; Glass 1999; Glass and
Soni 1999; Wiederman and Sansone 128%@) counselling psychologidiisinton 1990;

Supple 2005put these are not about the generalist professional role in sexual issues.

According to Wiederman and Sansone (1999 p312), 'addressing sexuality issues is an
inherent part of being a professional psychologist’, but is it a core skill for all?
Inconsistency in professional education has already been (Witederman and

Sansone 1999)Research findings from a study in Israel suggested some psychologists
working in traumatic brain injury did not address sexual expreg&iaiz and Aloni

1999) The study investigated the perceptions of team members concerning sexual
dysfunction of their patients after traumatic brain injury. Thirty people participated, 19
of them were psychologistd hey were asked to complete a questionnaire, to identify
problems and needs related to sexual functioning and personal relationships. The study
was not focused on attitudes, comfort or knowledge of staff but these became apparent
when the researchers estigated the impact participation in the study had on staff.
During interviews, participants identified their own uncomfortable feelings and

explored how these prevented discussion with clients on sexual issues. Respondents

were both dissatisfied andsdippointed that they had neglected such an important issue.

One thing that did emerge from the literature which | was not aware of for other
professions reviewed, is a dichotomy between psychological services and disability.
Close to the context of mysearch was a practice report on the development of a
counselling service for a multidisciplinary community physical disability team in the
south east of Englan@tkins, Leitner et al. 2004) The service provided general
emotional support (rather than being focused on sexual expression). The report
identified the reticence of counsellors who feel unskilled in working with disabled
people. It highlighted the necessary changes to ensure their practice was informed by
inclusive, equality principles. Feeling-gkilled was raised in a research study into the
attitudes of sexual and marital therapists to disak{ifrritt and O'@llaghan 2000)

Depth interviews were undertaken with six female therapists who were not working in a
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disability setting. They reported disabled nteeevoking stronger emotional responses
in them, including embarrassment and anxiety, particularly around the perception of
disabled clients' sexuality as different. The authors' interpretation was that the
perceived 'otherness’ of the disabled clierts wanaged in the therapeutic encounter by
splitting and distancing of the therap{Barritt and O'Callaghan 2000 p163)

The final aticle to be reviewed was an opinion piece written by a sex the(&failt
2004) She considered whether generic counsellors should déatheihts' sexual
issues or whether they should be referred on to sexual therapists. She outlined the
differences between the two roles. She supported early referral on for some clients
because of the expertise required by sexual therapists in biolqeggahogenic,

psychological and social causes of sexual difficulties.

Comparison between professions

Two postal surveys compared different professions. A US study, in spinal cord injury,
noted rehabilitation nurses were significantly more involved xuakty counselling
compared to occupational therapi@tovak and Mitchell 1988) One reason cited was

that occupational therapists pex@l it as someone else's responsibility. In a UK

study, 593 nurses, 110 doctors, 73 physiotherapists and 37 occupational therapists, all
working in a general hospital, participat@thboubi and Lincoln 2003)Therapists had

less training, lower comfort levels and less willingness to discuss sexual issues
compared with doctors and nurses. Participants were consistent in their low rminat
of therapists to take an active role in addressing sexual issues. These studies indicate
the importance of role perception not only within but also across professions.
Additionally Haboubi and Lincoln (2003) demonstrated that respondents from
rehabiltation wards were less likely to discuss sexuality issues compared to those in

medical wards.

4.6  Physical disability teams

Some authors have stressed that all members of a multidisciplinary disability team
should have awareness, knowledge and skills torerespositive team approach to
sexual healtliGlass 1995; Mona, Krause et al. 2000; Tepper 199¥na et al (2000)
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saw knowledge about sexuality in spinal cord injury as imperative for all rehabilitation
personnel, even those not working directly with patients on sexuality issues, to ensure a
positive approach to sexual health. Tepper (2p8&veloped his multidisciplinary
educational programme because he believed every member of the rehabilitation team
should be educated 'to recognise critical points or teachable moments in the
rehabilitation proces§Tepper 1997a p130)Education and counsellinguld be

offered by nurses, physicians and psychologists but he suggested occupational therapists
and physiotherapists hadhet valuable skills: for example in addressing tasks like
positioning, managing a condom or broader issues of body image and attractiveness
(Tepper 1997a) Glass (1995) a psychologist undertaking specialist psychosexual
counselling in a UK regional spinal injury centre, stressed the importance of an
adequately trained team. He noted that even in regional centres, where a sexual
therapist isavailable identification of issues is normally via other team members.

| only found one study that intentionally investigated the practice of a physical disability
team(Rubin 2005) It was undertaken with a community physical disability team akin

to those participating in my research. The focus was the team's communication with
men with multiple sclerosi@Rubin 2005) It explored the difficulties in discussing

sexual problems, from the point of view of both the team and their service users. The
strategies included a oimeur focus group with the team (comprising nurses, speech

and language therapists, occupational therapists and a physiotherapist) plus an interview
(of no more than forty minutes) with eleven male service users diagnosed with multiple
sclerosis. The analigsused the three themes of: permission giving; limited

information, and specific suggestions from the PLISSIT m{&ehon 1974)

The sevice user perspective was unanimous: they perceived a need to talk about their
sexual problems and would prefer to be asked direct questions, preferably when being
visited at home. They were unlikely to raise the subject. Therapists however were
worriedthat clients would not like to be asked about their sexual problems, and may see
it as intrusive. Thus patients wanted permission but the team did not provide it. The
professionals described being embarrassed by their lack of information, and they spent
time in the focus group discussing who would be the best person to discuss these issues.

Some patients wanted immediate information whereas others would prefer to be
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referred on to an expert. Team members and patients cited nursing as possibly the

profesion most suited to the task. From these limited findings Rubin recommends
"The best possible solution for health professional teams and patients would seem to be a
home visit from a female nurse, who is trained to give limited information to cligtitaw

sexual dysfunction and who knows who to refer patients to for more guigRuté 2005
p37)

This study has the advantagenairking with both the service users and staff of one
disability team but it has limitations. It explores a narrow aspect of professional
practice: communication. Difficulties are identified but are accepted at face value rather
than explored in depth. éf analysis, predetermined as it was by the PLISSIT
framework, cast statements into categories without a deeper look at what people were
saying. This can be seen in the first extract: a therapist's comment

'Unless a client alludes to it it's one of fiet questions you shy away from because they'll

see it as being intrusive and if a client doesn't identify it as a problem, why should we go
exploring it?'(Rubin 2005 p35)

This statement is seen as the therapist not giving permission to the client to talk about
sexual issues. This is true, but from the theoretical framework of the defended subject
(Hollway and Jeffersm 2000) it says much more. The reason to 'shy away' is projected
to the client who will find it intrusive yet, 'Why should we go exploring it' suggtser
motives. A truly qualitative approach to data analysis has not been taken. Also, the
research is framed within the medical model of disability with the solution targeted to
alleviate the disabled person's ‘problem’. | contend this is becawgtadiievas limited

to men with multiple sclerosis. Rubin cites the increased prevalence of erectile
dysfunction in this group. Starting as she does from this premiss, her approach is one of
managing the sexual dysfunction rather than looking at the goesees of the health
professionals’ attitudes. The solution disregards the practicalities of team working.
Everyone in the team needs to be comfortable to raise the subject sensitively, otherwise

how can referral be made for a domiciliary nursing visit?

4.7 Conclusion

Any one can experience problems in sexual expression but the empirical evidence

reviewed here indicates that some disabled people may experience higher levels of
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sexual dissatisfaction: from the difficulty of obtaining disability specificuséx

information to the negative social environment. Quality of life, self esteem and intimate
relationships can all be adversalyected In considering professional support to

redress the situation, | have presented information and research studtés int

education of health and social care professionals. | have also considered roles, skills

and attitudes of the five professions represented within this study.

In reviewing the literature, | have concluded that quantitative approaches are
insufficient Standardised questionnaife® r 6 h o me ke tlhheVBASAD and e s )
SKAT, do not deepen understanding. Sexual expression and professional practice is a
complex topic, which demands exploration of subjective experience. The studies
presented from thiast three decades do indicate that sexual expression is an uneasy
area of practice. To understand this, research methodology needs to allow respondents
to say what it is that they find difficult and why this is so. Ultimately however it is not
about irdividual practitioners or even individual professions but how teams provide
services to disabled people. The creation of new knowledge and understanding
demands irdepth and rigorous investigation of the professional practice of disability
teams toward # sexual health of their service users. Disability can impact on intimate
relationships and sexual expression: how do teams manage this? Do they contribute to
this? Only when the field of inquiry is better understood, can realistic recommendations

be male.
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CHAPTER 5: METHODOLOGY

51 Introduction

Described here are tmeethodological considerations for the main study. | specified a
phenomenological, qualitative approaahnthe protocol but this succinct statement
truncates the complex process of establishing the optimal method. This chapter outlines
my rationale foraking a qualitative approacand therconveys something of the
decisionmaking process in choosing a frame of inquiry. The main study had resonance
with phenomenology, holistic ethnography and grounded theory. Eventually however, |
worked within interpetative and contemporary critical theory paradigms but chose to
maintain freedom within design. That is | took a pluralist rather than purist stance as
this provided a better affinity with the research aims. Factors influencing the design
included the sasitive topic area; studying a team; disability discourse; and the

institutional power within academic and health services.

Focus groups, and depth interviews, the strategies | chose for data generation, are
appraised. This research needed to exploremgtthe takerfor-granted world of
professional practice but also the potentially defended beliefs and values of the
individual team members underpinning practicee 1993) The free association

narrative interview was used to frame all dialogue with particip&taway and

Jefferson 2000) Scientific rigour plus the ethical concerns inherent in this research, and
how they were managed, are considered. The practical details of the study design are
specified including the context of the study; the sample used; the precddta
management and analysis. A pilot study was conducted to test procedures. This is
critiqgued and its contribution to the research design noted.

! There is disparity between authors on the terminology used to subdivide aspects of research
methodology(Denzin and Lincoln 2000; Finlay 2000; Morse and Field 19%6@reapproachess given

to thedualism between quantitative and qualitative resegatgdigmsto world views or core beliefs;
frames of inquiryto the broad traditions within qualitative research that provide a guiding framework to
all aspects of the study, asttategies of investajionto discrete units of activity, or techniques
undertaken as steps within the research.
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5.2  Approach and paradigm

In the biomedical world of health, quantitative research is the dominant orthodoxy
(Dixon-Woods and Fitzpatrick 2001; French 1993; Miller and Crabtree 2000)its

logical positivism and consistent, systematic methods designed to test and verify
hypotheses. The randomised controlled study is held up as the gold si&haked

2004; Medical Research Council 2000; Miller and Crabtree 2000; Rolfe 2001a)

Although mandomised controlled trials are indispensable to health research, this
guantitative approach does tend to focus on the body as a machine, reducing the patient
to an objec{Miller and Crabtree 2000)It also leaves parts of the research story untold,
particularly the quality of the lived experience for the recipient of health care. Unlike

the patriarchal positivism dominant in the biomethearld of health researcfiHyde

2004; Miller and Crabtree 200Q) qualitative approach does not depend on a universal
truth to be discovered or a single reality to be apprehended. Instead, interpretive
(Lowenberg 1993)postmodernistRolfe 2001a)constructivis{Charmaz 2000; Hyde
2004)and critical theoryGephart 1999; Kincheloe and McLaren 20p8jadigms

underpin qualitative approaches. Reality and truth are no longer considered constant
and verifiable but are shaped, located, constructed and mediated. Because of these
differentworld views 'qualitative clinical researchers can bring other powerful
perspectives to the clinical encounter that can help surface the unseen and unheard and
add depth to what is already preséMiiller and Crabtree 2000 p613)

Some argue that taking a qualitative rather than quantitative approach is simply a
pragmatic choice with the method evolving out of the research quéBtemch 1993;
Robson 1993; Rudestam and Newton 1992iewing the differences between the two
tradions as technical, rather than epistemological, allows a 'mix and match' approach
(Robson 1993) However, that ignores the genuine pagatitic differences that

separate quantitative from qualitative methods.

'‘Research does not take place in a neutral environment. It is guided by assumptions about
the nature of knowledge, and it has political antecedents and conseq(iEesmEs1990

p2).
Thus, some proponents argue it is not a pragmatic choice but an ethical obligation at
stake(Denzin and Lincoln 2000; Tek 1990)
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This is emphasised particularly in disability studies where it has been argued research
can result in the oppression okdbled peopléBarnes 1997; Moore, Beazley et al.
1998; Oliver 1996; Oliver 1999b)This is because disability research has been
'located within the medical model with its built in positivistic assumptions which see
disability as an individual pathology, rather thaitliin) t he soci al model of disa

Consequently most of thesmarch is considered at best irrelevant, and at worst, oppressive’
(Oliver 1996 p13%talics addedl

Involving disabled people andving them more control over disability research can
address oppression. A continuum of involvement has been described from consultation,
through collaboration, to emancipatory or consumer controlled resgoalsumers in

NHS Research Suppgddnit 2000; Couldrick 2000; Zarb 1992Y his increasing

awareness was locating me in both critical and interpretivist paradiz@mzin and

Lincoln 1998; Gephart 1999; Kincheloe and McLaren 2000; Lincoln and Denzin

2000a)

Contemporary critical theory is concerned with social justice, power and oppression
(Crotty 2003; Kincheloe and McLaren 2000)cannot say | chose to work within this
paradigm. Rather | recognise the ontological fit with me, finding myself engaged in the
sexua politics of disability and seeking practical actigieuman 2003) Critical theory

has its criticgHammersley 1995Yhe concern being that political goals can override

the commitment to knowledge production. However, this research is about
interrogating the values argsumption of individuals and considering how these
contribute to team practi¢€rotty 2003) It is also about challenging the wider
organisational systems that are guided by implicit and explicit protocols, norms and
expectationgCrotty 2003; Laszlo 1995; Waring 1996)

Thus, a qualitative approach that recognises the world consists of socially and culturally
constructed, multiple realities, was appropriate to this study. It is consistent with
discovery and exploration of professionehgtice. From the critical pestodernist
perspective, | hoped to make visible the beliefs, values and social structures of
professional practicéGephart 1999) From the interpretivist perspective, | sought
participants' meaning thereby understanding their experience of the sii{@eimart

1999) | was also profoundly convinced that in taking a qualitative approach ‘what it is
important to look for will emerg€Holliday 2002 p6)
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5.3  Frames of inquiry

My next step was to move from this generalist position to establishing a frame of
inquiry that would nurture emergence. Writing the research protocol presented a
dilemma: the need to be explicit ab@uocedures, before the study began. Qualitative
research evolves, suggesting a dynamic approach but this does not sit easily with the
positivist backdrop framing, for example, NHS local research ethics committees. At an
early stage, a phenomenologicalrfre of inquiry appeared to provide the 'best fit' to this
study, however, | revaluated this as the research developed. Denzin (2000 pxv)
suggests the opeanded nature of the qualitative research project leads to a ‘perpetual
resistance' to impose a gla frame of inquiry. | shared this resistance. Partly | had
wanted to pursue the collaboration begun in the preliminary inquiry. Also, my research
resonated with holistic ethnography, phenomenology and grounded theory. These are
briefly outlined hereleading the way to explore freedom within the design of this
research. Others have criticised what they pejoratively describe as a slurring of methods
(Baker, Wuest et al. 1992; Maggapport 2001put there is increasing support for

taking this pluralist viewJohnson, Long et al. 2001; Lowenberg 1993)

Collaborative research

My original intention, following the preliminary inquiry, was to continue to collaborate
with disabled people. With my dual roles of both primary netesa and university

student, | was aware this could not be done in a fully emancipatory mdnmeer and
Beresford 2005; Zarb 1993} total control (and thereby power) could not be handed to
disabled people. But, within that caveat, | believed collaboration could occur.
However, with much discussion and personal angst it was clear there were problems in
pursuing an acada&c award within a collaborative frame of inquiry. Firstly, there were
objections on the grounds of ownership of the study and how my contribution could be
evaluated. Additionally ethical concerns were raised suggesting the study would not
safely navigat its way through the NHS research ethics committees. For example,
would sharing data outside a physical disability team with a panel of disabled people be

construed as breaching guidance on confidentiality?
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Thus, here, | take ownership of another aim in the research, that of gaining an academic
award (see section 1-6reflective awareness: Motivation). This reveals that ultimately
| am the main beneficiary of the study rather than, as | would wish to éelisabled
people. In abandoning a collaborative study, critical-pustlernists will say | have
entered a discourse, which prioritises research as investigation over research as
emancipatioriMoore, Beazley et al. 1998; Oliver 1999b; Zarl92p and that | have
joined the parasite people.
"To put it objectively (or at least neggejoratively), disability researchers are parasitic upon

disabled people, for without the host body (disabled people) there would be no disability
researchergOliver 1999b p184)

| discussed in supervision my sense of mourning at the loss of the involvement of
disabled people in the design of the main study. In my reflexive journal | wrote
'In the interest of academic expediency, | feel the drive especially for a consumer involved
study, has been bullied out of me. The richness of my plans has drifted tenauvéhed

idea. We now have no consumer involvement for this stage. We alsodakecking
(of) practice against consumer perceptions' (Research Journal 21.10.01).

Now though | am clear that the first priority in choosing a frame of inquiry is that it

must be achievable. | could not, have undertaken this research without tbd sfipp

the academic institution. As a novice researcher, advice, boundaries and guidance were
essential elements in moving my grand design to a tangible, doable reality. There is
power, in the form of academic authority, inherent in the biomedical amteatc
worlds(Rolfe 2001ajnd conducting this research within the NHS, and as part of a

PhD, has affected the design. Others have expesd this dilemma and are

challenging 'the structural, ideological and institutional barritsore, Beazley et al.

1998 pl4Y)o critical and emancipatory approaches to disability research. In reality
however this research was made possible, through the help received from my
supervisory team. Their considerable support ensured the research was managed within

the finite resources ofrtie and money, and met academic and ethical procedures.

Holistic ethnography

This aims to analyse all or part of a culture or community. It provides rich, detailed
description of the beliefs and practices of the group under scrutiny and shows how these
contribute to the culture as a unified, consistent wiideesch 199Q) | considered if

disability teams could be construed as a culturalgyravith a collective identity and
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practices. However, the phenomenon was not culture alone. It was also about the
attitudes, beliefs and feelings of the individuals. Their lived experience as practitioners.
Additionally ethnography depends on a 'pxef enculturation’. That is

'the requirement for direct, prolongemt}the-spot observationannot be avoided or
reduced. It is the guts of the ethnographic apprddtdssey 1998 p2)

Testimonies of researchers undertaking ethayaigy stress the importance of this
observation of everyday life rather than relying on personal accounts of behaviour
(Baillie 1995; Richardson 1996; Toren 199@thically it was inappropriate to observe

the actual work of practitioners with their clients. Also, the preliminary inquiry had
indicated that the research might need to investigate &ttasipprofessional practice

not being done. Observing a practice not being done would not necessarily provide data
to enrich understanding about its omission. Pragmatically there seemed only two ways

to generate data, speaking with the group or speakithgndividuals within the group.

Phenomenology

Phenomenology as research, aims to discover the meaning of lived experience. It draws
on the ontological beliefs of what it means to be a person. To understand the experience
the person must be studigddontext. It is not a direct description of an experience but

Is the search for the meanisgyucture of this experience. It differs from holistic
ethnography, with its emphasis on the life world and how the individual subjectively
experiences thigarlsson 1995; Schutz 1967Different techniques of analysis have

been devise{Beck 1994; Karlsson 1998aggsRapport 2001) Broadly, the data are
submitted to a questioning process, in which the meaninganeitslentified, refined

and abstracted. My need though, was to stay responsive both to the group as well as to
the individual. Sometimes data suggested there were critical cultural or organisational
issues. This was the dilemma of studying the pracfieedisability team. Is the

individual, with their personal and professional life world, to be scrutinised or is it the
team, with its life world? Also, understanding meaning did not necessarily illuminate
why. Phenomenology is descriptive rather teaplanatory, answering what and how a

phenomenon is experienced rather than explain(Bbyell 1999)
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Grounded theory

This 'advocates thdevelopment of theories to explain social phenomena grounded in
data, following a process of induction, deduction and verificafRwigar and Thomas
2000 p295) Thus, it takes a more positivistic position compared with phenomenology
and holistic ethnography. It draws on the principles of theoretical sampling and
constant comparison. In theoretical sampling new cases are sétedteslr potential

to extend or modify emerging theofidgeon 1996) Constant comparison refers to the
continual sifting and comparing of elements throughout the lifetime of the research
project(Pidgeon 196). Grounded theory therefore provides a systematic method to
analyse unstructured data. Pidgeon (1996 p75) describes it as ‘particularly siniéed to
study of local interactions and meanings as related to the social context in which they
actually occur'. As such, | had considered grounded theory for this study but felt the
emphasis on theory development was not applicable. Accounts of groundisd the
appeared to build a taxonomy and thereby helped to describe, but from the outset |
wished to explain, to understand w{Bloomer 1994; Pidgeon 1996; Richardson 1996;
Strauss and Corbin 1990Another disadvantage of grounded theory in health research
is the positivistic procedures surrounding NHS research goverf@epé of Health
2001b) These make the flexibility of theoretical sampling highly problematic.

Freedom within design

| have not followed single frame of inquiry nor used a 'stgpstep blueprint or
mechanical formulgKincheloe and McLaren 2000 p286instead have experimented
and struggled to find methods of data generation and analysis that revealed practice and
communicated understanding. Kincheloe (2000) has noted the eclectic and hybrid
nature of contemporary critical theory. My research design is blotrang of

distinctions between metho{Baker, Wuest et al. 1992Nor is it misuse borne of
confusion(MaggsRapport 2001) It is both a philosophical and pragmatic decision
based on the belief that rigid adherence to a purist approach risks doing it right at the
expense of getting it right. 1 am with Janesick (1998) who cautioned against
methodolatry, a neologism she made from method and idolatry which she used to
indicate an over preoccupation with selecting and defending methods 'to the exclusion

of the actual sbstance of the story being to{danesick 1998 p48)
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Purists argue against an eclectic approach on the grounds that rigour cannot be assessed
(Baker, Wuest et al. 1992; Maggapport 2001) Yet diversity and flexibility within

frames of inquiry, have been demonstrgtizhnson, Long et al. 2001; Whittemore,

Chase et al. 2001)Phenomenology has evolved as new protagonists accept, and build

on, or reject, and discard, key concepts in its ontology and méBeo#t 1994,

Holloway and Wheeler 1996)Similarly, Strauss and Glaser, the originators of

grounded theory, diverged in its development, each moving towards different
methodologie¢Charmaz 2000; Kendell 1999; Strauss and Corbin 19Bépples’
underpinning worleview, or paradigm, is reftgéed in how theory and method are used.

To assist the assessment of rigour in this study, firstly | have been transparent about my
position within it. My presence constrains (or enriches) the research and | am the major
tool of the study. | have endeawed to increase my sedfvareness through

introspection and reflexivity. Secondly, the strategies of investigation that | used will

be clearly described and critically appraised.

5.4  Strategies of investigation

The strategies chosen for generating andyairaj data had to be consistent with the
approach and paradigm. The first principle was to ensure the field of study occurred as
close as possible to the activity under investigation. This was the practice of a team of
professionals. Data generation vilaough focus groups constructed from practising
teams. Occasionally depth interviews were conducted. These had been included in the
design as a potential strategy if it was felt some experience was excluded from the focus
group discussiofMichell 1999) The freeassociation narrative interview method

(Hollway and Jefferson 200@as used in the focus groups and interviews to elicit the
respondents' own narratives, based on their own experiences. Additionally my research
journaland other records added to these more formal texts. Finally, in the somewhat
opportunistic nature of ethnography, some data became serendipitously available in the

form of letters from electronic discussion groups.
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Focus groups

The focus group has itsabin market research and was developed to gauge opinions on
productgKitzinger and Barbour 1999; Madriz 2000; Morse and Field 19%6¥
increasingly used in health research as it can provide a rich source of insights from
participantgPolgar and Thomas 2000}ocus groups have been considered an

effective technique for exploring the attitudes of health care staff and how knowledge
and ideas develop and operate within a given cultural cofiéxinger 1995) They

are distinguishable from a broader category of group interviews, by the explicit use of
group interaction to generate dékatzinger andBarbour 1999) The researcher's role

is to facilitate the contributions of the group participants and to ‘encourage participants
to talk to one aother: asking questions, exchanging anecdotes, and commenting on

each others' experiences and points of v{gtzinger and Barbour 1999 p5)

Focus groups are fundamentally different from individual depth interviews in that the
researcher is outnumbered and the participants may interact with eactPollgar and
Thomas 2000) An advantage was that this moved me away from the centre of the
process, giving greater opportunity for the participants' ideas to develop and find voice.
Some argue this reduces the poweriafldence of the researcher over data generation
(Madriz 2000; Wilson 1997)Wilson (1997) advocates democratising phecess

further by reconceptualising the focus group as a discussion amongst participants,
suggesting this results in more naturally occurring language despite the socially
contrived situation. Although | had devised a schedule for use in the focys btoak

this advice and tended not to use it, following instead the participants' discussion. The

schedule helped me prepare for the group and provided a prompt if needed.

Another advantage of using focus groups in this study was the access it teve to
takenfor-granted world of individual participants. Attitudes and perceptions are not
generally developed in isolation but through interaction with other pébjaese and

Field 1996) Group discussion did bring tacit, even unconscious thoughts into the open
initiating ‘changes in participants' thinking or understanding, merely through exposure
to the interactive proceg8arbour 1999 p118)The very nature of introducing sexual
expression triggered, for some participants, thoughts never considered before. With
sersitive topics, focus groups have also been shown to facilitate rather than inhibit

discussion(Barbour 1995; Farquhar 1999They can be emotionally more provocative
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than interviews and generate greater spontaneity and candour from participants
(Barbour 1995) Group processes may assist the discussion of taboo subjects with the
more confident members of the group providing a model for more inhibited members.

The development of topics by one person may support others to share their views.

Disadvantagemclude the possibility of selfensoring and conforming influences that

can lead to 'grouthink’ (Barbour 1995; Hollis, Openshaw et al. 2002; Powell and

Single 1996) One strategy | used to discourage this was to outline at the start of every
focus group that there was no need for agreement and that the study was particularly
open to differing and dsenting views. Another was for me to validate different

opinions during the process of the group. The facilitator also manages the group
processes. Examples from this research included managing the dominant member and
the notengaged or quiet individlaAnother problem identified was how to capture the
richness of focus groups. Not only do focus groups allow access through discourse to
the attitudes and values of the participants; simultaneously they also provide the
opportunity to observe the membénteractiongMorse and Field 1996)Having a
moderator present, to work alongside me as facilitator was considered, however limited

funding for the project and pressures of time did natnjgethis.

The practicalities of convening a focus group include its size, composition, duration and

frequency. Morse (1996) suggests the group size is typicdllypeople. In one study,

less useful data emerged from groups of 12 or more and thesigeaonsidered was 6

8 peopleWilson 1997) The compositions of the focus groups, in this study, were

members of a single disability t®a This was advantageous in that members already

knew each other. It was not necessary to consider homogeneity or heterogeneity. There

are benefits in working with prexisting groups because the members are in the-very
'networks in which people migimormally discuss (or evade) the sorts of issues under

consideration. Also the "naturalyccurring group” is one of the most important contexts
in which ideas are formed and decisions médiezinger and Barbour 1999 p9)

In terms of duration, 9éninute focus groups were planned. There is little direction in
the literature on the optimum duration of a focus group but one autinaughts on the
duration of interviews felt applicable to focus groups. Seidman (1998 p13) suggested

an interview one hour in length, carries with it 'a consciousness of a standard unit of
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time' that can lead to watching the clpalhereas two hours waso long. He stressed
though that the important thing was to be clear about the duration at the outset. Here,
respect for practitioners included appreciating the place this research had within their
busy work commitments. Clear guidance on duration,pw@aded at first point of

contact and the time boundary was strictly adhered to.

Depth interviews

Individual, unstructured interviews were included in the research protocol as a potential
strategy to capture data that might be missed by using focussgatone. | saw this as
important because of the taboo nature of the topic. Some people could have been
reluctant to talk in a group, particularly those who felt theirs was a minority voice in the
team. Michell (1999 p36) stressed the importance of aantinterviews with focus
groups especially when using participants who havgang social relations outside

the focus group 'which may be compromised by public disclosure’. Where requested,

individual interviews were less susceptible to power reiatigs in the team.

Individual depth interviews, like focus groups, are not merely a method for data
collection but can be a valuable strategy for the generation of data. This difference is
seen in an examination of structured and unstructured approaches to interviewing. In
the first, the researcher is urged to remain neutral, asétgtezmined questions
consistently of each interviewee and effort is made to minimise the influence the
interviewer has on the process. This is data collecting. Increasingly-apdstnist
perspective recognises that researchers ‘are not the mythical, neutral tools' previously
envisagedFontana and Frey 2000 p663jpstead, they are being seen as active agents
in the process of data generation where the text is negotiated and shaped by all the
players(Fontana and Frey 2000; King 1996; Masserick 1981; Seidman.1998)

Many strategies for interviewing within different frames of inquiry were explored
(Fontana and Frey 2000; Hasselk@9Q; Hollway and Jefferson 2000; Kvale 1996; Lee
1993; Marshall and Rossman 1999; Seidman 1998; Wimpenny.2000)is study,

there was no positivistic sense of searching for an objective body of truth but rather
recognition of the multiple realities, grounded ie ttontext of the respondents’
professional activity and themselves as human beings. Therefore removing structure

and letting their voice prevail was important. With this in mind, | gave much thought to
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the undertaking. Ultimately three themes influentteddinterview process: pragmatic
management of practicalities; the authentic use of self (that is recognising the fit with

me, the researcher, as the interview tool), and the free association narrative approach.

The pragmatic management of practicaliigainly centred on accessing interviewees.
This was to be a se#felected group but theieasons for electing individual interviews
werenot necessarily explicit. Taking part in a focus group did not preclude taking part
in an individual interview. Thasual reason given was unavailability for the focus
group appointment. Like the focus group, the external boundary of time (up to 1%
hours) and number of interviews to be undertaken (two) were specified in the protocol

as part of the application for etlail approval.

In accepting researcher neutrality as a myth, it was important to consider my position as
facilitator of interviews and focus groups. In phenomenological interviewing, some
authors suggest the use of bracke{ikgrisson 1995Marshall and Rossman 1999)

This describes a process where the interviewer writes a detailed account of his or her
own experiene thereby gaining clarity about his or her-pomceptions. Proponents

argue these preonceptions can then be bracketed, and thus separated, from the
interview process reducing contamination and bias. It seems to me this assumes the
interviewer can loate all his or her preonceptions and feelings. Yet, the best that can

be achieved is developing awareness that can never be complete. Secondly, it assumes
the interviewer can set his or her experience ang@neeptions aside so that they do

not influence the process. This seems a naive supposition used to counter positivistic
criticism. Thirdly, it is contrary to the notions of authenticity and the development of

trust necessary to interview in degiking 1996; Oakley 1981)

Like other researche(Jaylor 1995)l did not feel able to bracket my presuppositions.

So | gave careful thought to how this should be managed. | gave no artificial guise of
neutrality but recognised and valued multiple perspectives. Direct questions were
answered rather thaavoided. The interviewees became the focus, with explicit
attention given to what was important or meaningful for them. | drew on my
counselling skills. The interviews had no therapeutic intent but still the core conditions

of empathy, congruence andmjpidgemental positive regard were maintaifgdgers
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1967) Also first stage skills of minimal encouradereflection and paraphrasimgere

used to develop trust and encourage exploration and disclosure. Some have criticised
aspects of these skills in research interviewing. Seidman (1@9&yample cautions
against influencing participants' responses by using minimal encouragesevét, |
consider they are integral to deepening disclosure. Thus, it seemed the important thing
was not to avoid using them but to ensure they are used at all times whatever is being
disclosed. The value of counselling training in the developmenseéreh

interviewing skills has been highlightéding 1996)especially the ability to attend
simultaneously to both the content and the peggnamic processes of the interview.

Free association narrative interview

The freeassociation narrative interview meth@dbllway and Jefferson 200®as used

in this study in recognition that psychodynamic processes may be in action because of
the taboo nature of sexual expression and its sensitivity as a topic for research (see
section 2.5 Sex as a taboo topic). This method concepagticipants as human beings
who not only have the capacity for meanimgking but also an ability to protect
themselves against anxieties created from information arising in the research. Itis a
method grounded in psychodynamic understanding of batbcoaus and unconscious
processes in the research relationship. Hollway and Jefferson (2000) use the term

defended subject to describe respondents who:

may not hear the question through the same medrange of that of the

interviewer or other interewees

e are invested in particular positions in discourses to protect vulnerable aspects of
self

¢ may not know why they experience or feel things in the way that they do

e are motivated, largely unconsciously, to disguise the meaning of at least some of

their feelings and actions (Hollway and Jefferson 2000 p26)

! Minimal encouragers are behaviours in the listener, for example, the nodding head or the oft repeated
mm and yes, that encourage the speaker to continue theitivea because they demonstrate that the
interviewer is actively listening.
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The freeassociation narrative interview method involves conceptualisingeearcher
and researched as-pooducers of meanings. It is the antithesis of the question and
answer method which tends to elicit 'thin, rationally driven accounts which leave out
more than they allowHollway and Jefferson 2000 p155Fhere are four principles

that were applied to both the focus groups and individual interviews:

¢ the use of opernded not closed questions
¢ to elicit stories thereby anchoring peoples' accounts to actual events
¢ 'why' questionsvereavoided as thy move the account to rationality rather
than meaning
e responsewerefollowed up using the respondent's ordering and phrasing. This

respects and maintains the interviewees meainarge

Additional data

Two forms of additional data also became available. Firstly, there was serendipitous
data in the form of electronic main discussion web sites. Two different, information
rich, opportunities arose during 2003. The first was the Model of Human Occupations
(MoHO) web site that invited discussion on matters relevant to MoHO a conceptual
model of occupational therapy. Thecond was from the Multiple Sclerosis Trust,

when they hosted a oty electronic ‘chat room' on sexual problems in multiple

sclerosis. The full proceedings were published on their web site.

Secondly, there are my records. These include my reseanctal, incidental letters

and supervision record. My research journal combines elements of field notes and a
reflexive diary. It includes records of phone calls, activity needing action and actions
completed. I also used it for thinking aloud (or aiskeon paper). Writing often helped

me to work on ideas or explore difficulties, so | came to think of it as thinking allowed.

| also wrote detailed field notes before and after every interview or focus group, trying

to capture what would not be on thed@éotape. Detailed supervision notes began in
November 1999. It was a strategy initially begun to manage the multiple tasks between
each supervision session. Later, | began to realise that my journal, correspondence and

supervision records provided ardependent audit trail through the study.
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5.5 Rigour in qualitative research

Quialitative research cannot be assessed by the same criteria of rigour as quantitative
researct{Marshall and Rossman 1999; Mays and Pope 20008 positivistic

conventions of validity, reliability and objectivity are replaced by measures that
accommodate a poestodernist perspective such as crddih authenticity,

dependability and confirmabilitfBarbour 2001; Holloway and Wheeler 1996; Marshall
and Rossman 1999; Mays and Pope 20@edibility requires demonstration that the
study is properly constructed, and conducted, with a methodological grounding
appropriate to the research question. It is closely allied tooitneept of authenticity in

that the meanings and experience of the participants, as well as the researcher, should be
portrayed(Whittemore, Chase et al. 2001pependability here means that this research
should illuminate professional practice towards the intimacy and sexual expression of
service users. This does not equate with reliability or transferability where a positivist
view assimes an unchanging world. Findings therefore are only dependable within the
context of the study. Confirmability is with the reader: do the findings resonate with or
confirm your understanding of the phenomenon? Another measure of quality, within
critical theory, is the capacity of the research to enhance social justice. However, this is
a longerterm objective not assessable within this dissertation. Strategies to enhance
rigour were outlined in the protocol including maintaining a reflexive diarynbes

validation; independent audit / peer review, and the presentation of evidence

Maintaining a reflexive diary

A reflexive diary became integrated in my research journal. Operating within an
interpretivist paradigm 'requires researchers, to the eateheir ability, to analyse and
display publicly their history, values and assumptions, as well as theetatonship

with their participantgKing 1996 p176) So the purpose of my reflexive diary was to
develop awareness of me: my part in creating the context of the study. It was to make
conscious, as far as was possible, my influence on the project. Sometimes memories
would ari® unbidden, triggered by the research, for example, once | wrote

'‘Another part of my history that | thought of today was Uncle CedBiecretary to the
Eugenics Society. s this partly why | am doing this research?' (Research Journal 15.05.03)
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This pranpted me to draw a conceptual map of the many psychodynamic factors acting
as unconscious drivers of the study. Sometimes | was deliberately introspective, using
different devices to aid reflection, such as-sgiéstioning and exploration of feelings.
These can be seen in the next extract, written after a participant phoned me following
the second focus group. It prompted an appointment for an individual interview.

'‘My anxiety about returning? levels of anger. Yes I think she is angry with me &iging

it. This was something difficult for her & her husband that she did not want attention

drawn to. Also boundarieswvhere should any interview take placlet her choose? Insist
on work setting??' (Research Journal 19.06.03)

The selfquestionig allowed me to work through the issues, including the advantages
and disadvantages of conducting an interview in her own home. The affective
component, my anxiety, and my assumption based on this, that she was angry, allowed
me to use this at the nextémview. This introspection is important, for-in

'‘Opening up the structures and operations that underlie our research and examining how we

as researchers are an integral part of the data will amplify rather than restrict the voices of

the participants, even when this openness is impeded by the ressamiesognised
biases and discriminatiorn(&ing 1996 p176)

Member validation

Member validation has its roots in phenomenological processes and involves returning

to the respondents as the analysis develops. This enables them to check the researcher’s
interpretation of meanings. The aim is to deepen understanding and clarifywgietni

Is also a way of seeking more democratic research pra¢8oath 1996)and can

contribute to error reductiofMays aml Pope 2000) | returned to the participants as the
analysis developed, giving them an opportunity to discuss, dispute or explore further my
interpretaion of the focus groups and interviews. This does not imply that my
interpretation had to concur with theirs. Revealing my perceptions of the data became a

stimulus, which often generated more data, which in turn deepened the interpretation.

Independentaudit / peer review

| specified this in the protocol but abandoned it. It is a process of cross checking the
coding strategies and interpretation of data by independent researchers. | had used this
strategy in earlier resear¢Bouldrick 196). Since then my learning and understanding

on qualitative approaches, and particularly on underpinning paradigms, has made me
aware that | had cluded these strategies to meet the quantitative orthodoxy of health
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research. These methods arise from positivistic notions of objectivity andataer
reliability and are therefore not appropriate to an interpretive, qualitative study.
Barbour (200p1115) warns against the uncritical adoption of what she describes as

‘technical fixes' as these in themselves do not confer rigour.

Presentation of evidence

| have provided a detailed account of the research design. My aim is to enable you to
assess #hrigour of this research by providing an adequate description of how it was
conducted and transparency of my place within it. In subsequent chapters, | intend to
present sufficient raw data for you to interrogate my interpreta(emih 196). An

audit trail is also available via my research journal, supervision notes and
correspondence. By these means, | trust the internal coheretheestdidy will be
establishedSmith 1996) That is, is it credible, authentic, dependable and confirmable?

5.6 Ethical considerations

A primary ethical concern in any research with people must be to 'take extreme care to
avoid harm to thenfFontana and Frey 2000 p66&thical principals when using

human participants have been outliriBdtish Psychological Society 2000; British
Sociological Association 2002; World Medical Association 200P)ese place the

onus of responsibility on the researcher to weigh the benefits of the research against any
potential physical, psychological or social risk of harm. There are also clear procedures
for the proper conduct of research in health and sociaPaet. of Health 2001b)

From the outset, a major concern was the feasibility of obtaining ethical approval to
undertake any work with service users. Based on information gained in the preliminary
inquiry, it was decided that the resglacould be focused on the professionals alone. It
was thought that sufficient quality information would be available from team members
without contact with their service users. Even so, sensitivity was necessary.
Questioning and disclosure has thegmtial to evoke embarrassment or offence.
Reflection on practice can cause dissonance in individuals or the team as a whole. The
research should not undermine or diminish the team or its members so strategies

integrated into the design included gainitigieal approval; voluntary participation and
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informed consent; anonymity and confidentiality; attention to the role of the facilitator,

and consideration of the potential influence of research funding.

Ethical approval

NHS ethical approval was obtainedfudl from East Sussex Local Research Ethics
Committee (appendix B) and locality approval from Worthing Local Research Ethics
Committee (as it fell within the same strategic health authority boundaries as East
Sussex) (appendix C). Croydon Local Rese#&ttics Committee also gave full
approval (appendix D) although, following a change in NHS procedures, this also
required obtaining approval from the Research and Development Committee of
Croydon Primary Care Trust (appendix E). Managerial consent waedagreach site

in accordance with the NHS Governance FrameW#dpt. of Health 2001b)

Voluntary participation based on informed consent

This was established through written documentation. A Project Information Sheet
(appendix F) was sent to every team member and his or her signed written consent was
obtained before proceeding (appendix G). All were advised that their partinipas
voluntary and that they could withdraw at any time. A detailed description of what was
being asked of them and the possible risks and benefits were outlined. They were also

invited to contact me with any concerns, before, during or after thdicipation.

Anonymity and confidentiality

Total assurance of anonymity and confidentiality is unrealiBlitish Sociological
Association 2002) Instead, care was given to how information from the research could
be communicated to preserve, as far as was practical, anonymity and confidentiality. In
addition to Data Protection Act compliance, strategies indadsurance that all data

was to be securely stored. Process notes and transcripts were coded and stored
separately from any identifying data. Participants were given alphabetical pseudonyms.
Beside myself, only the transcriber and my supervisors hagkado audiotapes and

these were held separately to other data. Responsibility for information arising within
the focus groups remained with the team but they were assured of my confidentiality
throughout the study including in written and oral presénriat At the completion of

the study, all raw data including audiotapes and transcripts will be destroyed.
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Role of the facilitator

| gave considerable thought to my role both within the focus groups and the interviews
(see section 5.4Strategies oinvestigation: Depth interviews). A reflective, rather

than an interrogative, approach was used. Participants' choice and responsibility for
disclosure was highlighted. The free association narrative interview method was chosen
as a respectful stratetjyat might reach beyond a defensive response. There were times
when | felt it ethically right to provide some reassurance, when statements of guilt or

concern were expressed. The aim was exploration, not accusation.

Research funding

| thought about angotential ethical concerns following successful applications to the
Hospital Savings Association Charitable Trust and the Health Foundation (formerly
PPP Healthcare Medical Trust). This included help with University fees (E5000 from
the Hospital Savings gsociation Charitable Trust) and direct expenses and replacement
salary costs (£52,284 from PPP Healthcare Medical Trust). The latter;caragt

award, was designed to develop me in my career rather than promote the research per
se. Thus, | believeuhding did not compromise the research nor raise ethical concerns.

5.7  The study design specified

Context

Sufficient teams were available for the research to be undertaken within the south east
of England. This geographic area is demographically divetsecliides urban and

rural communities with economic and ethnic diversity. Team structures vary. There are
many different models for providing multidisciplinary rehabilitation and support in the
community(Dept. of Health 2005) An inclusion criterion of receiving referrals for

people with multiple sclerosis, aided comparability between teams.

Participants

In this stug, purposive sampling was used to recruit three separate physical disability
teams plus a team for the pilot study. The teams were chosen by their service remit and
thereby their closeness to the phenomena under scrutiny. Each team provided services

to adults who have a physical disability and live in the community. The teams selected
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for the main study all accepted referrals of people with multiple sclerosis. Multiple
sclerosis is a common condition affecting both men and women. The age of onset is
normally between 20 50, a crucial time for the formation of relationships and family
life. It is progressive in nature and known to affect sexual function. The preliminary

study had indicated greater complexity around progressive conditions.

Procedure

Once a team had been identified, and ethical approval obtained, the first contact was
with the team leader or eardinator who was approached by letter (appendix H); sent a
project information sheet (appendix F) and a sample participant consent formdiappe

G). This was followed two weeks later by a telephone call. Initial discussions were
around: team eligibility; clarifying managerial approval; establishing contact details for

all team members including people on the periphery of the team; idegtdgssible

venues and provisional dates. Every member of the team was then approached by letter

(appendix 1) and informed written consent was sought.

Two focus groups, of 1% hours duration, were conducted in each team. At the first
meeting with participnts they were asked to complete an attributes form (appendix J).
This enabled me to search data by issues such as age and profession of the respondent.
The date of the second focus group was made at the conclusion of the first. Where all
team membersauld not attend the second group, a third 'sub’ focus group was arranged
to ensure all participants had the opportunity to discuss the emerging analysis. The gap
between first and second focus group was between five to eight weeks. Some people
elected tayive individual interviews. Again, these were no more that 1% hours duration
and five to seven weeks apart. When work with the disability team was completed, a

letter of thanks was sent to each participant and the team leader (appendices K & L).

Data management

All focus groups and interviews were audiotaped. The recording, or the subsequent
transcript, did not represent a definitive statement of the 'truth’ of the interview.
However, | felt it to be the best method to provide a good data set.rdua g
conversation of 1% hours duration, reliance on recollection, through field notes, would
have been insufficient and would have increased bias through subjective recall. Video

recording was considered but rejected. The extra attention teenbal
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communication seemed unnecessary because the text arising was a proxy for the
experience being scrutinised rather than using the text as the object of analysis, as in
discourse analysi®Ryan and Russell Bernard 2000)udio taping not only allowed me

to attend to the actual conversation; it also provided an aural record for comparison with
the developing analysis. Unlike field notes, audwording also allows detailed

inspection of the sequence of language, for it is within these sequences, rather than

single turns of talk, that we make sense of conversd&imerman 2000 p830)

Every audiotape was professionally transcribed in full with the exception of the minimal
encouragers, that is the many "mms" and "yes" words. 'Crutch W8edwlelowski
1994p312) like "you know" were included. The transcripts identified: speakers,
pauses, inaudible sections, group responses such as laughteregwlugr members

all spoke at once. The purpose was to retain the richness and complexity. The

following transcription conventions were used:

you stressed syllable
pause
onset of overlap

inaudible section

—~ ~ D
Nt .

comments added to transcript
adapted from Myers and Macnaghten (1999)

Transcription critically alters the text thus 'an essential component of qualitative data
preparation, become complex exercises not only in accurately representing what was
said but how it was sai(fsandelowski 1994 p312)This necessary attention to detail
can be seen in the following sentence where tiny changes completely alter meaning

Incorrect | think there are, you know, probably a few professionals working with the
person thatvould see it as specifically their role.

Caorrect | think there are, you know, probaldsw professionals working with the person,
that would see it as spécally their role.

Strategies devised to address this included thorough proof reading, followed by what |
labelled disciplined listening (see below). In addition to the audio recordings and
transcripts, data included electronic discussion group leftelgnotes; a reflexive

journal, and memos, documented in NVivo, as the analysis proceeded.
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Data analysis
The first stages of analysis began as data was collected, shaping further collection as
thoughts were triggered and questions formed. ‘It is iniiplessot to start thinking
about what is being heard and séBwpe, Ziebland et al. 2000 p114)here was no
attempt to formalise thianalysis but rather to monitor it through reflexive inquiry and
field notes. The next shift in analysis came with immersion in the data, as a whole,
prior to any reduction or coding. Some systematic strategies were developed to ensure
consistent atter@n was given to all data including detailed and painstaking correction
of every transcript. In an NVivo memo from Team A | wrote

It is important to listen astutely to every word, simple mistakes change the meaning

dramaticallyée. getil isuppaseithal anfserves?} a s
should have read fl suppose the anxiety is that i

The tapes were then played repeatedly with the aim of gaining familiarity. Finally, each
recording was listertketo, in its entirety, a minimum of three times before transfer to
NVivo for analysis. The aim was to analyse the data systematically not selectively.
During this disciplined listening, notes were made in the margins of the transcripts,
using different olours for the first, second and third hearing. Attention was given to
immediacy and creativity rather than being constrained by plans of coding. My aim was

to comprehend the whole before any subdivision and detailed analysis occurred.

To manage the vame of data a Computer Assisted Qualitative Data Analysis Software
(CAQDAS) programme was used. Others have discussed the limits and strengths of
CAQDAS (Baptiste 2001; Gibbs, Friese et al. 2002; Weitzman 2000; Welsh.2002)
summary, the software provides consistent, efficient and systematic data management.
The analytic compom# however still depends on the 'skill, vision and integrity of the
researche(Pope, Ziebland et al. 2000 p13H no package discexthe link between

theory or defines appropriate structures for the analysis. NVivo was chosen, based
mainly on the personal recommendation of other qualitative researchers. NVivo
provides a range of tools for handling complex, rich data and informeltiout the data
(Bazeley and Richards 2000; QSR International 2002)

To help explain the benefit of usingC®AQDAS a useful analogy is the difference

between writing an essay long hand or writing it on a word processor. The creative

process remains with the person. As the researcher, | had to analyse the data. The
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management of that analysis, that is theigtib modify, change and adjust the coding
system was the value of the programme. When an essay, written long hand, is finished
there is little encouragement to make changes, reorganise paragraphs, substitute words
etc. This is because even quite srahinges would require completeweting of the

essay. This is like the cut and paste traditional analysis that | used in the preliminary
inquiry. Once coded and cut, | was not motivated to change the coding procedure.

With NVivo, codes can be constnamended and revised.

The process of analysis developed after a long and difficult period of trial and error. |
read extensivelyBloomer 1994; Charmaz 2000; Eaves 2001, Ellis and Flaherty 1992;
Kendell 1999; Pidgeon 1996; Strauss and @oi890; Strauss and Corbin 1994)
experimented. | reflected on the analysis in supervision. Two texts proved particularly
helpful to me in moving from data generation, through the subtleties of analysing,
sorting and organising, to writing about the datalliday 2002; Hollway and Jefferson
2000) One led me to make sense of the messy reality of talk through themaijsis.

The other provided a timely reminder of the risks of reductionism and the need to
provide a holistic sense of participants and their subjective narrative.

Thematic aalysis emerged through-wivo coding, a process whereby the selected text
becomes the title of the node. Through constant analysis, these nodes became codes and
eventually themes. Themes were not imposed, for example from my research aims or a
theoretical model. Instead, they have arisen from the participant's words. Bridina

tried to maintain the same codet across teams. However, this did not reflect the

subtle differences between teams, so a new-setleras opened in NVivo for each

team plus one for the serendipity data. This avoided imposiA@pred codes onta

team presenting similar but subtly different information. It was only in the final stages

that themes were organised intuitively into a schema of professional development.

'Faced with a mass of unstructured data, the urge of any researcher isamaaéigtto

break these down using some kind of system' but this fragmentation may lead
researchers to overlook the form of their d&tallway and Jefferson 2000 p68Here

was the timely reminder. Particularly in the creative and painful process of writing up, |
became increasingly concerned that in the thematic analysis, the importance of the

whole was being lost. Hollway and Jeffen (2000) describe strategies that allow
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subjective narratives to emerge. | was also inspired by the work of Ellis and Flaherty
(1992), on innovative procedures to reveal the subjectivity of the lived experience, and |
experimented with the use of poefappendix M). Eventually | chose to provide a
narrative of each team, revealing something of the individuals and the group processes.

Against this, my subsequent thematic interpretations can be assessed.

In the writing up, | have used an incrementgdr@ach, presenting the findings though
increasing levels of abstraction and interpretation. The transcripts are already once
removed from a social realifdolliday 2002) They do not reveal truth. Rather they
represent the individuals', and collectively the teams', thinking about this one aspect of
practice, at a point in time, triggered by the research. | am not saying the trare@ipt
untrustworthy. They are credible but ‘the written study itself takes on an agency of its
own - its own story- the argumen(Holliday 2002 p10Q) The argument is my
interpretation of the data. It depends on my ability to articulate what | have 'observed in
a way that communicates understand{ii\cheloe and McLaren 2000 p285Jhe
presentation of findings therefore begins with a factual account of the data in chapter 6,
a narrative account of the data in chapter 7 and my argument in chapters 8 to 12.

5.8 Learning from the pilot study

A pilot study was undertaken to test the procedures for the main study. The process, as
well as the data generated, was analysed to establish the efficacy of the design and to
highlight any intrinsic problems. In hindsighhe pilot study was included to meet the
traditional positivistic approach of health research. As the study progressed, and |
became more confident in qualitative enquiry, | did consider if the pilot study might
have been betterfieamed within a deMeping methodology. This would have

permitted the pilot to be used within the results. Having conceived and conducted it as
a pilot, however, | chose to maintain its role as rehearsal for the main study. Certainly,
it provided rich learning from the miolsasic and practical issues to the complexities of
multi-layered interpretation. The pilot study was undertaken between March and
September 2002. Two focus groups and one individual interview were conducted,

transcribed and analysed. The impact ofpih@ on the main study is outlined.
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A community stroke rehabilitation team was identified that met all the inclusion criteria
but one: the team did not work with people with multiple sclerosis. Unlike teams in the
main study their service users hadeadperienced a traumatic onset disability and were
generally older. It was though, multidisciplinary and included nursing, speech and

language therapy, physiotherapy, occupational therapy, counselling and dietetics.

Team membership and informed consens waalutary lesson provided by the pilot

study. Erroneously | thought that | had identified in conversations with the team leader,
all the members of the team. On arrival to undertake the first focus group, others were
present and expecting to partidipa These people had not been sent project

information sheets or informed consent forms. Thus in the main study, | meticulously
established the namesalf team members. This was essential to ensure the team
leader was not selecting participants. I$baresolved the practical difficulties, although

| did take spare forms to each focus group just in case.

The pilot study highlighted the need to address the most basic, practical issues such as
venue, equipment and transcription. The room, recommédngdét team leader, was

wholly unsuitable. It was cited next to a noisy kitchen. Worse still the secretary did not
participate in the focus group, but remained in the room, at her desk, typing and taking
phone calls! | therefore visited every venue obefthe event, to ensure it's aural and

visual privacy. Trials of recording equipment established the advantages of using two
sets: to provide a back up in case of equipment failure and to allow access to one tape
whilst the second was with the transcribéexperimented with transcription and
transcribed one tape myself. | found using a professional transcriber released my time
to attend to the analysis. These practical issues may seem trivial but addressing them in

the main study ensured my full atteon to the task of facilitation.

The focus group schedule, developed for the protocol, was revised to aid clarity and
readability (appendix N). | used it in the first focus group but not the individual
interview. Instead, | moved toward an open diawith me reflecting what was said,
using the interviewee's ordering and phrasing. This experimentation confirmed the
suitability of the free association narrative interview. | also tried some different
strategies in the second focus group. One retatetember validation and sharing the

emerging analysis, so that it could be contested or affirmed, and refined. In the pilot, |
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used a formal typewritten document but this had an air of completeness and rigidity that
limited discussion. So, | changedtéking rough, hand written notes of the preliminary

analysis, to the teams in the main study.

Language and talking in code was identified. My preamble and introduction to the first
focus group included the following statement
"One of the things | haviund in researching sexual expression is that there is no common

language to discuss the issues. | want to reassure you that you may use any language that
feels comfortable to you and any language that your service users may use".

Language however wasilsan issue. Sometimes the communication wasverbal.

In some instances, | could intervene to bring this into a verbal domain by reporting what

|l was seeing for example by saying, "I <can
equally as difficult® record, were times when people lowered their voice or just

mouthed the words. One result was a loss of audio quality. This highlighted the need

for extra vigilance within the session, in field notes and transcription. Similarly 'talking

in code' was @other issue, for example, the double bed being used as a code for sexual
activity. Reflection on these problems of language heightened my awareness.

The act of initiating the research affected the results. For example, in the second focus

group, a phyistherapist reported an incident that had occurred after the first focus

group. She described the patient's wife following her out to the doorstep.
"Nice lady. Followed me to the car. She just said what about sex? | said sorry. She said
whatabous e x; we haven't got a sex I|ife at the moment
street- so | said is it a physical problem or a libido problem. She said we used to have a
very active sex life before hand, and its not even mentioned now, or there'scationd
that he wants to be involved in that side of things. He had only been out of hospital 2 days.
So | suggested they waited a while to see what happened. Poor chap had literally only been

home, so that was quite interesting. | did feel | (big)simh we had discussed it so
recently beforehand (in the first focus group). Which was quite handy”

The physiotherapist had never been approached directly before. This could be regarded
as a coincidence however it alerted me to what | labéhgtidcase scenarios This
awareness went with me into the main study allowing me to explore, in the sessions,

what triggered these first case scenarios.

Similarly, | became conscious of inconsistent or changing stories. A participant would

outline their view oly to contradict it later. For example, one participant began by
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asserting the team did address issues of intimacy and sexual expression. In one breath,
he said that he provided openings to discuss sexuality but then gave several examples of
how he discaraged disclosure. This required sensitive analysis. Somehow, the
movement in opinion or the difference between espoused and actual practice has to be
revealed. One strategy instigated for the main study therefore was disciplined listening.

Member valdation was also useful to explore contradictions further with participants.

The team in this pilot study demonstrated little actual experience of dealing with sexual
Issues affecting their patients so | experimented with the use of examples and vignettes.

Often the discussion focused on a positive wish to help, for example one person said

"I would want to do all that | could do, if there was a problem"

This creates its own dilemma in that a somewhat naive and unrealistic situation may be
fantasised. Abne point in the pilot, | interceded with a brief, context specific vignette.

| found the use of an example moved the conversation from the general to the tangible

and specific. It triggered a more realistic discussion on knowledge, skills and attitudes

It was a helpful strategy, which | incorporated into the main study.

Managing truths and prejudices was an issue. Sometimes statements were made that,
from my reading and the preliminary inquiry, were not wholly accurate. For instance,

"The thingisa | ot of our patients are very elderly aren
one of their first worries."

This may be true for some service users but it may also be an example of ageism and the
denial of the sexuality of older people. Statementsthig that sit somewhere between
truth and prejudice, are not easy in terms of facilitation. It links to the personal use of
self in the facilitator rol€King 1996; Measor and Sikes 193#)d how external

knowledge can be brought into the discussion. Experimenting in the pilot, | presented
the executive summary of the preliminary inquiry during the second focus group.
Although participants said this was helpful, on reflection, I felt it to be oppressive and
did not repeat it in the main study. However, | did give myself permission in the main
study to the occasional moment of immediacy: letting the voice of disabledepetipl

the sessions by sharing a little of their experience, for example, on the priority of sexual
expression. Immediacy demands a deftness, or lightness, of touch and always with a

conscious return to the participant, hearing and exploring what thegpyrey.
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The pilot study also raised my awareness of levels of interpretation. Using focus groups
and interviews, rather than direct observation, means respondents interpret and present
their patient's conversations and behaviour. Imposed on thisiig@ngretation, as the
researcher, of what the respondent is saying. | tried to remain alert to these complex

levels of interpretation in the main study.

5.9 Conclusion

In this chapter, | have discussed why interpretive and contemporary critical theory
paradigms are both compatible with the aims of this study and with me. Although
different frames of inquiry were considered, a pluralist design has been utilised avoiding
a rigid, mechanical approach to data generation and analysis. Others have noted
'‘We find unhelpful the preservation of tight symbolic membranes between different
approaches to qualitative research. We do not

constrained within the straightjackets ofcalled paradigms or tradition@tkinson,
Coffey et al. 2001 p11)

With this in mind, the factors influencing the study design have been presented and the
strategies of imestigation described in considerable detail. This will enable the
credibility, authenticity, dependability and confirmability of the study to be judged. An
aspiration for the future is that the quality of this study may also be measured by its

contributon to social justice for disabled people.
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CHAPTER 6: OUTLINE OF DATA

6.1 Introduction

The Concise Oxford Dictionary defines data as 'known facts or things used as a basis for
inference or reckoning'. In qualitative research the natural setting is used both as the
place of inquiry and as a source of data. Thus, the data in my study tcessist

solely of the words spoken or written, from focus groups, interviews and emails. This
chapter provides an outline of all the data drawn on, in the main study. My aim is to
present factually, without interpretation, the totality of the mateadahat my later

analyses are contextually sensitive and meanirfgfehwood 1996) This includes
demographic information and a profilétbe three disability teams. Briefly, the
organisational structure of the settings is described and those factors that distinguish one
team from anothgiHolliday 2002) For two teams an artefact is presented: the teams'
initial assessment toolA chronology of all the focus groups, and interviews, is

included as it gives a sense of the volume of data underpinning my findings in this
research.The period of data generation spanned October 2002 until February 2004.

The nature of the serendipitous data is also described. The serendipitous data can feel
disconnected from the primary field of inquiry: disability teams, but it is connected

Both the Model of Occupation (MoHO) and the Multiple Sclerosis Trust electronic
discussions provided directly relevant information about expectations, understandings
and beliefs concerning disability professionals' roles in supporting the sexualdfealth

service users.

So here is an outline of the data, not an analysis. This is because the findings are
presented incrementally with increasing levels of abstraction and interpretation. The
next chapter begins the analysis. It is a narrative accowaichfteam set against the
research objectives. The thematic analysis with my deeper interpretation occurs after
that. The aim of this chapter, and the next, is to provide a foundation that will allow
you to judge the authenticity and dependability ofintgrpretation and thereby its

integrity and rigour.
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6.2 A collective profile of the three teams

Demographic profile

The teams were all located in the south east of England and provided services to large
areas of the counties of East and West Sussex andtiden Borough of Croydon.

These areas together include both urban and rural communities plus areas of significant
poverty and affluencé€Commission for Health Improvement 2001; East Sussex
Brighton & Hove Health Authority 2000; East Susseou@ty Council 2001; Rodriguez,
Szanto et al. 2003)The age structure of the population of East and West Sussex is
characterised by a high proportion over pensionable age with a correspondingly low
proportion of young adultdEast Sussex County Cacil 2001; Rodriguez, Szanto et al.
2003) On the other hand, Croydon has a slightly lower proportion of pkleple
compared to the national average and more residents in tv42fear old age group
(Commission for Health Improvement 20013tatistics for ethnicity, indicate that

98.7% and 96.6% of the populations of East Su@sagt Sussex County Council 2001)
and West SussgRodriguez, Szanto et al. 200@ppectively, is white. This is higher

than the natioal average. In contrast, ethnic minority groups comprise 22% of the
population of Croydon, which is considerably higher than the 6.2% average for

England. Its ethnic population is diverse with no single group predominating.

Professional profile

Professional groups Approached | Participated
Occupational therapists 15 10
Physiotherapists 9 7
Nurses 6 4
Speech & language therapists 4 4
Psychologists 4 3
Social workers & resource officers 4 0
Support staff (working under direct supervision) 3 2
Nutrition & Dietetics 1 0
Totals 46 30
Table 6.1: Numbers, by professional group, of those approached & those who participate
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The combined figures for the three teams are presented in table 6.JroMes
details of the numbers of people approached, by professional groups, and the total
number of those who agreed to participate. In total 46 people were identified as

members of the teams and all were approached. Of these, 30 people participated.

The largest profession represented in the study was occupational therapy closely
followed by physiotherapy. As will be seen, these two professions and speech and
language therapy were represented in all three teams. There was no nursing
establishment imne team. Another had no psychology input and two teams no social
workers. Although grouped by profession, the roles each person took could be quite
varied and this is developed further under each team's profile. Of the 46 people
approached there wered men. Three agreed to participate: a psychologist, an
occupational therapist and a support worker (working under the direction of a

physiotherapist and an occupational therapist).

Service profile

Disability Team A consisted of a network of professierieom different health trusts

and a local authority. The other two teams were designated services, funded and
managed by a single primary care trust, with all staff employed by that trust. All three
teams provided services to physically disabled adivitsy in the community. |

established with the team leaders, that all three teams took referrals for people with
multiple sclerosis. Each team also took referrals for people with other diagnoses. All
teams considered themselves a specialist multpdisary service offering expertise in
physical disability. Table 6.2 shows the numbers of people approached, and those who

participated, by their employing organisation.

Employer Approached | Participated

Primary Care Trusts 31 25

Local Authorities 8

Acute Hospital Trusts 6 3

Specialist Services Trust 1 1
Totals 46 30

Table 6.2: Numbers, by employer, of those approached & those who participated
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6.3  Disability Team A

This was the team, working across agencies collaborative network, informally
convened. Its purpose was to address the complex problems experienced by people
with progressive neurological conditions, where presenting needs required the
involvement of more than one discipline. The types of conttencountered included
motor neurone disease, multiple sclerosis, Huntingdon's disease, multiple systems
atrophy, progressive supraiclear palsy, and Parkinson's disease. The professional

make up of the network, and those willing to participate, iseptesl in table 6.3

Professional groups Approached | Participated
Occupational therapists 9 5
Physiotherapists 2 2
Nurses 3 1
Speech & language therapists 1 1
Psychologists 0 0
Social workers & resource officers 4 0
Support staff (working under direct supervision) 0 0
Nutrition & Dietetics 1 0

Totals 20 9
Table 6.3: Numbers, by professional group, of those approached & those who participate
Disability Team A

Leadership for the team wasntly undertaken by a specialist Parkinson's disease nurse
and a specialist motor neurone disease / multiple sclerosis nurse. There was no
psychologist within this network. The local Multiple Sclerosis Society Group had
purchased three hours of coutisgl per week, which was available only for patients

with multiple sclerosis. The counsellor was not identified as a member of the network.

Just under half those approached agreed to participate. One local authority occupational
therapist discussed hiewolvement because she was a friend. We agreed she should
not volunteer. For the others, the low participation may have been attributable to the
more dispersed nature of this team. For example, at the time of the focus group, two

different health trustemployed the physiotherapists. The local authority employed the
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social workers. The primary care trust employed five occupational therapists and the
local authority the other four. The network does not receive referrals. Each agency
receives and maagas its own referrals according to their own eligibility criteria and
assessment protocols. Service users with progressive neurological conditions and
complex needs form only part of each member's caseload. For some, like the social
workers, it is quitea small part of their professional duties, the majority of which would
be for the frail elderly. That said, | received no information from the social workers and
resource officers indicating why none volunteered to participate. The dietician was
unable o participate due to staff shortages in her service.

Another possibility for not participating was not seeing the topic as relevant to practice.
Early on, as part of recruitment, | attended a team meeting to discuss the project. Aidan
was the joint tearteader and Parkinson's disease nurse specialist. Afterwards I-wrote

‘There were few questions. Aidan did ask the group, "But how many of us deal with sexual

issues". | felt caught on the hop. How do | deal with this here and fidig?s the issue

But if he dismisses it now, how do | encourage his attendance? | stopped him and

suggested this was exactly the conversation | would wish towitlvie a focus group
(Research journal 14.11.03).

But perhaps this did not resonate with his own pracatitough for him to attend. That
is, if he was not alert to the sexual expression of service userdeifastoow priority

and difficult to allocate time to, within the pressures of work.

The responsibilities, roles and gender of participants caed in table 6.4.

Pseudonym | Position Role Gender
Anita Manager / Pract. | Occupationatherapist female
Beryl Practitioner Physiotherapist (Neurology) female
Carol Practitioner Physiotherapist (Hospice) female
Della Practitioner Occupational therapist (Wheelchair service) female
Eliza Practitioner Occupational therapist (Hospital outreach) female
Fiona Pract. / Manager | Nurse (Team leader and specialist MS/MND nurse) | female
Ginny Practitioner Speech and language therapist female
Henry Pract. / Manager | Occupational therapist (Hpsal outreach) male
Irene Practitioner Occupational therapist (Local authority) female
Table 6.4: List of participants from Disability Team A
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The team members who agreed to take part were more diverse than in the/@ther
teams. This is because the services provided by each agency are not uniform. For
example, of the five participating occupational therapists: one was a manager in charge
of occupational therapy services for the primary care trust; two provided dutreac
rehabilitation from the hospital; one was from the wheelchair service, and one from the
local authority. Of the two physiotherapists, one worked mainly in the hospital and
particularly in the gymnasium and hydrotherapy pool. The other provided palliati
physiotherapy at the hospice. In this irdgency network, it was not appropriate to

have a key worker system. Rather, members of Disability Team A met regularly to
liaise with the other professionals likely to be involved in complex cases. |dprbai

forum to seek advice, to give and receive support, and to make referrals.

One last point to note with this team is that | knew five participants. | spent time
reflecting on this and wrote
'Participants. Several members of the focus group weradlknown to me. Two were
University X students Diana and Henry (Henry even a personal tutee) and one a University
Y student Eliza, (where | was a visiting lecturer). With these 3, | had conducteedayalf
workshop on sexual issues in OT practicalsb know Anita through management links

with work and Lorraine through work links in my training role. How much does knowing
participants effect the study?' (Team A, NVivo memo)

Unlike the friend who did not participate, | considered treEspiaintanceships were
professional. The students had all been qualified for more than a year. Therefore, | felt
the relationships would be robust enough not to grossly distort the power relationship.
Having thought through these issues, | judged thatcansequence on the research

might not necessarily be detrimental, it could equally be positive.

6.4  Disability Team B

This team had been established by the primary care trust to provide services for people
with a physical disability. This included a wicenge of disabling conditions with

almost half the referrals being for people with multiple sclerosis. Other conditions
included Parkinson's disease, cerebral palsy, orthopaedic conditions and various
dystrophies. The administrative base of the teaman@salth centre. Rooms were
available at this base where patients could be seen but all the team members undertook

the majority of their work in service users' own homes. The team, via one of the nurses,
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also had access to two respite care beds. Tdfegsional formulation of those

approached and those who participated is given in table 6.5.

Professional groups

Approached

Participated

Occupational therapists

Physiotherapists

Nurses

Speech & language therapists
Psychologists
Social workers & resouraafficers

Support staff (working under direct supervision of physiotherapist)

Nutrition & Dietetics

O P O P N W W Bk

O rr O P N W W Bk

Totals 11

11

Table 6.5: Numbers, by professional group, of those approached & those who participate

Disability Team B

A list of participants, their responsibilities, roles and gender is given in table 6.6. All

are employed by the primary care trust and all agreed to participate in the study. Unlike

Team A, these participants acted both within their professional radeasageneric key

workers. The team leader was a nurse. There was only one occupational therapist in

Pseudonym | Position Role Gender
Janet Practitioner Physiotherapist female
Kitty Manager / Pract. | Nurse (also team leader) female
Lesha Practitioner Physiotherapist female
Maeve Practitioner Occupational therapist female
Nancy Practitioner Nurse (and incontinence advisor) female
Odele Practitioner Psychologist female
Peggy Practitioner Physiotherapist female
Quita Practitioner Suppot worker (supervised by physiotherapist) female
Rhoda Practitioner Nurse (with some responsibility for respite care) female
Sarah Practitioner Speech & language therapist female
Shena Manager / Pract. | Speech & language therapist female
Table 6.6: List ofparticipants from Disability Team B
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language therapy manager were the only stelfffave duties with other services and

were the only members of the team not based at the health centre.

Referrals for Disability Team B were received centrally. Any member of the team

might undertake the initial assessment although, where staff airgilpbrmitted, the

assessor was allocated in response to the presenting problem. Initial screening included

completion of an ‘irhouse’ multidisciplinary assessment tool, summarised in table 6.7.

After recording basic information and contact details tbrm covers sixteen areas.

A wDdh e

© N o o

10.
11.

12.
13.
14.
15.

16.

Medical- past medical history and current condition
Other professionals involved

Type of accommodation

Physical condition including pain, skin care, sensory loss, sleeping, respiration, eating &
swallowing, diet, urinaryncontinence and faecal incontinence

Self care- including: feeding, washing, bathing / showering, dressing and toiletting
Domestic tasks including: housework, laundry, cooking, shopping and use of money
Communication which included: hearing, compratson, speech, sight, reading and writir
Mobility - including bed & chair transfers, indoor and outdoor gait, steps & stairs and
transport

Psychological factors such as memory, mood, behaviour, and concentration
Relationships / Sexuality

Employment- including present and previous employment and the clients perspective or
wish to be employed or not and the help they need to be employed

Benefits and Allowancethis asks if correct allowances have been claimed

Leisure Activities- with a note 'speify information required'

Respite Care checking if it is being received or is required

Other relevant informationincludes manual handling requirements, equipment in situ an
whether carers have been shown how to use equipment

Main Carer- which gathes details of the main carer and their occupational / health status

provides a place to record other members of the household

Table 6.7: Summary of Team B's initial assessment form
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Item ten, Relationships / Sexuality, is a bald heading with thisee lines below. It is

the only section to have no prompts, cues or guidance notes. After the screening visit
the case would be discussed and, if accepted, allocated to a key worker based on
identified need. Cases are rarely closed although they ewyie inactive. The key

worker may hold case responsibility for many years.

6.5 Disability Team C

This team is funded by the primary care trust to provide an intensive community neuro
rehabilitation service. This includes people with stroke, head imuuitiple sclerosis,
Parkinson's disease, motor neurone disease and other neurological disorders. All the
team members are employed by the primary care trust. The professional formulation of

the team, and those willing to participate, is indicated iretél8.

Professional groups Approached | Participated
Occupational therapists (includes one locum) 5 4
Physiotherapists 3 2
Nurses 0 0
Speech & language therapists 1 1
Psychologists (includes one trainee) 3 2
Social workers & resource officers 0 0
Support staff (supervised by ogational therapist and physiotherapis 3 1
Nutrition & Dietetics 0 0

Totals 15 10
Table 6.8: Numbers, by professiongtoup, of those approached & those who participated
Disability Team C

The team caprdinator was the speech and language therapist. Unique to this team was
the absence of nurses. This is because the service remit was intensive rehabilitation.
Patients requiring egoing nursing support were deemed inappropriate and would be
referred on for a slower, less intensive programme. Two psychologists agreed to
participate in my study. One, a trainee at the time of the first focus group, was a month
from completion of his training. A list of participants, their responsibilities, roles and
gender is given in table 6.9.
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Pseudonym | Position Role Gender
Tanya Manager / Pract. | Speech and language therapist and teaordimator female
Tatum Practitioner Occupational therapist female
Tracy Practitioner Occupational therapist female
Unwin Practitioner Psychologist male
Vicky Practitioner Physiotherapist female
Wendy Practitioner Occupational therapist female
Xavie Practitioner Occupational therapist (locum) female
Yvonne Practitioner Physiotherapist female
Zanna Practitioner Psychologist female
Vince Practitioner Support worker male
Table 6.9: List of participants from Disability Team C

Referrals for Disability Team C were received centralyigibility criteria were based

on the ability of the client to cope with, and benefit from, intensive therapy from at least
two different disciplines. The intervention was limited to 14 weeks and was only
available to those who could manage ambulararesport, or who could provide their

own transport. Any member of the team undertook the initial assessment, with
allocation usually linked to staff availability. After the screening visit, usually
completed within two weeks of referral, the case wouldibeussed and allocated to a

key worker based on identified need. The screening tool used was develdpadih

and is summarised in table 6.10. At the time of my fieldwork with the team, there was

no specific reference to sexual expression or matiips on the assessment form.

From the initial assessment, a summary of recommendations would be made and, if
appropriate, the case was prioritised for intensive nezhabilitation. If the referral

was accepted, the patient was seen for three to eight appointments per week. All
appopriate professionals assessed the client during the first three weeks. They
compiled a multidisciplinary assessment with a staged intervention programme. Cases
were reviewed every three weeks and this involved the service user and their family. To

assst service evaluation the Brain Injury Community Rehabilitation Outcome Scale
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1. Medical history- present neurological condition, other conditions and previous medical
history
Social environment including any involvement by Social Services
Physical & Sasory- includes any weakness, problems with balance, falls, swallowing ,
continence, menstruation, any loss of sensation
Communication first language, comprehension, speech and written communication
Functional Mobility- includes bed, chair & toilet traéfers, mobility indoors & outdoors,
stairs, public transport

6. Personal & Domestic Activities of Daily Livingincludes washing, dressing, essential meg
/drinks preparation, housework, shopping, and managing finances

7. Cognitive abilities includes concenation, initiation and organisation, perception / neglect
orientation and memory
Daytime and Leisure Activities / Interestboth past and present
Psychological Factorssuch as mood, insight / awareness, reduction ircselfidence,

impact on family elationships.

10. Other Relevant Informationthis is a large space for any other comments

Table 6.10: Summary of Team C's initial assessment form

(BICRO-39), a patient questionnaire, was used to obtain subjective feedback. In this the
service userates: how much assistance they need with personal care, mobility and self
organisation; how much time they spend with their partner & children, parents &

siblings and how much time is spent in socialising and in productive employment. The
final questions on their psychological well being. There are no direct questions

relating to intimacy and sexual relationships, only tangential ones like, "How often do
you spend some time with your partner or spouse?" Or, "How often do you feel

lonely?" Cases ardased when intervention is completed. If a patient waeferred

to the team, another key worker might be allocated.

6.6  Chronology of focus groups and interviews

Table 6.11 gives focus groups and interview dates and who was present.
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Date Activity Coce Participants
Disability Team A
10.01.03 | 1% focus group A fgl Anita, Beryl, Carol, Della, Eliza, Fiona & Ginny
20.01.03 | 1% interview AiiAL | Irene
27.01.03 | 1%interview AiiB1 | Henry
28.02.03 | 2" focus group (main) A fg2a | Anita, Beryl, Carol, Fiona & Ginny
03.03.03 | 2" interview AiiA2 | Irene
05.03.03 | 2" focus group (sub) Afg2b | Della & Eliza
10.03.03 | 2" interview AiiB2 | Henry

Disability Team B

12.05.03 | 1% focus group B fgl Janet, Kitty, Lesha, Maeve, Nancy, Odele, Peggy,
Quita, Rhoda, Sarah, Shena,

16.06.03 | 2" focus group (main) B fg2a | Kitty, Nancy, Janet, Sarah, Peggy, Lesha, Quita, &

Rhoda

17.06.03 | 1*interview (phone) B iiA1 | Nancy

23.06.03 | 2" focus group (sub) B fg2b | Odele, Shena & Maeve

28.07.03 | 2" interview BiiA2 | Nangy

Disability Team C

10.09.03 | 1% focus group Cfgl Tanya, Tatum, Tracy, Unwiicky, Wendy, Xavie,
Yvonne & Zanna

01.10.03 | 1%interview CiiAl | Vince

12.11.03 | 2"focus group C fg2 Tanya, Tatum, Vicky, Wendy, Xavie & Yvonne

19.11.03 | 2"interview CiiA2 | Vince

19.11.03 | Post f/g interview CiiB1 | Tracey

10.12.03 | Post f/g interview (phone)| C iiC1 | Zanna

Table 6.11: Chronology of focus groups and interviews with the three disability teams

It also provides the codes | use to reference suppatiigignce in the analysis. In
total, there were eight focus groups of 1% hours duration; eightddeaee interviews

ranging from %4 to 1¥2 hours duration, and two shorter telephone interviews.

6.7  Serendipitous data

Holliday (2002 p7) notes the importancerésearch of 'serendipity and opportunism’.
During the phase of my research when | was gathering data from the teams, two

separate electronic discussions occurred. The first was a series of emails posted on the
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Model of Human Occupation (MoHQ@Iscussion grougveb site, on the subject of
sexual expression, MOHO@LISTSERV.UIC.EDU The second opportunity was
provided by the Multiple Sclerosis Trust. They published a ‘chat room’ discussion
hosted on tair web sitevww.mstrust.org.uk | downloaded these texts and coded them
using NVivo. | have used the information in them to provide further supporting

material for the emergent themes in my research. They amaatised below.

The Model of Human Occupation (MoHO) ediscussion

The MoHO is a model of practice that helps to conceptualise the domain of

occupational therapy. The MoHO web site invites electronic discussion from

occupational therapists on matters ral@to MoHO. The model's originator is

Professor Gary Kielhofner. In a book on the model, he stated that
'‘Occupation refers to human activity; however, not all activity is occupation. Humans

engage in survival, sexual, spiritual and social activitiesldition to those activities that
are specifically occupational in natu¢ielhofner 1993 p138)

The email discussiooonfirmed this was still his position. Twerntyie emails were
posted in the temeek period from 11 February to the 27April 2003. Seven of these
were from Professor Kielhofner. Thiscerrespondence provides the only available

explanation to datefdis position.

In his emails, Kielhofner set out why he saw the sexual drive as fundamentally different
to the drive for action that underpins occupation. He suggested sexual activity is based,
like hunger and pain aversion, on tissue needs whereagatimpuis based on the drive

to be effectivgKielhofner 2003a) He was sharply critical of making ‘anything into
occupation’ and rushg 'in like fools to address whatever we feel I(kgelhofner

2003b) Instead, he recommended developing a depth of understandirigaabou

delimited area of human life (occupation) arguing that sexuality was beyond the
phenomena that MoHO seeks to expiirelhofner 2003d) He ‘'vehemently' disagreed

with a proposal that occupational therapists should advocate for clients or signpost them
to resourcegKielhofner 2003c) This he aligned to becoming 'a second rate service' in

an endeavour to compensate for a society that does not provide adequate services
(Kielhofner 2003c)
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In his concluding email, he focused on the intersection of occupation with non
occupational activities such as sexuality and spirituéitglhofner 2003e) He sought
to define where an occupational therapist's expertise ends. He provided an example of
the intersection of occupational therapy with spirituality.
If a client of mine made it cleahat spirituality was a part of how he/she made meaning of
life and coped with the illness, | would certainly want to know how this person's beliefs
influenced the choices he/she made for occupational engagement and what occupations
held meaning for this pson. | would, as a person with expertise in occupation query
whether the person can participate in the spiritakdted activities she/he desires and
whether occupational factors (performance limitations, environmental barriers, role
overload, time margement, etc) are interfering. | would certainly also acknowledge and
unjudgementally validate the client's viewpoint that may include spiritual content. If the
client sought advice that was 'spiritual' in nature | would listen respectfully, acknowledge
that the client's beliefs appear to be very important to him and that he/she seemed to be

struggling with them, inform the client | have no expertise in the area, and to offer to find
an appropriate spiritual counsel@ielhofner 2003e)

In this example, there is validation of the client's spirituality. The therapist listens non
judgementally to the client's spiritual concerns. Kiefiofproposes that the therapist
address any issues that fall within their own professional competency (e.g. performance
limitations, environmental barriers, role overload, time management etc). The
occupational therapist acknowledges the limitations @f txpertise but provides

information about, or refers the client on to, a spiritual counsellor.

| will return to this example later because his response to a person's spiritual needs is
similar to my proposals in terms of facilitation of sexual expogsiee section 13:2

A sexual health practice model for disability practitioners). However, there is a crucial
difference. Culturally service users will not make clear the importance of sexuality in
their lives unless they are given permission to dgAsmon 1974) | have used this
electronic discussion as additional data in this study because it sets out Kielhofner's
position. His emids are explicit: he intends no 'open invitation' for occupational

therapists to deal with sexual expression in the(&msihofner 2003e)

Multiple Sclerosis Trust web site

The Multiple Sclerosis Trust hosted an electronic ‘chat room' on sexual problems and
pregnancy in multiple sclerosis. It was advertised to their membership and was
available all day and into the evening of the 23nadeJR003. It was open to both people
with multiple sclerosis and health or social care professionals. The experts available to

field questions during the day included: 2 specialist multiple sclerosis nurses, an erectile
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dysfunction specialist nurse, andedired psychiatrist with personal experience of
multiple sclerosis. The transcript was published in full, on theirsiteb During the

day 25 people contacted the site. The majority of inquiries were from people with
multiple sclerosis or their pam¢rs. The published discussion was scrutinised especially

for the information it gave to people about professional practice.

The discussion demonstrated a need for a forum to ask questions. Both men and
women, were seeking information, for example,

Jim: (Talking about problems with both erection and orgphta not a question I've found
easy to talk about with people. Are there specialists | can be referred to?

Steve | have a problem with spasms if | lie in some positiotigs can be very awkward.
Are there any ideas that could help with this?

Gail: € but where do | get a vibrator from?
too embarrassed.

Sam Can you tell me what an erectile dysfunction nurse does? I'd not heard of them
before this bat room.

Advice was requested on a range of sexual issues including loss of libido; decreased
sensation in the genital area (both male and female); erectile dysfunction; management

of fatigue; drug regimes and management of continence.

Sometimes the ingry was managed within the chat room. More often, the chat room
specialists recommended the inquirer talk with a professional.
MS Nurse: It is important to discuss your problems with a professional (i.e. a nurse or

doctor or incontinence advisor) wholWae able to offer individual advice to you according
to your circumstances.

The same multiple sclerosis nurse identified key professions.

MS Nurse: The most informed professionals to discuss sexual problems with are either
your MS Nurse, your GP, yo@ontinence nurse or your urologist.

Some of these professionals are experienced in disability issues. Of these it was the
multiple sclerosis nurse in particular who was seen as having specialist skills in
‘assessing sexual problems' and being 'spetiallyed’ to help with sexual expression.

One inquirer who sought information on sexual expression related to ‘bladder and

! Downloaded fronwww.mstrust.org.uk/cgbin/pages.pl?cgiaction=displaychild&key=386 2606.03
at 7.38 p.m.
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bowel' problems was advised to seek a 'thorough assessment from the incontinence

nurse'. He was assured the incontinence nurseaghilse you on this'.

This electronic discussion has been included because it demonstrates that disabled
people are being told that at least two professionals with expertise in disability: the
multiple sclerosis nurse and the incontinence advisor hawel&dge and skills around

sexual expression and are able to facilitate exploration of the issues.

6.8 Conclusion

This chapter has outlined the extent and nature of the data. It includes a profile of the
professional groups that participated in the studyaabdef description of the

composition and purpose of each of the three Disability Teams. The number and
chronology of the focus groups and interviews has been presented as well as a summary
of the serendipitous data used in support of the thematic analiysis outline of the

data underpins Chapter 7 where my interpretation of the data begins.
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CHAPTER 7: DATAANALYSIS IN ATEAM CONTEXT

7.1 Introduction

In the opening pages of this dissertation, | said that sexpaéssion was either not
addressed or is difficult to address in practice. This statement is based on my research
with the disability teams of this study. | accept this finding is contextually specific and
not generalisable to all physical disabilityates, however | suspect that many disability
practitioners will find it resonates with their experience. In this chapter, | intend to
demonstrate the integrity of this statement, embedded in the data, within the contexts of
the three teams. To do this arrative of each team is provided and, using the
participants' language, | shall present key discussion points that arose in the focus
groups and interviews. My intention is to convey the uniqueness of each team as well
as the interplay of issues. Agditisese descriptions, for each team separately, | shall
review the objectives of the study outlined in chapter 1 (see sectie\itxs of the
research). Factors that inhibit practitioners from addressing sexual expression are
introduced here. They aceitically analysed in subsequent chapters to enable a deep
understanding of the powerful deterrents to practice.

This chapter begins the task of analysing the data. It should be seen as an intermediary
step between the facts presented in chapter 6henidterpretive stance of the next five
chapters. In these later chapters, themes are disengaged from the context and
reconstructed to present my understanding of what underpins professional practice.
However, my aim at this stage is to provide a tamgdgnse of the teams, and the group

processes, against which the thematic analysis has been developed.

7.2 Team A's narrative

A multi -agency network

Disability Team A is the inteagency network. Perhaps as a consequence, individuals

spoke more from a pensal rather than team perspective. | have tried to represent this

individuality despite grouping the information by profession. It should be remembered
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that, although not employed in the same agencies, the team provides services to a shared
client group. When Irene talks of referring to the community rehabilitation service this

is managed by Anita, led by Henry and staffed by Eliza.

Nursing
| began the first focus group by asking if sexual expression of serviceneseas
professional concern (A fgl plFiona was first to respond.
Fiona: Yes | would say that it is. | mean as part of my easgessmergs he et asé t he MS
and MND nurse, ermpartofthai t 6 s act uall lay idoeesmhm gbsut | t ake t hat

t o cover an yrelationdhipsvhi eotnhsehri ptéhey o6r e within a family
of relationshipthere is between thgartnerand husband awife (A fgl p1l).

She had only been in post four months but in that time she said sexual issues 'have
openly been brought up within a patient adtegion’ on 'three or four' occasions (A fgl
p3) implying itwaspart of her practice. She was aware of the profound effect disability
could have on a patient's whole life including sexual expression which could effect the
fibre of the relationship' (Ag2a p3). She was clearsihouldbe part of her practice.

As the discussion progressed however, it emerged that although she was committed in
theory, it was not a routine part of her practice.

Fiona: I said it 6groutaughtgy éa shdbehgegsmdntputt my hand upée |
tentatively ask, but itds not something that | ai

The times when sexual expression had been raised, the patient had raised it. Reflecting

on her practice, she said

Fiona: | must admit that hang known that | was coming to this group, it has raised my awareness at
how little input | have given to sexual problems (A fgl p30).

Fiona spoke of her lack of confidence, especially not knowing what help was available
and having little knowledge or #ls (A fgl p25). Because of this research, she had
applied to attend a threday conference on sexuality and disability (A fg2 p29).

When discussing team roles there was a round of laughter as everyone suggested sexual
expression should fall more to Fiona than any other team member (A fgl p22). Itis
difficult to ascertain if this was about Fiona as an individual rather than heracdede

the group did not infer a role for the other clinical nurse specialist, hexaco leader,

Aidan. Two people implied it was the role. Henry saw the clinical nurse specialist as

more able to discuss sexual issues 'because they can bring it upudgras a medical
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thing' (A iiB2 p9). Likewise, Irene suggested the clinical nurse specialist might be the

first person she would consult (A iiA2 p6).

Occupational therapy

Of the occupational therapists, none provided permission for service usexgsdis

sexual concerns and there were very few examples from practice. Sexual expression or
intimacy was not on any occupational therapy assessment forms, nor had it been
considered in the development of the single assessment tool (A fgl p10). There was
ageement that theoretically, sexual expression could be included within occupational

therapy but, as will be seen, views were mixed about the boundaries of involvement.

Specialist occupational therapy roles

Della felt sexual expressi@houldbe part of ggeneralist occupational therapist's role

but not within her present position in wheelchair services (A fgl pl) because of the
limited time available (A fgl p1; A fg2b p2 & 6) and the specialist nature of the work

(A fgl pl). She saw her involvement coasted by the service users' perception of her
role (A fgl p3 & 4). Most of her patients were also being seen by other physiotherapists
or occupational therapists (A fg2b p2) implying that there was an alternative, possibly
more appropriate person to ragexual concerns with. Della felt patients might

approach anyone in the team so all should have some skills (A fgl p22). It was an area
of practice she had no direct experience of (A fg2b p14).

Irene, like Della, has a specialist occupational theraley veorking for the local

authority with a specific remit for environmental management. She opened her
interview by saying that none of her service users had ever raised sexual issues (A iiAl
pl) which | found interesting as sexual expression had prdyibaen part of her role

when working in cardiac rehabilitation and stroke services (A iiAl pl). When

reflecting on her present practice she recognised situations where it might have been a

concern for the service user (A iiAl pl & 2) but it was an aneadsd not cover.

She attributed this mainly to the focused nature of the work and that it was not a 'rehab
type of environment' (A iiAl pl). She was conscious of the pressure of waiting lists 'for
things that we specifically need to do’, the statuteguirements (A iiAl p5). The

limitation of her time (A iiA2 p3) was a strong deterrent. She described many things,
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which might improve people's independence for example dressing, that she did not have
the capacity to do herself (A iiAl p5). She woulterehese people to the community
rehab team or elsewhere but,

Irene: é after a whi lfoeusegicsadly in e way orttlmsemeedsyaui t e

candirectyme e t . Erm, and so | t hperpkerapreasthaa bl vy t her ebds
areles expl ored é I think probably | 6ve got ut

those areas in as mudbtailreally (A iiAl p2).

She described the lack of time as 'a shame' although | noted in the margins of the
transcript my sense that relief (A iiAl pBay accompany this. She suggested her
supervisor too would not be 'overly keen' on her attending to anything outside the local
authority's statutory obligations (A iiA1 p5). She saw a conflict between the priorities
of the service and the potentialligh priority a sexual problem could have for the

service user. It could 'overshadow everything else' (A iiAl p6).

Additionally she feared being intrusive or offending service users (AiiAl p2 & 3; A
iIA2 p4). In her previous roles, sexual expression waseduced as part of group work
inviting people to approach therapists individually if they wished. In her current
position, she was working ofite-one in service user's homes. She identified that she
would be more comfortable if the client raisedAiti(Al p3). She was aware she did

not enable disclosure on sexual issues (A iiAl p3). Even when considering replacing

someone's bed, there would be no discussion of intimacy needs (A iiAl p13).

In imagined scenarios, she indicated a level of confidahoet what she could manage
within her role and where she might refer on (A iiAl1 p4). Within Disability Team A,
she suggested the most relevant practitioners to address sexual expression were the
specialist neurology nurses. Many of her service usetgthare not seen by other
health or social care professionals (A iiAl p4). She acknowledged a potential gap

Irene: | think there are, you know, probaligw professionals working with thelicabled
person, that would see it as specifically their (@l@iA2 p5).

Generalist occupational therapy roles
Anita, a manager, spoke about the place of sexual expression within the occupational
therapy role (A fgl p25; A fg2a p25). For her it was important to have ‘boundaries’

rather than a 'potential opense@ fg2a p25). She described a line between discussing
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sexual expression 'for a clear reason,' (A fgl p25) as part of the wider functional
assessment, rather than discussing sex ‘per se' (A fg2a p25). Her example was in
reviewing sleeping arrangemesraiisd considering specialist beds (A fgl p15; A fg2a
p25). Here she said it was important for occupational therapists to consider the
intimacy needs of the patient and carer in making their professional recommendation (A
fg2a p25). It was a task she satie $elt comfortable with (A fgl p25) but as a manager
she worried that it was not always fully explored before 'beds were brought downstairs'
(A fgl p15). She had no formal strategies to explore sexual expression.

Anita: You just h adownas farélown a path asayduean pdssibly go and

hope that theydll pick up on sort of erm on the i
thanéyou canét ask direct questionsél/ (A fgl p2)

Eliza commented that a number of occupational therapistsr&ve would be unable to
explore intimacy needs when changing sleeping arrangements (A fgl p16). This led

Anita to think about training needs.

Anita: So | think therebds work to do, thereds ongo
people are looking atthas,ut t hen t hereb6s also giving them the
with the issues that might come up once theydre

more open with those things (A fgl p16).

She also acknowledged a personal component because wipsrsoe might be

comfortable with another one wouldndét (A fg

Anita: You couldnét insist on people doing this in
OT suddenly said O6Right, you know, we want everyl
eve ybody, you know, a protocol for discussing sex
be horrified, theyod6d just o6l just candt do thato

Despite suggesting sexual expression was a purposeful activity (A iiB2 p5) it was not
part of Henry's prace. He did not raise it with service users and apart from one

patient, no one has raised it with him. He disclosed,

Henry: ¢é | k nternblell i rhiatvaet i ons with thisé é | 6ve see
community manypeople withmanyconditions, yel struggle to recourgpecificissues
aroundsexualityt whi ch says a lot really (A iiBl pl2).

He used the research interviews introspectively exploring why he saw sexual expression
as a 'taboo' and 'difficult' area (A iiB1 p1). This ranged from tharmesgtional context
(A'ii B1 p3) to him as a person (A iiB1 p7). He suggested, with its problem solving,

client centred approach, sexual expression could be part of occupational therapy (A iiB2
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pl4) but for him, it was not the 'norm' of practice (A iiBl)p He believed, as an
occupational therapist, he had the potential capability to address sexual issues but

unintentionally ‘we keep away from it' (A iiAl p2). He said sexual expression always,

Henry: e sort of r emai nsftimespsaserdcesewe haveékefgt hi nk maybe
that separateé thatds about, somewhere else or f
do that, but I 6m wondering if thatés the message

It was more than lack of knowledge or expergbecause he was certain training needs
would be met if sexual expression were routine practice (A iiB1 p10). He noted in other
areas, how he was able to work comfortably 'with what | don't know' (A iiB1 p6). He
indicated that the absence of sexual esgimn from any policies and procedures was
‘almost giving you permission to avoid it' (A iiB1 p4). He felt no sense of authority to
explore this area with service users (A iiB2 p3). At a personal level, he feared
accusations of malpractice and, as a nelhparticularly vulnerable (A iiB1 p145).

He talked of anxiety and risk (A iiB2 p2). These were about failing the client (A iiB1
p3); the responsibility in addressing such a sensitive subject (A i), @hd lack of
support (A iiB2 p6). To undtake this work he cited the need for clear boundaries (A
iiB1 p16) and protocols. As an occupational therapy team leader he also noted he

‘couldn't ask staff' to incorporate sexual expression into their practice (A iiB2 p19).

Eliza said sexual expressioras a legitimate part of occupational therapy and referred

to the holistic nature of the profession '|

p2). However, the discussion had highlighted for her how little it had been part of her

practice (A fd p30). She never explicitly asked service users (A fg2b p7) in case it was

not relevant or appropriate (A fgl p2; A fgl p30). My sense was that despite being the

most vocal person in the first focus group she was defended and ambivalent (Team A

NVivo memo). In the second focus group, | reflected on the implicit assumption of the

research study: that professionals should be able to deal with sexual issues. | asked,
Researcher How do | give yolpermissiorto kind of come down from that and say well

maybe as a therapist | can do my wavkhout taking sexual issues on board? (A fg2b p1l)
Eliza: | think most of us, quite genuinely, when the thought is put in our head about

whet her itds erm sexual i ssues oanythingi ri t ual i SSu¢
that involves human relationships, we do feel it
feel that we should be |l ooking holisticallyé e

think that we would explore all those issues. | mean, exploresgth d o esnét mean t hat w
think webre the one that has got-2t he answer or t|
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| believe she is saying that sexual expression theoretical fits with occupational therapy

but it is not currently in professional thinking: itrist 'put into our heads'!

She cited only two occasions when sexual expression had been discussed. Once when
she was a basic gradean orthopaedic ward roungatient had anxiously tried to raise
the subject with the consultant but was dismissed th@nendous' way (A fgl p22).
Eliza said to the patient
Eliza: 6That 6s not what you wanted to hear was it?

staff nurse from the ward because | was only a very new basic grade, and | had no
understanding (A fg132).

The second occasion was a man, a 'neuro patient' (A fg2b p7).

Eliza: é verydiregtguestiany  Oldsibghunction in my | egsé6é, you Kk
this is happening to mieam| going to be able to continue to haae? 6 (A fg2b p7)

Becaug he asked a direct question, she felt she had permission to respond in a direct

way and they talked about positioning (A fug
but she felt it gave him 'enough’ to manage what she saw as a practical problem (A fgl

p22). She noted how much harder she would have found it if he had included emotional
concerns (A fg2b p7). She saw her role as talking about the practical side, beyond that,

she would consider referral (A fg2b p7). She saw a boundary between occupational

therapy, where she used ‘mreunselling skills', and counselling (A fg2b p9).

Physiotherapy

At the start of the focus group, Carol disclosed that ‘quite often' in the gym, patients
introduced sexual concerns (A fgl p2). So there were examples froticgifac the
physiotherapists to consider. One incident occurred only the day before with a patient
who had had a spinal cord tumour partially excised. During his physiotherapy, he said
he had had an erection that morning, ‘out loud in the middle gfythewith other

patients near' (A fgl p19). He was wondering if this was a sign of progress. Another

example occurred during an assessment of a man with multiple sclerosis.

Carol: € obviously we |l ook at physicthdtsomspects of h
of rolling on the bed and standing up and all t h:
moving around, he just came out with thisé that |
obviously had some erectile dysfunctioné (A fg1l |

However, there &s some ambiguity about whether sexual isshesldbe part of

physiotherapy practice. In the first focus group Carol said,

Sexual expression, physical disability & professional practice 153



7 - Data analysis in a team context

Carol: I think that physios should accept that role
dondét feel c on fitingkysical oripsycholagiaal térmsgA fgdip28h

Thus suggesting a theoretical role but owning her lack of confidence. Likewise, Beryl
implied an openness to consider sexual expression but it not being part of her practice.
Beryl: ¢é | | i &t leam bpen ahdethet peoplér could discuss these things with with

me , itds Iitds not something thateé er has ever r e:
experience of of speaking to-3people abouté such |

She felt it was not necessdoyknow the answers 'to these problems' but if a problem is
identified they 'can direct them to someone who can help' (A fg1 p30). In the second
focus group, | reflected what | saw as a theory practice divide and highlighted how this
could be caused bydhinherent bias of the research.
Researcher One of the things that wasally intriguing to me is that you were all saying
vesin theory this oughté and fdctofwnaaskitigthe nki ng how, |

questiorkind of puts that in the equation, and | think how do | enable people to say
6 Act maddl gl, do ndits paofmy,roletiho matnt t o do t hisd é.

Caro: Yeah | mean |l ast ti me i maybehwasphwsimsmary | t hi nk
raher 6, or it sort of c anpbysicalsortbfphysiogolettohat t her e wa:
deal with and | went Laughtey €hi M&unkwidt®pstdo we it ?'

take that on is it really ourresponsibility? (A fg2a p45)

She went oo consider if perhaps the physical aspects of sexual expression might be
within the role but felt clear that the ‘emotional sort of psychological issues' were not (A
fg2a pb5) . Beryl agreed adding that given t
asking é about these sort of things' (A f

physiotherapists were not certain thathbuldbe part of their professional role.

However, they were faced with the dilemma of patients raising the subject with the

Carol: But whentheylowant t o t al k about difi¢ulttakngpwway, t hat 6s w
where to take that you know (A fg2a p5).

She described what happened after her patient with multiple sclerosis had disclosed his

problems in sexual functioning.

Carol: e and |I thought well 61 candt deal with th
faceé he was with his back to me, wal king across
how he walked at that point, anddndéhte pjruoslito ncga meh eo ut
conversation, I didnét really know how to deal wi

Likewise with her spinal cord patient the day before, she thought to herself, not only
was there an inappropriateness in talking in the public space of the gymnasiime but

also felt that "1 just, didndét want to go f
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Speech and language therapy
The speech and language therapist Ginny indicated a theoretical role, which was
followed through in her practice but she outlined boundaries and torit® role. This

included being responsive to inquiries but not initiating them.

Gnny: ¢é from a role point of view, I mean most pe
|l anguage therapists with having socualyof sexual é
get approached quite a |l oté erm within a hospital

She considered sexual expression to be part of communication and once patients saw

beyond speech therapy as ‘elocution’ (A fgl p5; A fg2a p9)

Ginny: té doesndt take |l ong before theybdbre asking m
wheel chair problems, theiré you know, and all t h
bigger and bigger and bigger and | tha?vbe t o keep
and 6do you want to?6 and 6do you want me to put
much moreé | dondt even know the wordé

Fiona: Sign posting effectgfoup laughtey
Ginny: Yes (A fg1 p5).

She was open to sexual inquiries and proviebemmples from her practice. This

included one couple where the man had motor neurone disease. Ginny had a good
relationship with them and he had approached her about the difficulties of oral dribbling
during sex. So they talked about positions 'andg#iifA fg2a p10). In another

example, she was doing a lifestyle book for a woman moving into care (A fg2a p28). It
outlined her daily routines and included private time for physical intimacy with her
partner. Another example was the wife of a strokeepaitvho needed information on

sex now her partner had been catheterised (A fgl p18).

Initially she attributed this to working orte-one in a private area (A fgl p5) but later,

on reflection, she felt it might be more to do with her, rather than hezgsiohal role

(A fg2a p9). She described her profession as middle class (A fgl p8), prissy (A fgl p8;
A fg2a p9) and pdaced (A fg2a p9).

Ginny: é so yeah maybe it is, maybe it is a O6med th
therapy thing (A fg2a p9).

Ginny did not provide permission for service users to discuss sexual issues. The

patients had initiated all approaches to her.
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Ginny: é that s been initiated by themé and if

t he

might be quite difficult forthemto ni t i at e, but itéds how, how comfor

about actwually initiating that discussion. e
specifically asking any questions about, vyou

Ginny appeared to be the only person in Disabilityrit @awith good knowledge about
referral resources and the role of sexual dysfunction services (A fg2a p7). In part, this

may be due to her previous specialist experience of working with transgender clients.

Taking part in the focus groups made Ginny restter her professional role and the
importance of communication to intimacy and sexual expression. She was left with
guestions about the depth and limits to the role including providing permission to
discuss sexual expression (A fg2a p26).
Ginny: Isuppose we, we ought to do it
it be that we just acknowledge th
S

pass you on to, or should we be
know, do you have difficulty communicating these things (A fg28)8

1 t
at yes the
p e,coouf i cal l

7.3  Evaluation of research objectives for Team A

Disability Team Amembersndicated that intimacy and sexual expression should, in
theory, be part of service provision. Thenaal nurse specialist was seen as the most
appropriate person to address sexual expression although participants also considered it
appropriate to occupational therapy and speech and language therapy. The
physiotherapists were not sure about a theolgircdessional role. However, patients

did disclose to them, highlighting their lack of skills to manage disclosures positively.

No members of Disability Team A were routinely addressing sexual issues in practice.
The specialist MS / MND nurse and sple@nd language therapist had addressed issues
when raised by service users. The occupational therapists had made some very limited
interventions. No members of Disability Team A demonstrated confidence or
competence in providing permission to patientdisgcuss their sexual concerns. There

was little confidence and competence demonstrated to provide limited counselling and
support. Apart from the speech and language therapist, the knowledge of support,
guidance and referral resources for both the ematiand physical aspects of sexual
expression were limited. The speech and language therapist had specialist skills around

transgender clients but otherwise there were no unique or shared specialist skills within
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the team. As work was not being donéhis area, support networks were not

developed. The MS / MND nurse did identify her need for further learning.

7.4 Team B's narrative

The whole team
All eleven members of Disability Team B attended the first focus group. This was
unexpected, as only ninersent forms had been posted back to me. | wrote afterwards,

Post Group 11 people!! Two turned up unexpectedlyid consider turning them away
but it felt like | may alienate the team (Research Journal 12.05.03).

In terms of group process, this siefocus group was difficult to manage but it did

mean that, unlike the other two teams, there were no absent voices.

In theory but
The first focus group began with three positive statements from Rhoda, Maeve and
Lesha who all agreed that the sexual egpion of their service users was within the

team's remit. However, each statement carried a caveat: a but!

Rhoda: | think it is (within the team's rem)itand | think it causes people a great deal of

distress, I dondt f e dehlwithparhps saudsashatcome wpdB | qual i f i ¢
fgl p2).

Maeve | think it is something that comes under our remuist because of the way we look

at the wholavholeway of | ife of our clients really, and tt
abitofasotdb newé n e metotatiuallyigcludethat as part of my practice, to

|l ook at peopleds sexual function and discuss it \

about (B fgl p2).

Lesha Definitely, It hink er rabvice ifthenféltthatl i ent s woul d
that 6s what they wanted (B fgl p3).

Rhoda said it was part of the remit of the team but she did not feel confidagatie

agreed but had never included it in her practice before. Lesha considered it was part of
the responsihitly of the team but assumed service users would raise the subject. These
statements epitomise the position of the team. The majority believed that, in theory,
sexual expression should be part of the team's practice. In reality, very little work was

donearound this area.

Kitty: | think thatdés why we were all quite pleased
an opportunity to to highlight the fact really 1t
working with people Hutngt hat awelb rwe 6meet nroda lalbyl ef ul
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This theory practice divide provided the substance of the focus groups, with much of the

discussion on the deterrents to practice.

There were two significant exceptions to this position. Firstly, Nancy was atl&maa
sexual expression should not be raised. Secondly, Odele did include sexual expression

routinely within her work. These alternative stances are developed later.

Enabling disclosure
Sarah challenged Lesha's view, that patients would raise seguassion.

Sarah: I do agree that it i s somaginethatalgtofwe shoul d | o
people would feel comfortableskingfor adviceon it é | think i f you bring i

tothemi 4st hat a iptheo fethapsedrae peoplewid (B fgl p3).

Sarah was describing the need to give permission and yet she went on to say that she
personally would not be able to give permission, to ask 'those sort of questions' (B fgl
p4). Kitty noted that there was a question on relationshipsexghlity on the initial
assessment form so the practitioner ‘has the opportunity to ask ' (B fgl p4). However,
the key worker usually completed the assessment at the first visit, which was not seen as
the right time to ask about sexual issues (B fgZ4) .pl

Sarah: | think we would probably all would agree we skim over that a little bit, you know,

and then youdve got to remember e Il 6ve got to |
professional next going in and it can easily get lost (B fg2a p19).

Kitty spoke for the team when she said no one generally provided permission routinely

to discuss sexual issues (B fgl p4).

Despite no explicit permission, some service users had raised sexual issues with team
members. Rhoda particularly, but also Lesha Quita, all had examples from practice.

However, Rhoda noted how disclosure could be avoided.

Rhoda: | think it might be the hints that people drop that maybe we choose not to pick up,

because |ike people will sayatydmernoebe 60Oh, you know,
togetherdé or oO6ltdés difficult to be closed or, yol
going there today, so you just say 60h yes itds
understand6 instead of aylthinkid tlyigg tothimtehatdé r e, what t he
there is actually moreé to it, and perhaps that o:
Researcher So youbre saying Rhoda that we choose pert

are dropped?
Rhoda: Sometimes yes (B fgl p16).
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A dissentingvoice
Nancy did not agree that sexual expression should be raised (B fgl p4). She reasoned
that it was a service user's right to choose whom to talk to (B fg2a p17). She said sex
was not important for everyone and that the patient would raise it ifxheted to (B
fg2a pl17). Others challenged her. Quita suggested their service users probably had an
increased incidence of sexual concerns, and disability professionals, by providing
permission, gave a choice to service users to talk if they wished (BLf). Nancy
was adamant that patients, if they had a problem, would manage this within their own
social networks (B fgl p19). Rhoda highlighted the isolation of many disabled people.
Rhoda: But i f people are very isolated they candt/
Nancy. Y csedkisbdntebody out to unburden yourself and | think clients do dyattié
sam@ t h e yifiereet no't
Rhoda: They do thatdisclos8 t o us because they candt get out.
Nancy. No, t tiflererhto athermpeople.
Quita: That 6s why they choose people |Iike Rhoda | t
chance is there and then thesedto unburden.
Nancy: But you dondét routinely discuss those things
clients to do it? And if they do have aed then they will probably seek somebody out.
Quita: Theydr e Imeea en é e # e thgcaubd their dibabiliies.
Nancy: Are they?

Quita: Well yes, because fatigue aspect and all the other disabilities/
Nancy,: Yeah, agmmpoatantii sdidtwhaz0f8 fgl pl?9

| experienced Nancy's contribution as hostile (Research Journal 12.05.03). Repeatedly
she expressed the belief that patients would raise sexual issues if it was a big problem
but otherwise it was something 'they havel¢al with themselves' (B fgl p6). For her,

the clinician raising the subject was not equated to giving the service user permission.

Rather it was intrusive and did not respect their privacy (B iiA2 p8).

Nancy was quieter in the second focus group.hAtstart she said that, in the

intervening weeks between groups, 'several times' she had been approached by services
users wishing to talk about sexual expression (B fg2a p2). It was 'uncanny' (B fg2a p2)
and she felt 'spooked’ (B fg2a p2) as it had agipened before. She attributed this to

being aware: more 'more tuned in' (B fg2a p2). She did recount one of these episodes
(B fg2a p2526) but, later in the focus group, became quiet with a 'closed posture'
(Research Journal 16.06.03).
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She telephoned enafter the second focus group as it had distressed her (B iiAl pl).

She spoke of her experience not just as a health care worker but also as a carer. Nancy
had been widowed only fourteen months earlier. Her husband, in his mid fifties, was
diagnosed wth cancer and died, at home, ten months later (B iiA2 p2). She had felt
inhibited in the focus group with her colleagues, who, she saido&ipround her' (B

Al p2). We agreed an individual interview.

In this, she described what for her had beenuhdignified' process of dying (B 1i1A2

p4) and the constant intrusion of professional care that accompanied it (B iiA2 p3 & 4).
She undertook the nursing care for her husband. In the second focus group, she had
found the team discussion about roletower versus carer particularly difficult (B fg2a
p28). Amongst everything else, 'the dying', she did not experience the loss of sex as a
big issue for them (B iiA2 p9). Yet she described the intimacy they were able to
maintain (B iiA2 p5 & 9). To thered, it was important for them to share the same bed
and she had managed to get a double pressure care mattress (B iiA2 p16). As a carer,
Nancy would have resented sexual expression being raised with her (B fgl p4) seeing it
as intrusive (B iiA2 p8). Thanportance of personal experience is developed later (see

section 11.5 Personal experience guides practice).

The other nurses
Kitty, the team leader, took a supportive role in the focus groups encouraging others to
talk but saying little about her owmaztice. | formed the impression that she was keen
for the team to do more in this area (Team B NVivo memo). When Quita was
describing a client, where sexual issues had become part of the physiotherapy
intervention, Kitty commented that this may be joisé case out of the 850 cases
presently on the team's case load (B fgl p5). She mentioned training, arranged for the
team some two years before, on the PLISSIT model (B fgl p13). She was concerned
about supervision and how any learning could be madeppractice (B fg2a p24).

Kitty : Itds not just a matter of having a study

you do actually geté you know, start to make
what you do (B fg2a p24).

| suspected that shveas personally more comfortable with the subject possibly because

she had previously worked in an HIV and AIDS setting.
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Rhoda spoke substantially more in the focus groups than other team members did.

There may be several reasons for this but two faat@ pertinent. Firstly, she

appeared to be the team member receiving most indicators from service users that they

had sexual concerns (B fg2a p29). Also, she presented deep levels of personal conflict

about sexual expression within her role. She ssxda expression should be part of

the team's remit (B fg1l p26) but prevaricated. Having positively explored how the team

could provide permission (B fgl p31), in the second focus group she said
Rhodaa é and er part of me makingetsnoréovertbecawseé! comf ort abl e
really | |l 6ve got a t hi ngvertydu making ittsduadtlikewe | | i f you

we can do more about it and in actual fact weodr e
anything about the issues that we firav (B fg2a p19).

| sensed a little hostility or resignation, which | attributed to possible feelings of
powerlessness. This is more explicit innngting her last line as 'I'm having a big

struggle to actually do anything about the issues that I find now".

So despite feeling sexual expression was important, in practice, it was difficult and
sometimes she chose not to respond (B fgl p16). For her there were many deterrents to
practice. These included not feeling qualified or trained (B fgl p2) especialiycaro
relationship issues (B fgl p12). She had no confidence that it was part of her role (B
fgl p89). She indicated that she could listen, give general advice, help service users
identify the problem but then there was 'knowing what to do from the®dgl(p2).
She described her increasing insecurity when the work moved toward relationship
issues and working with couples (B fgl p12). For example, she described working with
one young woman whose sexual expression was affected by fatigue, numbmegss in h
pubic area and vaginal dryness.
Rhodaa So thatdés to me, that is a real l egitimate r
other areas. It started with purely physical things and what could she do to manage that and

then went, it sort of becauseonc®w u st art tal king about that sort o
0Right, I 6ve dealt with that, stop now, | dondt

| wondered if she merged problems of intimacy and sexual expression secondary to

disability with the overaltjuality of the service user's relationship with their partner.
She also spoke about not feeling supported by the Trust, suggesting that the Trust would

not approve her taking on a facilitative role around sexual expression (B fZR9R
fg2a p29). Additionally she said referral resources were limited. She had referred
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service users to psychology but was deterred by the long waiting lists (B fgl p12, 13,

14) and the limited nature of their intervention.

Rhoda: | think that on aveage they usually get like six sessions, so they start working, and

quite often itds enough to raise a few issues or
actually solve the problem and then theybére | eft
andthen t 6s just |l eft to the key worker to deal with

Limiting psychology to six sessions, she did not see as helpful (B fg2a p9). She had
also referred patients to the erectile dysfunction clinic and counselling services but
againthere were long waiting lists and she said these services had no expertise in
disability (B fgl p12 & 14).

Psychology

Odele was the onlteam membeto confidently own sexual expression as part of her

role (B fgl p7). For her sexual expression was naletg psychological and physical

well being (B fgl p7) and, although uncommon (B fg2b p8), it had been part of her
interventions with service users (B fgl p7; B fg2b p8). She did not routinely raise the
subject but used her professional judgement, ‘alabsinch’ (B fg2b p8), in deciding

when to invite discussion. She saw her remit as working with issues arising from the
disability (B fgl p28). Where sexual problems arose from some earlier trauma, she was
expected to refer on to other services (B f@8)p Where appropriate she would see the
service user and partner togethedseparately (B fgl p7). Often the work was around

loss (B fgl p8). Her expertise was in the emotional aspects and she said

Odele I wouldnét f ee bntdassstsomeldodywthrmaking i n a positi
suggestions about, you know, physically about sex, if if they were having a specific
problem, | wouldndédt have the faintest clue about

On reflection, she did not identify any one in the teamwsbuld refer to but said she
might refer back to the consultant (B fg2b p7).

Odele did not act as a key worker and therefore referrals to her were dependent first on
identification of a problem and second, agreement of the service user to be referred.
Getting agreement from the service user, was seen by other team members as
problematic (B fgl p13; B fg2a p7).
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Occupational therapy

Maeve had only been in the team six weeks. Prior to this, her work had been in an acute
hospital setting where 'sexualityddl n 6t really get a | ook in’
herself as being comfortable in asking oenled questions about how couples were

coping but would never ask direct questions about sexual expression (B fgl p5). She
compared it to continence, anetharea that she would not have raised before joining

the team (B fgl p30). However, she had learnt how to phrase questions within the
assessment and now felt confident raising continence issues. She asked

Maeve | know maybe perhaps sexuality ismpre r s o n a | but theydre both
subjects, so why one and not the other? (B fgl p30)

Speech and language therapy

Both Sarah and Shena did not raise sexual expression with service users nor had it been
raised with them. Sarah echoed the thgwagctice dilemma feeling that sexual

expression 'is something we should look at but | don't' (B fgl p3). She did not feel
gualified and even doubted her confidence 'to just listen' (B fgl p3). She lacked
knowledge and experience and wondered about pppte boundaries and vocabulary

(B fg1 p3). She too compared it to asking about continence, which she had learnt to do
as part of her responsibilities as a key worker (B fg2a p18). Initially she had found this
uncomfortable (B fg2a p18) but was helpgdkbowing about referral resources and

having observed how others managed the task (B fg2b p6). Likewise, Shena noted the
fit of sexual expression with both speech and language therapy (B fg2b p6) and the key
worker role. She said that, like others ie team, she would be willing to discuss

sexual issues (B fg2b p9). However, she shared some of Nancy's concerns about raising
such a private issue (B fg2b p3). She said she would find it difficult to raise on an

initial visit or when she did not know tlservice user well (B fg2b p4) yet recognised

that people may not know they can discuss it, if it is not raised.

Physiotherapy

Amongst the physiotherapists, Janet, Peggy, Lesha and their support worker, Quita,
there were differing views. Lesha and Qultd not directly raise sexual expression but
would consider it, if raised by the service user (B fgl p3). 'One or two ' of their service

users had confided in them (B fgl p3). In one example, they were jointly working with
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a woman whose physiotherapyantention plan was couched in terms of getting back

to the marital bed (B fgl p11). They attributed patient disclosure to the intensity of the
work, which allowed a good rapport to develop (B fgl p3). In the example, it was also
about the personality dfie service user and her openness (B fgl p5). Another example
that Quita gave was of a woman who sought reassurance that if she needed personal
care in the future her husband would not be expected to provide it; '‘because she wanted

him as a husband andaver' (B fg2a p28).

For Janet and Peggy, sexual expression was not part of their practice (B fgl p4). Janet
said they were good at identifying problems in a relationship but there was a boundary,

which stopped them asking questions about sexual aspects.

Janet é and certainly as a physio | donét ask di
ever got involved with that, so | dondt think t he
of people wedre addressing dmhoaorslientgrasbues with ito:

in fact it must be quite a big problem with, with a large number of them (B fgl p4).
They felt they had no referral resources, no formal training and no expertise (B fgl p4
5). Without formal training Peggy noted,

Peggy éa pahsysi o we shouldndt be doing something ac
for (B fg1 p9).

But it was not just the absence of training acting as a deterrent. It was also about
limited time and treatment priorities (B fg1 p10).

Effect of doing research
A marked feature in this team was the change that occurred between focus groups.
Kitty opened the second group with
Kitty: We dondt know whet her vibebutabcouple o pedples o me sort o

in the week after you came haeveral instancesf people wanting to talk about sexual
issues (B fg2a pl).

Those affected bfjirst case scenariosicluded Nancy, Rhoda, Maeve and Shena.
Mostly this appeared to be about increased awareness. For example Maeve described

seeing two service users where sl&s more alert to their concerns.

Maeve é there has now gone, flags up in my brair
any part of my OT erm assessment, if i f things d:¢
thereds a probl em t thenmwith hdgs sort of tenagitg (B fggb p%).0 pur sue
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The example Nancy gave was a man who spoke to her about the loss of physical
intimacy in his marriage. His wife's role had changed from lover to carer (B fg2a p13).
This disclosure was a new experience fon®awhich she attributed to the fact that 'he
felt he could talk to me' (B fg2a p26).

Nancy: | think he felt totallyemasculatel er m and he he stopped being ev
never mind a husbandé (B fg2b p26)

No action was necessary other than to aliny to mourn the loss, which he found
helpful. 1did wonder if she was telling us (the team and me) that she too could hear
sexual concerns. On balance however, | felt her raised awareness had created a

facilitative environment that had allowed her t@hand respond in an affirming way.

The professions seen as appropriate

Odele owned sexual expression as part of her role although she noted personal
limitations around the more physical aspects of disability and sexual expression (B fgl
pl5; B fg2b p7).Lesha echoed this suggesting that when she had referred to Odele it
had been about relationship issues whereas as a physiotherapist she might be ‘going in
with a different angle' (B fg2a p4). At one point in the group Odele suggested that
different professionals on the team potentially could work together to address sexual
issues. She cited the physiotherapist's knowledge of 'physical mechanical things' that as
a psychologist she knew very little about (B fgl p15). Janet responded,

Janet But siotm&d hnotg t hat really as physios wedve ac
so ités ignorance on my part (B fgl pl5).

However, the consensus suggested that it was a nursing responsibility and therapists
expressed concern about the level of support the nurssgeddo manage this (B fg2a

p27). Kitty also acknowledge that possibly one of the difficulties was that,

Kitty : é it probably does fall more heavily on ce
more support is needed butf wemdeintbtherkén(OBv fwhZza ep 29

7.5 Evaluation of research objectives for Team B

Apart from the one dissenting voice of the incontinence nurse, Disability Team B
members indicated that intimacy and sexual expression should, in theory, be part of

service provision.The team leader expressed concern that it was an aspect of care not
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being managed well at the present time. The psychologist was the only professional to
clearly encompass sexual expression within her professional role but this required
referral, as th@sychologist did not act as a key worker within the team. Otherwise
nursing was seen as the most appropriate profession. The occupational therapist and
some physiotherapy personnel considered aspects could theoretically fall within their
professional rie. Apart from the psychologist, no team members demonstrated non
intrusive permission giving skills, enabling service users to discuss their sexual
concerns. No members of Disability Team B were routinely raising sexual expression.
Some referral resooes were identified but they were seen as limited either because of
waiting times, limited intervention or lack of expertise in disability. The psychologist
identified her proficiency around the emotional and relationship aspects of sexual
expression. Omnurse felt more confident in addressing physical aspects of sexual
expression but revealed anxiety around the relationship and emotional issues. No

professional development and support systems were identified.

7.6 Team C's narrative

Sexual expression is aoncern for disabled people

Disability Team C had previously identified that sexual expression was a concern for
their service users: 'that it was a gap we weren't filling' (C fg1 p20). Based on this
awareness, some three years earlier they had inviegar@sentative from SPOD to

speak at a team meeting. Consequently, they had altered their multidisciplinary initial

assessment tool to include a question on relationships and sexual expression.

The initial assessment
The first focus group opened to &clission about this screening tool. The SPOD event
had highlighted

Tracy: that it was a question that we should be asking and so we put it on to that very
first assessment (C fgl p3).

This was a clear and open approach that indicated that sequession was of equal

importance compared to other aspects of function. However, it was a section
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Yvonne €é hardly ever completed or filled in and pe
Tanya: | think we decided that was too confrontational on it ¥isit.
Yvonne: Which is why we stopped (C fgl p2).

The difficulty was discussed. The timing of the question felt inappropriate if the patient

was still in hospital (C fgl p3). Also, at the initial assessment, rapport had not been

developed. Padf screening was to assess suitability, so the question was being asked

before it was established if this referral would be accepted (C fgl p3). Sometimes it

was about lack of privacy as other relatives may be present at the ass€€sfgrn3).
Tracy: So we found that more and more it was getting left off, so when we revamped the

form we wereé up front enough | suppose to | eave
replaced anywhere else formally (C fgl p3).

It has been omitted from the form for apprositely a year now.

A responsibility felt by the team

Seeing sexual expression and intimacy as important to service users placed
responsibility on the team to include it in their practice. | wrote that | sensed Disability
Team C was proceeding with monetlaority to address sexual expression (Team C

NVivo memo). Yet, this apparent consensus is deceptive. Tanya, Yvonne and Wendy
appeared as the ‘'flag bearers': the team members supporting this viewpoint. From their
perspective professionals should crabteopportunity for service users to discuss their
concerns if they wish. Whereas Vicky, Tracy, Xavie and Tatum agreed in theory but
expressed less certainty and confidence. For example, Tracy said she only considered
sexual issues if the service useodmht it up (C fgl p2). Zanna believed other

members of the team were managing this aspect of care making it unnecessary for the
psychologists to be involved (C iiC1 pl). Also, some team members who did not

participate in the research, would not raisausg¢issues (C fg2 p2; C iiB1 p11).

The flag bearers

Tanya presented with authority and confidence in addressing sexual expression and
appeared to provide a role model for the team (C fg2 p7). She seemed adept at picking
up subtle hints around relationgk and had developed strategies to invite exploration
without intrusive questioning (C fgl g). She attributed this to the privacy and-one
to-one nature of her work (C fgl p5). She had heterosexual and lesbian examples from

practice. Tanya only sawapents with speech and communication difficulties.
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Yvonne neither asked service users about intimacy nor explicitly gave permission to
discuss sexual expression. Yet, | sensed that an awareness of sexuality was embedded
in her practice (C fgl p120; Cfg2 p5). In her assessments she asked patients what
they felt their physical problems were and, 'a surprising number will say sex' (C fgl
pl19). In her view, including the question on the initial assessment was a positive step
although she understood wityas taken off (C fgl p10). She noted a change since
qualifying in 1975, when sexual expression was never raised, to open discussion now.
Yvonne: And | have to say more since I've worked here and | don't know whether that's just
because time has moved and people are more prepared to discuss it now, but I... the

number of cases before, | can probably count on the fingers of one hand and now... it's it's
nowhere near the majority of people but it is a substantial... number of people (C fg1 p19).

Yvonne went on to quantify this, suggesting that perhaps almost a quarter of Disability

Team C's patient group expressed sexual concerns (C fgl p19).

Wendy had supervisory responsibility for the other occupational therapists and had
introduced an Activities dDaily Living assessment form that included sexual

expression. She assumed a position of authority regarding sexual expression, within the
focus group. She was the only person who had attended-grpdsite course on

sexual issues in physical disalyl{iC fgl p26). Sexual expression had become a

routine part of her practice both in Disability Team C and in previous occupational
therapy roles (C fg2 p4). She had heterosexual, gay and lesbian examples from
practice. Wendy described herself as ondeffew people that think sexual expression

is something that health professionals 'should just routinely address' (C fgl p9). Wendy
had recently been widowed and drew on this experience in the focus group (C fgl p9).
In my field notes, | ascribed Wendyet title ofthe voice of boldnegResearch Journal

12.11.03) because, in her examples and contribution, she was bold and confrontational.

Some team members are less certain

| gave the titlehe voice of cautioto Vicky, Xavie, Tatum and Tracy (Reseaurnal
12.11.03) Tracy had been in the team eight years and Vicky nearly a year. Xavie and
Tatum had only been with the team for four and six months respectively. Vicky
frequently sought solutions to the inherent tension between the stated impoftance
enabling service users to discuss sexual or relationship worries and the difficulties of

doing this in practice (C fgl p30). She made several suggestions to alter procedures, so
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that sexual expression could be routinely raised (C fgl p29 & 31). Tdhese
practitioners disclosed their discomfort and spoke of the many deterrents in practice.

These are developed in future chapters. In summary, they had no sense of expertise.

Wendy directly confronted these concerns, but was interrupted by Tracy.

Wendy: € that is a big issue that | think we get
are not expert in that ¢é you know. Well we shoul
worked in so many different jobs where people have said thank God somebdulyugts

it up | mean to the extent now where | actually say that we should er, you know /

Tracy: / So where have we got in the team a file that says 'Advice on sexual dysfunction'

we've got a /

Wendy: [/ We' ve got | eafl et s icdttodayesomeltody "Ares it actuall
you having problemsé in your sexual relationship:
Xavie: Its going to be difficult because it is not standard practice

Wendy: But | do ité wil@)h my patients (C fgl p?9

Differences between members can be seen. Wenslgayang professionals should be
gaining expertise. Tracy refuted the routine nature of practice in the team, evidenced by
having no resource file on the subject. Xavie believed that addressing sexual expression
Is 'not standard practice'.

An example from practice
Tatum introduced an example from her practice in the team. This provided a useful
vehicle for discussion in both focus groups. It was the only time someone had tried to

raise sexual concerns with her. It involved a man who had had a stroke.

Tatum: Erm well the only experience I've had on the team here is... it's just | think people

do find it quite difficult to bring the subject up and it was... something | don't routinely erm

bring up, but it's just | went to to somebody's home amiwife) just suddenly got terribly

upset and and said that erm... the patient er, her partner, had become less cuddly and how it

was just awful, just terrible and then she ran out the room crying... and he just stood there

just thinking oh dear, you know,anda he went out into the garden é
kitchen and what she was saying was that they've
here | knew | had to do something about that and... | spoke to some team members here and

and obviously dug ouhe leaflets which erm | sent... to her erm... and for him to have a

look at as well and... |think he was just afraid of having another stroke... and I think

having read the leaflet, | think they probably both did, | didn't ever check that they had to

be honest... er but he did come in very very cheedtdp laughtey...(C fgl p16).

This example highlighted many issues. Firstly, it demonstrated the priority of sexual
concerns to some service users. Despite the involvement of four team membaes, no o
had formally provided an opportunity for the service user or his partner to discuss their

sexual concerns. On her last visit, when Tatum was concluding, his partner made a
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disclosure. There was a sense of urgency: the partner's last opportuni @ maejor

worry. The example also demonstrates the problems of discussing sexual concerns both
in terms of language and feelings. Tatum assumed "being less cuddly" was a
euphemism for the cessation of sexual activity. It was not only difficult ttheell

therapist, it appeared the couple had not been able to discuss these concerns with each

other, either. They and the therapist were embarrassed.

The example also revealed Tatum's lack of confidence and skills. She acknowledged in
discussion that shéidn't know what to do. Exploring it with the couple was difficult.

Tatum: é I spoke t o h boofbéecauseythimkipg welrwbhad d t er ms on t
am | gonna do here to think on my feet, so | just
youthik he's afraid that he mighté have another str

are other issues around that? And she thought that mayhbe dwed she was worried and

what ever and she cal med down, I went out to speal
called him in as well and | just said that we'd got some leaflets back at base for them both to

read (C fg2 p16).

Anxious and unable to explore further Tatum made an assumption about what the issues
were. She did provide information, a leaflet, but ditl ¢check if this was the necessary
and appropriate action.

Wendy's examples from outside the team
Wendy's examples were very different. She drew mainly from previous roles and, in
repeated listening to the tape, | found myself reflecting on her protpsssenting
them. In one example, from her work at a low back pain clinic, | felt she was modelling
how to confidently raise the subject and provide information in a light hearted manner
(C fgl p14). Another bizarre example was not about disabilitghiétation or
occupational therapy. It arose from a time when she was involved in making hand
splints. She was approached to make a phallus shaped splint to assist surgeons in
undertaking reconstructive vaginal surgery. It involved a member of stdih§ a
suitable object, a large syringe case, on which the splint could be moulded.

Wendy: é |l said "Can you get... can you get wus a bi

came back with something that was about the size of a pencil, you know, and |

(overlapping group comments hgreand | said erm... she was er she was about 21 and |

said... "l don't mean to be rude" | said "but are you a virgin?" and she said yeah, | said

right... you what you've given me is about the size of a tampax, thatdsna ¢pe a lot of
good for this woman who's got... a partner or/ ...(C fgl p23).

The member of staff was very embarrassed and Wendy spoke of the difficulty people
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who are sexually inexperienced may have in talking about sex (C fgl p24). This
examplecreated noticeable discomfort amongst others team members particularly
Vicky and Tatum. On reflection, | suggest Wendy may have been informing the team
that she was both widely experienced and unshockable. It provided an example of sex

as taboo, that isome participants had a negative emotional response to this disclosure.

Tracy confirmed this in her individual interview saying,

Tracy: I was feeling angry because | just thought t
understandé not tfoadcte tsheatséd tiitvewa sonedtt hreequired of
occupational therapist, to be sexually experienc:

if you, like, she {Wendy is the more mature experienced therapist it was her duty to help
her ¢the junior staff mmbe) grow and understand and not to humiliate, because what

what € what was that girl l earning from that expel
about sex again with a patienté € to be celibat
part ner &muclsa r rightte be reapected as being sexually experienced and feel free

with your body and and that you can talk about it
that it was er seen as a erm a weakness of that girl, because | thought well thatveould ha

been meé to be |ike quite honest, it could have |
Wendy sees it asé see arendt | great, I can talk

about penises and vaginas andé &8imctions andé so

Tracy was angry that the junior member of staff's innocence was interpreted as a lack of
clinical skills and a point of professional criticism. It is a good example of the affective
response that can be engendered in discussing sexual expression.

The psychologists

Although Zanna and Unwin took part in the first focus group, their contribution was
significantly less. They described being focused on cognitive issues, therefore they
said, sexual expression fell outside their remit (C fgl p6). Triteyduced their role to
service users as being around cognition and mood. Zanna noted this may close the
doors to disclosure and outlined her reasoning (C iiC1 p1). Firstly, it was linked to the
lack of psychology hours within the team (C iiC1 pl).nZa had two half days

allocated to the team. Whereas other disciplines could offer 3 or 4 sessions per week to
a service user, she could never offer more than one (C fgl p15). She felt that she had to
be very specific, prioritising work that could not dealt with by other members of the

team (CiiC1 pl). A consequence of having less contact with service users meant their
rapport was less developed too (C fgl p15). From her perspective sexual expression fell
better to occupational therapy (C iiC1 pl).
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The support worker

Vince's voice sat outside the team, partly because he attended interviews not focus
groups and also because he was a support worker. He did not have autonomy, saying he
must ‘follow the instructions of the therapist because they spemsible for what you

do' (CiiAl p3). Vince regarded sexual expression as an important concern for service
users, which should definitely be part of the team's remit (C iiAl p5), but it was not for
him to raise the subject. Nor had he been asked lhgragist to address it in his

practice (C iiAl p3). He had heard the team discussing service users' sexual concerns
including, on one occasion, a client who had discussed his sexual surrogacy
arrangements with the previous psychologist (C iiAl p7). Beybat, | felt, Vince

was making assumptions about the expertise of the qualified staff. In essence, he was
saying he did not know how much it was included in the work of the team.

Vince: . . But as | said | 6veualpreblemgdbutir om referral
dondét know how theyobére dealt, the therapist, i n

He did have rare examples of male service users implying to him they were
experiencing sexual difficulties (C iiAl p4; C iiA2 p3). His action each ivas to
advise them to tell their therapist.

What Vince did explore and develop were the issues of being a man working in a
disability team. There were three main aspects to this. Firstly, there was the anxiety of
accusations of professional miscondusecause men are considered sexually

predatory, he believed they needed to safeguard themselves from any accusation of
improper conduct (C iiAl pl16; C iiA2 p2&10). Secondly, he was used as a chaperone

to accompany therapists if they were feeling at iGkiA2 p5). Finally, the catchment

area of Disability Team C is ethnically diverse. Vince described how work was

delegated on a gender basis between the two support workers in the team, one male and
one female. He suggested 80% of the Asian populgiemicularly amongst the

Muslim community, preferred a worker of the same sex (C iiAl p3).

Not all workers will include sexual expression
Overall, the sense from the team was that sexual expression should and ought to be
included in the treatment remiThe disparity, between this position and the difficulties

in practice, led some of the team, to explore procedural chabhgssek solutions (C
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fgl p29). One option identified was to place responsibility on the key worker. All
professional staff, witthe exception of psychology, undertook the initial screening
assessment and acted as key workers but responsibility for raising sexual issues could
not be left with key workers alone because,

Tanyaz Yeah but not everybody ybodyshapptodeetttam' s happy &
(C fgl p29).

The participants in the study noted that they might have a more positive perspective on
sexual expression as part of practice than others in the team ‘who perhaps voted
themselves out' of the research (C fg2 p2). &ofrthose not present, would be

unwilling to enter discussion regarding sexual expression with service users. Tanya
refuted a suggestion | made that those who had not been at the SPOD team event may
be less comfortable to raise sexual issues. She wehecay,

Tanyaz. a | ot of the peoprésearch hwer baaendbhecEmMODEoanti
they are people that erm wouldndét bring it up (C

Personal issues were seen as stopping these people addressing sexual expression. Tracy
developed this further in her individual interview. She challenged the implication that

the team routinely addressed sexual expression.

Tracy: And we all werendt doing itlamhte) er so we wer
|l i ke Kaamil adns kwoiutl dndéé dakred | respect her, I me a
brought wup as a Muslim and sheds a practising Mu:
person and, you know, sheds not been, in her culf
suchanopenwayand® woul d she wouldndt feel natural doin

why should she be put under pressureé to do that

My impression was that those participating in the research accepted, and respected, this
individual position of otheteam members. Vicky pointed out it was not due to these
workers' lack of awareness but personal issues.

Vicky: Yeah | think, | think evetheywoul dndét deny thaté people need t
di to to discuss these thingsekual expressigror erm that that is taqaisethem and be be

directedi n terms of seeking help so ités not that the
personally perhaps feeltheguda d dr ess it é you know oh may be emb:
whatever | cand6t 6speak Bodethham bbtt deetd | donbdt
more a more of their sense of er Al I dondt thinl

Support to practice
A recurring theme was the importance of sexual expression to service users against the

difficulties of facilitating disclosure.
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Vicky: I think wedre all aware that from the patien
their 1 ives and oppditentietd ask tlee quéestiontardd £rmadrtainly t
where we wor k i nblipdnep and eveniwhed situatjoms atise wheere p u
somet Badhgéseds a tendency t obecawsgyoukrmw,l ow t hr ough
there are too many people around basically € er

personds | ob risedindidentallyt.h e nl fi tidtsé agldresgettl of t en not
think (C fgl p4).

Unlike Disability Team# & B therefore, much of the data is not about whether sexual
expression should be raised but about the factors that support or deter team members in
addressing this aspect of care. Deterrents are explored in future chapters. What are
presented here are the factors that instil greater confidence and competence in this team

compared to Disability Team A or B.

| believe the greatest weight must be gitemawareness. It is difficult to identify what
triggered this. With the exception of Wendy, it does not appear to arise from
professional education. It was enhanced by the team's SPOD training. Awareness may
allow service users to own the importantsexual expression for theneven 'on the

first visit they may want to talk about it' (C fgl p4). Thus, there is goseffetuating

cycle: some therapists in the team did include sexual expression within their practice;

that triggered team discussidhat begets awareness.

Providing permission is the next step from awareness. Yvonne used the expression

opening the gate
Yvonne: But having asked the question right at the begintiiegé eight weeks into th
e p i s obdoaussehe question has beerised that they've given that you'spenedhe

gate andhenthey, andhent hey can say "You know you asked me"
you know (C fg2 p22).

Some members of the team had developed permission giving strategies. Tanya and
Wendy worked withirthe PLISSIT model, explicitly raising the subject routinely.
Some in the team introduced the subject when they thought it was an issue.

Tracy: Il " m more up front about asking the question.
a patient (C fg1 p3).

And all in the focus group would try to work with the information if the patient brought
up sexual concerns. Timing and sensitivity were both considered important. Although
the initial interview was seen as too soon (C fgl p3), several people felt thashopid

be raised early in treatment (C fgl p11) thereby providing permission for patients to

discuss their concerns, as and when, they needed to.
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Another supporting factor was that, having provided permission, sometimes the task,
seemed relatively simgl Yvonne suggested that some patients were able to deal with
the issue themselves. The intervention then is one of affirmation: 'allowing them to
express the thought' (C fg2 p22) and legitimising their concerns (C fg2 p19). The
patient might need refeal on to user groups (C fg2 p22) or active support to see their
GP (C fg2 p23). Intervention might include accessing information that patients could
follow up, either independently or with the therapist (C fgl p6; C fg2 p16 C fg2 p22).
Sometimes it waabout helping a couple communicate.
Vicky: e it's giving people permission to talk ab

with each other because he doesn't want to bring it up in case it's a pressure that she doesn't
want, she doesn't want to sapecause she's afraid for herself (C fgl p31).

Often it was about addressing a service user's fear, for example of having another stroke
(C fg2 p16; C fgl pl10; C fgl p22), being undesirable (C fgl p10), or of hurting the
disabled partner (C fgl pl17PDccasionally it required specific treatment. Wendy
described a treatment programme to address a sexual problem caused by the woman's
tight hip adductor spasm. Wendy recounted the gratitude of the couple adding, ‘it was
such a simple thing to do' (C fg2P). Unwin suggested that raising sexual expression

could also help to 'highlight there is a service gap in the area’ (C fgl p16).

Another important supporting factor was the holistic nature of the work of Disability
Team C and the feeling of involvemeéwith the whole of an individual's life' (C fgl

p20). Working in the community was seen as patrticularly helpful, as the role of the
team was not just working toward discharge but 'being involved in what they are going
to be doing when they've finishedtivius' (C fgl p20). It was also enhanced by the

intense nature of the contact with sessions 'three or four times per week' (C fgl p4).

Additionally the team was used to working with the families of service users. | had
raised this in the second focu®gp because Disability Teams A & B were anxious

about having two clients, the couple, instead of one service user.

Tanya: But thatodés important in this team, the famil
because we deal with tneeanf amioluy&nasw, atwlkrgldbee nét
our clients but our clients areé enormously affe:q
close to them, so we involve them as much as possible in all or everything we do (C fg2

p24).
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Two elements in the context Disability Team C's practice assisted in working with
the families. Firstly, a preequisite for referral was the involvement of at least two

team members. Additionally people could be seen at home and in the health centre.

Xavie: And | supposenotai ur visits are domiciliary or in the
come here as well, so they come out of their fami
privacy with the patient because the familyé you
the time becauseapt i ent s do é , you know, are being brough
think that that is a that is aé [/
Yvonne [/ And it means that we have a facility which
know, one therapist is seeindgé& twhdepgatsiegpratr awleil lye
and then wedre getting them together and then an:qt
mean not not just with husbands and wives but wi't
of thing whereé you kno w,whadlehetatiobshigisispartait i on of t h
the, in some cases, part of the problem but certainly part of the issue (C fg2 p24).
Finally, | sensed that Disability team C had a strong sense of autonomy and did not feel
constrained by organisational factors. Thiswat raised in their discussion so |
brought it up at the end of the second focus group and asked if their primary care trust
would agree with them. This produced some mirth and-heghatted banter
Wendy: Extraordinary idea/
Yvonne: | might have taask permission (group laughter).
Vicky: Are they younger? The other teams in the stydy
Researcher No, no, no.
Tanya. We | | maybe itds just an opt outé maybe it dsé
Researcher But there is that sense, you know, people are saying well you know
ldofeelit 6s part of my role but 1 6édm not sure that it
?: /1 think that's a cop out.
Tanya: / | think so too.
Vicky: Anyone working in that |l evel of fearé |1 6d be
them | woul dnd ttherw@oaup laughtey évotr katwd ¢ hworrying (C fg2

7.7  Evaluation of research objectives for Team C

In Disability Team C intimacy and sexual expression was a legitimate area for service
provision. It was seen as important and there was a sense of rbgppnsithe team

to enable service users to discuss their concerns and to provide limited intervention and
simple suggestions. It fitted with all the professional roles especially occupational
therapy, where it was included on their assessment fors spkech and language

therapy and physiotherapy. However, sexual expression was not located fully, nor
could it be encompassed within any one of these roles and not every team member
could be expected to address it. The psychologists did not addreakesgaession
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due to the limited hours available. The speech and language therapist, an occupational
therapist and a physiotherapist were including it within their practice routinely but there
was no mechanism to ensure every service user had permassisouss sexual

concerns. Some team members had addressed issues when raised by service users but
they lacked confidence and competence. The team believed sexual expression was
more difficult to address than other aspects of care. There was knowfed{gr @l

resources although the majority of interventions were managed within the team. There

was support available for practitioners within the team.

7.8 Conclusion

Drawing on the data this chapter reveals a theory practice divide and an ambiguity about
professional roles. Sexual expression was seen as a complex and difficult area of
practice, which the majority of participants lacked confidence and competence to
address. One nurse initially indicated sexual expression should not be part of
professionapractice (although her opinion changed slightly in the course of the study).
Otherwise, in summary, all participants said sexual expression is an important aspect of
care that should be part of the remit of their disability team. In reality both Digabil
Teams A & B, apart from occasional events, did not address the sexual expression of
their service users. Three members of Team C did routinely provide opportunities for
their service users to discuss sexual concerns but the majority did not. Bwveutwit

explicit permission, all teams had examples of service users introducing the topic.
Some staff had no skills to manage these disclosures in a sexually affirming way and
avoided the subject. Others managed as best they could. Of the five professions
represented, not one consistently addressed or excluded sexual expression from its
remit. Two teams highlighted nursing as possibly the most appropriate profession yet
no nurses expressed any expertise. The psychologist in Team B did encompass sexual
expression within her remit but limited her area of proficiency to the emotional and

relationship aspects.
My aim here has been to provide a credible account of the working practices of the

teams, underpinning my assertion that sexual expression is estretdressed or is

difficult to address in practice. The factors contributing to this ambiguous picture, the
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deterrents to practice, are developed in the subsequent five chapters. There | develop
my understanding of the difficulties in including sexugbreession in the teams'

practice. Not all factors detesome encourage. This was seen in the practice of Team
C. Encouragers included: awareness; skilled permission giving; simple solutions;
holistic practice; the intense nature of the team's intéiorgrand the ability to work

with families.
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CHAPTER 8: THE INDIVIDUAL

8.1 Introduction

Overwhelmingly the participants in this research indicated that they believed the sexual
expression of service users should be considered within the service provided by their
threeteams. However, in practice only thgychologist in Disability Team B aride

three ‘'flag bearers' of Disability Team C had the skills to raise the subject with service
users. My aim now is to move from portrayal of this theory pradivide to its

exploration, taunderstand the conscious and unconscious processes, whimh inh
practitioners from addressing sexual expression. In this, and the next four chapters, |
consider the deeper issues revealed in this study. My analysis is organised around five
building blocks of team practice: the individual; professional sociaisathe affective
component; professional practice, and finally teamwork and the wider context. At this
juncture, 1 shift from first level analysis, reporting what the teams said, to critical
appraisal of what | consider is embedded in the data. Tawareind of each chapter,

the impact of these findings is discussed.

Disability teams in this study represent the combined working practice of individuals
who have been educated and socialised into a professional role. Each individual
however begins thejourney to professional qualification already imbued with values

and beliefs about sexual expression. In this chapter, | shall consider the individual as he
or she arrives at the point of embarking on professional training. Chapter 9 explores the
develgment of the individual, during professional socialisation. It would seem to me
that an individual's opinions and beliefs do not remain static. They are subject to
reappraisal through exposure to a changing social and cultural environment. This
includespersonal experience of sexual and intimate relationships. In this study,
participants were not expressly asked to reveal anything of their own sexual identity or
the attitudes they brought to practice before training. However, echoes of this important
facet are present in the transcripts. Four themes, grounded in the individual's personal
experience, have been identified. These are talking about sex; the use of language;

learnt moral values, and asexualising attitudes.
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8.2 Individuals are socialised not b talk about sex

Many participants indicated that they were brought up to believe that sexual expression

is a private aspect of self: something they are socialised not to openly talk about.

Nancy: I donét know, h ow mu c hthasethingsoutside,| do any of u
mean OK professionally wedbve got to talk like yol
about it, you might with a girlfriend, a mateé
Sarah: Over two bottles of windgughs.
Nancy. Two blokes might, but in fact | think probghl men do it | ess than women
about it that isdroup laughtey ¢ é I mean you dondét go and discus
you doné6t go and discuss it withé anybody do you’
Despite the highly sexualised society in which we live, practit®irelicated that 'sex
isn't really talked through in society' (C fg1 p12), not by nice people.
Beryl: Well, éniced people didndt talk about thing
Nice may equate with class. It is also linked with politeness or correctness.
Fionaz €é going back to beliefs and groundings, itods
conversation is it? You donét go to a cocktail [

tart if you went round asking everybody, you know, talking about your sefflifg2a p4).

Fiona suggested talking about sex was more than impolite. It has negative connotations.
It risks disapprobation (in this instance, to be thought of as a tart). This may account for
one strategy, noted in the pilot study, of some parti¢goarouthing words silently

rather than saying them aloud. To say them aloud may invite disapproval. Fiona
highlighted the importance of personal beliefs and upbringing and made a comparison

with talking about other intimate things.

Fiona; It 6godowawh obel iefs, thatés it, and your ow
youbre brought up and your beliefs and the way s
you are, so therefore if youdre not encouraged t
thenyoubéve got this natural sort of inhibition, i f
if you like and talking about sexual issues when you are quite happy talking about the

bladder and bowels and all t hefg2aplé)t ofé all the 1

So talking about sex is impolite. It does not respect privacy, and risks censure.

Participants indicated that ease in discussing sexual issues varies, for example it is
culturally easier now than it was thirty years ago (C fgl p20). Some highlighted
differences with the age of the therapist (A iiAl1 p10; C fg1-p21C fgl p20). Irene

felt it may be difficult for older people to talk to her about sex when 'l probably look
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like their granddaughter' (A iiAl p10). Yvonne said it was easier for patients to talk to
someone ‘comfortably middieged' (C fgl p20). Gender too made a diffeegicfg2a
pl3; CiiCl1 p15). For example, Anita noted that she would be much more

uncomfortable talking with a man than a woman.

Anita: I think mainly because | womahdndét probably
anywayé outside, | marddikely, yol kenbwy goingoright back to. Youbr e

when you were teenager youo6re more |likely to discuss things
wi t Bgreement from the grolp er m, raenfrom dpérsonapoint of vew,

|l 6ve just, h a vreallydiscwssng seg with man (Adg2a pd 3).

It was also affected by culture with ethnic diversity increasing the practitioners' sense of

ignorance of what might, or might not be offensive (A fg2b p18;1Cif).

| suggest that this diffidence in talking is a primary deterrent to practice. Individuals
learn a social boundary of privacy that should not be crossed. Much of Annon's (1974)
PLISSIT model is based on a notion that service users need perntisdisouss sex.
What this study reveals is that practitioners need permission too. Otherwise, this
diffidence is carried into practice undermining confidence and competence.
Irene: é if itdéds not seen as s o mediffcittog you wusuall

have it as part of the normal, you knowé the nori
know the normal process of working with people (A iiAl p11).

Or as Henry put it,

Henry: é but a | ot of tabogyoadodpeodpl & @Abiomk weél landiét
well, | think my influences, my parents, a lot of influences | had in my life is about well,

never been spdhl@EIibrsaddwtién smynom ndé tybat dentdhe
talk about these thingtg,sethnof teraagaipgofbeasi onmal
| i k enot ihé nbrefor meé (A iiBl p7).

8.3  No common language

A consequence of sexual expression not being discussed is the lack of common
language. This as a recurring theme in the transcripts, which affeélstthbcservice

user and the professional. Clients can be heard, in the examples given, hinting they may
have sexual concerns (A fgl p15; C fgl p16). Euphemism, like being 'less cuddly' (C
fgl p18), rather than explicit language, is used. Several pamis noted 'not having

the vocabulary' (B fg2a p21). This deficit is taken with them to their professional role.
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Fiona: é and the use of | anguage as wel |, I think
difficult area actually erm and yet,asanurse,wou | d t hi nk t hat, you know t
would hope that we would be more open than that |

within my role now (A fg2a pl).

She described her own use of euphemistic language in speaking with one young couple.

Fiona: éslk ead t
i

em how ionship
I really d sit b 6That

was and | 1
a S

h t
d i ac 0 not reall
Even within the interviews and focus groups, hints and innuendo were Esplitit

language appears uncomfortable. Additionally if the language is uncomfortable for the

service user, it carries a perceived risk of jeopardising the therapeutic relationship (A

fg2a pl) (see section 10.Discussing sexual expression may causeaise).
8.4  Personal moral values

Closely allied to learning about the privacy afforded to sexual behaviour are other learnt
beliefs about what is appropriate: personal moral values. Although this was not
formally raised in the focus groups, the transcriptiicate their importance to practice.

For example, Yvonne noted her team shared a similar culture and class and, reflecting
on a patient, said that what they saw as his sexually inappropriate behavieur was

Yvonne: é lifestyeiit waswhathe did é were all kind of geared up
sexual inappropriateness é in another context it

Rhoda gave another example of internalised values. She described a husband looking
after his severely physically amagnitively impaired wife. He had begun an extra
mar it al rel ationship and s oteniblecorf wtdiges di st r i
(B fg2a p14). Rhoda suggested he was discreet and the wife did not know of the
relationship, and in her opinian'was a good thing for him' (B fg2a p14).
Rhoda: Trouble is then you get aur personalities and judgements and everything
involved in it and you, could it become, is that a moral thing to do or somebody saying, you

know, some people sayitwasgpod some people say it wasé itds eve
so complicated (C fg2a pikb)

The concern is the conflict of differing values. Vicky suggested devising a leaflet to be

given to every new referral but it met with all the anxiety of how it mioighteceived.

Sexual expression, physical disability & professional practice 182



8 - The individual

Yvonne: But what information are you putting in there because you're assuming there that
people have got partners... and you're assuming that they've got the same partner and you're
assuming that... they're not going to be offended by dayniation that you've packed in

there/ (C fgl p29).

Diversity in lifestyles means nothing can be assumed. Others feared being asked to do
something immoral, like facilitate sexual abuse (A fgl p29; A iiB1 p10); or illegal, like
procuring a prostitute (By1 p26; C fgl p28); or unethical, like masturbating a client (A
fgl p12; C fgl p28). Although these examples were all hypothetical, | felt they
highlighted their anxiety about how they might manage moral values distinctly different
from their own. The ifficulty of separating the individual from the professional can be
seen here too. It can be argued that it would be outside most health professional codes
of ethics to masturbate a service user. This would be the sanitised position, rather than

to own kelings like disgust or abhorrence borne of personal values.

Others considered the importance of setting their values on one side (A iiB2 p21; A fgl
pl0; B fgl p24) otherwise these moral judgements might be conveyed into practice (A
fgl p10; B fgl p26).But how do we recognise what are our learnt moral values and
how do we put them to one side? Henry, separate from this study, had recently re
evaluated his Catholic upbringing. He reflected with candour about the sexual
messages in his childhood and behaviours he was brought up to believe were wrong
(AiiB2 p20). This included divorce, adultery, homosexuality and masturbation (A iiB2
p20). His reappraisal had changed his thinking. | contend that professional
competence depends on salfarenessf intimacy and personal relationships, in all

their diversity, are to be supported.

8.5 Asexualisation

Some participants demonstrated asexualising attitudes toward their service users. For
the most part, these attitudes seem embedded in the individualgiithwill return to
corporate denial of sexuality later (see section 1tgtitutional asexualisation). Some

examples are about age and some directly about disability.

Lesha revealed her ageist attitudes.
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Lesha | 6ve got oneherl ileantt e wthiof tmuesg/ dar liyn si xti es.
Sheds in a wheelchair and she has a fantastic rel
They go out for lunch and they go to the sea and, you know, they meet up with friends and

they share adrinktogeher and he is her main carer but theyo
as well, andé it would never be something that |
think that well they have a fantastic life without sex and/ (C fgl p13).

Shena confronted Lesha.

Shena [/ Wel | how do you know / theydédre not having s
about it, are you just making an assumption?
Lesha Oh maybe they are, maybe | 6m just making tha

t hey dr @Group lawghted and ifadible commen)s(B fgl p2324).
Similarly, there were embedded stereotypical views of sex being the preserve of the
young, conversely implying the asexualisation of older people. For example

Fionaa erm, so yes they ar easyduwoulll expdctyronstitai | | sexuall
age group erm (A fg2a p2).

There was evidence of asexualising attitudes toward disabled people. This has an

historical context with some participants recalling the 70s and 80's when it was assumed

that 'disabled peopledddlot have sex' (A fgl pl2) and "' di
thato (A fgl p8). Echoes of this can stildl
participants particularly toward people with severe impairments. One example, given

by Fiona, reverberatetriough both focus groups.

Fiona: Therebdbs one particular case that | found qu
wi fe had been to the doctor for her own reasonsé
somet hing | ike that, | somethingpdnd tkeldectordwhgis ne f or a s me
also her jusband'’s GP, she turned round and asked kiee (vif§ what contraceptive

met hods sh

was usingé Now | found that quite in:
said, oh | r

e
O6m sorrye lt elalnibngéde( A efvel whlaG) youb

The patient's wife was angry with the GP and retorted 'the MND method' (A fg1 p11).
Fiona responded empathetically but deeper exploration in the second focus group

revealed some asexualising attitudes.

Fiona: | think there is aminderlying contention here as well in that the GP, since the patient

was actually diagnosed with MND, has not actualll\
issue as well, that, shthé GB s houl d know better than ask me thi
and £en him she would know that, you know/ that it was pretty/

Beryl: /Oh right yeah / that it was pretty unlikely / that they would be able to have that sort

of relationship anymore.

Fiona: Yeah exactly.

Researcher Al t hough | want t oreuwhone bekicaaasse wiitths mod tc
that sexual function is affected? | mean, you know, everything else is affected and that can

damage a sexual relationship, but é

Beryl:  We | | I mean heébés almost quadriplegic really,
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Caro. Thereb6s no head control.

Beryl: I n terms of | imb function, I mean thereds
Fiona: No, no.

Ginny: But yet thatodés the presumption thaté that
possible (A fg2a p21).

For this couple, we do not know if sex@aipression was desired. Perhaps coitus was

not possible, but demonstrated here is an assumption that severe physical incapacity is
synonymous with sexual incapacity. In the ensuing discussion, it was also noted that
the GP might have sought to offer c@teption in case it was required for extramarital
relationships. Ginny indicated that assumptions were being made 'because we are not
able to discuss it freely' (A fg2 p23). Later, after the conversation had moved on, Carol

returned to the case and said

no

be

Carol: But | 6m amazed, that case you told me about
with such severe disability whodd want to still ¢

Fiona: Yeah but again, it's, it's whose needs is it meeting?' (A fg2a p26).

It seaned neither Carol nor Fiona considered that someone so physically impaired

would even desire physical intimacy.

Individual attitudes are not static and may be refined in the light of experience. This
had happened to Henry whilst working with an eldergnnwho lived alone. He was on

peritoneal dialysis (A iiB1 p5). Henry described making asexualising assumptions.

Henry;: You think with all the paraphernalia, you

t h

sexual being becausenlkifng tyowsdd alyamaven tid 6lse | a kan éd

being to partake in sexual activity and whatds

at

you know, youdre making judgements, youbre bringi

think thatdéds thehkek té&saués oaal by, you bring
to this sort of subject matter you bring a lot of your own issues to it, more so than some
problem solving processes you go through (A iiB2 p2).

Henry's attitude had altered because the sergeehad introduced the subject,
challenging Henry's personal beliefs (A iiB1 p5). Here Henry highlights how these
personal attitudes 'your own issues' are taken into professional practice. This is
developed later (see section 11Personal experienceligles practice). If individuals,
including disabled people, are socialised not to discuss sex it may be rare for

professionals to have their prejudices challenged in this way.
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8.6  The impact of individuals' beliefs and values

From the transcripts it can lseen that the practitioners in this research are firstly
individuals whose behaviours, values and attitudes to sexuality have been moulded by
the social and cultural climate in which they live. Four themes have been presented.
Firstly, individuals in soiety are generally not socialised to talk about sex because of a
taboo discouraging discussion of what is considered private behaviour. Next, there is a
lack of a common, neutral and agreed language to discuss sexual issues. Also,
individuals come to mfessional education with personal moral values and some do

hold asexualising attitudes toward older and disabled people. This last confirms what
disabled people were saying in the preliminary inquiry: that health professionals can

perpetuate the asexughg attitudes that pervade society.

| am not proposing that these themes provide a comprehensive account or are shared by
all participants. Also, | do not present them as absolute truths. | hold that they were

true for some of the participants in tihesearch, at the time of the focus groups. Their
importance to this research is in providing tangible evidence, which begins to
deconstruct why sexual expression is either not addressed or is difficult to address in
practice. Opinions have been expressdbut the influence of beliefs and values

(Crouch 1998; Ekland 1997; Gender 1992; Herson, Hart et al. b8®®)ere has been

little data that actually demonstrates how they hinder practice.

The attitude surveys reviewed earlier indicated a theory practice divide, for example in
occupational therap§Conine, Christie eal. 1979; Conine and Quastel 1983; Evans

1985; Guest and Kopp Miller 1997; Novak and Mitchell 198&) in nursindHoddy

1999; Lewis and Bor 1994)These studies found that despite practitioners'uessgul

positive attitudes toward the inclusion of sexual expression in professional practice, they
did not correlate with actual practice. Partly the problem with these studies was about
the methods used in establishing attitudes. As discussed ead@se(dion 4.5
Professionals’ roles, skills and attitudes: Occupational therapy) inventories such as
SASAD and SKAT may obtain a sanitised, and thereby a distorted, view of professional
attitudes. It may be difficult for an individual to identify or otireir prejudices on a

simple questionnaire. Indeed participants in this research did not identify themselves as
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having asexualising attitudes. Instead, where these attitudes have been exposed, it has
been through the opportunity of peer discussion eu$ayroups and the freessociation

narrative techniques that allowed participants to explore their thoughts and feelings.

The earlier studies do not deepen understanding of the relationship between attitudes
and practicdGuest and Kopp Miér 1997; Lewis and Bor 1994)his research reveals
the nature of beliefs and values that can actively deter the involvement aigmarcs.

If a nurse or therapist has no common, agreed acceptable language it would be difficult
to initiate a discussion. It has been identified that severe physical incapacity in motor
neurone disease is not synonymous with sexual incafgaf@itgent and Rodrguez
Ithurralde 1997) Yet, an assumption was made by several practitioners in Disability
Team A that a service user, severelgapacitated by motor neurone disease, would not
desire physical intimacy. This attitude would almost certainly preclude a positive
enabling approach to sexual health. Perhaps this is what occurred for Gall in the
preliminary inquiry. Despite her wishp one raised the subject with her or her husband

who had motor neurone disease.

Only two other studies begin to reveal the importance of beliefs and values to actual
practice. A primary finding in Rubin's study (2005) was that practitioners resisted
raising sexuality with patients because they were worried that such questions would be
intrusive. Like participants in my study, they were reluctant to cross the social barrier
that prohibits talking about what is deemed private behaviour. Using sceivaiiog,

and Fitzgerald (1997), revealed that therapists' clinical reasoning could be influenced by
attitudes that were not consciously known to the respondents. In some instances
attitudes, which could be quite emotional and value laden, hindered thadesx)

ability to see deeper issues. This is seen in the asexualising attitudes presented here.

Plummer (1996) suggested that one way people manage their anxiety about differing
moral values was to create a pact of silence. That is, if no discussion on sexual
expression is initiated, then one individual is not confronted with the diverse moral
values of another. Although not conclusively shown here, this does resonate with the
expressed fears of respondents. That is, in raising the subject they might be asked to

condone or participate in actions that are illegal, immoral or unethical. So now we
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have: a social barrier to protect privacy, compounded by difficulties of language, being

further exacerbated by a possibly unconscious intent not to open up the subject.

That individuals come to the threshold of professional practice with personal betliefs a
values about sexual expression is-esiflent but thereby lies the problem. That is
because it is selfvident it is also takefor-granted with no direct consideration of the
impact of these beliefs and values on practice. For example, many mightlaat

'Sexuality pervades the air we breathe, but we still lack a common language for speaking
about it.' (Weeks 2000 p163)

Practitioners in this research confirmed it. Yet, as | will show in the next chapter little
appeared to have been done to address problems of sexual language in professional
education. Limitations of language, or impact of personal values, may causencionc
other curriculum areas dealing with taboo subjects such as culture, dying or excretion. |
suggest however, that in matters sexual, they are more sensitive and more influential.
Deconstructing takefor-granted values provides a foundation for ustinding the
discomfort(Medlar and Medlar 1990; Ross and Chanhdtie 1991; Yallop and

Fitzgerald 1997)resistancéMilligan and Neufeldt 2001 )or embarrassmefiatz and

Aloni 1999)described by other authors.

Deconstruction also reinforces the importance of professional education if sexual
expression is to be addressed within professional practice. It highlighisdiveduals
undertaking professional training need opportunities to reflect on their personal values.
They need exposure to modelling and practice that develops sexual language and
communication skills. They require knowledge that challenges asexuattindes.

Some will need to know that, in their professional capacity, they have permission to
break social norms of privacy and invite discussion on sexual expression. There are
other precedents in professional practice. Occupational therapistmorosd social
boundaries of space and on home visits will view bedrooms and bathrooms as a routine
of practice (A fg2a p186). Likewise, physiotherapists (A fgl p14; A fg2a p14) and

nurseqFinger, Stack Hall et al. 1992joss the normal social boundaries of touch.
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8.7 Conclusion

Like Henry, | see the personal 'stuff' that the practitioner brings, as a key issue.
Individuals, before thegnter training to become a health or social care practitioner, are
not a neutral 'blank sheet'. They have absorbed values and attitudes about sexual
expression. These bring internalised rules or norms. Sometimes these may be explicit
and conscious. Fgeently they are implicit and often unconscious. | have presented
here some of the personal beliefs and values that practitioners in this study held. They
include barriers to talking openly and easily about sexual expression because there is a
social nom of privacy. Also, there is no common, acceptable language to discuss sex.
Participants in the study held personal moral values and feared this may conflict with
those of the service user: this may encourage a silent pact of avoidance. Some
practitiones also held asexualising attitudes toward disabled or older people. | have
discussed how each of these themes may inhibit practitioners from taking a positive

approach to service s esexud health.

| have suggested that internalised beliefs and gateey be of more significance in
addressing sexual expression than they are to other areas of professional practice.
Without adequate exploration of these attitudes as part of professional education,
practitioners will only have this personal experiercguide practice. In the next

chapter, | will explore the process of professional socialisation.

These research findings corroborate information gained from the perspective of disabled
people that some health professionals do perpetuate society's ssex@litudes both
toward older and disabled people. The information reviewed here indicates that the
problems some disabled people experience, related to acceptance of, and support for,
their sexual health, are located within the diffidence of healthsacial care

practitioners due in part to the social norms and taboos affecting any individual.
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CHAPTER 90 PROFESSIONAL SOCIALISATION

9.1 Introduction

In this chapter, the thematic analysis continues but here it is set against the development
of the individual, duringrofessional socialisation. To enter a health or social care
profession, the individual undergoes a combination of formal academic education and
supervised clinical practig¢iealth Professions Council 2004; Nursing & Midwifery
Council 2002) This process of professional socialisation, undertaken over several
years, confers a basic competency. College based theory includes the knowledge and
skills needed for practice. During this time, individuals are supported to develop the
attitudes neessary for the role. They also learn to apply their growing knowledge
through supervised, graded practice. This period helps to define the professional role.
Professional learning is neither finite nor time limited. Increasingly practitioners are
expeded to develop specialist skills through pgsaduate training. Also professional
regulation requires them to demonstrate continuing fitness to préetdeament 2002;
Parliament 2003c) This includes engaging in a constant learning cycle to remain
responsive to service neg@@ept. of Health 1998a; Dept. of Health 20Q1c)

My interpretation of the data suggests that professional socialisation for the participants
in this research, did not lead to role acdiosiin the domain of sexual expression.
Contributing factors included deficiency in educational programmes and absence of role
modelling. Postegistration training, although helpful, was minimal. Two teams had
instigated some training for the team.few participants dismissed the training they

had received, because it did not overcome the anxieties of practice. Despite participants
espousing a theoretical role, the data provides little indication that they engaged in a
learning cycle to improve theknowledge and skills around sexual expression.

Although this could be attributed to lack of opportunity, there are also signs of
resistance, avoidance or not seeing further learning as necessary. Older participants felt
the situation may have improvéar practitioners that are more recently qualified, but

this was not substantiated by the data.
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9.2 Role acquisition

A positive sense of role acquisition from gegistration education can only be ascribed
to two out of the thirty participants: the psychgiki, Odele and the occupational
therapist, Wendy. Odele said,
Odele | see it agefinitelypart of my work and very import ant re

awkwardtalkingabout it because | guess itds being, it it
oft he areas of things that the psychologists do é

For her there had been relevant training on relationship issues including family therapy
and couple counselling (B fgl p7). This learning was focused on psychosocial rather
than physical issued mtimacy and sexual expression (B fg2b p7). Wendy had

received a lecture from SPOD during fegistration training. Possibly of more
importance, she had observed practitioners during two separate placements addressing
sexual expression: once in a batikic and once at a psychiatric unit for deaf people (C
fg2 p1112). Talking of this second placement she said of the educator

Wendy: | was full of admiration for her because | thought this is an area of paramount
importance to this community (C fgia2).

For the others, there was no sense of role acquisition. Apart form Odele and Wendy,
participants had neither observed nor held discussions with practitioners on clinical
placement about the management of sexual expression. Likewise, nonetbkthe
participants appears to have entered their profession with a clear vision that sexual
expression would be part of their practice. Sarah indidhtimportane of pre
registration education

Sarah: | guess there are some professions who wileHaad the topic of sexuality alluded
to at the very least during their training and maybe covered in in more detail than others,

er mé | me a n, in my training it never came up at
means that that, you know, some speedher api st s will feel that it def
theydre interested in and that-4it definitely isni

9.3 Deficiency of educational programmes

With the exception of Odele, participants, regardless of professiomédeit t
professional education had not prepared them to address sexual expression in their
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practice. Many either had no training at all, or at most a single lecture ordalalf
workshop. Pressure on curricula may dictate that many topics are dealtiefith br

What emerges here is a sense that what training is available is not just brief: it feels
tangential or encapsulated, separated from the rest of the course. The majority of
participants in this research appear to have entered their professioroweiiploration

of their personal beliefs and values. Most did not obtain the vestiges of competence that
could be built on later with the acquisition of professional experience. This was
epitomised by Eliza, who said,

Eliza: é h o w ma nof angdestriptioi arer aatymily $rdained and given any
body of knowledge or any real skillafout sexual expressipgh (A fgl p5)

Of the occupational therapists Anita, Tatum, Tracy and Wendy had received a single
lecture given by SPOD (A fgl p4; C fgd2; C fgl p26; C fgl p26). However, there
appeared to be no integration of this to the rest of the programme.

Anita: SPOD it just always reminds me of this one lecture we had in the three years

(knowing group laughtérwhen SPOD came, when we wereraiin g é it just al ways

reminds meé came in and did a half hour talk and
was our é/ ? (A fgl p4)

She described it as someone 'telling us about the thegidid' (A fgl p6) rather than
any discussion or debate on the livgtion for the work the students would do as
occupational therapists. @re SPOD talkvas dismissed as inadequatigeyjust
brought a box of fake vaginas, pumps, vibrators' (C fgl p26).

Della, Henry and Eliza, during their training, attended a-thajf workshop, given by
me, explicitly on sexual expression and occupational therapy, this too was limited.

Eliza: e the worleslaopreal(ly justhighlightedtheimportanceo f not i gnoring iteé
andé icduld,nnd if you feltcomfortableto explorethat area, if patientwantedto.

But , I d o n 6 verykteresting bui @laughgasarryi it was very very

interesting, but I dondt knskilg t hlat ditd &t ugil V¢ ma
it didnotmoedonfiden ecne t o yt h iquektiond might askhvehat sort

of open ended questions | mi ght asperse € But | doni
gave me any s knowlddgl®uti ti tgadiedm&t necessarily give
fgl p7).

There had ben no mention of sexual expression elsewhere in the preimdeased
programme (A fgl p7). This suggests no integration with other professional knowledge.
Henry was on a different programme and knew me as his personal tutor. Again, sexual

expression was eapsulated into a single workshop. He wondered,
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Henry: € wa $ &d hdtudy area gburs would we have hadnydiscussion on it,
I d know)A iiB1 p10).

He spoke about the workshop, parts of which were particularly challenging, concluding,

Henry: é t h ebenbfiohitiall was howtHowghtprovokingi t wasé and about
how selectiveare we as therapists, you know, dosagone thing from a philosophy point
of view anddo another? (A iiB1 p11)

Despite this, it did not leave himitlv any sense of competence or authority to practice.
From his perspective, | suspect | was a lone renegade’ voice. Of the three, Della was
more positive about her training, but unlike Henry and Eliza, for her my workshop
followed awareness raised orapément (which included a session by SPOD) at a
residential home for people with severe disability (A fgi7p6 This placement

highlighted the importance of sexual expression to the residents: it 'was the biggest issue

that was coming across' (A fgl p12)

Irene suggested there ‘was hardly anything' (A iiAl p9) on sexual expression in her
college programme, apart from 'SPOD being a good organisation' (A iiAl p9). She

went on to say,

Irene: é we did address i ssueywuknosvtwasasi ng to recog
much an issue for someone with disability as any other person, so | mean, you know, it
wasndt just ignored but there was sort of fairly

actually help practically, or in advice (A iiAl p9).
For Maeve there had been nothing on sexual expression in heggstration course (B
fg2b p18). For Xavie, although the most recently qualified occupational therapist, she
could not remember.

Xavie: | think | think we had like, you know, we we touched on that but... | can't remember
it... | know we touched on it in specific things but | was er, | can't remember it (C fgl p26).

Of the physiotherapists, Beryl, Carol, Janet and Peggy did not regadlarning
around sexual expression in their training (B fg2a p4). Some had received information
on pregnancy and physiotherapy (A fgl p6; C fg2 p12) but, for the others, there had
been minimal exposure. For Vicky this was about reproduction not sexuicn, for
example, in a lecture on spinal injury,
Vicky: é what | can recall |l earning is that the s

then they're not very soon after, if you don't save the sperm very quickly then... but the idea
that they'd atually be participants in anything we never reached/ (C fgl p24).
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For Lesha there was information on sexual expression but she described this as being
'small sections of it, it was never, you know, big things' (B fg2a p5). Yvonne did recall
just one leture, linked to spinal cord injury.

Yvonne: There, there was something about... no there was something about pumps...

(laughter from some group memblersto to get an erection and that a sex life was possible
and that these ar enegditu(@fglp24).é / men and t hey

The information is old and possibly poorly remembered. That said, it is interesting to
note the potential teaching about the sexual needs of women and older men! None of
the physiotherapists were supported to look at their owndes or given any

indication of what a physiotherapy role in sexual expression could be.

The four nurses, in this research did appear to have more information provided in their
courses. However there is still no sense of grounding or confidence. récatiad

some information on sexual development and sexual health in hexgs&ration adult
nursing training but added,

Fiona: I trained in the |l ate sixties, early sevent
dves it wasthere it was partofnyt r aiéni ng(6A fgl p9) .

Similarly, for Rhoda, despite explicit knowledge on some aspects of sexual health, she

indicated this was insufficient.

Rhoda: séxual éxpression)isncluded in nurse training by saying well you should ask

peopleabout hei r sexual ilaughya ntd att hbast éasb oquui tig (i sndt it ,

and and, you know like, so you might know about family planning and contraception and

erectile dysfunction but / thatodés about theé it o:
Kitty : /| lphyiscdé a veEOY nNnitty gritty isnét it, yeah.

Rhoda: ltés not dealt wid.th any depth at all (B fgl

For Nancy it was very briefly touched on in her general training but the focus was,

Nancy: é t he medical, sur gi caihtothepematanali cal si de of
relationships, l'd say thatoés never really explor

She said she had received virtually no explicit training on sexual expression as an
incontinence nurse. She did explain to service users the benefit of goabpra
catheter over a urethral catheter in being able to ‘carry on in a normal fashion' (B fgl
p18) but Rhoda said to Nancy,
Rhoda: Youbre not actwually trained are you to ereée

Nancy. No no.
Rhoda: You just pick it up as you go along.

Sexual expression, physical disability & professional practice 194



9 - Professional socialisation

Nancy: I think, ayomukhowf thatésa{(ning as | goté e
catheters whereas yagnan can tape it down and put a condom over the top of the

catheteré actually you Ilgmouplaughtdy &t g motmftoertraibd ley |
(more laughtey (B fgl p18).

There was nothing at pregistration level for any of the speech andjlaage therapists
(A fgl p8; B fg2a p3; C fg2 p12). Ginny attributed this to the culture of the profession.

Ginny: | mean | see speech therapy as quite a prissy sort of profession really, we were
terribly middle class amat tedirgsdbdyeédthhatf gbra8)f

She continued,

Ginny: é and the only thing I remember at all fro
talking about working in a head injury unit and that, you know, young men might get
0excitedd becauwoe langhte)sewedado@uhenra wiite coat and
put on this professional €é and thatés the only t|I

Ginny felt the college was supporting an asexual approach to practice, as a way to
manage the perceived sexual risk. This cautionary ragt@Iparallel in social messages

about the dangers of sex.

Unlike Odele, the two psychologists in Disability Team C did not present a sense of
confidence gained from their training. In fact Zanna could remember very little and
checked with Unwin about aent psychology training.

Unwin: | don't... I'm thinking | don't think we've had anything outside learning
disabilities... | don't think (C fgl p25).

Thus, within the multidisciplinary teams there was no indication of sufficiency or

efficacy of educadn on sexual expression. The little education available had been
delivered usually, not by core staff, but specialists such as SPOD. During a focus group
in Disability Team B, | summarised what had been said abouepistration

education, concluding

Researcher € noton thebagenda?
Kitty : A bit like death.
Sarah: We | | I dondét know, at | east you do talk abo

Although not explored in depth, they were saying that more was available in training
around loss and bereavement and how this might be managed sensitively. | believe this

research reveals that pregistration education on human sexuality is deficientloés
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not appear to provide the rudiments of skill, knowledge, nor an opportunity to reflect on
the social norms and attitudes the individuals brought to training. Eliza could have been
talking for many when she said the training that was available '‘wagan to me as a

piece of knowledge that | could use' (A fgl p7).

9.4  Postregistration education

Some participants had undertaken relevant-gaaiuate training. This appeared to me
to make a demonstrable difference to their awareness and practaevéipthis is
balanced against Irene's contribution, which indicated thatgradtiate experience and

training, of itself, is not sufficient to change practice.

Wendy was the only individual to undertake specific pegtstration training related to
sexual expression and physical disability. The 48y course was a significant event in
her professional career.
Wendy: lwentonf) t wo day SPOD course é that was run
disabilities... that actually changed my whole perceptiomtdy | now bring up sex
more routinely, | don't do it with absolutely everybody but... by much much more routinely
because they were so... sure that they wanted to be able to talk about it and that nobody else
would, and that they couldn't talk to... th&P, their their GP had to be very good for them
to be able to talk to them about it and the consultant never had time to talk to them about it
and the only people they ever got to see were therapists and... if it if you made it a no no for

people thentey then they were left with thinking this is an insolvable problem (C fgi p26
27).

The power of hearing the service user voice is evident. Wendy had heard the
Importance of sexual expression to disabled people. Sexual expression has been part of

her pactice since then 'and it's something | have grown and developed' (C fg2 p4).

Others had done some allied training that appeared to broaden attitudes and support
their confidence. Most noticeable was Ginny who had done some specialised work
around transgnder clients (A fgl p5). She was the one in her team challenging
assumptions and appeared more aware of diversity in relationships. Likewise, Kitty in
Team B presented with more confidence. She had been working in an HIV and AIDS
setting. So althougbexual expression was not in her general training,

Kitty : When | was working in HIV and there was stuff around HIV counselling which was
mostly about talking about sexual issues as well as the sort of practical advice (B fg2a p5).
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My sense of Kitty washat she welcomed this research because it was a difficult subject
for the team. Lesha and Yvonne had done some sexuality training when they worked in
a neurology rehabilitation centre with head injured people (B fg2a p 5) and in learning
disabilities (Cfgl p25) respectively,

Yvonne: é where interestingly you can talk about
nobody raises a ... there'd be no embarrassment talking about sex at all (C fgl p25).

Perhaps because of this training, both Lesha and Yvonne wiéogestly open to have
had examples of sexual expression arising in their professional practice, and Yvonne

particularly demonstrated an ability to discuss it with the service user.

On the other hand, Irene had learnt about sexual issues in strokardiad care by

observing her manager. She had been expected to conduct educational programmes that
included giving information on sexual function to service users. This included being
available for individual inquiries at the end of group sessions. itYagr current setting

she had completely excluded sexual expression from her practice. It would appear this

was about service expectations (see section-I2eBmission from the organisation).

As with preregistration education, sometimes pasgistiation learning was
disregarded. For example, Rhoda had undertaken some short courses and two years of a
Masters degree in counselling (C fg2 p29) but this was dismissed.

Rhoda: | mean | have done some counselling training but | ngualifieds o | havenot
had anyofficial training (B fg1 p7).

Her reasoning appeared linked to an unresolved conflict between being a counsellor
versus using counselling skills within another professional role. In talking about

relationship difficulties that a séce user may have, she said,

Rhoda: / thatds one area where | dono6t feel that |
not sure thatdong mémedntdot o tbeso(ft of wunofficially
not a counsehelopr aanndd Itéhlalt Ilidéslitlen but | candt , I ¢
one of wus, because wedre key workers, is actuall
of ficial trainingé/ and no debriefing/ (B fgl pb5)

‘Official training’, | understood to mean trainitigat is approved by the employing

organisation and acquired through the completion of recognised programmes of study.
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9.5 Training for the team

Both Disability Teams B and C had identified learning needs for the team and arranged
specific team training oregual expression. For Disability Team B, it had been some
two years before and was on the PLISSIT model (B fg2 p24). Although Kitty still had
the handouts, there was a sense that the training had not been applied by the team
because there was no follow or ‘ongoing support' to make it ‘'much more a part of

what you do' (B fg2a p24). The training did not appear to arise from an identified need

established in the service user group.

There was a tangible difference for the training organised for Tealh&y had

identified that sexual expression was a concern for their service users (C fgl p20).

Based on this awareness, they had invited a representative from SPOD to speak at a
team meeting. Consequently, they had altered their multidisciplinary essalssment

tool to include a question on relationships and sexual expression. Although later
removed, there was a more pervasive sense in this team that 'you should be able to cope
with it' (B iiB1 p10) and Wendy (C fgl p8), Yvonne (C fgl p19) and Tagyl p5)

were routinely including sexual expression within their practice.

9.6 The learning cycle

Professional fithess to practice, nowadays includes engaging in a constant learning cycle
to remain responsive to service needs. Simplistically this mighyithat, as several
participants had indicated sexual expression should be part of their practice but they
lacked skills and knowledge, they would be actively seeking learning opportunities.

Diana; é I think we shouldtaliln kPxtaelmlte t & dPealhawpis
need a little more knowledge of SPOD and things like that (A fgl p23).

Some participants, directly because of undertaking this research, did change their
practice. Fiona sought to acquire knowledge and skills in this doriémdy was the

only participant, prior to the research, to identify her learning needs. Partly this can be
attributed to the paucity of opportunities to extend professional skills in this area. The
data offers other explanations for example avoidancewfes. There was also an

indication that some participants accepted, unchallenged, their lack of knowledge.
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There were several examples of practice change wrought by participation in the

research. Perhaps the most dramatic was Xavie.

Xavie: € our &irgt meeting | sort of definitely came away feeling professionally
guilty I thinké because | thoughté despite

might be poblems because the patient might not get another opportunity after me, erm, so
professional | y Havetodehlsvithtthés (Cyig2 p7).k no w, I

She had reflected on Tanya's contribution, using her as a role model, to include a

question on sexuaxpression as part of her initial occupational therapy assessment.

Xavie: é I sort of almost forced myself and
initial interviewandlamgoi ng to bring it upo and really
know,premar i ng for thaté and | remember you i
went through it with the patient so thattheycosdei t as wel |l on t he
about thisd and then youbdbd sort of yowo me
got any problems?0 4dfndHavéeenwoutgetiang s
and ités almost just Ilike reading and t
voice butllhavest art ed doing it bnfaybe gort df dceepted énn d
myself thaté despite per sonalcanbedevalopeshs may b e

we | | thigcontext mthiskind of environment ithist e a m, you know, i 6s

my
with thiso | dondt want to be the pers person

~ o0
S =

deci d
sort

t hin
t hat
S 0 me

t
that you cané6t skip, thatneeadsmytoobeé ¢é hhdf to do

Participation in the focus group had raised Xavie's awareness and she had directly
initiated change. Tanya asked whether it got any better after that first time (C fg2 p7).
Xavie confirmed it had and thahe was now raising sexual expression routinely with
every patient because 'youa nmakie an assumption’ about who it is appropriate to
raise it with (C fg2 p7). It had gone well and one woman 'spoke about it a little' (C fg2
p7). Xavie had also idenigd support strategies for herself if someone revealed

problems beyond her sense of competence (C fg2 p7).

Partly because of participating in the research, Fiona had applied to attenddathree
conference on sexuality and disability (A fg2a p29) orgahisr the multiple sclerosis
nurse specialist group. She indicated that sexual expression, for her, was now

Fiona: It itdéds very much on the agenda, ¢ é

option to opt out of it, you know, because | thinksivery much part of the the national
agenda as well with MS people (Team A fg2a-{329.

This is a reference to the new national guidelines for the management of long term
conditions and multiple sclerogiPept. of Health 2005; National Ititute for Clinical
Excellence 2003)
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Other participants had not identified furtheadeing options. In part, this is because

there is little educational material to promote practice in this area. No courses had been
seen advertised in the professional literature (either profession specific or inter
professional) for many years (C fg2Q3 iiB1 p7). Some participants noted there

were no practice or research articles in the professional literature, for example in speech
and language therapy or physiotherapy (C fg2 p11). A psychologist at a conference
recently attended by some membefr§eam C noted how little information there was

on stroke and sexual expression (C fg2 p17). The little knowledge that had been
gleaned was from articles (A f1 p6) and leaflets, written for service users, by disability
organisations (A fgl p5; A fgl p2€ fg2 p21; CiiB1 p4).

If practitioners feel uncomfortable in this area of practice, even when available, training
courses might be avoided. For example, in my interview with Tracy | asked if she had
seen any course advertised.

Tracy: No | |Idohnaévte tbhuitnkit s not something | would |
upper | i mbds faaghg (CriB¥pF). my st yl e (

With little knowledge or skills, practitioners may feel unable to address sexual
expression. Yet, if they are not addressing sexuakssmn in practice it is difficult to
see a need for further training. This was epitomised by Irene, who when asked whether
she had sufficient training, replied

Irene: Erm, well | have for the amount the issue is addressed at the mdaughty, but|

mean | guess obviously if itéds something in whicl
proactive in é I feel |1 would need more training(

| suggest this becomes a spérpetuating cycle.

Additionally practitioners may accept unchallenged their limited knowledge. Nancy
provides an example. Following the initial focus group, for the first time in her career,

several clients had approached her, wanting to talk about sexual concernsid She sa

Nancy: e I was probably more comfortable with it
happier either, that | wasndédt sort of out of my ¢
would have haddong it better, so | | uwamebdatheallygndt wel |, we¢
so you just do the best you can with er what you:

She described the reassurance that she gained from the first focus group, that no one

else in the team would feel any ‘happier' or would have ‘'managed lietter'. That is
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no one appeared any more confident or competent. Despite the increase in people
raising the subject with her, she did not identify any wish or need to increase her
knowledge base, to search out information or seek advice. | ssggestpeople may
believe that sexual expression is considered so fundamental, so intuitive, that learning

about it is unnecessary 'you just do the best you can with what you've got'.

9.7 The impact of professional socialisation

The impact of professional gatisation on practice in the domain of sexual expression
cannot be underestimated. These findings indicate that, unhke sther western
countriessexuality education is not universally ‘accepted as part of all health
professional trainingWeerakoon 1994 p41)This is discussed in relation to pre and
postregistration education however | shall also consider why professional socialisation
Is not the whole story, and therefore, on its own, not the solution. The importance of
education to address attitudes Iskaind knowledge in sexual health has been cited by
many(Finger, Stack Hall et al. 1992; Gender 1992; Glass 1995; Medlar and Medlar
1990; Weston 1993; White and Heath 2002; Wiederman and Sansone [I98)
research, practitioners said that the professional education thegdeaeed had not
prepared them to address sexual expression in their practice. This is consistent with the
findings of other researchers, where therapists and nurses felt inadequately prepared
(Conine, Christie et al. 1979; Conine and Quak®83; Evans 1985; Haboubi and

Lincoln 2003; Kuczynski 1980; Lewis and Bor 19940me have implied this is due to
the variability in professional curricu{@ayne, Greer et al. 1988; Wiederman and
Sansone 1999)My findings indicate that other issues, not just lack of curriculum time,
may be operating. These include encapsulated teaching; lack of professional role
models; possible asexualisation within training programiaes lack of awareness or

resistance to the espoused theoretical role.

The role, and thereby the educational requirement, in addressing sexual health, for each
of the five professions represented in this research, is different. Although | refer to
disablity practitioners:l do not imply a single profession. The level of skills and
knowledge required around sexual health varies for each profession. Therefore, it is

useful to identify a minimum level of pregistration education with additional
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experti® gained in postegistration education. | suggest all health and social care
professionals should recognise service users, including disabled people, as fully human
inclusive of sexual identity and sexual needs and their work should support sexual
health This seems to me to be consistent with longstanding NHS {Blegt. of

Health 1992; Jacobsen 198&ah profession needs to consider if routine provision of
permission to discuss sexual expression, is a necessary competency for all registrants.
Specific knowledge and skills could be gained, after qualifying, for those working in
disability services. Gabquality community rehabilitation and social care includes
prevention of secondary complications like a negative impact on sexua{Deleis of

Health 2005) Each profession has different learning needs. For example, the
psychosocial and biomechanical aspects of sexual expression can be seen as more

relevant to psychology and physiotherapy respectively.

Preregistration educain provides the foundations of role identity. Only two out of

thirty participants in this research identified themselves as having a positive

professional role around sexual expression, acquired during theggstration

education. Lack of, or pogrdefined, role identity has been cited by others as deterring
professionals from addressing sexual expression in prgCiarene and Quastel 1983;
Crouch 1998; Earle 2001; Ekland 199Positive role perception has been correlated to
increased comfort in addressing sexual isgMafop and Fitzgerald 1997)l shall

consider why practitioners believe that, in theory, they should address sexual expression

but qualify with no sense that it is part of their role.

Unique tothis research is the identification @ficapsulated teachingxperienced by

several participants. By that, | mean where teaching did occur on sexual expression, it
was managed as a discrete entity outside the main programme, delivered by a specialist
in a single workshop. This reinforced the separateness of sexual expression from the
routine of practice. It also indicated the necessity of having a specialist, rather than
programme tutors. Anita was taught SPOD's role, not the practitioner's, role.
Encapsulated learning provides opportunity for role modelling, whereby the pupil

can observe the practitioner using sexual language and demonstrating how the social
norms of privacy may be crosselt.also meant that the teaching was within one tiny
partof the programme and did not pervade the curriculum. For several, it was a one

hour lecture or a hallay workshop in a thregear programme. Additionally whatever
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learning occurred in college, it was not seen to be applied in practice. The importance

of observing application was seen in Wendy's experience of clinical practice.

Other authors have implicated the facBender 1992; Wiederman and Sansone 1999)
and tutorgBrogan 1996; Lewis and Bor 1994; Webb and Askham l1&f6hadequate
delivery of appropriate learning opportunities. Here Ginny described her tutors as
fostering an asexual approach to practice. | contend a reasonable assumption is that the
faculty is subject to all the tacit social norms identifie the previous chapter. If so,

one interpretation is that asexualising attitudes may be embedded in the curriculum.
The preliminary inquiry highlighted the integral nature of sexual identity to person
hood, seHesteem, confidence and quality of lifget, sexuality and sexual function do
not appear in the curriculum. The disability specific curriculum modules reviewed
earlier have all been from oversé@mldstein and Runyon 1993; Johnson and Walczak
1984; Katzman 1990; Keall 1982; Niidt 1986; Tepper 1997b; Weerakoon 1984e
section 4.4 Professional education: Developing training for disability professionals).
With little to raise the awareness of UK based tutors, their beliefs and values may be
unchallenged. They too may partake in the 'silent fRlctnmer 1996) This

interpretation requires further investigation.

Tutors will protest and cite an overcrowded curriculum but change may be more about
awareness and approach, rather than extensive modules. Kuczynski (1980 p342)
proposed a course on human sexuality was insufficient, instead

"The total faculty must brlve that problems in sexuality are as important as physical and

psychological problems and continually point these up to their students and help students
deal with them'.

The International Classification of Functioning places relationships, includimnggitet

and sexual relationships, on par with mobility, communication anetast{World

Health Organization 2001)Faalties may wish to evaluate if their health and social

care programmes reflect this. A parallel is the work that has occurred in the last decade
to develop culturally sensitive curricula. The sexual citizenship of disabled people
needs to reverberate ttughout all health and social care programmes. This may raise
guestions in class, but that allows course tutors to model how unsought inquiries might
be managed. That said, some disciplines might wish to consider more substantive

programmes to exploretatides as well as extending skills and knowledge.
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In this research both pre and post registration education was presented as deficient
however that, in itself, does not explain the theory practice divide. Learning
opportunities that were available welismissed. Despite a thraeur workshop, Eliza

said she had not been given any 'real skills'. Disability Team B had received training on
the PLISSIT model, but learning had not been applied to practice. Rhoda had
undertaken two years of a counsellirmyitse, but it did not constitute ‘official training'.

| suggest that these opportunities did not overcome the emotional deterrents to practice.

Also apart from Fiona, no one appeared to have engaged in a learning cycle. A
practitioner, who had identified that they lacked knowledge or skills in a necessary area
of practice, would be expected to address this. Atpsagstration level, the litetare
consistently proposes intprofessional education for disability practition€¢€ohen,

Byrne et al. 1994; Ducharme 1987; Glass 1995; Tepper 19%¥yever, no

participant in this research had seen such a module being advertised. This confirms my
experience. | have not seen an isgasfessional, disability specific programme,

available for many years. The new course Fiona had identified was for specialist MS
nurses only. Henry was certain training needs would be met if sexual expresston

part of the role. | think he is right. This implies either a-pelfpetuating cyel

whereby lack of awareness and skills means the subject is never raised. If sexual
expression is never raised the practitioner does not need skills to deal with it. There is
no identification of learning needs so posgistration training is not deveded.

Alternatively, as seen with Tracy, it might indicate a resistance to learning. This may be
potentially stronger than the espoused role identified. If you do not learn about sexual

expression, you cannot be expected to address it.

9.8 Conclusion

Most practitioners had no sense from their professional socialisation, that sexual
expression could be part of their role. So, although they espoused a theoretical role,
they had not acquired the role in practice. For many, there was no pre-or post
registraton education on sexual expression. Where training occurred, it was often

encapsulated and separated from the core business of professional education. SPOD or
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specialist practitioners had delivered much of the training identified in this research.
Tutorson the educational programmes did not appear to be personally involved and
therefore did not provide a role model. This reinforces the message about the
separateness of sexual expression from the routine of practice. It may also suggest to
students thasexual expression is so difficult it should be left to specialists. | have
posited that asexualising attitudes may be embedded in the curricula but this requires
further investigation. Where education was available, participants were not always able
to build on it, either through observation of the applied practice of others, or through
their own supervised practice. In the few examples given, where greater confidence
was acquired, it was associated with observation of positive role modelling or ettreas

awareness of the issues from the perspective of disabled people.

No postregistration intejprofessional education modules around physical disability and
sexual expression are currently available, indicating that practitioners are not identifying
thisas a learning need. This may be due to lack of awareness but it could indicate a
resistance to learning. In the next chapter, | shall look at the affective component within
the data. Managing negative emotions may provide a more powerful deterrent,

outweighing the espoused role identified.
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CHAPTER 10: THE AFFECTIVE COMPONENT

10.1 Introduction

The literature reviewed in chapter 4 highlighted the importance of practitioners feeling
comfortable if they are to address sexual expression. The data from this research
reveals considerable discomfort. This affective raspdecame a major theme. Some
participants spoke of discomfort. Others described feelings of anxiety, fear and danger.
Embedded in the data are also examples of hostility and anger. | did consider locating
the affective response in the chapter deakity professional practice. However there

are also examples from the fear of what might happen (thereby stopping practice) which
is more properly located with the individual. | propose that the emotional element is
pertinent to the four separate secsiotine individual, professional socialisation,
professional practice and team working. The affective response of practitioners is

therefore discussed here in a chapter of its own.

Recognising this affective component is crucial to understanding theatlpicture. |
believe the consequence of strong negative feelings is defensive practice including
avoidance. Originally, using4vivo coding, separate emotions, like anxiety and fear,
were differentiated. In writing up, these nodes have been refinédgccording to the
feeling identified, but by the causative factor. | have identified from the data what
creates discomfort. This is subdivided into four themes: discomfort leading to
avoidance; 'would | be able to deal with it'; concern that disagis&rual expression

may cause damage, and the perceived dangers of sex. | have tried to discriminate
between an emotional response triggered by actual practice, from that arising from the
individual's imagination of what might occur. Some participant&splirectly of their
feelings but sometimes | felt their emotions were more subtly embedded in the text,
therefore | have included not just overt but covert examples. That is, those recognised
and owned by the participant and those they may be less afvarbese are my

interpretations.
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10.2 Discomfort leading to avoidance

Some participants saw avoidance as a positive approach to managing the negative

feelings, which caused discomfort.

Anita: é and | think that we all should accept th
aremay be s omet hcomfogablenei 6trhe néot t hen to actually do it
mor e/ | tmbredegpructivdthah than overlooking it in the first pladdd2a p5).

Anita suggested that to address sexual expression in the face of strong negative
emotions had the potential to be 'destructive’. | suspect that here 'overlook’ meant not
responding to or not introducing the subject: thereby the therapiseavide user

would not have to endure the therapist's discomfort. Shena expressed a similar concern.
She said that she would find it uncomfortable raising sexual expression with service
users and worried that her discomfort ‘would show' (B fg2b p4).ahidety was that
experiencing the practitioner's discomfort would be damaging for the service user. |
cannot say if these concerns are true, as this research did not investigate the
consequence of therapists' negative emotions for the client. Howsy@reliminary

inquiry indicated that the service user might alternatively experience ‘overlook’ as the
practitioner not seeing them as a sexual person. This too is damaging. This is explored

further in the discussion (see section 10lBie impact of tk affective component).

Some people acknowledged their avoidance due to negative emotions. For example,
Xavie had 'stopped using' the prompt about intimacy and sexual problems on Team C's
initial occupational therapy assessment form (C fgl p7). Shebded with patients

with whom it would have been appropriate to include the question, but she aveided it

Xavie: €& because, ycamfokabl®d wl , | ydudkdowfebetds somet h
| personally feel really uncomfortable, unless someonenless a patient approaches it
with me, then itoés fine but itods not somet hing | Wo u

However sometimes avoidance was covert. | asked Nancy about the parallels in her

role as an incontinence nurse

Researcher € youwbstbe asking very intimate things?

Nancy: Mmm, and | think that, you know, is an oppor
t hat ¢ hancgointdtoto mare detail@boét their sex life ifthiegle t hat 6s an

issue for them. | meamaybei tbéesc ause we cand6t all deiyscuss so0 int

happy about it then it will get brushed aside, but perhaps people actually aren't that worried
about it, they do adapt as you say, you learn to live with less (B fgl p17)
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It is not clear who is @t happy', the service user or nurse, and who then brushes it
aside. Many service users may not wish to explore sexual issues but | suggest Nancy's
discomfort leads to her brushing sexual concerns aside. She then justified her avoidance

by arguing thattiis not a concern for the service user who learns to adapt.

Some may dispute my next covert example, derived from a joke made by Disability
Team A. Fiona was reflecting on a direct sexual inquiry made to her in a busy
thoroughfare, by a female serviceen. It had made Fiona feel uncomfortable and in the
focus group she was appraising whether she could have managed the situation better.
She attributed her feelings to the public context rather than the subject matter and

wondered if she should have takine service user back to her room in the unit.

Fiona: Sheds actually in a room on her own, so | C
the physiotherapist came to take her to the gym,
Carol: Well, that was lucky then wasnét it?

Anita: Good oldphysios, always there when you need them (A fg2a p14).

Humour can be a way of expressing feelings. | have interpreted this as a tacitly
understood notion of being rescued (thereby avoiding) discomfort. Earlier Carol had
explicitly talked of needing 'aescape route' (A fg2a p11). She had compared her
situation to Ginny's. Ginny works one to one in a private room, whereas the
physiotherapists work alongside others in open plan areas like the gym.

Carol: If | was shut in like Ginny in a room with sonaty and then he talked about it

(sey , | 6d think 60Oh my goodnessé therebds no gettin
it now, face itd (A fg2a pl1l).

10.3 Would | be able to deal with it?

Asked how she would feel having to face it Carol said

| woul dnodt be
it ? You knowé \

Caro:Er mé not t hat comfortabl e, n
and would | be able to deal wi t
(A fg2a pll).

0
h

This doubt: 'Would | be able to deal with it?' was a pervasive themnlktimese teams.
The uncertainty of what may be disclosed and whether practitioners could cope with the

disclosure caused considerable anxiety and fear.
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Henry: é itds just knowing whatdés behind that doo
dondt ktioexpectwhid2 p8).

Sarah. We | | itds a fear of what youbre going to be
that can of worms isndt it (B fg2a p21).

Even participants, who individually felt more comfortable addressing sexual expression,
identifiedit as an issue within their team (B fg2b p11; C fg2 p22). For example

Tanya: One of the reasons that people don't raise it is that it could open a can of worms
and what do you do with it when people say they have got a problem (C fg2 p22).

The following extract epitomises the sense of fear of opening up the subject of sex.
Vicky likened it to Pandora's box where, once the lid is opened, the practitioner may be

confronted with issues that he or she then cannot ignore.

Vicky: | think professionald on 6t foré for all sorts of reasons,
box I"m not going to ask this question because |
able to cope with what comes nexté and we weobre
about sg (laughg , about Il ots of things, Il think | wondt
havendété erm | know therebs going to beé issues |

As Vicky indicated, professionals may use this strategy for many reasons. Itis

especially pertinent though whennsidered as a way of managing the discomfort of

addressing sexual expression. It is closely allied to the anxiety of managing conflicting

moral values (see section 8.Bersonal moral values) and feelings of inadequacy

because of a lack of skills (seeten 9.3- Deficiency of educational programmes).

Fearful imagery was used. Henry compared it to playing 'Russian Roulette' and ‘whose

going to get copped with it' (A iiB1 p9). That is, disclosure might raise moral or ethical

iIssues, for example conecerof abuse for a carer, or other complexity, that could

potentially make the intervention difficult or lengthy (A iiB1-f9). Maeve too

acknowledged the negative feelings of being faced with moral issues such as infidelity.
Maeve Butlagreewithwha youdér e al | s aofrealtypur bubimesstto not é it
approve or disapprove, but | think youdbve al s

difficult position and it can make you feel uncomfortable and you are gonna put your own
moral judgenent on it in some way (B fg1 p26).

6s
0 g

Once disclosed, it cannot be unsaid. Pandora could not put the lid back on the box.
The sensitivity of sex heightened the emotional response. It was not just lack of skills

and knowledge but wantirexpertskills to address something perceived to be so

sensitive.
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Janet It hi rrighteneebder cea uas ebé tthabtsort oftapio you want to
deal with wvolplagretroemt§ t bwd u tyamed r(eB nfogtl p5) .

In listening to the provisnal analysis from the first focus group, Zanna confirmed that

sexual expression was far more anxiety provoking than other areas of practice for staff

(CiiC1 pl). Or, as Henry said 'the stakes are higher' and the reactions maybe more

acute (A iiB1 p7).The sense of lacking skills becomes more problematic
Tracy: é because if you open up something as deli
opened up a major need and then youbre going to

further with you andhen close the door again so, you know, | think you have to be careful
how you you broach it with someone (C iiB1 p6).

Henry also indicated a 'massive responsibility’ (A iiB1 p6). That is, a practitioner may

raise a disabled person's expectation whemtoblem is insoluble. The ‘fear factor' (A

iiB1 p3) then is of ‘letting them down' (A iiB1 p3). This too could lead to avoidance
"because i f you dondot go tdaB2(pe). iinttakigou d6r e not
responsibility you could also 'feeéry alone with it' (A iiB1 p18) because there may be

no support from colleagues. Kitty also feared that some people may not wish to be

referred on and 'then you're left with it' (B fg1l p12). Nancy described being

uncomfortable because sexual expres@autside her expertise and the service user's

problems may be entrenched and insoluble.

Nancy: e I donét really want to go there because
itds counselling and you t hinklwthbatausee t aking on |
you may not be able to resolve those things, and
problems ermé(B ii A2 pl4)

10.4 Discussing sexual expression may cause damage

Some participants feared that discussing sexual expression had the ptatelinbge
the therapeutic relationship with the service user. Anita noted raising the subject might

jeopardise the relationship at the outset' (A fg2a pl). Irene too described her anxiety.

Irene: I feel a bit worried ingtosagtaos et hietnd sé v eirfy emunt h
they find any talk abowgexualitye r mé di f fi cult to cope with or if i
has been a bigroblemin their relationship and therefore they feel qeitebarrassedbout

it or somet hi ng | hitkoecernhed,ydu knove, about whéther ittcoufde e | a

be liketotally the wrong thing and therefore a bit of a problem in yelationshipwith the

client (A iiA1 p3).
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Intrusive, insensitive questioning could embarrass a service user and damage the
therapeutiaelationship. This statement can also be interpreted within a psychoanalytic
model as projective identification: Irene may be the one who finds it difficult and
embarrassing. What is clear is that Irene's affective response (overt fear of damage)
detersher from discussing sexual expression. Irene agreed with this interpretation at

our second interview (A iiA2 pl).

Nancy provided an example from actual practice of perceived damage to the
relationship with a service user's partner. It arose from otteapproaches received
by Disability Team B after the first focus group. The patient raised the issue of sex with

Rhoda, when his wife was present.

Nancy: é a n d altsolutelheriifiede sheweaso embarrassedRhodawas

embarrassed becausleefelt for the womansh&eltf or t he chapé and so they
meet again and the next time | went with them bec¢
should do this together because there are conti ne
uncomfortablé . And the wife didnét come to the next

and okher ai sed t he sexual i ssue again ermé | think
wife again about it, and | think she will now resent our contact with him becéuse it

actually made her very vulnerable and she feels trgeatenech o w é

Researcher So in some ways ités damaged t hel/

Nancy. It 6s actually madlowehiemrgd hvadr yed ikfnfoiwe u lhta tt H

not happy about his sex life, and I I thihnk 6 s pr obably made it very diffi

us (B iiB2 p1213).

It must be noted the wife was not present at the second meeting and it is Nancy's
perception that she is feeling threatened, vulnerable and unable to trust Disability Team
B. On bah occasions, the service user raised sexual issues with them. Rhoda chose to
hear his concerns. | find the number and intensity of negative feelings attributed to his

wife quite remarkable, yet, if Nancy is correct, the damage is considerable.

Henry tm presented a recurring fear that including sexual expression within practice
would somehow make things worse (A iiB1 p17). He cited a hypothetical risk to the
service user's setfoncept. That is the therapist could raise sexual expression, and after
leaving the home the service user might feel ashamed or experience a sense of failure.

Henry: é and you may be oblivious, that's the
have done (A iiB1 p23).

Other anxieties for him were risks to professionalti@teships within the team. He

suggested some members of the team might not want to engage in the issues, causing
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divisions. Team working in his service has 'got a long way to go, and would that set it
back?' he asked (A iiB1 p17). Also, because thene isadition in Disability Team A

of addressing sexual expression, he feared he 'would be judged' (A iiB1 p18) by the
other practitioners if he took such cases to the network meetings for support or advice.

Henry: € especiallytifmel WwWésyba gaown all thenk s
would be saying O6Whmanbr bsamehbigg?Pdit(AnitBe pl8)

Being a man in a predominately female profession may exacerbate these feelings.

Interestingly he compared it to taking cases to netwarktings around toileting issues.

Then there would be no sens@mimburbei ng judge
profession’ (A iiB1 pl18).

Some practitioners feared that the relationships of service users could be damaged. This
was an issue particularlpncerning Rhoda. In the focus groups, she was ambivalent as

to whether sexual expression should be addressed, as seen in the following extract.

Rhoda: One of the things that er worries me again
anything about it, it if if you can get peoplealking andcommunicatinghen that usually

helps but i1 tdés I|like with bereavement if people get
esteem and they can share, but the only difficulty thighi s i s wheexali t s about
matters osexualityif you get them talking and they are totally honest with each other you

could end up with theelationship breaking dowe i frealtyweeeyto look at how

they felt and what they really want to do, they nohgosenot to staym that situation, so

Il 6m al ways | i ke t hshonl#l berdging allotthisloshaulmijuétt k no w,

sweep it under the carpet (B fgl p21)

Odele intervened supportively, in the focus group, to suggest that it is the clients then
who are making choice.

Rhodaa They are, but |1, | sometimes feel that itds
got them talking and | 6vehalyinsfsetarbaeimmti nHtlrlurbent
instrumental (B fg1 p21).

Not only was she anxious that she mbayinstrumental in the breakdown of the clients'’
relationship, she also feared that she might be held professionally responsible for

something bad happening (B fg2b p11).
10.5 The dangers of sex

Henry was the only person to use the word danger (A iiB1 p19; AiiB2 p4) but it was
implied by others in descriptions of: feeling vulnerable (A fgl p15; B fgl p26), putting
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oneself at risk (A fgl pl17; A fg2a p12), or needing to protect oneself (A fglpilA2
p5; C iiB1 p8). Dangers included: the risk of litigation; risks to personal safety, and

mistrust of the service user's motives.

In terms of litigation, Henry feared being seen as voyeuristic or perverted (A iiB1 p7).
He later gave a detailed hythetical example to demonstrate his concerns. In the
example, sexual expression is explored with a service user. A problem then arises, for
example, a Disabled Facilities Grant is refused. Henry developed this imagined
scenario to the point that the thpist is in a court of law, defending their practice.
Henry: € and prosecuting | awyer s sani ng 6Did you

Did you or did you noté answer the question. d 6"
i t 6dangerousyou krow (A iiB1 p19).

This may seem irrelevant in that it is a fantasy of what could happen, yet for me it
indicates the level of fear that can be associated with including sexual expression in

professional practice.

A risk to personal safety that was ideietif was the practitioner becoming the sexual
object. Ginny highlighted this from a hypothetical perspective. As a female therapist
talking to a male service user

Ginny: e he may weloln tamidn ky otuhbarted spua tcdonme your sel f
you? (Afg2ap 1243)

Tracy gave two examples from practice where this had occurred. One patient had had a

brain-stem stroke causing severe disfigurement.

Tracy: he had a young attractive wife and | I
sO we sat, we did talk | did talk about it there
admit because | felt médw lpweferedodakabotutéatthen t he eye f ol
clinic, but then he would tal k ianbbo uste sistwhyim, tfhWe Inmi dd]
is it | can6t get an erection?o You know, with

Tracy arranged a meeting with the patient and his wife following which, the couple
went to their GP.
Tracy: The GP said it was too eady the moment and just to leave it, but in the end | had
to avoid talking about it é I felt that this mi

was really sexvually frustrated and |1 6m a young f
c omf or tCaB1 p78E (
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Tracy experienced the patient's disclosures as inappropriate. Factors perceived as
heightening risk included: Tracy being a young woman; the service user being a young,
sexually frustrated man; working alone with him and working in his hofie next

couple of visits she went in with Vince to ‘protect’ herself and after two or three visits

'he calmed down' (C iiB1 p8) and Tracy returned to visiting him on her own.

Another risk, bringing a sense of danger, stems from mistrust of the seseice
motives. Sarah described an experience where she felt very uncomfortable because the
service user spoke several times of his sexual difficulties. He was married. This

legitimised' the inquiry reducing the perceived risk (B fgl p16). Nevedhdle was

Sarah: quitegraphici n t he details and | &d&dm in his house on
a lot older than me and, you know, | donét want
a medical discussi on seningtomebutd,yduknove itdowdal | yé t hat

potentiallyb e, so ermé (B fgl p1l6).

She found it strange that 'someone would just bring that up' (B fg1 p16). On further
exploration, what concerned her were his motives in speaking with her. From her
perspectivethe issues were being addressed medically. Odele empathised.

Odele é I think ocdogest oaml biycoimeort akl eybae@el ing

potentially could be just getting f f on it when theydére talking to
horrible (B fg1 p17).

Others had noted times when service users were perhaps trying to shock them (A fgl
p15; B fgl p26)pr they did not trust their motives (A fgl p16; B iiA2 p12).

10.6 The impact of the affective component

Core texts refer to the importance of the professional being comfortable to discuss
sexuality in healthcaréCrouch 1998; Davies 1988; Neistahd Freda 1987; Ross and
ChannosLittle 1991; Webb 1994; Wells 2000; White 2002)ith one notable
exception(Wells 2000) most provide little explanation of comfort or how thifeative
component impacts on practice. Different aspects are cited: comfort with one's own
sexuality(Crouch 1998; Gender 1992; Neistadt 19@®mfort in discussing sexual
expression generalffpavies 2000; Finger, Stack Hall et al. 1992; Neistadt 1883)
specifically in physical disabilityDavies 1988; Williams 1992)Proposals have been

made to improve practitioner comfort through the identification of, and setting aside,
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personal valuetEkland 1997; Gender 1992; Weston 198B8)hrough educational
programmegHay, Byrne et al. 1996; Medlar and Medlar 1990; Tepper 1997b;
Wiedeman and Sansone 1999)

Quantitative research, into the views or attitudes of health profedsimwards

discussing sexual expression, provides the merest (and sometimes confused) glimpse of
discomfort. In one study, of the 813 participants, 60% said they felt comfortable to
discuss sexuality with patients but 50% reporting feeling embarrédabdubi and

Lincoln 2003) Some people who reported being comfortable must also have reported
feeling embarrassed. Embarrassment wagiftehby over half (54%) of the 161

nurses in Lewis and Bor's (1994) UK study. Nursing practice was not found to be
correlated significantly with the attitudes measured. The attitude scale used was
developed from SKAT. It investigated attitudes towsubjects like masturbation,
heterosexual relations and abortion, not how practitioners' felt in discussing sexual
issues. Although the authors' concede the important influence of emotions to practice,

the research did not develop understanding aboutrdwatifponers' affective response.

Qualitative research has potential to explore the affective domain but some authors have
not developed this. For example in Rubin's (2005) study, deep emotions are revealed in
the excerpts published from the transcrigé,there is minimal representation of these
feelings. Rubin indicated only that practitioners were wary of giving permission to
patients to discuss sexual issues, as they were worried it might seem intrusive. They
were also embarrassed that they ditlheve enough information to give patients. |

believe she understated the powerful effect that negative emotions have on practice.

Only one study directly investigated comf¢yallop and Fitzgerald 1997)Negative
emotional responses hindered the respondents' ability to tap into 'what is unspoken or
embedded in the communicatigiallop and Fitzgerald 1997 p58Additionally
respondents were less sure of the role of occupational therapists in the scenarios that
increased their discomfort. Where participants had a sdéns®ver and control they

felt more comfortable. This is closely aligned with the theme, identified here, of danger

seen for example in fear of litigation or risk to personal safety.
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In my research, | have interpreted the affective component as suetedaleterrent

to practice that it warranted its own chapter. The data has revealed an intensity of
negative feelings like fear and danger, involving fantasies of Russian roulette, courts of
law and accusations of professional malpractice. The setys&hd taboo of sexual
expression heightened the affective response, making it more difficult than other
practice areas like micturition and incontinence. The data demonstrated how negative
feelings could lead to avoidance of sexual issues in pradicta suggested that
avoidance was less destructive than proceeding to ask about sexual issues when a
practitioner felt uncomfortable. Similarly, Neistadt (1986 p543) proposed that

'Only therapists who are comfortable discussing sexuality with thentslshould attempt
to counsel. Others can refer their clients to another qualified staff member for counselling.'

| have three concerns with this. Firstly, if the practitioner feels, because of their
discomfort, that they should avoid sexual issti@s,is conveyed to the service user and
the subject will not be raised. So there can be no identification of need and thereby no
referral on. Neistadt's approach does not separate problem identification from problem
exploration. Some nurses and thestgpmay not feel sufficiently comfortable to

explore sexual issues in depth. However, unless a second (comfortable) practitioner
screens all service users to identify sexual concerns, disabled people may miss

opportunities to access appropriate help.

Seondly, the preliminary inquiry indicated that no one raising the subject was, of itself,
damaging. Individuals who responded interpreted omission of sexual expression from
health and social care as asexualisation: sex is not important and no longes. matter
Other researchers have identified such danfisigé\lonan 1995)and it may contribute

to the internalised oppression of disabled pe{Phakespeare, Gillespiells et al.

1996) That is, disabled people may begin to believe the message and this can create
barriers b them developing or retaining a healthy sexual identity and pursuing

fulfilment through sexual expressig¢8hakespeare, Gillespiells et al. 1996)
My final concern with the practitioner ‘overlooking' the subject is the power and control

that it gives to the professional. It negates a cloemitred, needked approach. An

aspect of care is undertaken, or denied, on the basie pfdltitioner's feelings. This
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has led me to propose minimum levels of knowledge and skills for disability
practitioners (see section 3.The impact of professional socialisation) and disability

teams (see section 12.Zeam working to support sexuakpression).

Avoidance may not be the only way practitioners manage powerful negative feelings.
Festinger's (1957) theory of cognitive dissonance provides an explanation of how
feelings may alter thinking. He suggested individuals seek to eliminatndiss by
altering their cognition (beliefs and opinions). Thus, rather than experience fear or
danger, practitioners may alter their beliefs, for example seeing sexual expression as a
low priority concern (see section 1t.Breatment priorities). Thigesearch provides an
alternative view of the theory practice divide: although practitioners said sexual
expression ought to be addressed, other more consonant beliefs may dictate their
behaviour, thus eliminating dissonance. Freud articulated ego defeot@nisms,

which may manage negative feelings, for example projection or déneaid 1946)
Examples of participants' feelings projette the service user have already been seen.

In chapter 12, projection of participants' feelings to the wider organisation is considered.

Whatever the theoretical framework, | believe people do have a homeostatic tendency to
return to a stable equilibrium of comfort and safety, for example through avoidance,
altering beliefs, or projecting feelings onto others. Understanding this undénkénes
significance of the affective component identified here. It has been said that

'For a change in practice to occur it is likely that one would need to impact on the
practitioner's affective domaifWhite 2002 p246)

The affective domain however is seen as resistant to clibege and Bor 1994)

leading others to suggest that practitioners learn to separate personal feelings from
professional rolegEkland 1997; Gender 1992; Lewis and Bor 1994j alternative
approach is to recognise practitioners' feelings as a major learning tool to develop
practice. Thispproach is described in detail by Clifford, Rutter and S@hsgils 2000

p5). They explore through case studies and reflection oniggabow psychosexual
awareness can be developed in health care practitioners. They recommend Balint
seminars both for programme tutors learning to integrate sexuality into the curriculum,

and for practitioners addressing sexual expression within treastipe.
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10.7 Conclusion

Discomfort is a bland term used in the literature when discussing professional practice
and sexual expression. This chapter indicates what discomfort actually means.
Participants experienced it, not only from actual practice, betwvilnagining what

could happen. They described considerable anxiety and fear to broach the subject of
sexual expression with service users. For some this was directly linked to concerns
about managing conflicting moral values. Sexual expression wasseeore anxiety
provoking than other areas of practice. Participants feared raising service users'
expectations, then failing them, if the problem were insoluble. They feared damaging
the situation. Damage could be to their therapeutic relationsHithétservice user, or
between the client and their partner, or to the relationships within the team. Some
participants conceived addressing sexual expression as dangerous. ldentified risks

included litigation, personal safety and potentially perversevesof service users.

No other research has placed such emphasis on practitioners' emotions. Recognising the
powerful effect of strong negative feelings is important to understanding the total
omission of, or difficulty experienced with, including sekexpression in practice.

People have a homeostatic tendency to return to a stable equilibrium of comfort and
safety. One way to achieve this is to project negative feelings onto others. Or
consonant beliefs (supporting nmmvolvement) might over riddissonant beliefs; for

example that sexual expression should be addressed. Another way, demonstrated in the
data, was to avoid sexual expression, either consciously or unconsciously. | have
challenged a view that, where a practitioner feels uncomfertéhs legitimate to

negate responsibility for sexual health. Either through individual development or team
organisation | suggest that every service user should have the opportunity to access
appropriate help. Omitting sexuality disregards climarited and needs led care. It

may also be damaging to service users who interpret this avoidance as asexualisation.
Although the affective component is distressing to practitioners, these feelings have the

potential to provide a valuable learning tool.
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CHAPTER 11: PROFESSIONAL PRACTICE

11.1 Introduction

The thematic arlgsis continues but here the deterrents that team members experienced,
in addressing sexual expression in their professional practice, are critically analysed.
This builds on the earlier chapters. We have seen how the individual enters training
already mbued with beliefs and values. The majority of participants suggested that
their pre and postegistration education gave them little knowledge or skills to address
sexual expression. In the previous chapter, | explored how strong negative emotions
inherent in the topic may be managed. There is an inevitable overlap with some
material in this chapter. The difference is that here | am not presenting what

participants learnt, or how they felt, but how they acted.

All participants, bar the incontinencersa, said that in theory sexual expression should

be part of service provision. In this chapter, my aim is to enrich understanding of the
barriers. These included the hidden or unseen nature of sexual expression. It was also
about role uncertainty: thaét, professional identity in practice. One result of this
uncertainty was that generally practitioners had no sense of authority, bestowed by their
role, to address sexual expression. Additionally, a specialness was afforded to sexual
expression: it wanot regarded like any other activity. Another important deterrent

noted was that for the most part, practitioners only had personal experience to guide
practice. Finally, the treatment priorities of the therapist are discussed. These challenge
the rhebric of clientcentred practice and, in the context of pressured workloads and

limited time, discouraged practitioners from addressing sexual issues.

11.2 An unseen issue

The transcripts revealed that some service users were seeking to discuss sex but their
concern vasunseeror ignored Carol gave an example of not seeing. In the first focus
group, she had described the approach made by a patient with a spinal cord tumour (A
fgl p19). In the second focus group, she was concerned to stress such dissle®ires

Sexual expression, physical disability & professional practice 219



11 - Professional practice

a 'minor issue' for the physiotherapists (A fg2a p7). Ostensibly minor was about
frequency and Carol was revising her earlier assertion that unsought disclosures
happened 'quite often’ (A fgl p2) implying instead that they were occasional (A fg2a
p7). My impression however was that minor was also about importance. That is, the
importance of this service user's concern (did his erection denote progress), was not
recognised. It was not perceived as a serious health concern worthy of intervention.
She did not address it. She also did not reflect to him the importance or legitimacy of

his concern. Nor was he directed to a nurse, the consultant or anyone else.

Not seeing service users' concemdifferent to ignoring them. Some explanation of
avadance was explored earlier (see section 1@B&comfort leading to avoidance) but
now | wish to demonstrateow someparticipantananagedinsought disclosures. There
were examples of unsought disclosures to nurses (A fgl p18; B fg2a p2); occupational
therapists (A fg2b p7; AiiB1l p5; CiiB1 p7); physiotherapists (A fgl p13 & 19; B fgl
p5); speech and language therapists (A fgl p5 & 18; B fgl p16), and support staff (B
fgl p5; CiiA2 p3). Unsought disclosures could be made to anyone in the team.

Shena it depends on the situation and the client and and the relationship, not necessarily

about what youbdbre doing, it could easily be with
psychologist or OT or whatever, | think, depending on that relationship (B fg2b p6).

Oftenthe participant was aware, they did seeshe r v i c @ncerrs leut tite chose
not torespond Maeve for examplespoke of not acting on the clues given (B fg2b p5).
Sarah didn't ‘want to pursue it' (B fgl p16). Rhoda reported choosing jpicktup' on
hints (B fgl p16). Fiona described changing the subject (A fgl p4).

Where sexual expression is barely addressed there was no way of identifying the need.
Quita and Lesha, who believed service users would raise sexual expression ifabwere
issue for them, said approaches were 'rare' (B fgl p5). Some patrticipants implied it may
be relevant for a significant number of their service users (A iiB2 pl14; B fgl p4) but
there was no way to ascertain the scale of the problem (B fgl p21 &PBjsability

Team C where more was being dovfepnne proposed it was one quarter of the team's

client group (C fgl p19).

Its almost total omission from main stream professional literature (C fg2 p26)

exacerbated the unseen or hidden nature of sexualssiqumen disability. This finding
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resonates with my experience. Most research articles that | found on sexual expression
were in specialist journals such as Sexuality and Disability. These were difficult to
locate. Not only does this mean informatismbt easily accessible to disability
practitioners, it may also perpetuate a notion that a specialist, not the disability team

member, should undertake this area of practice.

11.3 Role uncertainty

Both electronic and team data revealed that no single praridssluded sexual
expression as part of its core role. The three ‘'flag bearers' of Disability Team C,
affirmed a fit with occupational therapy, physiotherapy and speech and language

therapy. Yet, as this excerpt indicates it did not fit comfortabfniyone's defined role.

Unwin: e itds not in anyoneds defined role and sc
you make a real effort and actually directly address it as part of routine.

Researcher Can |, can | just check thatout t 6 s nnyootn eions aact ual defined ro
that right here?

Unwin: I dondét believe so.

Wendy: Yesé it doesnédét belong to aseebody exactl yé

sexual relationships, or the actsak actf you like, as part of an activity of daily livirg
Now whether you do it every daydolsebieassiher you er
vit

come under theroadess ense of the OT&6s remit in acti ies
Yvonne: And | see it as ghysicalactivity. So it comes undghysical.. erm activity as

well and | wildl I will often ask the questioné b
physicaldi f fi culty that theyod6re having and after | 06ve
i f ther eds haw yaskddither thd sbonldh alve as ke dhat hemé but

categorises sex as a physigaliviyvand of course thereds, there wildl
Tanya: Even | can see it as communication as wel/l,

think it is spread between us all (C fgl2pl3).

With no clear ownership ‘it's not formally any one person's job' (C fgl p4), there is a
potential to assume someone else is addressing it (C iiB1 p12). | suggest a positive role
identity, encompassing the domain of sexual expression, is esseifailitative

practice. Conversely, role uncertainty is a deterrent to practice. This research reveals

the uncertain role of each profession.

Psychology, for example, was divided. Odele saw her expertise around interpersonal
and intrapersonal skiliB fg2b p7) and was clear that sexual expression fell within her
remit (B fgl p7). Zanna and Unwin however attended to cognitive skills only (C iiC1
pl) and assumed other members of the team were addressing sexual expression

adequately (C iiC1 pl). Bothdele and Zanna lacked expertise in biomechanical issues
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(B fg2b p7: C fgl p15). No psychologist was attached to Disability Team A.

The seven physiotherapists in this study presented a range of views. Two or three were
not at all certain that sexual@ession should be part of their role (A fg2a p5; B fgl p9
&10). Others were more positive about the skills they had to offer and saw, either in
theory, or undertook in practice, a role in addressing sexual expression (B fgl p3; B
fg2a p4; C fgl p13). Yanne confidently and consistently accepted the role within her
professional boundaries (C fgl p12). It was suggested that some service users might
introduce the subject to physiotherapists because physiotherapy often crossed the
normal social boundaries touch (A fgl pl4; A fg2a p14; C fg2 p5). For Yvonne the

close physical contact encouraged patients to raise intimate questions.

Yvonne: I think if youbére sat right wup close and e
can almosteel something kind of bobling up and then questionc o mes or er é t hat

c | o s e n engrsséxuahintimacyllowsthem to ask the question (C fg2 p5).

The physiotherapists' expertise was seen to be in the biomechanical domain (A fg2a p5)
but some aspects, particularly reteiship issues, were seen as outside their remit.
Vicky: and erm while I'm happy and have in the past addressed problems of spasticity and

those physical complications erm... they give rise to problems with the relationship that |
actually dontfeelable o t o properly address é I don't want

Other team members in Disability Teams A & B saw nursing as the profession with
potentially the greatest expertise (A fgl p22; A iiA2 p6; B fg2a p27). Implied in the
data is an assyption by the other professions that nurses can facilitate discussion on
sexual issues and that they consider broad aspects of the topic, from relationships and
feelings, to medication and biomechanical problems. Yet, none of the four nurses
expressed coifence or competence to encompass sexual expression thigrin
professional remit. Flionrmnd Ki tty were more comfortable.
recognised part of the nurse role or the nurse specialist role' (B fg2a p29) and Nancy,
the incontinence nge, was adamant sexual expression should not be raised. This
contrasts markedly with the data from the Multiple Sclerosis Trdg@ission. Here

the specialist multiple sclerosis nurse and the incontinence advisor were cited as the
most informed profgsionals for people with multiple sclerosis to discuss sexual
problems with. There were no nurses attached to Disability Team C.
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For me, an interesting group was speech and language therapy. | was not sure how they
would view their role and had not asipated such active involvement. The speech and
language therapists in Disability Teams A & C, both demonstrated competence and
confidence. They attributed this to working eldeone, on communication, in a private
context (A fgl p5: C fgl p5). Ginnynhited her involvement to discussing sexual
expression with those who raised it with her. Tanya was routinely raising it with most

of her patients including those who were aphasic (C fgl p4).

Tanya: e but as a speech antdi d rathguaagredt htealalpi sttt &
and. .. erm, even if i f theybve got a fairly sevel
book that | go through which ermé looks at all t|
injury or or what ever gaphasiadndihdwdifficulmbissirtidtsy t al ki ng al

of different situations and prevention of further stroke, and on one of the pages it it does say

about sex, so | d&8m turning over the pages and weol
we get to sthiganassudforyoudayy il want to discuss it fur
can understand that, ermé and if they say yes t h
talking it further, if they say no then | turn t|
you ever want to come back to that then point to

Yet Disability Team B speech and language therapists were not involved.

For the ten occupational therapists, there was greater consistency with all suggesting
that sexal expression could theoretically be part of their role. It sess agonsistent

with anholistic approacthowever only Wendy was regularly including sexual
expression within her practice. The wheelclsanviceand local authority practitioner

both eyressed doubts about the fit with their specialist roles. Supporting the role was
the parallel with other personal activities of daily living including intimate areas such as
defecation (C iiB1 p8) and menstruation (C fg2 p9). Occupational therapwsts als
transgressed normal social boundaries, not of physical contact but of space, spending
time in people's bedrooms, bathrooms and toilets (A fg2alpL5 This provided better
opportunities for disclosure. The participants' views contrast sharply wilihofier's

unequivocal position that sexual expression should not be part of practice.

The other professionals in Disability Team C indicated that greater responsibility for
sexual expression fell to the occupational therapists (C fg2 p3; C iiC1 pl)pzstyse
Sexual Activitiess on Disability Team C's Activities of Daily Living Checklist. This is

an inhouse, norstandardised, occupational therapy assessment. It includes the
guestion: Does your disability effect your sexual relationship? Thisiigraisive

guestion requiring respondents to expose something of their private sexual relationships.
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That criticism aside, it does suggest a mandate for the occupational therapists to
facilitate exploration of sexual expression. On the other hand, sexuassion was

not addressed by the occupational therapists in Disability Team A or B.

Role uncertainty meant that participants lacked a sense of authority to address sexual
expression. Apart from Odele and Wendy, no one was confident that sgguedsion
was squarely within their professions' remit. On the other hand, no one was adamant
that it was outside either, as all could see a fit with some aspects of their professional
role. Having no sense of authority, bestowed by professional val@skication, was

an important deterrent. It undermined confidence and influenced treatment priorities.

Importantly this role uncertainty is conveyed to the service user.

Vicky: The problem is that once we stgatingt hem we er mé we very quickly
our first sort of three appointments, all of wus I
role is in thei whltelcatyv ewagn @tndiénolnudehredi scussing s
inti macy or belamsté&unctiohal actiyities in thetkifcheh or doing the stairs

or getting the busé and weritowtheymayteellssse wedve 1 dent
inclined then tdoring it upwith us (C fgl p11).

Henry spoke of clieatentred practice and lettintige service user set the agenda.

Henry: | suppose a lot of it is about what people
telling you depends on what youdre introducing Yy«
clear about what you, how encompassingy@imnc beé you havendt given that

permission to explore (A iiB1 p2).

This theme also highlights the breadth of sexual expression and how it spans
professional expertise. In the preliminary inquiry, disabled people stressed the
importance of underahding the effect of disability on sexual expression, not only from
a biomechanical but also from an emotional perspective. Some aspects of sexual
expression are seen as more appropriate to one profession than to another. Sharing

skills is developed latgsee section 12.2Team working to support sexual expression).

11.4 Specialness of sexual expression

Vicky: But this isn't 'anything else’, | ju you see | | this is where | disagree, to some
extent... it isn't just anything else, if it was we wouldn'hbee talking about it... you know.
Tanya: Mmm, it is different (C fg1 p31).
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Like Vicky, | felt some participants attributed a specialness to sexual expression not
accorded to other activities, making it infinitely more complex than other aspects of
healhcare. This, no doubt, is closely linked to its taboo nature and the heightened
emotional response identified earlier (see section-10/8uld | be able to deal with

it?). In essence, | felt some were describing a transpersonal, spiritual element.

Tracy: é b persanal e d infintaidsndé er itds the most inti ma
can be involved in with another human being (C iiB1 p2).

It is also allied to the individual's personal experience (see sectieP8rdonal moral

values) but the potd make here is the corresponding pressure put on practice. Some
expressed fear that if sexual expression was not managed well, this specialness could be
damaged. This was exemplified in Tracy's criticism of Wendy's blunt approach. Tracy
suggested sexliexpression required a much greater level of skill and sensitivity (C

iiIB1 p10). Some people were concerned about the risk of reductionism on this
specialness. Xavie described using the occupational therapy assessment form, where
sexual expression wascluded with other activities such as transfers, work and using
public transport. The implication was that sexual expression was being ‘addressed as if

it wasjusta function' (C fgl p13) and not afforded the respect it deserved.

Sexual expression wagen to be so much more complex than other tasks or situations
professionals had to manage for example bereavement (B fgl p18) or depression (B fgl
p3). Henry (A iiB1 p21), Maeve (B fgl p30) and Sarah (B fg2a p18) all suggested
addressing continence wampler and easier. There was openness about incontinence
as well as a network of support (A iiIB187 A iiB2 p12). Xavie related complexity to

task analysis. She said, when it came to sexual expression 'you could analyse that for

years because there@ many different categories' (C fgl p26).

11.5 Personal experience guides practice

In this study for the most part, practitioners only had their personal experience, 'our own
values and background, beliefs as well' (A fg1 p10) to draw on. For example, Vicky

described the influence of her experience.
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Vicky: é I would come to it but with myé sense of
is privateé and | donét discuss iteée é For me it
that whole relationship is ptate (C fgl p13).

The effect of this on practice can be seen in the task of providing permission to service

users to discuss sexual expression.

Several participants spoke of their greater confidence to explore sexual expression if the
service user raisdtie subject (A iIA2 p4; A fg2b p7; B fgl p3). | contend that what

they are seeking is permission from the service user to cross the social boundary of
privacy (see section 8:-Andividuals are socialised not to talk about sex). Openness

and directnesgdm service users removed the fear of offending them. For Henry, he
saw the service user raising the issue, '‘almost like a green light' (A iiB1 p5) which
removed the quandary of how to introduce the subject. It also shifted the onus of
responsibility fran him, that it would not be his fault if it brought up a distressing
revelation by the service user that was insoluble (A iiB-bBp5In one example, a

particular client was discussed where the team felt his sexual anxiety was contributing

to the presentig problems but it was not explored.

Eliza: e I mean alarm bells are ringing in our he
somet hing I, I feel is a concern and | want to di
this problemd, he hasnoét/

Fiona: /| He hasnét said 6-R4.need help with ité (A fg

In not asking for help, he had not given any team member permission to raise the
subject with him. With only personal experience to guide practice, practitioners are left

with a social boundary gdrivacy that risks censure if they cross it.

It is possible to raise sexual expression in a way that is not intrusive; respects privacy
yet invites disclosure for those who wish to do so. Few participants had developed
these skills. That left people thionly one strategy: asking direct questions.
Nancy: e I donét , personally | donét think ités i

sexuality in |Iline assessment, you know "howds yol
somebody was asking me those dioes (B fgl p4).

Shena echoed this.

Shena I wouldnét feel very comfortable in going i
how is your sex life, oh yeah erm, becauggersonally | woul dndt want someone

that to me, é(B fgl pl5).
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Without skill development, it was understandable that practitioners feared being

offensive or impolite with service users.

Working from personal experience alone meant practitioners had to draw on their 'own
life skills' (A fgl p7). Ginny, for example, suggested hgsraach was more about
herself as a person than any acquired professional skills (A fg2a p9). For each person
these skills will have limits. In Tatum's example, she indicated that she could not have
done more than provide the stroke leaflet.

Tatum: | said oh I'm going to send you erm... the the the leaflet about sort of relationships

after stroke... "Yes please"... so... that's er, but | don't think I've gone... I'm I'm rather like

you, | think that... what happens behind the bedroom door is yoteloitgs to you, and
there are some people who are not like that but | am like that (C fg31)30

Using ones own experience requires a level of personal confidence which some linked

to maturity and adulthood.

Anita: It 6s t hat yoeu onree dé e xcpoesoldasmingouolf, 122 year
college therebs just no way | would have wanted
more confident within your own role and confident, not necessarily about sex, but

confident é as a phatyou éeeltha yod camdeal \with thasel sorts bf,

situations (A fgl p8).

Similarly, Rhoda said,

Rhoda: I think it depends on how confident you f ee
sex and all the rest of i eelingdonfideatyaurselfbrdt , you kno
youbre having problems yourself then youdre not
help somebody else | wouldndt think (B fgl pb5).

| suggest this is true of many other things. For example, the practitionergdedhn

his or her own recent bereavement may not be best placed to support a bereaved client.
However, | contend that, in areas like bereavement, it is easier to get professional
support. Partly this is because of the privacy afforded to sex. Thahésmactitioners
would not wish to disclose their own personal anxieties around their sexuality yet they

may be comfortable to reveal they have been bereaved.

| believe Nancy's personal experience of her husband's terminal illness was an important
factorin her position, that sexual expression should not be addressed. Nancy deals with

personal issues around continence however when it came to sexual expression she said

Nancy: You donét have a right simply bdecause you h
ask somebody very personal questions, do you? (B fgl p30)
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This is true, but it misses the point that for some service users sexual expression may be
a high priority concern. For Nancy and her husband, amongst all the other losses

Nancy. é sextaheaptession wa s

nét a big issue, you know, é
itds not going to be t

here much Il onger (B ii A2 p!

However, her personal experience was of terminal cancer care and not disability. They

cannot be regarded as the same experience.
11.6 Treatment priorities

The data indicates that treatment priorities can be established around what the therapist
sees as important thereby ignoring sexual expression. This may be due to lack of
awareness however, many participants did acknowledge thatl safression might be
important to service users (A fg2a p3; AiiAl p6; AiiB1 p17; B fgl p6; B fg2a p8; C

fgl p4; CiiAl p5). Possibly even being 'the most important thing to them'(C fg2 p17).

Yet, this awareness rarely translated into treatment pignni

There was evidence of assumptions being made.

Nancy: (Its) a question of importanttoipdoplegyou khosvniféft it , what 6s
your most pressing comal@r rori ¢ htatcantsolygwo \c amadn 6t act |
your bladderandwe | s, you know, howé how high up the |[|i st

This was a rhetorical question. Nancy was clear that sexual expression would be a low
priority to service users. This may be true for some service users but, without any
strategies to discusexual expression, their priorities cannot be established. The
preliminary inquiry revealed that for some disabled people sexual expression was one of
the earliest and highest priority concerns. With only personal experience to guide
practice, the prattioner may project what their concerns would be, upon the service

user. An alternative explanation is that, if the practitioner is experiencing strong
negative feelings around addressing sexual expression, making it low priority reduces

dissonance.
Another way to make it low priority is to conceive sexual expression as-assemtial

activity. Wendy drew a parallel between sexual expression and menstruation, noting

that both require privacy during assessment to explore potential problems.
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Vicky: Butt hat 6s not optional é whether or not you bl e
extra, whether you go to the toilet and how you
Wendy: It's also still something which you have to deal with, you can as you, say lik

bringing it up because mother in law might be there, you kpeaplemay still be around.

Vicky: But you can bring, you can bring things up because itahey f act of | i fe thato
unavoidable (C fg2 p910).

That is eéfecation, micturition and memsgation can be raised because they are

unavoidable, they are not optional but essential activities.

The medical model perspective also relegates sexual expression t@sseatial
activity as seen here. Vicky was reporting an experience from an attiritg svhere a
doctor had not considered that a young head injured man might be sexually active.
Vicky: e iourdd sewaboof what people are allowed to do

youbre sick arendét you, youdthimglkethat t oo busy bein;
Tanyaz. Ar e you saying thatdés true or are you saying

Vicky: I I think itéds the pdhavwdapt iearméa mib ran oawflels sl
erm and we dondt always admitmyisteldnd 16 hawa tlo s
t hink, you know, if youbve got far more more thidi

Tatum: | think we do Vicky, | think | do have more/
Tanya: But then itmaynot be, that might bhe most important thing to them.
Wendy: Might be theonly thing they can dolgughs.

Vicky: Absolutelyé | I &m not denying that erm and w
think about it | wouldndédt disagree with you one |
the thing that is whatlédnm snotthet hniarggexnlg ,f ummyc tsioornt wol

b e havi oumoreimpagtant thathysu can stand up and sit down and transfer and that

y ouotbhee eaking your carerb6s back and that you can

and those otheopthiomgéé eatrladl agaay and | donot

Yvonne: l'tds quality of | i fismanaptsonabektirabecatisethéi ch t o som
medical model is vergnuchabout saving life (C fg2 p1I8).

Vicky was one of the participants most operdok behind her declared view to the less
conscious aspects of her practice. Here she acknowledged harbouring some
asexualising attitudes: when people are sick they are deemed not to be thinking about
sexual expression. There are more important tiimggorry about. | suggest, although
her sentence remains unfinished, Tatum agreed. Vicky appreciated that sexual
expression was important to some service users and accepted it should be addressed
within the team's practice. She candidly went on to egpldimost subsumed in her
unconscious, her priorities for treatment. From her professional perspective, other
iIssues were more important. These are the activities necessary to live safely in the
community. From this standpoint, sexual expression iloarity and becomes 'an
optional extra’. Yvonne compared this to other activities like employment and leisure

which she felt 'in terms of the medical model of saving life are optional extras' (C fg2
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pl8) and added that sexual expression 'is the sarmefsoea only with taboos on top'
(C fg2 p18).

Treatment priorities must be set in the context of workload and limited time. Both the
specialist occupational therapists, Della (A fg2b p2) and Irene (A iiA2 p3), felt there
was no time to do anything othlhan the tasks required of their specific roles. Several

others expressed a similar view

Peggy e I me an physopmo i ytouok nowiwewal think wedve go
things tdtehlagwi wddéie@ our time, youmeknaw dwedrngetstmoet
get on with |l ooking at peoplebds exercises and wal

for extra work in that scenario (B fgl p10).

If the task is low priority and time is limited, it will not be addressed

Vicky: é b e c a ummwe laweeks.nahdyto do all the things we want to do that we
see as part of our role, directly as part of our role (C fgl p6).

11.7 The impact of professional issues on practice

Findings from this study suggest that some participants were either unanetese to
ignore, service users' tentative inquiries related to sexual expression. There are many
reports of the general lack of awareness amongst professj&aals 2001; Ekland

1997; Friedman 1997; Katz and Aloni 1999 p49; Medlar andldel990) This, |

believe, is the first research to identify, from practitioners, bosought inquiriesvere
managed. This is a step prior to Annon's (1974) conceptual model PLISSIT, which
assumes practitioners accept responsibility to identify sexual conc®onse may not
believe that it is within their role, or for personal reasons feel unable to provide
permission. However | agree with Wilton (2000 p3), where service users are seeking
'support in dealing with issues of sexuality there is a clear professesponsibility to
respond’. Unsought inquiries can be managed in an affirming way that supports sexual
health. Commitment to this requires awareness of the important link between positive

sexual health, seésteem and general wellbeing.
The hidden ature of sexual expression adds to the very problem of raising awareness.
Lack of awareness stems not just from the absence of formal training. It includes for

example the lack of: consistent inclusion in models of practice; observation of others;
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profesional discussion and literature. Many researchers have explored the link with
quality of life, esteem and wellbeing and made recommendations for improved care
within disability servicegChandler and Brown 1998; Disability Now 2005; Mona,

Krause et al. 2000; Nortvedt, Riise et al. 2001; Taleporos and McCabe 2003; Walters
1998) The vast majority is published in specialist journals rather than in the main
stream ones read by disability practitioners. Similarly disabled people have undertaken
some profound research but this does ppear to have suffused the professional
literature(Gillespie-Sells, Hill et al. 1998; Shakespeare, Gillespals et al. 1996)

Contrasted to the preliminary inquiry, sexual expression as an unseen or ignored issue is
a damaging health care practice. Disabled people described 'being blanked' when they
had tried to raise sexual concerns. Even if practit®decide that sexual expression is

an area not within their role, they can still use simple strategies to normalise and

validate a service user's concern and suggest who may be able to help. These strategies
affirm a positive sexual identity. | propoerefore that, at an absolute minimum, all
disability health and social care practitioners should be able to manage direct questions,
hints, jokes and euphemisms in a sexually affirming way. Not hearing an unsought
disclosure as an important requesthelp, may give an unintended message to the
disabled person, that this aspect of their life is over, it is no longer important. Not
seeing, or ignoring, the unsought disclosure also fails to promote access to more
specialised sexual health servi¢Bgpt. of Health 2005; Medical Foundation for AIDS

& Sexual Health 2005; National Institute for Clinical Excellence 2003)

In terms of role identity, this study indicated that none of the five professions
represented here, embraced or refuted a role in sexual expression iiitydiSEtte

research reviewed earlier portrayed a similarly mixed picture (see section 4.5
Professionals' roles, skills and attitudes). This finding is also congruent with the
perspective of disabled people, explored in the preliminary inquiry. They we
concerned that there was no clarity about who they could approach, or indeed if it was

the responsibility of any profession.
The themes analysed here suggested a greater consistency regarding the theoretical role

for nursing and occupational therapy. This possibly reflects ayoimy dialogue

represented in the greater number of studies available, into the roles, skillstaddsat
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of these two professions. Also, both professions aspire to holistic practice. Nursing
was the only profession to have a clear policy on professional role in sexual health,
provided by their professional bo@foyal College of Nursing000) Yet this

guidance was not apparent within the practice of the four nurses in this research. Other
participants in Disabilt Teams A & B though, saw nursing as the appropriate
profession. This is consistent with the comparative studies revigtedabubi and

Lincoln 2003; Novak and Mitchell 1988; Rubin 2003jrom the contribution of the
occupational therapists in this research, one might assume that the profession is ready,
at least in theory, to embrace the role. This edswith findings in my MSc study
(Couldrick 1996)ut is contradicted by Kielhofner's position. MoHO is a model used
widely across th&JK. Despite his several emails, | could find nothing in his reasoning
that satisfactorily justified his positiq@€ouldrick 2005) The role of the specialist local
authority occupational therapist was mentioned in one study that investigated seven
disabled people's experiences of sexual health su@yarthcott and Chard 2000)

Only three had received any inpatient or community rehabilitation whereas all had had
adaptations in their home. The local authority occupational therapy role, as Irene said,
is specialised However including sexual expression within it could provide support to a
greater number of disabled people as it would access many who do not receive

rehabilitation or other health care support.

Physiotherapy, psychology and speech and language thegyppgired as professions
offering differing but valuable and complementary skills to address aspects of intimacy
and sexual expression. As far as | am aware, this is the first research that has
investigated the role of these three professions in sexuedssipn and physical

disability. The role of physiotherapists in attending to secondary sexual dysfunctions,
like spasticity and hipain, was supported in the discussion of one stiNdgek,

Howland et al. 2001) Likewise a role for speech and language therapists was identified
to assist the communication of sexual concerns for people who are gjhleasieux,
CohenSchneideet al. 2001) These opinions are congruent with the views expressed

by some patrticipants here.
Understanding the specialness afforded to sexuaésgjan helps to illuminate the
complexity of the subject and why it cannot be considered like any other activity of

daily living. Postal surveys and attitude scales do not allow practitioners to describe
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what the issues are for thg@onine,Christie et al. 1979; Conine and Quastel 1983;
Evans 1985; Guest and Kopp Miller 1997; Hoddy 1999; Kuczynski 1980; Lewis and
Bor 1994) Other research has hinted at these deeper i€Saakirick 1996; Lewis and
Bor 1994) Here they begin to emerge.

The paucity of practitioners' skills is also revealed. Without awareness training and
skills development, most only had their personal experience to guide them. Itis
understandable that some wanted permission of the service user because the only
approab they had considered was direct and insensitive questions. Rubin (2005) found
service users wished to be asked direct questions but her sample, of men only, was
small (11). Other studies have indicated some disabled people do not want to be asked
abouttheir sexuahctivity (Northcott and Chard 2000; Oliver and Gallagher 2000)
Therefore | disagree with Rubin andygest that a routine inquiry should be an

invitation to discuss sexual concerns, only if the service user wishes. It is important to

protect the privacy of patients, but this is not the same as ignoring people's needs.

The mismatch of treatment priorisidetween professionals and service users indicated
in the preliminary inquiry is corroborated by this research. For Clare her sex life was
more important than using the toilet independef@lyuldrick 2001) Here some
practitioners discussed sexual expression as an ‘optional extra‘easesriial activity.
Whereas for some disabled people sexual expression was a higher priogiy tihém

other activities of daily living, including being able to walk, transfer, feed themselves or
write (Couldrick 2001) One womain Northcott and Chard's (2000 p417) study said

'l think | would probably not have been divorced now, if there had been some kind of
counselling regarding thas€y: things would have been different’

Given the significant increase in sex and relatigmslysfunction identified in one study
(Chandler and Brown 1998&he authors noted that, although these are not life
threatening conspiences of neurological disease, their occurrence may be associated
with considerable unhappiness and poor quality of life. Like participants here, many
health and social care professionall cite the undoubted workloadif this is really

the constrait, problem identification and immediate sign posting to other helping

agencies would be sexually affirming without increasing substantially the time required.
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11.8 Conclusion

This chapter has considered the practice of the individuals, working within disabil
teams, ascribed by their professional and personal identity. Until asked to participate in
this study, for some practitioners sexual expression had been an unseen or hidden area
of practice. In part, this is due to the privacy afforded to sexuaéssion but it is also

about the absence more generally of sexual expression from professional practice. Due
to its hidden nature, there is no way of ascertaining the number of service users who

may want support or advice around sexual problems causéeibylisability.

In this study, no professional group consistently included sexual expression within its
remit. Nor did any group consistently exclude it. This role uncertainty is conveyed to
service users, setting parameters on what is appropriaes¢owith the professional.

The breadth of sexual expression means that it spans different professionals' expertise.
Additionally, practitioners have attributegecialnesso sexual expression making it

more complex or sensitive than other aspects altineare. Despite this breadth and
complexity most participants only had their personal experience to guide their practice.
This makes tasks such as providing permission difficult with several participants seeing
direct and intrusive questions as theyomption. Some suggested they would be
comfortable if the service user raised sexual expression with them. | contend that this
provides the professional with permission to cross the social boundary of privacy

afforded to sexual expression.

Because sextliaxpression is not easily discussed with patients, the professional
prioritises treatment goals and they may assume these are in accord with the service
users' priorities. The priority given to sexual expression is influenced by a medical

model approachyhich reduces it to a neessential activity: an optional extra. Given

the reality of high caseloads and pressure on staff time, low priority activities are

unlikely to be addressed. If it is not addressed in practice, it may not be seen, and so the

cyde continues!
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CHAPTER 12: TEAM WORK & THE WIDER CONTEXT

12.1 Introduction

'The values and perspectives of the group help determine what is deemed important and
what is not, what is granted attention and what is igngkéacheloe and McLaren 2000
p287)

In this chapter, the thematic analysis is related not to attributes of individual

participants, but to the combined practice of the disability team. Previous chapters dealt
with deterrentsrising before, during and after becoming a practitioner. Here | seek
explanation of the theory practice divide (that sexual expression should be addressed by
the team but is either not addressed or very difficult to address in practice) arising from

the construction and values of the team based within the wider context of practice.

The chapter is constructed in two parts. Firstly | consider how the teams collectively
supported (or could support) this aspect of care. This is done through analysis of the
different tasks involved and it leads to my discussion of the role and responsibility of
the team. Then four themes that acted as deterrents for the team to address sexual
expression are highlighted. Some could be considered as deterring the individual,
however | believe the themes presented are located mainly in the ethos of the team. The
first includes the characteristics of the service user group, like age and gender; the
additional difficulty of working with people with progressive disorders andimngrin

the community rather than a hospital setting. Another theme identified was the
necessity, when focusing on sex, to consider the couple rather than working solely with
an individual service user. Two teams also lacked any sense of permissitimooityau

to address sexual expression from their primary care trust or, more globally, from the
NHS: the wider organisation. This can be seen both in the attitudes attributed to the
organisation as well as in the description of resource managementy,Rimaflourth

theme returns to asexualisation but from an organisational or institutional perspective.
These themes are then discussed and related to earlier research and the preliminary

inquiry.
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12.2 Team working to support sexual expression

Providing permission

The teams mused on how permission could be given to all service users who wished to
discuss sexual concerns. It was the process described in teanpé&hag) the gatéC

fg2 p22), allowing discussion if necessary, and was undertaken by the diegef

that team. It was not done routinely by any one in Disability Teams A or B.
Participating in the research prompted some to consider how this could be resolved
without members having to ask personal questions. For example, they suggested it
coud be included in a service pack (B fg2a p19), leaflet (C fg1 p29) or through a poster

in a clinical area (B fg2a p19).

In Disability Team A, there was increasing agreement, as the discussion developed, that
the nurse should take a specialist lead toigepermission (A fgl p22). Similarly, in
Disability Team B, sexual issues did ‘fall more heavily' on Rhoda, one of the nurses (B
fg2a p29). The idea of a specialist nurse accords with Rubin's (2005) research
undertaken with a comparable community phgisdisability team. It led her to

recommend appropriate training for nurses to enable them to provide permission. This
research however highlights the need to separate permission giving from exploration of
service users' sexual concerns and providingdannformation or undertaking any
intervention. A specialist worker within a team may be a practical solution for these

next stages (see below) but the team must be able to identify patients who need support
or advice thereby ensuring access to thetitied specialist. Thus, | contend that

permission giving cannot fall to one person.

It also cannot fall to one profession. Not all service users of Disability Teams A & B
were seen by a nurse and Disability Team C was purposefully constructed with no
nursing input. A nurse to provide permission routinely to all service users would be
impossible for the teams as currently constructed. More consistency regarding a fit
between sexual expression and the roles of nursing and occupational therapy might lead
some teams to delegate the task of permission giving to these two professions (see
section 11.7 The impact of professional issues on practice). For this to work, that is to

ensure permission was routinely given to all, a nurse or occupational theraypidt
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have to assess every service user on the team's caseload. This would have management

implications for staffing ratios.

Another solution considered was placing the task of permission giving within the key
worker role (C fgl p29). Disability Teamdid not have a key worker system.
Disability Teams B & C did and a parallel sensitive task (identifying incontinence
issues) had been successfully allocated to the key worker role (B fg2a p18). Yet,
participants, particularly in Disability Team C, ackviedged other team members who
would be unable or unwilling to provide permission (C fg1-82%.

Yvonne: How would we manage with staff who have <c¢ch
patients (C fg1 p30).

Also, a range of difficulties was experienced whetlirect inquiry about sexual
expression had been included on the initial key worker assessment (B fgl p4; € fgl p2
3). As seen earlier, the screening visit may not be the right time to provide permission
(see section 7.6Team C's narrative: The initiassessment). There was also a risk
identified: of a rote, checklist approach.
Eliza: I f it wachecldish s o melbaudgydde asked once and t he

no no, everytdhomegotshdti nleidt,, tp kte&wagain,mobgdl t , I donodt
else has to ask/ (A fg2b p6).

Exploration
There was some limited discussion in the focus groups about how the teams would
manage the next step of exploring the nature of the problem, ascertaining what help and
advice was required. Exploramn requires an ability to analyse the tasks associated with
intimacy and sexual expression identifying where the problem is located. It may be
about loss of social opportunity, role change, physical or emotional issues.

Sarah: But as | say some of thepme of the issues might be to do with relationships

which at least we can point people in the right direction, it might be to do with more

physical mechanical issues where there are places so/
Kitty : So we have to find out their, what their problereslly (B fg2a p18).

Without knowing the nature of the concern proper action cannot be taken, for example,

provision of written information, referral to a team colleague or to an external agency.

It may be practical for a specialist worker to undertalketaisk of exploration. In the
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data, there were examples of nursing, psychology, occupational therapy, physiotherapy

and speech and language therapy assuming this role. In each case, it appeared to be via

self-selection, based as much on personal as gsmieal skills.

Shena e it depends a | ot goy tylbas Kkerosvgn tehrad tthetd
l em i s, policydrsvhakevenluit of | i ke,
nd pesaalite® amchowd theywmowthey i ndi vi dual

think where the prob
itds kind of 1like it
do ité (B fg2b p4).

However, as Shena indicates, without a team policy this leads to an ad hoc approach.
Assumptions might be made that someone else is addressing the issue (C iiB1 p12) with

the whole team avoidingvolvement.

Eliza: ¢ i f
from taki

or physio 0 We
specialist nurseb6, but wunless thatés actually
client because we could all just be sort of batting this ah, this problem around (A fg2b p3).

s é

so
ity
| h

t of simging away

o -

every
ng res
0s i

Qa —

Addressing issues that are within the team'sxpertise

From Disability Team C's experience often the task was relatively simple to address
either individually or working together within the tease¢ sectio7.6- Team C's
narrative: Support to practice). The example given in the Royal Collegersiny

(2000) discussion document utilised inpgofessional practice. Odele (B fgl p15),
Wendy (C fg2 p15) and Yvonne (C fg2 p13) all cited the advantages of close inter
professional working to provide better solutions for the service user. Closeng/orki

supported different styles and skill levels.

Yvonne: | think thattiss8 wheés ei idlefaurdkiblspwat t Uk e o f

r
and and it might be
g bhhadtés mmoee OMB or

y

fro

t|
W
cl e

al | have areas and expertise and aspecdsf personal it

treatmentand ima t e a mémorethan ore of us sees a patient and where we kind of

mi x and mingle quite a |l ot thereds room for one |
é and |I think that thatdés wher aicehiha professional
teeml i ke this that you get a bit of mix and match

For her complimentary skills, flexibly used, were the way to address sexual expression.
Deciding what fits appropriately within a team's expertise was not highly developed.

Participantsvere uncertain about their own personal boundaries and even less certain

about team boundaries. It was a novel area for all teams.
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Tracy: Il 6m saying that plrwbapgdsweagwiéhed t o deci de h
giving them advice and we, you know, mean you give them a |eaflet or
availablei is there avidecavai | abl e? Erm | 6m not saying we shol

advice what | éayis/(Crigl p88)g t o

Participants appeared to accept differing positions from each teanten but there
was also a sense of a limit for the team, as seen here. Wendy was highlighting where
her personal comfort ended and it triggered this forthright response.
Wendy: é there are some things thas$ | know |
around whether it'sthicallyhow do you, you know, finding a prostitute for somebody... or
erm being, you know, being able to (?), being actually being manually... mu, you know,
assistingsomebodyphysically.. to be able to have sex.
Vicky: | think & that point it's far beyond the remit of this team.
Tanya: Oh definitely.
Wendy: ltis, itis... but it's/
Tatum: But your remitsI{mits) are, | think you need to know where your remits are.
Wendy: ltis... but they're also, that's alspersonathing within... /
Vicky: /No... no | don't think that's personal for members of the team, | think | would want

to be on a team where it was clear that we weren't participating in the act in any way and
weren't seen as participants (C fgl p28).

Thus, what s, or was not, within a team's remit might require consensus

Referral and advocacy

Because so little exploration of sexual expression occurred within the teams, there were
few actual examples of referral. Those presented were based mainly on individual
knowledge (A fg2a p7; B fgl p12; C fg2 p19 & 23) rather than team links with other
services. The GP was cited especially around erectile dysfunction (C fgl p27; A iiAl
pl2) and for diagnostic review (A iiAl p12). The Disability Teams noted that they
probably had considerably more expertise around the management of physical disability
than the GP (C fg2 p21) or the staff at the psychosexual dysfunction clinic (B fgl p14).
But, the transcripts did not reveal any team aditmgao improve accessibility wire

otherservice providers were seen to lack skills around disability (B fgl p14).

12.3 Reflections on the role and responsibility of the team

Others have stressed the importance and value of a multidisciplinary approach to sexual
expressior{Ducharme 1987; Glass 1995; Mona, Krause et al. 2000; Tepper 1997b)

Yet, there has been virtualhp investigation into the role of the team in this aspect of
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care. In analysing the taskshe findings here indicate that community disability teams
need to explicitly plan how the sexual health of service users might be supported. No
ready made formal can be stipulated because the construction of each team varies. The
responsibility, | suggest lies with the team because there is no clarity at this time about
professional roles and, given the problems identified here for individual practitioners,
there is a potential to avoid the task. Procedures may vary but they need to be

systematic, overt and encompass all the tasks.

The team, needs to consider halvservice users are given permission to disclose (if

they choose) any sexual concerns. Routgrengssion giving was problematic in all

three teams, a finding consistent with Rubin's (2005) study. Potential solutions include
giving permission via a leaflet that outlines the services provided by the team and
advises service users how to proceedeativish to discuss sexual expression. Another
solution is training and support for all key workers, making them proficient in

identifying service users and supporting their referral to a nominated staff member. If
all service users were assessed by es@pdine, for example nursing or occupational
therapy, the task of permission giving could be delegated to that profession. These are
team decisions and depend on the construction and membership of the teams. However,
my personal view is that all healdmd social care professionals, working in physical
disability teams, should be able to sensitively and routinely provide permission. Tepper
(1997a & 1997b) indicated that comprehensive sexual health care depended on each
member of the rehab team ‘providi at minimum, permission to patients to bring up

their sexual questionSlepper 1997a p130)Unless all team members can provide
permission, there is a potential for sexual concerns to remain hidldéional Institute

for Clinical Excellence 2003)

Departing from the PLISSIT modéAnnon 1974)] am also suggesting separating the
task of providing permission from exploration. Given the current low level of expertise
and available training, it may be impractical to assume that all staff would be able to
explore sexual concerns. Some teams naghsider that the task of exploration should
fall to a single profession. There is research support for a nursin(Rahoh 2005)

and apractice example of an occupational therapy [gdtthie and Daines 1992)

! These were: providing permission; exploration; addressing issues within the teams' expertise; referral
and advocacy.
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Disability Team B had the option of using the psychologiithout a coherent,

articulated strategy however, the risk is an ad hoc approach where sexual expression is
assumed to be someone else's responsifilgyson, Hart et al. 1999; Katzman 1990;

Novak and Mitchell 1988) Exploration and functional analygiGlass 1995are

necessary to identify what can be addressed within the team's remit. | suggest therefore
that it is a team responsibility to ensure that service users, who wish to discuss intimacy
and sexual expression, have opportesito explore the nature of the issues. Fostering

an appropriate skill mix within the team would be necessary. For example, is a speech
and language therapist's involvement necessary for aphasic service users to discuss their
concerns? A team approachthe identification of staff able to explore sexual concerns

could enhance referrals and might improve support and supervision.

Rubin’s (2005) study was structured around the initial stages of the PLISSIT model
consequently there was little discussionatbaddressing issues within the team's remit.
Arising from my research, | have proposed a new injunction: the need to discuss and
negotiate agreed limits and boundaries to the involvement of the team. Earle (2001)
indicated that addressing barriers ¢éovices was a laudable nursing role. Examples of
these barriers were identified in the preliminary inquiry, however achieving consensus
within the team might be advantageous. To exemplify, over 4% of the general
population are paying for s€fohnson, Mercer et al. 20Q01)suggest that the team

might need to consider its remit to procure a sex wqikarle 2001) A team

approach, with clear protocols, would help to protect its members.

My research indicates that there was little collective knowledge within the teams of
available resources. This echoes a concern noted in the preliminary inquiry.
Respondents requested research to identify what help, advice and services were
available in the statutory and nstatutory sector. Knowledge amongst disabled people
was poor.| propose that knowledge of referral resources should also be conceived as a
team responsibility. Increased awareness of the range of available services is a key
factor in improving 'access to, and uptake of, serv(d4stical Foundation foAIDS &
Sexual Health 2005 p49)An affirming approach toward sexual health of service users
would necessitatbetter service links and referral strategies to counselling and

psychology services, Relate, the GP, family planning or psychosexual services.
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It has been the investigation of team working (rather than professional roles, skills and
attitudes) that hagtl me to propose that it is a team responsibility to encompass sexual
expression within care planning. Analysing the tasks, it is apparent that team members
may take on different aspects appropriate to their personal and professional skills.
These taskwiill be developed further in a proposed new model of practice (see section
13.2- A sexual health model for disability practitioners). The construction of the team

and the development of clear service strategies would ensure positive sexual health care.

12.4 Nature of the service user group

Lesha had worked in a head injuries unit (B fgl p23); Irene and Wendy in cardiac care
(AiiAl p1; C fgl p17); Peggy, Yvonne and Zanna in learning disabilities (B fg2a p6; C
fgl p25; CiiC1 pl), and Shena in a spinal irgarunit (B fg2b p13). They contrasted
addressing sexual expression in these settings and indicated it was easier compared with
their present setting. Analysing what made it easier, revealed deterrents linked with

their current service user group. Thesguded the service users' age and gender;
progressive disorders; the community context; the private rather than public nature of

their concerns, and the medical model approach taken by the team.

The ability to sexually express oneself was seen as highty for people with spinal

cord injury and head injury, for example, Lesha said

Lesha é when | \headirjuged it wagdefihitelysomethigg we
discussed and it was there and it iwagortantto the clients and and discussed quiteta
and, you know, it wagerypr eval ent andé we talked about it in

was er top of their priority list and what have you (B fgl p23).

Participants said this was because these injuries predominately affected young men (B
fg2b p1213; C fgl p24). Young men were 'very verbal' (B fg2b p13) and permitted to
be overtly sexual (B fg2b p12; C fgl p24). Whereas service users in the community
disability teams were mostly middle or olekgged and half were women. From her

work in the hospie Beryl noted that younger people were seen to have greater needs for
intimacy and were usually cared for in single rooms unlike older people who were

placed in four or six bedded bays (A fg2a p24).
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