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SUMMARY

AIM OF THE RESEARCH
The aim of this research is to explore the liveyl éxperiences and perspectives of men
who have sex with men (MSM) in the context of anboeak of syphilis occurring in
Dublin, Ireland. There were three population groupslved in the study: MSM who
were diagnosed with syphilis (whom | call ‘case$)SM who were sexual contacts of
people with syphilis (whom | call ‘contacts’), anfdSM who were recruited from
community social venues (whom | call ‘communityPartner notification is the process
by which people who are exposed to sexually acquiméctions are traced, informed
about their exposure and invited to attend clinealvices. It is considered to play a
significant role in the control of sexually acquireafections, and as a practice, it has
been conducted throughout the globe for severahdkes with substantial resources
invested in this activity. Partner notification eftiveness is largely dependent on its
acceptability to the people infected with, or aféet by sexually acquired infections.
Despite this, few studies have explored lay petspescon this practice. The aim of this
research is to address this gap. MSM have beeemngessin the literature as a ‘difficult
group’ in terms of effectiveness of the practicepaftner notification. Yet, few studies
have focused on this group and in particular on payspectives of this activity. An
outbreak of syphilis in Dublin occurring largely any MSM provided an ideal
opportunity to conduct this important study.

METHODOLOGY

Mixed methodology was employed for this study. Datare collected from the three
groups (‘Cases’ ‘Contacts’ and ‘Community’) usingegtionnaires and individual semi-
structured interviews.). Recruitment for the sttiolgk place in a sexual health clinic of a
teaching hospital with extensive university linkis centre is the largest site for the

screening and treatment of sexually acquired ifdaestin the country. The second, a



community clinical site, was the only community igesated sexual health clinic for
MSM in the country. Finally, an innovative parttble study design was also to recruit
from community social venues where MSM meet. Theses two clubs, one pub and
one sauna. These venues were conveniently selastétky represented popular MSM
venues and recruitment coincided with a communityseld syphilis screening
programme. Three separate questionnaires were etiened to the three populations
(‘case’, ‘contact’ and ‘community’). Two hundreddatwenty two MSM were invited to
participate in the ‘case’ questionnaire; of the280 hundred agreed to participate
(response rate 90%). One hundred and nineteenacishtof syphilis were invited to
participate in the ‘contact’ questionnaire, of #e404 agreed to participate (response
rate 87.3%). Finally, two hundred and fifty peop¥ere invited to participate in the
community questionnaire, of these, two hundred dodr agreed to complete
guestionnaires (response rate 81.6%). In addiiothé quantitative component of the
study, individual semi-structured interviews wemnducted with fifteen ‘cases’, fifteen

‘contacts’, and ten ‘community’ participants.

FINDINGS

The findings from the research support the viewt #&M support in principle the
practice of partner notification. This is only operspective however; the action of
partner notification is often in conflict with othkfe objectives and desires. The stigma
of a sexually acquired infection is problematicrtRer notification is also made difficult
in the context of stigmatising homosexual idergiti€he actual process of breaking the
bad news of a diagnosis presents a particularerigdl to MSM. The breaking of such
bad news creates a potential risk of private ad wa®lpublic humiliation. Partner
notification is also hampered by the lived praciidesexuality in the lives of MSM. A
gulf exists in the implicit expectations of how {rear notification is expected to work in
theory and how it works in practice. Desire to avor control infections is only one
concern for MSM. A tension exists between the @efir sexual pleasure (including

anonymous sex) as well as the desire to contralalyxacquired infections.
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CHAPTER 1

INTRODUCTION

1.1 Introduction

This chapter will outline the research area thist tihesis seeks to explore. The objective
of this thesis is to explore the lived lay expecenand perspectives on partner
notification amongst gay bisexual and other men Wwaee sex with men, in the context
of an outbreak of syphilis in Dublin, Ireland. Thesa study of gay bisexual and other
men who have sex with men. | acknowledge the dityeod the lived experiences of the

individuals within these different groups. Whererthare important differences between
these groups | will acknowledge them, but otherviiee term men who have sex with

men (MSM) will be used in the study as a collectivethese three categories of men.
Similarly, when the term gay community is usedyiil also include bisexual and other

men who have sex with men, unless stated otherwise.

A mixed methodology approach was used involvingissructured interviews and also
guestionnaires. Men with syphilis (‘cases’), meterading clinic as a result of partner
notification (‘contacts’), and men recruited fronaygsocial venues (‘community’)
participated. The findings from this study conttddo some extent in addressing the
dearth of research on lay perspectives on parwt#raation in general, and among MSM
in particular. The chapter will help to set somehaf background context for the study by
providing definitions of the main terms and backgrd information on the syphilis
outbreak on which this thesis is based and respotsehis outbreak by the health
authorities. In addition, it will provide a histoal backdrop to understanding sexual
health services in Ireland and in particular iratieln to the State’s response to human

immunodeficiency virus (HIV).



1.2 What is Partner Notification?

Partner notificatioh is the process by which people exposed to sexumdiyuired
infections are traced, informed about their expesand invited to attend clinical
services. The process of partner notification eysdn sexual health clini€én Ireland,
and internationally can be divided into three apph®s: patient, provider or conditional
referral. Patient referral is the approach mostrofised; it occurs when a person with
infection (know as the index patient) informs hisher sexual contact of the exposure.
Provider referral is the process by which a healle professional (usually a health
advisor) informs the named contact directly. Thenitty of the index patient is not
disclosed. It is explained to the index patientt thiz (or her) confidentiality may be
compromised in circumstances where a contact hdis\bather partners. It is explained
however, that the health professional carrying thet contact tracing, will not confirm
any speculations that a contact might make regarthie identity of the index patient.
Finally a conditional (contract) referral sometin@scurs. Such an approach involves a
health advisor notifying a contact after an agrise period if the index patient has not

already done so.

1.3 What is syphilis?

Syphilis is an infection caused by the bactérraponema pallidumlt is transmitted
during sexual intercourse including oral sex. Thaeethree stages to the disease, which
are known as primary, secondary or latent. Latgphiis, is often further divided into
stages known as early latent and late latent. iy considered to be infectious when
it is in the primary, secondary and early lateagyst. A provisional diagnosis of syphilis
is frequently made based on clinical presentatidnsigns and symptoms, but
confirmation is done based on laboratory testindgplobd and other clinical specimens.
The stage of syphilis is ascertained based on sgynsptoms, blood results and previous
testing. According to standard EU definitionsppatry syphilis is characterised by one or

! The word “contact” is used interchangeably wita thord “partner” throughout the course of this text
Similarly the term “contact tracing” is used inteangeably with “partner notification” without any
difference in meaning implied.

2 Sexual health clinics are also called sexuallygmaitted disease (STD) or sexually transmittedciide
(STI) clinics.



more chancres (ulcers) in the genital area or atherus membranes. Secondary syphilis
is characterised by localised or diffuse mucocutaselesions, often with generalised
lymphadenopathy. The primary chancre may still tes@nt. Latent stage of the disease
occurs after these two stages and is not charseteby any signs or symptoms. The
duration of that infectivity is thought to be dedant on the disease stage. This of course
is an important point for partner notification &g recommendations about how far back

to trace contacts, depend on the stage of infection

Syphilis is still considered to be one of the mestious sexually transmitted infections
(STIs). It has the potential to affect many systexhshe body. Untreated, it results in
serious morbidity and premature mortality (Van \&toWader 1998), affecting in
particular, the neurological and cardiovasculatesys. In a retrospective analysis on the
natural history of syphilis (Clarke and Danbolt 595mortality from untreated syphilis
was estimated to be 17.1% for men and 8% for wofHepkins et al 2004). The synergy
of syphilis with HIV is also an important point, agphilis significantly increases the
likelihood of also acquiring HIVA six-fold increase in co-diagnosis of HIV and siish
was reported in Dublin from 2000 to 2001 (Hopkinsag 2002a).Syphilis is also
considered serious because of the risk of trangmnigeom mother to baby, resulting in
congenital syphilis which is potentially fatal. las been stated that 46-60% of
contactable sexual partners of people with earlyhi#ig will also have the infection
(Clinical Effectiveness Group 2002). While syphiksa treatable infection, nonetheless
its management can be a considerable burden fan#iadual concerned. Penicillin is
the treatment of choice for syphilis. This is ugualdministered by injection. This may
occur as a once-off dose, but more usually it imiatstered at weekly doses over two
weeks. In some circumstances, people with syphigsy/ be requested to have daily

injections over a time period of up to 21 days.

Like most other Western countries, Ireland haspanteng system in place for STIs. STls
including syphilis are legally notifiable. Syphiliss been notifiable in Ireland since the
introduction of statutory notification of infectisudiseases in 1947 (Cronin et al 2004).

Aggregate information, including, age, gender apdryof notification, is sent by STI



clinics to the Regional Department of Public Heakliimd from there to the National
Disease Surveillance CertreThe majority of reported information comes frorilS
clinics although a small minority of notificatiom®me from private doctors and general
practitioners. The foundations for this reportingiihaty are based on the Infectious
Diseases Acts of 1981

1.4 Sexual Health Services for Sexually Acquired factions

Ireland has a network of public sexual health cBrfor the testing and treatment of STIs,
which is broadly similar to the services providadhe United Kingdom. Referral from a
general practitioner or other health professiogsalat required. All tests and medications
are free of charge irrespective of health insurarcmedical card status. The infectious
diseases regulations attach additional confidetytielauses to protect the data of people
attending clinics. The files of those attending thirics are stored in a separate location
to the main hospital charts. The Department of Geninary Medicine and Infectious
Diseases at St. James’s hospital, which was the memiearch site for this research
project (see Chapter 4, Methodology), is the largestre for the provision of STI care in
Ireland. It has over 25,000 patient attendancesypar (Hopkins et al 2004). Patients
attend the clinic through a walk in emergency smrvgeneral practitioner referral, self-
referral and linked STI clinic referrals. The sedomsearch site chosen was the gay
men’s health project (GMHP), which is the only coomty based STI service in Ireland
for MSM. Set up in 1992, it has more than 3,50@rattinces per year (GMHP 2002).
Approximately 90% of syphilis cases in the eastegion of Ireland (including Dublin)
and approximately 75% of all cases in the Reputfliteland are diagnosed and treated
in these two settings (Hopkins et al 2004:317).

1.5 A ‘Syphilis Outbreak’ Occurs

® The National Disease Surveillance Centre (NDSQ) blanged its name to the Health Protection
Surveillance Centre as part of a move into the Health Service Executive. The HSE was establisimed
January 1st 2005 with operational responsibilitytfee running of the health services in Ireland.

* An amendment to this act was made in 2003 and éffekt in January 2004. The amendment introduced
a requirement for laboratory directors, in additiorclinicians to notify certain infections inclumj syphilis

to the Department of Public Health. The amendmisatiatroduced a case definition for syphilis that
corresponds with standardised EU case definitifamsyphilis.



Syphilis was, until recently, considered by mam¢ a thing of the past, associated with
a bygone era of dirt and pollution. Epidemiologieaidence, based on rates of newly
diagnosed infection to a large extent supportech suciew. Low recorded levels of
syphilis in the United States of America (USA) tésd in the Centres for Disease
Control and Prevention developing a plan for themielation of syphilis. Levels recorded
were considered to be so low that a debate wasucted on whether antenatal testing
for syphilis, a routine practice internationallirosild be carried out any longer. The costs
of such an intervention in light of the low inciden of disease were becoming

increasingly scrutinised.

In Ireland, low rates of syphilis were reportediorélly throughout the nineties. The
lowest incidence in ten years was reported in 1889cases 0.2/ 100,000) (Cronin et al
2004). The following year (2000) a substantial @ase in the numbers of cases of
syphilis were reported in the Greater Dublin Ared an outbreak was declared. Between
January 2000 and December 2003, 887 cases of isyprele notified nationally. Of
these, 61.2% were infectious syphilis cases. Thiereak peaked in July 2001 (Cronin et
al 2004). It coincided with similar outbreaks thegre reported in most other Western
European cities including Manchester, London, Bogh Paris and Antwerp. These
outbreaks were primarily amongst MSM, including igngicant percentage of HIV
positive men, and the age group under 20 yearsatidppear to be affected. In Ireland
the outbreak, like the others, was confined to i§ijgagrban locations, with Dublin seeing

one of the largest reported outbreaks.

1.6 The Response to the Outbreak and Developmentmfy Research Interest

My interest in this area developed while | was tesignated health advisor (Clinical
Nurse Specialist) during the above syphilis outbr@ecurring primarily among MSM in
the Greater Dublin Area. A key component of myenaias partner notification, which is

standard practice in genitourinary medicine cliniternationally, as well as in Ireland.

In response to the outbreak in the Greater DubligaAan ‘out-break control committee’

was set up. The multidisciplinary team consisted representatives from the



genitourinary medicine and infectious disease sesviof St James’s and the Mater
Hospitals Dublin, The National Disease Surveilla@mntre, The Department of Public
Health, The GMHP, the voluntary gay community cenaind communications and
administrative staff from the health board. Intemvens introduced by the committee
included a targeted information campaign involviogmmunity education sessions,
increased service provision at clinics, and thatnatly novel approach of onsite testing.
The latter involved offering blood tests for syt the venues (clubs, bars and saunas)
where MSM meet their sexual partners (Hopkins €0al2b).

Increased partner notification services to a Iévgher than that previously carried out in
the Dublin clinics was a core part of this stratéiggpkins et al 2002b). More ‘intensive’
partner notification involved more time, as well agreater frequency of consultations
with each index case. Memory recall was assistedugfn taking sexual histories in
reverse chronological order. In order to assishwcall, index cases were asked about
the geographical point of contact of sexual paghdteople who were symptomatic for
syphilis, or for whom a diagnosis was suspectecewdprmed of the process of contact
tracing even before their result. This was to alleeme time to consider all possible
contacts. Similarly, those who were told over th®me that they had syphflisvere
informed about the process of contact tracing/ltmethem time between the phone call
and their appointment to recall and obtain detailsall possible contacts. Partner
notification outcomes were reviewed at each follggvappointment in the clinic, and, on
occasion, follow up phone calls were also conducted

The vast majority of people with syphilis had melghones, so frequently people would
scroll through their list of phone numbers and goetails of previous contacts for
provider referral. As the designated health advisalso carried a mobile phone. This
allowed those wishing to attend clinic to have dagontact with the services and allowed

for ‘fast track’ appointments to be made. The pheas also used for contact tracing as

® This approach later informed the intervention féxng syphilis testing in commercial social vesue

® During the syphilis outbreak, people were inforntedt syphilis was a treatable bacterial infectioml
with their permission they would be contacted gbasitive diagnosis over the phone if the result was
released before their appointment. The rationakeéniglethis was to allow for rapid access to treathafn
those that were confirmed to have infectious syghilomplexity of partner notification. Working \withe
syphilis outbreak, which primarily affected gaysdsual and other



index patients stored my number in their phone ga it to sexual contacts whom they
had chance encounters with in the future. Sociavork referral was used in an informal
way also. Men diagnosed with syphilis were encoadatp tell their friends about the
outbreak and promote attendance for testing. Sowalork referral was used as a
complementary approach to partner notificatiora similar vein to responses to syphilis
outbreaks in the USA (Rothenberg et al 20@®pvider referral was employed with
much greater frequency during the syphilis outbrémaa was normal in routine clinical

practice.

At the start of the syphilis outbreak in Dublihhdd worked for over two years as a health
advisor in sexual health. My post registration rirag and education was in health
promotion and public health, and as such, | recsghiand considered important the
public health function of partner notification. Naiheless, | was aware of the MSM
heightened that awareness. While there were a nuofltenes when people would come
to the clinic and hand me lists of people they wesho notify through an anonymous
provider referral system, so too there were peggie did not (or could not) inform any
sexual partners. Testing in social venues addedet@omplexity of the issues, many of
those who presented for testing and were subsdgukatinosed with syphilis had never
previously accessed STI screening services. Thieutf was heightened for those who
were in long-term relationships in which partneexevnot aware of their sexual contacts.
Of interest also was my professional focus on M$Nkis group have been singled out as
‘difficult’ to engage in partner notification in ¢hresearch literature. Despite this, the
reasons for the difficulty are poorly understoodsyphilis outbreak provided a unique
opportunity to explore the acceptability of partmetification for an infection that is

shrouded in much myths and stereotypes.

Although partner notification is one of the oldestategies in the control of STIs
internationally, a lack of research exists in fielatto the acceptability of partner
notification from a lay, non-professional perspeetiThe main body of literature on the
subject comes from biomedical authors, who overmively focus on the subject of

effectiveness. While effectiveness is important@e fundamental question, impacting



on effectiveness, is whether the practice of cdritacing is acceptable to those whom it
targets? This research study seeks to explorpeirspective of non-professionals on the
practice of partner notification.

1.7 Nursing component of the work

Whilst partner notification is not a core nursingtivty, nurses in Ireland, working as
health advisors, are the sole group that carrytloist activity. In the United Kingdon
(UK) over half of all health advisors have nursiqgglifications. This study is also of
relevance to nursing because health promotion lea@xtpression of sexuality in relation
to health and healthcare are core nursing issneljded in all major nursing theories
(Johnson, 1980, Roper, Logan and Tierney 1980,&RayAndrews 1999) and explicated
in the majority of nursing care plan templates.

1.8 Sexuality and Health Promotion: The Irish Contet

The particular social and historical context in ghhsexuality is constructed in a society is
also relevant to an understanding of how sexualtihe@sponses, such as partner
notification, are perceived. Sex is often regardedormal, natural, healthy, good, clean,
wholesome and beautiful (Evans 2001:106). Howef@r,various reasons sex is not
always seen as such; it is instead seen as a taleohistorical influence of Catholic

teaching on matters relating to sex in Ireland @&l 90 have resulted in a legacy or
ignorance and confusion (Inglis 1998). Inglis (1p@8gues that many Irish adults have
grown up deprived of basic education regarding aktx sex and relationships. Referring
to his own education he states: | ...went to adgbatholic school, where | was taught all |
supposedly needed to know about sex, sexualitypargbnal relationships- nothing (Inglis,

1998:2). It was as recently as 1979 that conttemepvas legalised in Ireland, and it was
not until the early 1990s that condoms became widefailable in various locations

(Collins 2001). Almost without exception governmeetiiroughout the world have been
slow to react to the HIV and Acquired Immune Dedfimy Syndrome (AIDS) epidemic

(Smyth 1998). Ireland was no exception. At the heigf global concern about an

epidemic, while campaigns were advocating safer, gbe Irish Family Planning



Association was fined IR £400 for selling condom®ublin’s Virgin Mega store (Collins
2001).

If conservatism by government and church causedicdiies for a heterosexual
population, this was even greater for those graupsse sexual orientation deviated from,
what was considered by some, to be the norm.jlisisover a decade ago (1993) since sex
between consenting males in Ireland became leghl the introduction of the Criminal
Law Act Sexual Offences (Government of Ireland )98R®mosexuality has been socially
constructed as pathological throughout most of 8 century (Foucault 1990).
Homosexual self-labelling therefore involves asagito one’s self a negative trait, which
is culturally devalued (Goffman 1963). Twelve percen a recent all-Ireland gay men’s
study, said that they wished that they were notetitd to men (Carroll et al 2002). In
addition, the issue of rural and urban habitatibM&M is important, with those from a
rural location perhaps experiencing more difficuttyaccessing services (Galvin 2002). It
is probably not surprising given the hostility tonmosexuality that still exists in lIrish
society that much of gay and lesbian experiencaisrhidden (Tovey and Share 2000).
Homosexuality is a forgotten area in school sexgalth education. Research carried out
in Cork to explore sex education among 800 youraplgefound that homosexuality was
the least addressed topic in sex education (Algar#97). A more recent study by Norman,
Galvin and Mc Namara (2006, found that a majoritysohool teachers were aware of
instances of homophobic verbal bullying. A sigrafit number were also aware of

homophobic physical bullying.

It is difficult to discuss sexual health promotiarthout making reference to the legacy of
early strategies to curb the spread to the disteseinitially became known as the gay
plague. Such educational approaches used througtimutearly 1980s re-enforced
discrimination already in place. They were basedcoarcion and blame, rather than

support and empowerment

Health promotion from a biomedical perspective vpagentially deemed as simple —

provide the uneducated with information and thell ehange behaviour. What rational



person would, after all, want to get a deadly dis®aHealth promotion from a lay
perspective was not quite so simple; negotiatingjsskself-esteem, perception of risk;
power dynamics in relationships, financial and o#teuctural factors are only some of the
factors that affect the attainment of sexual healthan Irish context, however, the
government solution to HIV/AIDS was different tos iinternational neighbours. As
previously mentioned, anal sex was not decrimiedligntil 1993 so the government did
not encourage safer sex between men who have sexmvein. To do so may have been
perceived as condoning criminal behaviour (Butlerd aWoods 1992). The lIrish
Government first funded a general AIDS informatleaflet in 1985, three years after the
first Irish case of HIV was diagnosed. The mostn#igant response to the potential
epidemic in an Irish context was from a small grafpgay activists based in Dublin.
Voluntary groups subsequently produced over 300 0@Bes of literature without any
support from governmental bodies (Quinlan 1991)e @h the recommendations in the
early leaflets warned against sexual intercourdt fareigners. Smyth (1998) points out
that Ireland’s isolated location on the westerneedfjEurope did not, as might have been
hoped, offer protection from disease. There are 408 MSM living with diagnosed HIV
in the Republic of Ireland (Carroll et al 2002).eTbackground of HIV has relevance to an
outbreak of syphilis in Dublin; although different, mirrors some of the issues for
professionals planning to control it and the indials infected, affected or striving to

avoid it.

1.9 Structure of the thesis

This thesis is structured into seven chaptershénchapter that follows, the literature on
partner notification will be described. Importanttiie lack of the lay perspective on this
practice will be explored. The extant literaturenfr professional and non-professional
perspectives will be outlined. In chapter 3, | ddsxthe historical development of sexual
health services through three contrasting the@eénses: namely, a functionalist lens, a
post-structuralist lens and a critical theory leGhapter 4 describes the methodology
used for the study. Chapters 5 and 6 describenthe findings of the study. Chapter 5 is
about lay expression of sexual contacts. In thaptdr the lived reality of sex and health

for MSM will be described. Chapter 6 describes e perspective on the process of

10



partner notification. Chapter 7 is the final dissios chapter where the practice of partner
notification is considered in light of the studpdings and the theoretical approaches to

understanding lay perspectives that were outlinedhapter 3.
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CHAPTER 2
PARTNER NOTIFICATION:
A REVIEW OF THE LITERATURE

2.1 Introduction

It has been suggested that partner notificatiothescornerstone in the prevention and
control of STIs (Oxman 1994, Cowan et al 1996, &erit998, Mathews et al 2002). As a
practice, it stretches back over six decades amunloyed in all corners of the globe.
The objective of this literature review is to exgothe issues pertaining to the
effectiveness and acceptability of partner nottfa@a When considering the term
‘effectiveness’, | will address the issue of whetlr not the practice of partner
notification is said to achieve its aims under @asi outcome measures discussed in the
available research. The review will show that wthihere is a wealth of literature
supporting the belief that partner notificationeféective, it is also recognised that there
are limitations to the evidence supporting thiswignd, increasingly, there have been
calls to justify the process. This is particularye in a climate of increased priority being
given to ‘cost effectiveness’ and ‘evidence basedctre’ in health servicesThe
acceptability of partner notification is a diffetesoncept. Here | will be interrogating the
literature for answers as to whether or not peopth experience or knowledge of the
practice of partner notification consider it satigbry. By contrast to the wealth of
literature on effectiveness, the review will shdvattthere is a dearth of studies on the
acceptability of partner notification. Given theupay of such studies, the available
studies will be described in some depth and som&hefkey emerging lay concerns
identified. In addition, the increasing saliencelw issue of acceptability in health policy

will be noted.

I confined my search to literature published in Breglish language in the sciences and
social sciences. My search strategy included digbeofollowing international library
databases CINAHL (1982-2007) Social Science Cmatimlex (1983-2007), Cochrane
Database of systematic reviews, Pubmed and SyiiBtggkwell publishing 1996-2007).
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| searched the above databases using various ferraexually acquired infections such
as sexually transmitted infection or sexually traited disease. In addition, | consulted
with other sources such as, conference proceeduggspnal contact with researchers in
the field, hand searching of specialist journalsl aganning of reference lists from
published studies. | also did searches with speagifimes for infections, including
syphilis, combined with the terms partner notificat or contact tracing. | also did
combined searches such as partner notification whth terms effectiveness and
acceptability. In addition, in combination with tpesvious terms, | also did searches for

MSM using terms such as homosexual men.

The literature review will consider the effectiveseand acceptability of partner
notification from both health professional and [agrspectives in so far as the available
literature allows for a discussion of both. Hegltbfessional perspectives include all health
professionals involved in the process, usually dactnurses and health advisors. Lay
knowledge has been defined as “the knowledge #yapéople have about illness, health,
risk, disability and death” (Williams and Popay I9870). The structure this literature
review will take will be initially to explore thessue of partner notification from the
perspective of the clinical professionals involvedthe process. Here the majority of
studies focus on effectiveness. However the limie=garch on the acceptability of partner
notification from a professional perspective wilk@be considered. Lay perspectives of

partner notification will then be discussed.

2.2 Professional Perspectives on Partner Notificatn- Effectiveness

Partner notification is central to the status axentity of genitourinary medicine
(Fitzgerald 1997), and has been a vital elemethencontrol of STIs (Thin 1984). Cowan
et al (1996), writing from a professional perspestistates that partner notification results

in benefits at an individual and a population le¥&rly treatment is considered necessary
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to reduce the duration of infection, and also thelihood of long-term morbidity
associated with untreated infection. This pointeigevant to syphilis, as it is considered to
be a treatable infection, and also because mangi@®&ath the infection may be entirely

asymptomatic.

Despite these affirmations of the importance oftrgar notification, the effectiveness of
partner notification is under-researched (Oxmaal 4994, Radcliffe and Clarke 1998, van
Duynhoven et al 1998). There has been an uncrifibabst universal acceptance of the
process of partner notification by professionalgst@matic reviews have concluded that
very few methodologically sound studies on partnetification exist (Oxman 1994,
Mathews et al 2002, Hogben 2007), and much ofélearch in this area is small scale and
retrospective. Retrospective data collection in ynarases is affected by poor
documentation, which, results in an inability torifse contacts’ attendance (Bell et al
1998). Despite good record-keeping being recomnenole the UK guidelines for
chlamydia infection (Fitzergerald et al 1998), ®&rand Preston (2001) also report
difficulties with documentation in their multi-ceetaudit of nine genitourinary medicine
(GUM) clinics in the Yorkshire region. Nonethele#ss worthwhile taking a closer look at
some of the key studies, which have tried to meadhe effectiveness of partner
notification along a number of outcome measures Tequency with which partner
notification practice is performed has been studesl a measurable outcome of
effectiveness. Dale et al (2001) found in theireegsh that 80% of index patients had
details of partners recorded in the medical notet ia 61% of cases the partners were
epidemiologically treated for Chlamydia. Clarke and Preston (2060 fund high levels
of partner notification activity. In a multi-distti audit against national guidelines (UK) for
the management of uncomplicat€hlamydia trachomatisnfection, they found that
overall 91% of index patients had partner notifmatdiscussed with them, at the time of
their diagnosis. Fenton et al (1997) in their rese@f 59 GUM clinics in England found
that although partner notification was discusseth wiost (75%) of index patients newly

" Epidemiological treatment — in this context refershe practice where a partner/contact also vesei
treatment for infection.
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diagnosed HIV positive patients, there was no ewdeof documented outcome of partner

notification in 58% of patients seen during the gaar study period.

Van Duyhoven et al (1998) looked at referral outesnin gonorrhoea and chlamydia
infection. Their number of index patient participanas 250. The outcome of partner
notification for the 502 eligible partners was 2@.%erified attendance, 20% believed
attendance, and 59% with unknown follow up. In &iglit of partner notification for

bacterial STIs, Elliott (1999) reported much highrates of contacts attending. The
National Audit Development Project in the UK (refgal by Fitzgerald 1997) contacted
every clinic in the UK 79% (155 clinics) replied.was found that index patients report on

average 1.5 contacts each but overall only 0.5actsattend the clinic for examination.

Many researchers have carried out comparisons batyeovider and patient referral.
Oxman et al (1994) in their extensive literatureie® on partner notification concluded
that there is moderately strong evidence that pexvieferral is more effective than patient
referral for HIV. They also state that there is weaidence that provider or conditional
referral is more effective than patient referrat &yphilis. Similar findings were put
forward by Mathews et al (2002) in a later systemegview of the literature. Patient
referral however was found by Elliot (1999) to e tmethod most usually employed in
clinical practice. He found that 90.5 % of contaattended as a result of patient referral,
with the remaining 8 (9.5%) attending by provideferral. It was noted that patient referral
was the preferred method for regular partners wittvider referral being the method of
choice for casual or for ex-regular partners. Sinyl Landis et al (1992) reported that
while HIV positive person favoured provider reférraost participants in their study chose

to inform at least their current partner themselves

Partner notification throughout the literatureasiid to be more effective with women than
with men. Clarke (2001) points to research on gartrotification carried out in her clinic.

She found that women were more likely to coopevatd contact tracing. The research
was in relation to the effectiveness of partneiifivation for gonorrhoea and found that

only one of 28 index female patients declared loatact untraceable contrasting with 39
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out of 73 male index patients. Framed in a contaitreproductive health, partner
notification was found to be more acceptable tentB than in sexual health settings
(Gichangi et al 2000).This evidence is also linke@ broader body of evidence on gender
and health, which suggests that men are less likeBccess primary health care and are
more likely to adopt high risk health behavioursgéh and Pope 1999, Robertson 2003,
Lohan 2007). Men’s knowledge with regard to sexuwsdlth is often poor (Banks 2001).
Banks refers to a survey by tbector Patient Partnershipvith the Men’s Health Forum,
which found that 18% of men thought that a GUM iclidealt with dental health problems
and over 50% had no idea what a genitourinary nmegliclinic was. Banks (2001) also
cites research by Biddulph et al (2001), of youreni® health seeking behaviour for sexual
health services. They concluded that the averagag/man is unlikely to access help from
anyone if he perceives he has a problem. As | deficribe further in Chapter 6, this has

much relevance to health seeking behaviour of MSM.

Men who have sex with men are identified throughthé literature as a particularly
difficult group in terms of contact tracing effacthess (Munday et al 1983, Bell et al 1998,
Van Duynhoven et al 1998, Rogstad et al 1999, Sktghl 2006, Arumainavagam et al
2007). Bell et al (1998) point out that a gregerportion of the cohort that were without
data in their research were from homosexual meortieg multiple partners who could not
be discussed individually. Van Duynhoven et al @98lso state that homosexual men
reported higher numbers of sexual partners. THeréaby MSM to refer partners may be
attributed, they say, to the high frequency of ameous sexual contacts (73% of
homosexual relationships were “one-night standshgared with 42% of the heterosexual
relationships). Munday et al (1983:314) in thesaarch on partner notification of hepatitis
B positive people concluded that named contacttdble relationships were more easily
traced than “young homosexuals with frequent anausrcontacts”. Rogstad et al (1999)
in their retrospective analysis of partner notifica for 278 cases of gonorrhoea found that
the proportion of contacts attending for heteroséx56%) was only just below the UK
National Guidelines of 60% recommended for 1996, vas much less for homosexuals

(38%). The authors concluded that success in partogfication among homosexuals
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“remained disappointingly low” (Rogstad et al 198%8). Difference in success between
heterosexual and homosexual groups, however wagepotted by the European Partner
Notification Study Group (2001). They stated theg dbutcomes of HIV partner notification
for current partners were similar whether the indeatient acquired infection by
homosexual or heterosexual contact; difference® weted, however, among current and
ex-partners. Forms on PN outcome were receivedl&&/200 (83%) reportedurrent
partnes, but only 124/508 (24%) empartnes. Similarly, Samoff et al (2007) conducted a
study to compare contact tracing outcomes among Bygdhilis patients reporting sex with
men or women only. The researchers found that twaseno significant difference in the
mean number of contacts of the MSM and men who Baxewith women only (MSWO)
diagnosed with syphilis. They found that interviewgh MSM resulted in higher mean
numbers of contacts named and located per indésnpdbhan interviews with MSWO. The
also found that the mean number of unlocatablepsetners per case was slightly higher
for MSM than MSWO.

Ethnicity has been found also to be a factor ieati¥e partner notification. Rogstad et al
(1998) found that Afro-Caribbean women were lelslyi to give contact information than
other ethnic groups and both Afro-Caribbean menvaochen had a smaller proportion of
contacts attending. Casual contacts are less likehe notified than regular partners. Bell
et al (1998) point out that where relationship istatvas recorded ‘casual’ partners were
less likely to attend for screening than thosesiligsl as ‘regular’. This was also found by
the European Partner Notification Study Group wblbected data on outcomes of partner
notification for 365 index patients newly diagnoseih HIV in six European countries
from 1995 to 1996. Forms on partner notificatioricome were received from 83% of
reported current partners, whereas only 24% of $omere received for ex-partners.
Multiple, untraceable contacts have been foundyphilis also. Andrus et al (1990) found
in their research that patients who had syphild adarger number of sexual encounters
with persons who subsequentiyuld not be identified as compared with patient® wad
gonorrhoea. An interesting example where partndificetion proved possible despite
multiple contacts, is the case of an American sexker nicknamed “syphilis Mary.” A

diary that she kept assisted in tracing 168 ouBXf# sexual contacts, all of whom were
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long distance truck drivers spread throughout thigdd States, Canada and Mexico (Guthe
and Wilcox 1971).

Timeframe from diagnosis to sexual contact is dhige an important issue. Cowan et al
(1996) argue that partner notification is a rekvineffective method when there is likely

to be a considerable delay before contacts camabed. Van Duynhoven et al (1998) also
found that for steady partners, contact findingsrel@sed if the last sexual contact was

more than 30 days previously.

Cost-benefit analysis is also relevant to effectess. A study carried out in Harare
suggested that partner notification was laboumisitee and costly (Grosskurth et al 1993),
in the sample only twenty contacts were locatetthiae months by six members of staff. It
is worth noting, however, that an African settisgunderstandably different to a European
or North American one. Several studies in othetirggs have shown partner notification
for HIV to be cost-effective (Varghese et al 19@escke et al 1991, Pattman & Gould
1993). Macke et al (2000) point out that STI segsithat have a higher number of HIV and
non primary and secondary syphilis probably dedicabre resources to contact tracing. In
their research comparing a provincial and metrépolclinic, Bell et al (1998) found that
human resources and other facilities had an impacthe outcome of the numbers of
people contact traced. They compared two cliniog, io Sheffield and one in London. In
the Sheffield clinic, there were five health advssavailable for two hundred and forty
nine cases of gonorrhoea with access to threeviat@ng rooms. The London clinic,
however, had seven health advisors providing sesvior six hundred and forty eight cases
of gonorrhoea with access to only two interviewmso While the research points to other
variables, the outcome of partner notification @trbclinics varied, with twenty percent of
contacts in Sheffield confirmed to have been s&dems opposed to five percent in the

London clinic sample.

New strategies to address the limitations of trad#l partner notification practice have
been studied by a number of researchers. Thesadmcsocial networks (Rothenberg
2002), use of the internet and new technologieaygter et al 2000, Tomnay et al 2005),
and expedited partner therapy (Schillinger et &1 @Packel et al 2006). The latter is the
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practice of treating the sex partner of individualth sexually acquired infections without
an intervening medical examination or professiquralvention counselling. (Centers for
Disease Control and Prevention 2006:4). Trellel €2@07) report a systematic review of
strategies to improve partner notification. Distngshis review, Mathews and Coetzee
(2007) point to a crucially important point, namehat none of the novel interventions
discussed tackle the fundamental barrier to patiefarral strategies: the difficulty that

people have telling their partners that they ha®d a

2.3 Professional perspectives on the acceptabilitf partner notification

Acceptability from a professional perspective isaa@a worthy of some consideration. The
emergence of HIV has renewed the debate abouthies eacceptability and effectiveness
of partner notification both for the individual iolwved, and for society in general (Cowan
et al 1996). Partner notification has been advacéie the control of HIV (Potterat et al
1989, Cates et al 1990). An important study on gssibnal perspectives of partner
notification was carried out by Fenton et al (1991Mey administered questionnaires to
senior consultants in English genitourinary medicatinics (n=59). They asked if HIV
partner notification had become an acceptable gfdfteir clinic’s practice. Seventy three
percent of respondents cited lack of acceptabdftydlV partner notification to patients.
This was, the authors said, by far the largestrteddbarrier to HIV partner notification.
Other reasons cited include, unacceptability toltheadvisors and doctors, time
constraints, or ignorance of Department of Healtiigline§. Allen and Hogg (1993) also
point out that acceptability of partner notificatidor HIV appears to be less for health
advisors than any of the other staff groups thatevieterviewed. This is of interest as
health advisors are the largest group to have g@artatification in their job description. A
possible explanation for this finding that has beéfered by the authors, is the inherent
conflict in the health advisor role between coulvsgl index patients and partner
notification responsibilities — this professionargpective highlights the importance of

looking at the lay perspective.

8 It is worth noting that this was almost 5 yeatemthe Department of Health (UK) first issued gliides
for partner notification for HIV (The Irish guidekes were published almost 10 years later).

° The other groups that were interviewed were: nadi@ff, nursing staff, administrative, clericada
reception staff.
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2.4 Lay perspectives (of index patients and contagton the acceptability of partner
notification

Systematic reviews conducted on partner notificattave highlighted the notable
paucity of research on the acceptability of partnetification from a lay perspective
(Oxman et al 1994, Mathews et al 2002). From my ee&arches | can confirm that a
mere handful of studies internationally have exgiclooked at lay perspectives on
partner notification in the context of any STI. T¢tadies that have been carried out have
largely been centered on partner notification i ¢bntext of HIV. This research arose in
the early days of HIV. The debate raged over issienfidentiality, stigma, and the
potential for partner notification to be a barrier testing (Keenlyside et al 1992).
Balanced against this in this debate, however,th@asssue of public health and the duty

to warn people of exposure to infection.

Jones et al (1990) conducted a study, in Southli@aravhich aimed to address partner
notification from the point of view of contacts ifi@d by a ‘provider referral’ method.
The contacts had been informed by the DepartmeRubfic Health that they had been
exposed to HIV. The research was carried out orplpeawho had presented at clinic
(n=132). The researchers asked whether they fattttte Department of Public Health
had done the right thing notifying them; 77% ansaein the affirmative, 7% indicated
that it was harmful and 16% said they were not.stitese who said it was harmful
offered reasons. Depression was cited most commaritly one individual expressing
fear about confidentiality. A further question agkehether or not the department should
continue its practice of partner notification fontto which they received a response of
97% in favour. It is interesting to note that soaieghose who said it was harmful still
were in favour of this practice continuing. Jonesilg1990) point out that acceptability
has been found if partner notification is condudted professional and highly skilled
manner. The interpretation of these terms “protesdi’ and “highly skilled” is however
subjective. With regard to this study it is alsortlig to consider that acceptability is
measured from the perspective of people who hatendgegd the service. It does not
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measure acceptability of those people who wereriméal but who never attended.
Perhaps they would have a very different storgeho t

A qualitative study was conducted by Gorbach et2800) to explore why only some
partners are notified in partner notification pamgmes. The goal of the study was to
describe patterns of partner notification reporbgdpersons with STD infection. The
typical notification pattern was to notify a maiarmer and not others. Least likely to be
informed were the oral sex and anonymous contddéSiv.

One of the few studies on lay perspectives on pamwtification in relation to STls
outside of HIV was carried out in Sweden (Tyden &mwainstedt 2000). It looks at
perceptions of partner notification from the viewpoof index patients diagnosed with
Chlamydia (n=192). Sweden’s approach to partneificetion had been unique: in the
past, legislation allows for police enforcementaifnotified contact failed to attend a
clinic. One of the components of the study wasdeksviews on the legislation. It is
interesting to note that 18% of people admittethenquestionnaire that they had avoided
giving the names of their partners, although adtloif these planned to tell the contact
themselves. Ninety percent of those interviewed shey supported the legal
enforcement of partner notification although ldsant half of those accepted a measure as
harsh as police enforcement. In fact, police emiorent was subsequently removed from

the legislation regarding contact tracing, in @&t response to this research.

A quantitative study by Apoola et al (2006) exptbtee patient preferences for partner
notification method used. Patient referral was qureid by 65.8% of the participants
compared to provider referral. Notifying by leti®as preferred as a means of provider
referral. It was considered more acceptable thamiply, text message or email. The
content of the message was also important; theete by the majority was to be told
to contact the clinic and saying ‘you may haveyaa#ly transmitted infection.” A further
guantitative study by Tomnay et al (2004) aimeaplore the estimated proportion of

contactable partners but also explored clientdepred approach for partner notification.
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The most preferred approach was a website addnestha least preferred was provider

referral.

A different quantitative study by Golden et al (3D@xplored support among persons
infected with HIV for routine health department tawt for HIV partner notification.
Ninety-five people completed an anonymous self deted questionnaire. Seventy-five
(79%) indicated they would be somewhat or veryl\ik provide information to a
doctor, case worker or health department employae tlie purposes of partner
notification and 19 (20%) indicated they wantedphie notifying a recent sex partner.
Carballo-Dieguez et al (2002) conducted an anongnguestionnaire study to assess the
willingness of individuals seeking HIV testing tovg counsellors contact information
about partners if infected and to assess theimgilless to contact partners on their own.
Ninety percent of heterosexual individuals and 88RMSM expressed willingness to
provide their partners’ contact information. Resgemts preferred to be notified by a sex
partner than a health care worker. In relationhosé traced, patient-referred clients

reported being more comfortable with the refernalt provider-referred clients.

A more in-depth qualitative study was conductedAmthony Pryce, a sexual health
nurse researcher. Pryce (2000) conducted a stuplprerg the narratives of patients
attending two metropolitan GUM clinics. He was cemed with the stories told in semi-
structured individual interviews and included theerience of men attending clinics.
While it was not a study exclusively on partner iffcdtion, the study included
experiences and perceptions of the practice. Tikatsldescribe their sexual biographies
and the experience of telling and re-telling thp@rsonal activity and history. Following
Foucault (1973) and Armstrong (1983), Pryce arghes the body is subjected to the
clinical gaze — the clinic itself a site of sunlafice ‘par excellence’. A significant part of
this surveillance is the incitement to confess Wwhie argues is particularly evident in the
lay- professional interactions within the cliniacluded in this, is the role of the health
advisor which may include that of counsellor whoesisclever techniques from
psychology and formal counselling to open up thieape world of the individual,
whereby the client ‘speaks the sin by naming ity(e 2000:105).
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2.5Confidentiality, Partners’ Reactions and Stigma

Looking across these studies, fear in relation tmfidentiality, the impact on
relationships and the stigma associated with séisalwhich may be constructed as
‘deviant’ or stigma associated with sexually traiited diseases stand out as emerging
themes. The World Health Organisation (1986) sth#&t confidentiality is central to
humane health care and maximum efforts should belem@ protect privacy.
Confidentiality is an important issue and is lamah in the work ethics of health care
professionals such as nurses, doctors and socigkevso The Venereal Diseases
Regulations UK (Department of Health and Social usigc 1974)and the Infectious
Disease Regulations in Ireland (Department of HieB81) highlight the sensitive nature
of the work that goes on in STI clinics and progideome assurance that where
reasonable, confidentiality will be provided. Itimmportant to note however, there are
times when confidentiality will be breached, foetgood of public health. It might be
argued that such occurrences are rare; convetselgdtential may be enough to act as a
barrier for people to attend. A study in New Jer@@lgervenak and Weiss, 1989) found
that 68% of women with HIV were willing to give nasof their sexual partners if they
were assured that their confidentiality would beimtzaned, whereas only 20% would

agree to partner notification if their names wesleased to their sexual contacts.

The issue of the impact on relationships is hirdédn the research literature but very
under-researched. Temmerman et al (1995) statevibhi@aen who inform their spouses of
having a STI often face break-up of marriages. Department of Health (Ireland) in their
guidelines for confidentiality in relation to HI\€knowledge that a person living with HIV
may fear rejection by their partner if they diseaheir HIV status (DoH &C 2001).
Thompson et al (1997) in their research in VictoAastralia found that reluctance to tell
current or past partners was because of a feadaoheb They found too, that doctors
reported reluctance to raise the issue of sexuatiacts because of concern for the index

patient’s relationship. While lack of security ielationships or blame for passing on
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infection is cited as a reason for unacceptabdityartner notification another important
issue is violence or potential violence towarddrgas. The Society of Health Advisors in
Sexually Transmitted Diseases (UK) cites in itsdglines that the threat of violence is an
indication not to pursue partner notification aities (SHASTD 1995) reference added.
Concerns about violence are an important considerah relation to contact tracing

(Temmerman et al 1995, Gichangi et al 2000). It feasd in one study that three out of
120 MSM experienced violence as a result of telbtigers about their HIV status (Brown
et al 1990). Work with pregnant women in Nairobirid over 6% (12/184) of the women
had not informed their partners because of feari@énce or being blamed for the illness
(Gichangi et al 2000).

Much of the literature on STIs makes referencetignmsa (Green 1995, Taylor 2001, O
Farrell 2002, Liu et al 2002, Lee and Craft 200@htenstein 2003). For a man who has
sex with men, the feeling of being stigmatised rhayheightened by fear of publicity of a
sexual orientation that may be considered to beadéevThe issue of stigma relating to
sexual health has been highlighted by the UK selealth strategy (DOH England 2001),
which sets a reduction in the stigma associateld WiV and STIs as one of its five airtfs.
Various interpretations of stigma in the broadearaaoscience literature exist. The work of
Erving Goffman on the processes of managing stiggnaften cited in the sexual health
literature. Describing stigma he refers to ‘thesletesirable person, considered, bad,
dangerous or weak’ reduced from a ‘normal’ personat ‘tainted discounted one’
(Goffman, 1963:12). Central to stigma is the isstieeviance or of being marked out as
unfavourably different (Alonzo and Reynolds 199Ghncealment is a strategy employed
to avoid stigma. Goffman (1963) describes this pa&ssing”. The rewards of appearing
normal are so great that most people will pretende normal. An individual may choose
to deny his sexual orientation to many (or perheyeryone). He may also choose not to
disclose to anyone if he is diagnosed, or even geghdo syphilis. Referring to HIV (but
with relevance to syphilis) Alonzo and Reynolds93p state that the act of concealing

diagnosis from others has a number of effectgstilts in a lack of the social supports that

9 The other four aims of the strategy are to redraresmission of HIV and STIs, reduce the prevalafce
undiagnosed HIV and STls, reduce unintended pregjesuand improve health and social care for people
living with HIV.

24



are normally in place, and it may result, they sayhostility from sexual contacts, if they
are subsequently diagnosed with infection or dise@ke individual concealing HIV may
avoid activities that might signal diagnosis sushattending a clinic. In addition, Alonzo
and Reynolds (1995) state that an individual maytigpate in activities that he

participated in prior to diagnosis such as havingratected sex with unknowing partners.

Disclosure is another possible action. It can oftesult in negative reactions for the

individual affected. The negative effects of stigmare a key focus of the work of Jones et
al (1984). They suggest that emotional reactionthése stigmatised include humiliation,

depression, anger, fear, and anxiety. Such probieayshave further consequences; Evans
(2001) points out that those experiencing low ssteem resulting from the process of
stigmatisation are particularly at risk for unpitsl sex, often associated with drug and
alcohol use. Offering explanations for this, haestahat the stigmatised have insufficient

self-regard; they fear rejection and crave any fofraffection.

The influence of stigma has potentially huge reteeato health seeking behaviour at a
sexual health clinic (Malta et al 2007, Mullhollaadd Van Wersch 2007). Stigma (real
or perceived) also can influence decisions on thmswons at risk of STIs who are
contemplating attending sexual health services.|&\ihdoes not affect everyone equally
and it changes over time, what becomes clear tsstlggna can have significant effect on

the individual.

2.6 Conclusion

The role of this chapter has been to explore thpirgral evidence on the effectiveness
and the acceptability of partner notification. lshbeen noted that the issue of the
effectiveness of partner notification has reignechohant over acceptability, particularly
in the health professional literature. What emerdesin the review is that the
effectiveness of partner notification is uncleasplte the centrality of the practice of
partner notification to sexual health service psmn. There is a lack of any sound
evidence to support the assumed overall effects®rmd the practice. Methodological

weaknesses in the available studies have beendhggd as being a considerable barrier
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to the development of the evidence. Much of theagash is retrospective and dependent
on good partner notification documentation, whisiot always available. Prospective

studies are lacking.

However, bearing in mind this weakness, the avkldiierature on effectiveness
nonetheless allows for some consideration of tlotofa that influence its success or
otherwise. Provider referral is regarded as beinglerately more effective than patient
referral, although the latter is usually the preddrreferral system by users. Women are
more likely to comply with partner notification arhis is particularly true when it is
framed in the context of reproductive healttlany researchers label MSM as a
particularly ‘difficult group’ with regards to pameér notification. It has also been
suggested that those with casual relationshipsles® likely that those with regular
(steady) relationships to be able to notify thexusal partners. This is perhaps linked to
the issue of time frame, which has also been dsszlisn this review. Finally, the
effectiveness of partner notification has been shaow be influenced by the level of
resources invested in the service; the greateretbaurces in terms of staffing, the higher

the yield.

In relation to the acceptability of partner no@ion, the main conclusion to note is the
general paucity of research. The studies that exespredominantly in relation to HIV and
there have been no studies carried out specificatiyiring into the views of MSM in
relation to partner notification. The majority aludies in the extant literature has been
guantitative only, which, by their nature, have@assed broad opinions rather than being
in-depth studies inquiring into the lived experienof partner notification systems.
Nonetheless, this small body of studies is of ggemand use in informing my study. Of
particular note is that, across these isolatediestudhere appears to be broad lay support
for partner notification, albeit in the context BilV. In addition, | have noted some
emergent themes — notably lay concerns in reldtidhe confidentiality of the service, fear
in relation to partners’ reactions (including violeeactions) to partner notification and the

stigma of homosexuality and STIs.
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Lay perspectives on health have in the past beeme@ insignificant. Writing in 1985,
Gillick states, “Lay knowledge is at best unrel@aldnd at worst irrational” (Gillick
1985:700) (reference added). Contemporary heallicypdocuments, however, highlight
the principle of involving clients in the designdadelivery of health services. Describing a
vision for the health service, the Irish Nationaddtth Strategy proposes a health service
that: “encourages you to have your say... listengota.. and ensures that your views are
taken into account{Department of Health and Children 2001:8). | woaktdue that it is no
longer acceptable (or fruitful) to perform a praetin isolation from the people who are
most affected by it. Research is needed to addnesshajor gap in the literature in relation

to the ‘cornerstone’ practice of sexual health #rga notification.
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CHAPTER 3
SEXUAL HEALTH AND PUBLIC HEALTH:
THE ABSENCE OF THE LAY VOICE

3.1 Introduction

As outlined in the previous chapter, there is arclbsence of the lay voice on matters of
sexual health and in particular in relation to tdoee practice of partner notification. In
order to understand the lack of the lay perspecdtiveontemporary sexual health, | will
first of all examine the broad historical developmef public health and associated
sexual health services in western developed cammtBexual health and public health
have been, and continue to be, mutually shapinfjrhdamains. They involve the health
and well being of individuals, as well as populatioSocial theories will then be used to
provide a lens through which to consider the abs@fday perspectives in sexual health.
The use of contrasting theoretical perspectivepshptovide a framework or models of
explanations for the absence of the lay voice. &u(h995), among others, employs such
an approach in order to view a complex situatiamfrdifferent angles. As Giddens
(1989) points out, human behaviour is complicatad eultidimensional. Theoretical
variety, he suggests ‘rescues us from dogma’ (QGislde989:715). The chapter shall
begin with an introduction to public health andsa&xhealth. The history of public health
will be discussed, the contemporary situation dfligunealth including current tensions
between the collective and the individual will bensidered. The social theories of
Parsons, Foucault and Habermas will be presentédhemr relevance to understanding
of sexual health services explored.

3.2 Public Health and Sexual health: A Critical Hisorical Perspective

Public health is an umbrella term for a wide ramgeactivities that involve various
disciplines. Public health however, as it is présénn western developed countries has
been led primarily by medical sciences, although i increasingly being challenged.
(Evans 2003:959). It will be argued that in thetptdee lay perspective in public health
had been considered to be important, but with #neeldpment of modern medicine in
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western developed countries in the late eighteerghtury, the voice of the lay

perspective has, arguably, become silenced.

Public health has not always been medicalised.tBtg2004:11) suggests that there have
been two ways of thinking about health and ill Heahroughout history. The first
suggests that pathology occurs almost independehé gatient; the second suggests that
the patient, with his or her personal individuaie licircumstances, is of primary
importance. Prior to the development of modern ndifie medicine, understandings
about health and illness were divided broadly meosonalistic and naturalistic systems
(Forster and Anderson 1978 — cited by Morgan €1985:13). A personalistic system
views punishment as being the reason for illne$® faturalistic systems approach to
illness, on the other hand, is concerned with é@muiim of the basic body elements.
Morgan et al (1985) point out that the three maaturelistic approaches are the
humoural pathology of ancient Greece, the ayurvededicine (which comes from
India), and Chinese medicine. The early Hebrewlisation placed great emphasis on
public health and sanitation. Between th& ad 1%' centuries BC the Greeks followed
the preventative philosophy of the goddess Hygeihpse legends focused on the
importance of protecting the health of both mind &ody. Hippocratic writings from the
fifth century BC stressed the importance of theirammental forces in disease causation
(Corneil et al 2001.:viii).

Hyde et al (2004: 277-278), following Ashton and/®eur (1988), outline four phases
in the historical development of public health. Tivst of these occurred in the late
eighteenth and early nineteenth century where laugebers of people moved from rural
areas to inhabit urban centres. In this first stageublic health’'s development, poverty
and poor living conditions provided the impetus the development of services. The
second phase occurred in the latter half of thetaanth century. It is associated with the
development of the germ theory of disease causatimh developments in clinical
medicine. The history of the development of bioroew reflects a shift in focus, from
diseases occurring in natural environments, toagise occurring and examinable, in the

clinical setting of a hospital. This third phasethe development in public health has
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been described as the ‘therapeutic era’ (Ashton Seyimour 1988, Hyde et al 2004).
Public health during this time (1930s) became &rgilto hospital-based medicine.
Jewson (1976) points out that, unlike previous §ymehere doctors were dependant on
patients for patronage, during the therapeuticpatéents were considered to be readily
available and willing to be examined. The largenbaers of patients in urban centres
changed the power balance between patient andrddtte patients would have to wait
for the doctor, and not the other way around, a3 j@viously been the case. The
amount of time that doctors could spend with pasien likely to have also been reduced.
The focus had shifted from a patient existing soaial world, where a holistic approach
is taken; to a patient existing in the clinical eamment of a hospital where the doctrine
of specific aetiology was offered to explain illee®iseases came to have much more
specific labels than previously (Morgan et al 193%: The consultation in hospital
medicine had an additional component, as well agppsyms; the signs of illness could be
collated and compared with the signs of other p&idy astute physicians (Armstrong
1995:393). The ritual of the clinical examinatioecame an important role of the
physician. Following Foucault, Armstrong (1983:%&2)ys that the history of medicine
from the end of the eighteenth century is a histdrg reductionist gaze into the body of
the patient. The mind and body were no longer camed to be closely associated.
Increased attention was paid to the diagnosticge®@nd much less to the patient’s
feelings, emotions and perceptions of the problstorgan et al 1985:14). The focus of
public health at this time was on an individuatistipproach to health education. The
fourth and final stage in the historical developmapublic health was associated with a
paradigm for ‘New Public Health’. Emphasising (onmoere) environmental issues but
combining this with individual responsibilities. &léh promotion became part of public
policy endorsed internationally through the firgahh promotion conference and the

signing of the Alma Ata Declaration in 1978.

The control of sexually transmitted diseases carcdmsidered as a public health issue
and can be contextualised in the time frame in Witioccurred. Efforts to control STIs

(or venereal diseases, as they were once called) @en carried out since the Middle
Ages (Oriel 1994:191). With the germ theory of dise understanding about cause of
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infection and means of control was transformed. Thatagious Diseases Acts of 1864,
(amended in 1866 and 1869) had as its object,detification of infected women and
removal of them ‘from circulation’ until they weraired (Oriel 1994:193). The original
Act applied initially to a few major ports and gaan towns in England and Ireland,
although the number of these was increased in da@ndments. Under the Acts, women
could be stopped by police, asked to sign a registeey were prostitutes, and undergo
compulsory medical examination. The medical exatronaalone, according to Oriel
(1994:193), left a lot to be desired. Privacy wad considered, and in many cases,
bystanders peered through the windows (Oriel 1%8):1IThe examination consisted of a
naked eye examination of the genitalia for signgathology. Those diagnosed with
disease were incarcerated in Lock hospitals (Sta88@:74). While the intervention for
other contagious diseases was quarantine, it wasuggested that soldiers or sailors be
confined to any specific locations for sexuallyngmitted diseases. Mort (1987 cited by
Oriel 1994:193) says that the examination of servien was avoided because it would
be difficult to do, and would “destroy the men’dfsespect”. The Contagious Diseases
Acts caused resistance, particularly by women’sigso The Acts were finally repealed
three years later, despite objections from leadimgdical journals and the medical
establishment. It is interesting to note also, thatacts had little effect on reducing the
incidence of infections (Oriel 1994:194).

Partner notification became a central policy of £6htrol in the twentieth century.
Despite this, Davidson (1996:195) points out timat history of this practice in Britain
before the 1970’s has largely been ignored. Her®ffack of adequate archives, and
reluctance to publicise the practice due to legaicerns as possible explanations. In a
comprehensive article, Davidson (1996) describssaach of professional archives and

obtains oral evidence from former practitionerghia field to address this deficit.

The first timeframe discussed by Davidson is 199891 Despite the establishment of a
free and voluntary system for STl diagnosis andtinent, partner notification during
this interwar period was very restricted. Nurse @lers made domiciliary visits to

persuade spouses of patients with infection to se@kninations and treatment. In the
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wider community, partner notification efforts wead hocand largely depended on the
efforts of patients themselves to inform partn&avidson (1996) points out that earlier
acts were abolished as they were deemed to bendisatory, particularly by women'’s
organisations. A reported increase in gonorrhotiions in the 1930s resulted in nurse
almoners taking on a greater, and more formal molpartner notification where the

practice was seen as essential to any ‘well rlimical service.

During the period 1939-1947 there was a concergdwernment and military authorities
with the location and treatment of contacts. ThéeBee of Realm Act was introduced in
1942, it allowed for ‘special practitioners’ to ifgtmedical officers of all contacts named
by patients confirmed to have a STI. Failure bytaots to attend for examination and
treatment resulted in a fine and/ or imprisonmé&intrce public debate surrounded this

Act as it was deemed to be specifically targetedahen.

The final timeframe discussed by Davidson (19963 wartner notification in the era of
health boards from 1948-1971. During this periodpaern about the legal status of
partner notification inhibited the effective fornmat of policy. Lack of government
initiatives resulted in a decline in partner natfiion in the 1940s. However by 1949,
increasing concern with emerging resistant strahgonorrhoea resulted in a call to
intensify partner notification efforts. A tensiometheless existed between collecting
data and maintaining a code of confidentialitybéicomes apparent then, that partner
notification history in the twentieth century is rkad with periods of moral panic as

much as with concern about the health implicatimirsexually acquired infections.

The epidemiology of sexually acquired infectionshis study of diseases in populations.
Strongly influenced by the biomedical clinical swes model, it has adopted an
approach to disease that is reductionist and basethe probability of risk. Such an
approach has moved public health away from itsimaigfocus on the wider social
economic and other structural factors that infl@enlealth. As such, it is a
decontextualised approach to public health (Inhermd Whittle 2001:553). It assumes
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that control over health and iliness is a mattered choice, and as such, undermines the

complexity of people’s lives and ability to makec#ons regarding their health.

Epidemiology is centrally concerned with risk (Imh@nd Whittle 2001:555). The work
of Anthony Giddens (1991) and Ulrick Beck (1992fecd an understanding of the
ubiquity of risk in modern societies. Essentiatlyey say, we are living in a neo-liberal
state in which the individual is not protected lhe tstate — rather the individual is
increasingly expected to take measures to proisfitdr own welfare. In addition, Beck
(1992) argues that in traditional societies risksravpersonal and visible, whereas, in
modern societies, risk can be concealed and isagl&nvironmental dangers are one
such example; all people are potentially affecte@spective of their social class,
ethnicity and other life circumstances. Turner @9919) argues that the process of
modernisation involves an intensification and nplidation of social risks both at the
level of the individual and at the collective levEpidemiology is both contributing to,
and an outcome of, what Beck refers to as ‘riskietgc Risks are considered to be
heightened, concealed (deep within the recessesrdiodies and genetic make-up), and
individualised (the individual is required to takesponsibility). In a risk society also
scientific knowledge and expert opinion become lyiglalued and highly politicised. In
the arena of public health, risk, can be considérduk everywhere. Sexual health, but in
particular, the risk discourse around HIV and AlBighlights the social construction of
risk. All people are not affected equally or peveei to be ‘at risk’. The groups primarily
affected by infection are often marginalised merabef society that are already
experiencing discrimination. It becomes easy thenblame such groups, for putting

themselves in ‘risky situations’.5

Running through the history of public and sexualtie has been a central tension
between the health of individuals and the collectrealth: the tension between the right
to individual autonomy and the public health impe®a to control disease. This is

because of public health’s remit over the collextiVhe discipline of public health values
health above all other factors (for example, sexigglire) and assumes that this motive

justifies its actions. According to Skrabanek, thgb public health, ‘healthism’ becomes
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part of state ideology (Skrabanek, 1994). SimilaHgll (1992) suggests that the reason
that public health practitioners neglect the indal ethical issues of their jobs is
because they have been trained to address thd léajroups of people. The paradox
however is that a prevention measure that bringefiteto the wider population, offers
little to each participating individual (Rose 19838). Critiquing the collective motive,
Baggott (2000:4) suggests it is unfair for indivatiito sacrifice their own freedom for an

illusory common good.

3.3 Social Theory Perspectives On The Role Of Patiis And The Lay Voice In
Health Care

Social theory provides a new approach to considettie lack of a lay voice in public
health and sexual health services. Referring to l#o& of any theoretical base in
epidemiology, Pearse (1996) (cited by Inhorn andit®h2001:553) suggests that
epidemiology is suffering from ‘rigor mortis’. Inhm and Whittle suggest that
epidemiology will benefit from forging alliances twi more theoretically informed
disciplines such as anthropology, sociology, hiateg and feminist scholars. In
addressing social theory in this chapter, theretlaree theories, which | would argue,
help explain the role of the lay person in sexullth services. Employing these theories
helps frame public health and sexual health inresting ways. It sets up contrasting
alternative models that allow us to see public theahd sexual health from different
standpoints. The following theoretical frameworkdl e explored The first is the
functionalist perspective, the second the Foucaunlgerspective, the third is the critical
theory perspective, particularly, the work of Hahas and his theory of communicative
action; finally, studies on masculinities and Qudéreory will be explored. These
theories will form a backdrop to my thesis. It ntigfe asked why these social theories
have been used? Social theory has been previassly in nursing research to explain
the lay perspective in sexual health clinics. Ttedaost critiques of sexual health have
been conducted using Foucauldian theory (writech 18 Pryce 2000, 2001 and Holmes
and O Byrne 2006) but | was interested in a rarfggooial theories to offer differing

view points; This thesis shall, therefore incorpera Foucauldian approach along with
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contrasting theoretical positions. Parsons, it @dobé argued is a polar opposite to
Foucault, and also very topical in terms of undarding trust which is a strong theme in
current scholarship. Habermas on the other haridisodnother different perspective on

rationalising.

In the course of my analysis of questionnaire sasps and the narratives of the
participants gained in the interviews, | will beaexning the relevance of these
theoretical frameworks. For each individual, sexi@alth services may be framed in
different ways depending on circumstances and it b&apossible to see more than one

discourse running through their narratives.

3.4 The Structural Functionalist Perspective: Parsos and the Sick Role

The American sociologist Talcott Parsons (19024@&pngs to a strand of sociological
theorising called structural functionalism. Socigtgwed from this perspective consists
of interconnected functioning parts. Parsons wasramains, the pre-eminent American
sociologist, noted primarily for his broad scopel analytical depth of his theory of
human social action (Lindz 2000:388). Parsons wasésted in social cohesion and the
development of a theory for society that falls bestw the self-interest of capitalism and
the collective interests of socialism. He suggedted somewhere between these two
ideologies, professional role relations were lodateindz (2000:388) suggests that
Parsons was interested in developing a theoryviloald address all aspects of human
social organisation and would be open to progressefinement as the advancing
discipline of sociology gained in ability to relateeory to empirical knowledge. His aim

was to develop a conceptual framework that couldfdpdied in various times and places.

The social system (Parsons 1951) is one of his mysirtant pieces of work and offers,
even now, a considerable amount to our understgrafinealth and iliness. It is based on
his empirical work in which he spent over a yeasesking medics and patients
interacting at Boston hospitals. Parsons suggkatatiedicine’s role extends beyond the

remit of diagnosing and treating diseases. He m&sed that illness may be seen as a
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form of deviance by society. He also recognised, thacause of the pressures of a
changing society, people may wish to evade thespgorsibilities. He argued that all
people have social roles and that medics were gplaiie power to exempt individuals
from their normal role responsibilities. From a$aman perspective, the physician was a
technical expert in matters of health and illn@3se system of professional entry finely
selected individuals for the role and the recruitderwent lengthy training to allow them
the elite position in society, which they enjoy@drsons suggested that their motivation
was purely altruistic.

Parsons pointed out also that there were condi@aeribed to both parties in the patient-
doctor encounter. The doctor was considered to lpmireiples of ‘universality’, in
which all patients were treated equally, irrespectof circumstances. Medics were
considered affectively neutral and also functionajpecific. To be deemed legitimately
ill, and therefore allowed access to the sick ro&tain conditions were attached. These
conditions included that patients were exempt frdheir normal social role
responsibilities, they were considered not to bamigld for their illness, they were
deemed to have a desire to get well as quickly @ssiple and finally, they had a
responsibility to seek and comply with medical aéviParsons 1951:437).

While Parson’s work on the ‘sick role’ was firstipished over five decades ago and
informed by research in a US health system, it Istilds relevance to our understanding
of health and illness in the present delys work was seminal in highlighting that the
concerns of physicians extend well beyond the mamagt of diseases in individuals.
Not surprisingly, his work was also the subjecthrafch criticism. Two main criticisms
can be identified. First, Parsons ignores the is&di-est motive of medics, the medical
establishment and their close allies in the phaeutical industry. The ‘sick role’, as
described by Parsons, obviates the power that #dical establishment possesses and
implies that a consensus exists between physiegadsatients in which unequal power
relations are not challenged. The claim to uniderggeria can be strongly criticised; all
patients are not treated equally and medicine eaise; or at least reinforce, the status

qguo of discrimination that can exist in society @artain marginalised groups. Second,
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Parson’s sick role offers little understanding ke tmanagement of chronic diseases
(which imply an on-going relationship with the doctind the line between ‘sick’ and
‘healthy’ is more blurred), or conditions that @®sociated with stigma. This is a crucial
point since stigma is especially relevant to theecaf sexual healthas the cost of

disclosing an illness associated with stigma matobegreat for an individual.

How relevant is Parsons’ description of the sicle to lay professional perspectives of
sexual health services? His theoretical perspediifegs something to our understanding
of the lack of the lay voice in public health arekgal health service®arsons touched
on the issue of professionals obtaining intimateitkeof their patients’ private lives. In
particular, he discusses sexual relationships. oRarglescribes this information as
‘essential to the performance of the physiciangtion’ (Parsons 1951:452). His view of
the professional as the key source of knowledge avgsably at the cost of the lay
perspective. A Parsonian framework suggests thatlttheprofessionals are still
considered the experts and a compliant patientattéind to receive treatment and advice
keeping the mythology of the beneficent god-likggbian dominant (Lupton 1994:1).

This perspective is very interesting in relationthe professional expectation of health
seeking behaviour of clients/patients at sexualltheelinics for STIs. A targeted
approach to public health for STIs recommends exgattendance at clinics by those
considering themselves ‘at risk’. Perhaps as aclkedga the HIV/AIDS panic, this has
been directed in particular at MSM. The ‘regulaedkiup’ message has been absorbed
by many as a responsible thing to do. The sic& ®limportant, but also the potential
sick role, disease may be lurking, although thessy mot be any signs or symptoms.
What should not be overlooked are the limitatiohsParson’s approach. For various
reasons, people choose not to attend a clinicobitanfollow the advice of doctors or
other health professionals. The perspective ofdParss based on the assumption that the
views of lay and professionals concur. This views hiacreasingly been challenged
however, because of increased consumerism in heal&é) a more informed public, and
increased awareness of public health scandals. rithjue of the power of health
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professionals is best considered through the settwwiletical perspective: that of Michel

Foucault and in particular his work on surveillance

3.5 Foucault: Sexual Health as Surveillance

The French philosopher Michel Foucault (1926-849)vjgtes a contrasting approach
through which to view the lack of the lay perspeetin sexual health. His work has been
described as a history of the present. He wascpéatly concerned with the issues of
knowledge and power. He argued that modern systemassociated with disciplinary
power. Surveillance, he argued, is an importantpmrent of that power. Surveillance
refers to a form of scrutiny and observation but tmat does not necessarily depend on
the physical proximity of the watcher or the wath®arry and Yuill 2003:32)The
practice of surveillance medicine imposes ideaghogéat as well as possibilities of
control (Lauritizen and Sachs 2001:514). Surved&ais everywhere in modern societies
according to Foucault. Technological developmemizeasingly make this possible.
People can be observed and endless amounts oihpedata can be stored and easily
retrieved by others. Modern societies are buretsiacaad surveillant (White 2002:118).
In addition people can internalise the control tisabver them. Foucault uses the image
of Jeremy Bentham’s panopticon to illustrate tlogp the panopticon was a design for a
prison that had circular shaped cells and an inaetrol tower. People would not be able
to ascertain when they were being observed anthiferreason would constantly act as

though they were under surveillance.

Foucault draws explicitly on the case of healthrecsattings and is heavily critical of the
hegemony of medical science. For Foucault the nafesation of norms of hygiene, and
the development of a state administrative structoreenforce and coordinate public
health are all aspects of Webeirsn cage (White 2002:119). The concept of the iron
cage was an important part of Weber's account ef gnowth rationalisation and
bureaucracy in industrial societies (Turner 1995)2Foucault’s work in th8irth of the
Clinic (1973) identifies the hospital clinic as the pladeere potentially diseased bodies
can be inspected and subjected to what he desasbd® ‘clinical gaze’. Armstrong in

his work on the political anatomy of the body takeSoucauldian perspective and points
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out that the modern body has become the docilecbbjeclinical practice (Armstrong
1983:2). Surveillant medicine, he says, involvdsralamental remapping of the spaces
of illness. Public health casts its watchful eyevdmole populations where everyone is
targeted (Armstrong 2002:113). The techniques ofesllance medicine include surveys,
screening and public health campaigns. Accordindrmstrong (2002) these all have
potential side effects. Screening is one such elanip does not prevent disease it
merely diagnoses disease in those who fail toAfelin a scientifically determined range
of ‘normality’. Negative effects of screening indri false positive or negative results,

embarrassment, inconvenience and anxiety.

Sexual health clinics are an example of surveiba@&rmstrong 1983, Pryce: 2001). A
Foucauldian historical analysis of sexual healthvises highlights the surveillant
practices that have taken place over time. As dyraaentioned, legislation in some
countries in the 1®century resulted in compulsory registration anticecsupervision of
all sex workers. In addition they were regularlyaemwned for STIs and even faced
compulsory hospital detention (Adler 1987). Theegfion might be asked, however,
about how relevant is a Foucauldian analysis tdiputealth practice as it operates in
current day sexual health clinics? Legislation @ctg people’s privacy to some extent.
The Infectious Diseases Act (1981) in Ireland amel Venereal Diseases Act (1974) in
the United Kingdom, and similar legislation in moster European states provides some
protection to people’s privacy. Legislation meahsttthe record of an individual's
attendance at an STI clinic is not divulged to GahBractitioners, insurance companies
or other parties. There are exceptions attach#igdegislation, however, and the ‘good
of public health’ can take priority and is conselkrgrounds in which to divulge
information that might otherwise be kept privaide General Medical Council (GMC)
(UK 1997: 9) offers an example where this can octhey suggest that a medic may
disclose information about a patient, whether tivor dead, in order to protect a person
from risk of death or serious harm. For exampleoeat@ may disclose information of a
known sexual contact of a patient with HIV, whelne tealth professional has reason to
believe that that index patient has not informedt thexual contact and cannot be

persuaded to do so. In such circumstances, the G&OGmmends that the health
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professional should tell the patient before makimgdisclosure and he or she should be

prepared to justify a decision to disclose inforiomat

Surveillance happens in other ways. While patiemight get loose guarantees of
confidentiality, surveillance cameras in clinicsanghat as well as worrying about who
might see them sitting in the waiting room, theyymaéso have concerns about who also
might see the security video tapes. Attendance sexaally transmitted infection clinic
usually means an encounter with various clinicfstaéluding receptionists, nurses,
doctors, health advisors and counsellors all ofwih@ave some questions to ask. Taking
a sexual health history involves ascertaining festtors for disease, in particular HIV.
Therefore as Pryce (2000, 2001) following Foucaays, there is an incitement to
confess. Detailed sexual histories are taken aodrded and stored. In the process of
contact tracing intimate details of partners as® akvealed. Surveillance scientists and
epidemiologists are charged with collating dataNaional databases. Clinics and other
health professionals who diagnose STls have agatidn to report them, for which they
receive a nominal sum. Surveillance data are cenmsitinecessary to inform strategies
towards control and prevention of disease. Suevaik has been described by public
health professionals as ‘critical’ for monitoringtbreaks and in alerting the authorities
of the need for action (Walley et al 2001:2). Ir tturrent day clinic, detailed sexual
histories may be taken and private data may bedton potentially insecure databases
Surveillance can also take the form of self-momitgr Monitoring ofsigns of infection
may be carried out by people who have attendedcslin the past or are worried about
STIs. The ‘regular check up’ message that has bdeacated for certain groups such as
MSM is a further example of surveillance and meliSetion of everyday life. It would
seem withlittle doubt then, that surveillance isyvmuch a feature of sexual health and
extends beyond the remit of the clinic doors thiropgblic health campaigns and partner

notification.
So far, the two theoretical positions that havenbe@nsidered share commonalities and

differences. While both Parsons and Foucault aclkenyed that health and illness are

not merely biological phenomena, they also assdtiat health professionals have an
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impact beyond that of assessing, diagnosing aradirice people for disease. How they
interpreted this was different: Parsons, a strattumctionalist can be considered to be a
consensus theorist; he did not see the imbalanweebe lay and professional as being
problematic. He merely considered them as differeigs in society, the medic was
awarded his position of technical expert after mgthy training and it would seem
deserving of itAccording to Parsons, medics deserve this posafoexpertise. Parsons
acknowledged that sexual health information coiddtdken in the context of medical
consultation and considered this quite acceptablem the perspective of Parsons the
medic is an expert and this is unlikely to be aadled by patients as it is medics who are

in a position of power.

Foucault's thesis is more challenging of the mddioadel. Foucault challenges the
status of professionals. He presents a view ofirtbdical establishment as an industry for
the surveillance of bodies. It would seem from saglerspective that there is no place of
refuge from the constant glare of the disciplingage. Foucault did not have prescriptive
solutions and would also have had difficulty witie tlay expert’ (a term that is emerging
in recent times (Prior 2003:41). It could howe\sr,argued that Foucault might see a lay
expert as a point of resistance, viewing it as anter or alternative discourse to the
professional discourse. A converse perspective his tan be offered however,
Foucauldian social constructionism rejects the il@aging of counter lay claims to
knowledge, because he see it as just another féroisoourse or knowledge/power
complex. It is opportune then to turn attentiontlie third theoretical perspective: the
German critical theorist, Habermas and, in paréicuhis theory of communicative

action.

3.6 The Critical Theory Perspective: Creating Dialgue Between the System and
Lifeworld

Critical social science arose in response to thiglgenment’s focus on the authority of
science and technology (Trede and Higgs 2003:G8pge&h Habermas is probably the
most influential of all the critical theorists. Higork stretches over four decades and is
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wide-ranging and diverse. While it is true that b&rly work does not make direct
reference to health or medicine, it may be appiedffer a useful analysis of healthcare
in society. This is evident in the increasing numsbef health researchers that are
considering his conceptual framework. Graham Scami§P001) states that the
conceptual framework of Habermas has a fulsome largely untapped potential to
shape and inform theories of the changing charastenealthcare in contemporary
society (Scambler 2001:20).

A central focus of critical social theory, in a dn vein to Foucauldian theory, is to
guestion the taken for granted assumptions aba@utwbrid around us. Critical theory
however, goes beyond this Foucauldian deconstrudtioalso have an emancipatory
function. Jirgen Habermas, in particular, was corext with the changes in late
industrial society. His work entitlednowledge and Human Intere§l972) challenged
the positivist view that objective knowledge is thdy valuable form of knowledge. He
identified three forms of knowledge, which he amdjweere interconnected. These are
technical, practical and emancipatory. Technicalowkedge is concerned with
hypothetical deductive theories; practical knowkedglates to the lived experiences of
individuals, and finally emancipatory knowledge evff a critical self-awareness that
challenges domination in people’s lives. The Theafy Communicative Action
(Habermas 1987), which is one of his most imporfaiates of work, expands on his
interest in emancipation through communication (ks and Sigurdsson 2002:290). It
was first published in Frankfurt in 1981 d$eorie des Kommunikativen Hanhelns
Before expanding on the details of the theory itretevant to outline firstly what
Habermas meant by the term lifeworld and systenctie®p from a Habermasian
perspective consists of the life and systems wdarek lifeworldaccording to Habermas
is a symbolic space where culture, social integraind personality are sustained and
reproduced (Thompson 1984). It consists of theipwsid private subsystems which are
concerned with influence and commitment and is attarised by communicative action
which has also been described as action orientatediderstanding. The system on the

other handconsists of the subsystems of the economy and, stéiieh are concerned
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primarily with money and power respectively. Itcisaracterised by strategic action or in

other words action orientated to success.

Habermas argues that both of these worlds are segesor normal functioning of
society but what particularly concerned him was ithbalance between the life world
and system in modern societies. He argues thahtieasingly complex technical focus
of the system has begun to dominate the lifewofide system has begun to encroach on
parts of daily life that are considered to be paHrthe values focus of the lifeworld.
Emphasis, it seems to Habermas, has been placsttabegic rationality at the expense
of the lifeworld. He called this the uncoupling sfystem and lifeworld with a
colonisation of the latter by the former. This, d&rgued, was not a feature of primitive
societies.

Habermas shared with his critical theory predeasssd the Frankfurt school, a
premodern concern with the changing society andadee of human life experiences in a
sea of bureaucracy in modernising societies. Aryydabermas, while refuting claims
to be utopian, held out more hope than his predecgshat a balance could be restored
between the systems and lifeworld. He believed #hakconstruction of society was
possible. The key to this, he proposed, was througionalisation of the lifeworld

through communicative action.

The rationalisation of the lifeworld through comneative action can be managed
through the creation of what Habermas refers tthasideal speech situation’. In every
ideal speech situation there is an expectationtefligibility, trustworthiness, legitimacy
and sincerity (Habermas 1984:273- 337). The impéufor mutual understanding.
Coming to an understanding [Verstandigung] meaas plarticipants in communication
reach an agreement [Einigung] concerning the wglidif an utterance (Habermas
1987:120). The aim of the ideal speech situationat manipulation or coercion. The
outcome of the interaction cannot be predictednatdutset. The process therefore is

creative and the ultimate aim is genuine consetisosigh dialogue.
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Habermas’ theory has been subjected to criticismmFa Marxist perspective, he is
charged with not giving enough consideration to thaterial factors that impact on

health and ill health. From a Foucauldian perspectine is accused of not considering
the complex issue of power adequately. Another comatitique of his work is that it is

utopian (Brand 1990). The question can be askedisapoint: how useful is the critical

theory perspective of Habermas to our understandidpealth and illness and in

particular the absence of the lay voice in sexealth?

When applying a Habermasian framework to lay-pitesal relations in public health
and in sexual health services there are two impbrissues. The first relates to
knowledge and the second to communicative actioabefmas’ theory raises the
important question of whose knowledge counts? Atiogrto Habermas there is a danger
that the technical expert systems are held as utie@ty and the voice of the general
public can be omitted because they do not speakatiguage that is associated with
expert knowledge. The theory of communicativeactis a theory of reconstructing
reality. Medical health care systems are dominatedtrategic rationality (Wells 1995).
But the question can be asked is this really apmatgpwhen much of public health care
depends on its acceptability to individuals. Healéne, as we know it, is increasingly
being challenged (Gabe et al 1994). As mentiondieeahere is increased consumerism
in health care and also an increased awarenesshtit fhealth scandals. In addition,
there have been calls for increased ‘evidence baiserlice’ in health care. The voice of
the lay perspective, as outlined in the previousptdr, is increasingly gaining credence
in mainstream health policy documents. How muclsdbis actually happen in practice?
Is this tokenism or real? Arguably, there is a latkhe lay voice in public health care.
Therefore, Habermas’ theory of communicative acpoovides a useful framework to
consider the case of sexual health. It offers ga@tefor reconstructing reality through
dialogue between elites and non-elites. Using dipigroach it is suggested that sexual
health and public health needs to reconstruct sesvio redress the current imbalance
between lay and professional concerns and to relsporthe lifeworld objectives of

individuals in order to be able to respond humamelthe needs of the people it aims to
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serve. There are two further inter-related areabedretically informed research that can
serve to open up the ‘lifeworld’ referred to by leaimas. These are the study of men and

masculinities and Queer theory.

3.7 Masculinities and Queer Theory

It could be argued that the perspective of men dwsinated social science and other
scientific literature for decades. However, thedgtof men and masculinities concerns

itself more with the private everyday world of mamd the ways in which men’s lives are

also gendered. The study of men and masculinige®rmbktructs the notion of gender as
being synonymous with women. In particular, asinad in the previous chapter, men’s

health beliefs and behaviours have been shown ggebdered. Courtenay (2000) suggests
that through their health behaviour, men re-enfaudéural assumptions about men being

strong and less vulnerable to disease or illnems Wwomen.

Hearn (2004: 98) notes that the study of men anstuoimities should not be at the cost
of re-excluding women. Hearn distinguishes betwe®n’s studies’ and ‘critical studies
on men’. The former he says is, at best, ambigufalsely suggesting a parallel with
women’s studies, and at worst it is anti-feminlde suggests the latter term is more
helpful as it has the issue of power as a centnatern (Hearn 2004:98). Critical studies
on men, he goes on to say, refers to the rangéudfes that critically address men as
beings in the context of gendered power relatidhe emancipatory purpose of the study
of masculinities explores the way in which hegemoooncepts of masculinity are
constructed in relation to non-hegemonic concepth sas strong versus weak. The
objective is to show diversity and plurality in n'eifives. For the purpose of this study
the value of the study of men and masculinitie® ispen up the study of the private and
intimate everyday world of men. It is to explore thfeworld’, as Habermas refers to it
as, of MSM in relation to sexuality, risk and th@erspectives on the treatment of

sexually acquired infections.

Queer Theory has also much to offer to our undedétg of the ‘lifeworld’ issues for

MSM who access or choose not to access healticesrior sexually acquired infections.
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Steven Seidman suggests that Queer Theory has dpeneew avenues for sociology.
Queer Theorists approach identities as thoroughtyas and pluralistic, they encourage
analysis of the ways sexual categories operatenider range of institutions beyond that
which is explicitly sexual (Steidman 1996: 17). Ttexm Queer Theory was first
described by 1991 by Teresa de Lauretis in anlarappearing inDifferencesshe
describes it as “another discursive horizon- anothay of thinking the sexual” (de
Lauretis 1991:iv cited by Anna Marie Jagose 199®)eer theory is informed by post
structuralism and critical feminism. Post-structubeory challenges conventional ways
of thinking about the relationships between know&dpower, truth and subjectivity
(Petersen 2003:55). Peterson states that the tmalilstinction that underlies
descriptions of the world such as subject/objeelf/®her, nature/culture, mind/body,
private/public, sex/gender, and heterosexual/hom@de has been vigorously
interrogated by poststructuralists and, in paréicufueer theorists (Peterson 2003:55).
These labels highlight the regulatory mechanismghefdominant culture (Yep 2003).
The work of Michel Foucault and in particular hisnk entitled theHistory of Sexuality
(Foucault 1990), has influenced many Queer theoriQueer theory challenges the
construction of identities especially sexual idiedi and sexual expression. It seeks to
deconstruct the binary conception of sexuality asndp either heterosexual or
homosexual, and gender as being either male oréedmaaddition, it seeks to challenge
the underlying power dynamics associated with tbastruct. Stein and Plummer
suggest that for many, the tetesbian and gay studiesas not inclusive enough; it did
not encapsulate the ambivalence towards sexuajjardation which many lesbian/gay
scholars felt, and the difficulties they faced ittirfig sexuality into the “ethnicity model”
which provided the template for identity politicSt¢éin and Plummer 1996:133). The
publication in 1990 of Gender Trouble’by Judith Butler was considered to be
particularly important. It has been suggested bguGh (2003) that Butler's post-
structural reading of feminist theory identified danchallenged the assumed
heterosexuality of modern Western Philosophy.

What can be said then, about masculinities andag@ication of queer theory in the

context of sexual health and public health? Theolsekhip in this field suggests that
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masculinities are not fixed, and indeed multiple @ossibly contradictory masculinities
exist within individuals. The scholarship also sestg that masculinities can be
reconstructed in various settings and differingemUntil recently, it would seem that a
simplistic approach has been taken to men’s hd&tbertson 2003, Williams 2003).
The theoretical work on masculinity will be applie@d my thesis to illuminate the
complexity of masculinity and its impact on headtid well-being. Queer theory has been
influenced, and has influenced, the gay liberattmvement. In the context of HIV/AIDS
panic in the late eighties, the gay liberation nmgat became one of the most important
social movements in Western developed societiegedriprimarily by MSM. The
movement highlights the possibility of the mobitisa of a lay voice to challenge the

status of health professionals as experts in amavésexual health.

3.8 Conclusion

The role of this chapter has been to present battitiaal historical perspective on the
development of public and sexual health and, ini@dar, to examine the historical
position of the lay voice. In addition, this chapserved to open up different theoretical
perspectives in order to model differing explanagi@nd understandings of the absence

of the lay voice effectively.

The brief critical historical overview suggests ttliae lay perspective of health and
illness has not always been absent from health ¢astead, the literature suggests that,
prior to the development of hospitals; the medipgedctitioner was often the least
powerful in the patient-doctor encounter, dependimgncially on him or her for
patronage. Under biomedicine, however, the sitndtiad changed. The patient came to
be viewed by the medical profession more as a y@as#ject in which the underlying
pathologies could be explored. Under biomedicise,alechnological and organisational
developments in hospital and laboratory medicineetadso resulted in greater power for

health professionals.
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Social theory has been employed to offer explanatior this situation. The first theory
to be considered was Parsons and functionalisms Tieory seeks to explain, and
apparently legitimate, the position of health pssfenals — but especially physicians — as
dominant experts in lay-professional health encensntParsons’ theory presents an
understanding of the processes of cultural soei@is, which have led to professional
dominance over the lay perspective (Lohan and Cahen2005). However, it is
inadequate in explaining change in these relatipssand in particular the growth of
patients as empowered consumers.

The work of Michel Foucault, by contrast to Parsarigllenges the power of modern
bureaucratic societies and in particular the grosftbureaucratic medicine. Health care
settings are recognised by Foucault as bureaucoagjanisations where health care
workers survey bodies for signs of disease. Suaveie, he argued, was everywhere.
While in the past he argued that this was more alsyiit was now more subtle and
included internalisation of a surveillant stateibglividuals. People subsequently act as
though they are constantly being watched. Suesk is very much a feature of sexual
health clinics but also extends well beyond thefioes of the hospital settings. Public
health campaigns are targeted at communities; ishatds are encouraged to monitor
themselves or sexual partners for signs and syngptofm STIs. Through partner
notification, partner details may be divulged taaltie advisors without the partners’
expressed consent. Foucault's work provides a Lgefispective to question critically
what health professionals view as acceptable iatgions. He fails, however, to offer

any prescriptive advice on how the problem of & lafca lay voice can be addressed.

Habermas’ theory of communicative action was alsovd on. Modern society according
to Habermas is divided into two worlds: the lifeWdorepresents the place where people
experience life and includes personality, intematdi and culture. The lifeworld is
motivated towards understanding. Communicativeoad8 the means through which this
is achieved. The motivation behind the systems dvon the other hand is strategic
rationalisation that aims for success. It is conedrprimarily with economy and state.

Habermas suggests that in late industrial soci¢tiedifeworld objectives are being lost
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in a world that is focused on systems. He refethitoprocess as the ‘colonisation of the
lifeworld’. When applied to public health and sekbealth it has been suggested in this
chapter that the lifeworld objectives are more liikéo be represented by the lay
perspective while the systems world represent thigphealth professionals’ viewpoint.
Habermas proposes the ‘ideal speech situationa ecommunicative structure, which
could act as a means of creating equitable debateelbn these two worlds or
perspectives. Habermas, therefore, not only otiarexplanation of the situation but also
offers a way to resolve it. In a sense, the aimmgfresearch is about opening up a
dialogue between lay perspectives and relevanttpadfessionals, which in some small
way might contribute towards this dialogue.

Finally, the theoretical issues relating to thedgtwf men and masculinity and Queer
Theory were addressed because of their relevanageéning up the lives and lived

experiences of the population of interest: MSM. Theories that have been presented
will offer a framework to consider the lay perspeein the empirical data of attendees at
sexual health services throughout the thesis. €mvance of the contrasting theoretical
positions will be explored in the narratives andufitative data of attendees at sexual

health clinics and discussed again in the closhapter.
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CHAPTER 4
METHODOLOGY

4.1 INTRODUCTION

The aim of this chapter is to outline the methodmal approach taken for the study. In
order of sequence, it commences with a discussiormixed methods methodology
followed by a discussion on the rationale for thedg design. This is then followed by a
description of the setting of the study. | thencdss the ethical processes and issues
raised by the study. The chapter then divides ithi@® quantitative and qualitative
components of the study. | first describe the dgwelent of the data collection tools for
the quantitative component. Three separate questims were constructed for these
sub-populations described above — cases, contadte@mmunity. The design, piloting
and administration of these three questionnaireaiibned in the course of this chapter.
The issue of negotiating research access is alglorex. Following this, the qualitative
component of the study is discussed. Semi-strudtundividual face-to-face interviews
were conducted with the same sub groups of ‘caseshtacts’ and ‘community’
participants. After outlining how | recruited fohi$ part of the study, | describe the
profile of the sample. The process and style o$ehaterviews is then outlined and my
position as a researcher together with the quaggurance and the processing and
analysis of qualitative data is also described. dtapter concludes with a discussion on
the strengths and weaknesses of the methodolappabach taken.

4.2 MIXED METHODS METHODOLOGY

Mixed methods has been broadly defined as researalhich the investigator collects
and analyses data, integrates the findings, anglsdrgerences using both qualitative and
guantitative approaches or methods in a singleysbué program of inquiry (Tashakkori
and Creswell 2007:4). The qualitative versus quainie debate has interested
researchers for more than a century. From thesatelebpurists have emerged on both
sides (Johnson and Onwuegbuzie 2004:14). It isqseg however, that rather than be
an ‘either or’ debate, qualitative and quantitatresearch can complement each other.
According to Johnson and Onwuegbuzie (2004:14-1%g, goal of mixed methods
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research is not to replace qualitative or quamtgamethods, but instead to draw on the
individual strengths of each approach, whilst atsmimising any weaknesses. It is
considered to be inclusive, expansive and compléamgn The value of mixing methods
was recognised as useful for answering researclstigne by anthropologists and
sociologists for the first 60 years of thé™0entury, although the term ‘mixed methods’

was not used until much later (Johnson et al 20(8j:1

Mixed methods research is recognised as incregsingbortant in health and social
sciences, as evident in the number of books andemton the subject, as well as the
recent establishment of a Journal of Mixed MethBé@search. Many nursing scholars
also lend their support to the suggestion that chireethods offer much to address
research questions that are pertinent to nursirapgHet al 2006, Giddings and Grant
2007, Flemming 2007). Combining qualitative and rgitative research methods in a
single study helps address the complexity and gbndé nursing and the research

guestions it seeks to explore.

There are many approaches to mixing methods. Databa collected sequentially with
either qualitative or quantitiative coming firstr @ may be collected concurrently.
Another factor which influences the strategy of etixmethod design is whether
qualitative or quantitiative approach is given geegriority (Creswell 2003:212). In the
present study, | have used mixed methods, combigjnglitative and quantitative
approaches to explore the complexity of the layspectives of partner notification. At
the planning stage of the study it was envisaged the study would explore the
effectiveness as well as the acceptability of martrotification. The initial plan was that
interviews would be conducted first, and the firgdirfirom this phase, would be used in
the construction of a questionnaire for the quatii¢ component of the study. The ethics
committee made a request for a copy of the questiombefore any research could
commence, and for this reason, it became necetsatyange the design to conduct the
gualitative and quantitative components of the wodncurrently. As | progressed
through the study, the focus shifted more cleadyttle lay perspectives of partner

notification, in particular acceptability, and awigm the earlier focus on effectiveness.
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The designed questionnaires did not solely focusaceeptability — they focused on
effectiveness, and acceptability and other angiliaformation. Effectiveness is covered
in many studies (see literature review for furtlkscussion).The limitations of these
studies is discussed in the text and effectivewwesdd only be poorly studied in this
(retrospective ) study design. Lay perspectivepamner notification, on the other hand,
were poorly researched and this was an original gathe study. The analysis as it
stands takes the approach of attempting to tetirerent story about the lay perspective
of partner notification (including the contradist®within that story). | tried to weave the
guantitative and qualitative results in order tib tleat story rather than, a conventional
approach where quantitative and qualitative resuktspresented separately. Some of the

guantitative results have been excluded if theynatecentral to the thesis.

4.3 THE RATIONALE FOR THE STUDY DESIGN

As discussed in the introductory chapter, the afrthe study was to explore the non-
professional (lay) perspective on the subject afnea notification in the context of an
outbreak of syphilis. MSM were chosen, becausevids majority (85%) of syphilis
cases diagnosed during Dublin’s outbreak occurmdng this group (Hopkins et al
2004). This is similar to other European syphiligbhweaks, which also found that the
majority of cases occurred in this population (Cower et al 2004; Marcus et al 2004;
Righarts et al 2004; Sasse et al 2004). In reldiopartner notification, men who have
sex with men have been identified in the literatasea ‘difficult group’ (Bell et al 1998).
Many reports state that partner notification isleHective in this population than among
heterosexual groups (Carballo-Dieguez et al 20@2ay et al 2004). Despite this, the
perspective of MSM on the practice of partner mgdifon has not been explored in

research studies.

As discussed earlier, it was not possible to conthecqualitative component of the study
prior to designing the questionnaires. For thiso@aguestionnaires were designed based
on previously used instruments in sexual healttuding the British National Survey of
Sexual Attitudes and Lifestyles (Johnsairal 1994) and Vital statistics Ireland, which is
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a study of Irish MSM (Carroll et al 2002). Literaguspecific to partner notification
further informed the development of the questioresdi Qualitative and quantitative
components of the research study were carried @utwrently. | return to this issue in

the final section of this chapter on strengthswardknesses of the study.

An innovative part of the study design was to edt#re study beyond clinical settings,
giving me the third sub population for this study the community population.
Overwhelmingly, research on the subject of sexusdlth in general, and sexually
acquired infections in particular, is conductedsiexual health clinics. An extensive
literature review did not reveal any studies ontrar notification conducted outside of
clinical settings. Exploring the acceptability (ordeed the effectiveness) of partner
notification within clinical settings automaticallgxcludes the population who do not
attend for sexual health services and refuse tdicfeate in partner notification.
Arguably, those that find partner notification uceptable are potentially those that were
least likely to attend clinical services. In extemnygthe research study beyond the clinical
walls, | aimed to achieve a greater diversity inNBarticipants than might otherwise
have been the case. | sought to obtain a ‘snap shtite views of MSM in diverse

social settings.

Going outside clinical settings, however, raisethyiad of research design questions
about appropriate non-clinical settings. | congult@dely with various members and
representatives of the gay community and explosetus different avenues in which to
conduct additional research. Eventually, as will éelained further below under
‘Research Setting’, | chose to do this researctlubs, pubs and saunas at a time when
blood testing for syphilis screening was being reffeby one of the clinics. | had been
involved in earlier research, which explored whtf@M with syphilis met their sexual
partners. Of these, 70% had met partners in clubde 63% had met partners in saunas
(Hopkins et al 2002b). Recruiting in saunas mehat people who do not go to other

Y Further discussion on the development of the gprasaires will be given in the later section on
questionnaire design.

Recommendations during the construction of the tiprezaire suggested that MSM may not wish to give
their age on a questionnaire in social settingstebd participant ticked a box indicating an agegmay to
which they belonged.
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social venues are more likely to participate. Maayticipants, but by no means all,
reported that they would go to saunas and not toather venue. Findings from the
gualitative research also suggested that many padpb go to saunas may not go to any

other social venues, and also may not identifytheis as being a MSM.

This setting was also only chosen after others \wbminated. Web-based research was
considered. | proposed posting a link to a quesagre on a number of popular websites.
I knew from earlier clinic based research, thatesepercent of MSM with diagnosed
syphilis infection had met some or all of their saixpartners on the internet (Hopkins et
al 2002b). The advantage of conducting researcim fneebsites would have been to
access a population that might not access the &Vices. A further advantage is that it
would potentially include a population that may setf identify as gay or bisexual. In
addition, web based data collection can be time ewst effective. | contacted the
webmasters of the two most frequently mentioned sited. | outlined my research
proposal and my concerns about privacy and contiaéy. Despite sending two emails
to both, | did not get any response. An interestrirle by Eysenbach and Till (2001)
highlight some of the ethical issues associatedh witnducting research on Internet
communities. Confidentiality and informed consert ey concerns. The research | was
proposing to conduct was on a very private subjesta researcher, | would have been
entering into a private sphere of a MSM intern&t.dli certainly would have identified
myself as a researcher at the outset, nonethelgspresence there would have been as
an outsider. As such, my research in that settgdchave been seen as intrusive. As a
result of these personal reservations, and theresponse from the webmasters, |
decided therefore not to pursue the idea of welbdassearch any further. A gay
community centre was another research setting, wivigs considered. | discussed this
with members of staff in the centre, who receivesl proposal favourably. However, the
timing conflicted with a move of the organisatiomorh their old premises to a new
building. Considerable refurbishment was requiredhie new setting and therefore the

centre was not operational within my research itoent timeframe.
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4.4 THE SETTING

The research setting was composed of three sites:
1. alarge hospital clinic
2. a community clinic
3. community settings i.e. social venues.
There were alsthreedifferent sub populations for this study. Theseeve
1. MSM who were diagnosed with syphili&ases’). Cases were recruited from
either of the two clinics.
2. MSM who attended the clinics as a result of partmetification (‘contacts’).
Contacts were also recruited from either of the tlics.
3. MSM who were recruited from community venuésommunity’ ). This was a

‘non-clinical’ population and was recruited from MSocial venues.

The study was carried out in Dublin in two sexuedlth clinics and also in community
social settings. The clinical settings were the @tpent of Genitourinary Medicine and
Infectious Diseases (GUIDE) at St James's Hospitdl The GMHP. The former is the
largest STI and HIV service in Ireland with close 20,000 attendances each year.
Approximately seventy percent of STI cases in thst&n Region of Ireland are treated
at this centre (Hopkins 2004). The GMHP is the 8l service exclusive to MSM in
Ireland. Annually, it has approximately 3,500 attemces per year. The non-clinical
settings for the study were community venues wiv® meet. These were two clubs,
one pub and one sauna. These were convenientlgtegleon the basis that they
represented popular MSM venues and syphilis sangewmias being offered in these
venues on a very occasional basis by one of thernadipics. The syphilis screening

team facilitated my access to these sites (ashedtlbelow under Recruitment).
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4.5. ETHICAL ISSUES:

4.5.1 Ethical Approval

Ethical approval to conduct the study was souglit abtained from the St James’s
Hospital and Federated Dublin Voluntary Hospitaténf ethics committee. Ethical
Approval was also received from the School of Nugsand Midwifery Studies Research
Ethics Committee, University of Dublin, Trinity Gege. Permission to conduct the study
was also received from the clinical director of GEIDE service at St. James’s hospital.
In addition, approval from hospital management wolatsined after a designated research
activity (DRA) hospital approval form was completédtill continued to do one clinical
session each week while conducting the researas. Wéis a condition of access to the
main study site as outlined by the legal departneérihe hospital. It allowed me, as a
member of staff, access to the confidential patiefdgrmation on syphilis cases and
contacts. All members of staff at the GUIDE climere informed of the research study.
The opinions of various members of the multi-diSogry team were received at both the
planning and the piloting stage of the researche $&curity staff of the hospital was
informed that tapes of recorded interviews wouldsb&red in a locked office in the
department. The security of computer files (in ipatar transcribed interviews) was
discussed with the Information Management Servid&S) of the hospital. They
arranged to set up a separate secure backed upitmrsprage area that was accessible
only to the researcher and that would not be availéo other users on the hospital’s

computer network.

4.5.2 Researching a sensitive topic with MSM

Sexual health is frequently described as a semsttpic. But it may be asked: what
exactly is a sensitive topic? Lee and Renzetti Q}9ggest that this concept is often
used as though self-explanatory. They suggesttiatopic can be potentially sensitive,
but they outline a number of situations where tbgearch is considered to be more
threatening than others. First, it is where redeantrudes into the private sphere or
delves into some deeply personal experience. Sedaoisdwhere the study is concerned
with deviance and social control. Third, it is wlérimpinges on the vested interests of

powerful persons or the exercise of coercion oridatron. And fourth, it is where the
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research deals with things private to those beindiad that they do not wish disclosed.
They state that the sensitivity of the topic degeon the social context in which it exists,
but despite this, they argue that areas of lifeceamed with financial or sexual matters
remaina priori shielded from what they describe as ‘the eyesoofintimates’ (1990:
513).

In nursing research, like all other research inn@gvhumans, protecting the rights of
participants is of primary importance. Historicaltiiere are many unfortunate examples
of research, which failed to achieve this centtgéctive. The Nazi medical experiments
of the 1930s and 1940s are possibly the most wedivk example of discounting the
wellbeing of the study population (Polit and Be2Rp4:141). Of relevance to the present
study, was the Tuskegee Syphilis Sttfdyhich also highlights a disregard for ethical
principles. In response to these, and other singil@mples of exploitation of research
participants, a number of guidelines for good redearactice have been set down,
including the Nuremberg code and the Declaration Hafisinki (Polit and Beck
2004:143). The work of Beauchamp and Childres9X2frig 1989 on biomedical
ethics outlines principles of ethical decision nmakiwhich have relevance to conducting
research. These are: respect for autonomy; nonicetek, beneficence and justice.
These principles are critical to carrying out eghioursing research. In conducting this
research study, | was also aware of my need toatpewithin the guidelines for
professional conduct laid down by An Bord Altrangds Bord Altranais 2000) and also
the recommendations for good practice recommengethd Society of Sexual Health
Advisers (2004).

The population of interest in the study can, ferumber of reasons, be considered to be
vulnerable. Firstly, | was recruiting only MSM. Aalready mentioned, this was a

population that has experienced, and continuesxperesnce, profound discrimination

12 The Tuskegee Syphilis study was carried out anfoaghundred Black Americans in a disadvantaged
community in Alabama, USA over a period of 40 ygdi332-1972). Treatment was deliberately withheld
from study participants despite the recognisedcéffeness of penicillin. The study was stronglyicised

on a number of ethical grounds. There was no rewiethie study protocol or approval prior to
commencing the study (Levine 1986 cited by LoBioWdood and Haber 1998: 278). Furthermore, many
participants were not informed about the procesistha procedures associated with the researchr©the
were not aware that they were subjects.
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(Glen Nexus 1995, Wasserheit et al., 1999). Segotliendees at a sexual health clinic
may also be considered vulnerable. Issues of priaacl confidentiality may be to the
forefront of their mind. Many attendees at clinregjuest that their attendance not be
revealed to anyone; thirdly, research participamése asked questions about personal
and intimate matters. These included topics sucdessal orientation, sexual behaviour,
attitudes and relationships. There was a potefaraémotional consequences as a result
of responding to these questions. Finally, thiseaesh was primarily carried out in
clinical settings. Similar to nursing research thew clinical settings, there is potential for
participants to feel under pressureteasemembers of staff by agreeing to participate in
the research. There may also be concern that nicipation in the study may result in
a reduction in the quality of care they receivehe future. As Green and Thorogood
(2004: 62) point out, in research studies, theedado be consideration for participants
as individuals and not merely ‘carriers’ of goodtadalt is important, therefore, that
genuine opportunities are given to refuse partt@pa It is necessary, for the reasons
discussed above, that the study be conducted whkightened sensitivity to ethical
concerns. Lee and Renzetti (1990: 525) argueifth@searchers are not going to opt out
of research on sensitive topics, the problems asiges that these topics pose need to be
addressed seriously. In the course of intervievamynpeople discussed personal, painful
and upsetting issues. No one was in such acutemmrdistress that necessitated me to
stop the interview. | frequently gave them oppoitiaa to do so, if they wished.
Following the interview, time was spent with papants to debrief on any difficulties
they had, and to enquire, when the tape was tusffeédbout any upset that they might
have felt during the course of the interview. | vi@dunate that | could offer referrals to
all participants, to a team of counsellors in beththe clinics. Although offered, it was
not necessary for me to make referrals as a refalty upset caused in the course of the
interviews. | gave my contact details to all papamnts, if they wished to contact me

again.
In addition, a further consideration in the plammphof the study was the potential that a

conflict of interest may occur. Health advisers dav professional duty to protect the

sexual health of the community, as well as thetheafl individuals (Bell, 2004: 216).
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While the confidentiality of all participants in dhresearch was considered very
important, a necessary exception to this, outlimethe information sheet and explained
to participants, would have been in the rare cistamce where information was
disclosed by a participant that may be detrimetatdhe health of another. In such cases,
| had a duty of care to inform their sexual healtlvisor. In practice, during the course of
this research, this did not occur.

As already mentioned in relation to access to thdys ethical approval was obtained
from the ethics committee of the hospitals anduthieersity. | also met with the medical
consultant of the GMHP and the coordinator of therise to discuss some of the ethical
considerations about the study. They were partiyuleoncerned that the study was
carried out with due respect for the individualsvesl as the wider gay community.
They expressed concern that if there were any iwegatfects of this study it would
impact on the trust that the service had developéa the community. Furthermore, it
would impact on the willingness of the organisatimnpermit future researchers to
conduct research. However, they were reassuredthiatesearch proposal contained
measures in relation to informed consent and cenfidlity and anonymity (as outlined
further below) that would ensure respect and ptatedor participants. | also discussed
the research with gay community peer workers. Tleye an important group as they
represented MSM and as such had an insight intasthees from a MSM perspective.

This group made no additional recommendations.

4.5.3 Informed consent

The principle of informed consent was a core pplecin my approach to the study. Full
verbal and written explanations of the study wereided to all those who were asked to
consider participating. It was made clear to alitipgants (and potential participants)
that they were free to refuse to participate. Sstpainformation leaflets were used for
participants in the qualitative and quantitativenponents of the study. The information
leaflets outlined clearly the nature of the studhd ancluded what was requested of
participants; the aim of the study; and the typéath being collected. | was available to

answer questions that arose while individuals wenesidering participation and while

59



they were patrticipating in the study. My contactaile were given to participants should
they have any further questions, queries, or comgleafter they left the site of the
research. It was explained that consent could bledvdawn at any stage and that lack of
participation would not affect the quality of semithey would receive from health
advisors or any other members of the clinical te&@onsent was negotiated with
participants at many intervals during the study. the quantitative component,
participants signed a consent form and then retunheto the researcher prior to
completing the questionnaire. It was explained that consent form was not linked to
the questionnaire that they were completing, whiemained anonymous. In the
gualitative component, consent forms were alsoeslgbefore interviews commenced.
The nature of semi-structured interviews is suelt & the outset, the exact format of the
research will not be known. Thus, | explained tdipgoants they could end the interview
any time they wished. They were invited to pregsdtop button on the tape recorder at

any time they saw fit.

4.5.4. Anonymity and confidentiality

Anonymity and confidentiality were also guaranteted participants. The completed
guestionnaire was returned to me in a sealed epeelo the quantitative component, all
respondents were told that no link would be madé wieir anonymous questionnaire
and their name or any other details on the clihiarts. A unique identification number
was assigned to all participants. All data thathmhigentify an individual was kept in a
locked cabinet. This included completed questiamsai consent forms, tapes and
transcriptions. A separate secure file storage a@&a set up by IMS for this purpose.
Access to qualitative data was restricted to thtbseetly involved in the research study;
this included one person who transcribed someetapes (I did the remainder) and two
fellow researchers who reviewed the interviewsrtbamce the credibility of the research
findings, and my primary supervisor who viewed egte of the data. Carrying out
gualitative research on gay men and lesbians’ épe of nursing care, Platzer and
James (1997) found participants were worried thair tidentity or that of their partners
would be revealed, especially as partners hadimehgnformed consent to participate in

the study. This was a potential issue in this staldp, as the central focus was partner

60



notification, which, for the majority, involved stes of current or previous partnerships,
or sexual encounters. At the outset of each irgeryvil discussed the issues of
confidentiality and asked that if possible, theyuwdonot use the name of partners or
contacts. Many participants still named partnersindu the dialogue. To ensure
anonymity no names were typed on the transcripteven if the participants named
themselves or any partners/contacts in the interviastead a note was made to that
effect €.g. ‘names partner’). In the research reports and ipatdns/conference
presentations arising from the research, it wagdddcrather than using a pseudo name
which may coincidentally be the name of someone péwticipated in the study (either
gualitative or quantitative components) it was dedi to instead number the
interviewees. This was based largely on the inpunfparticipants and other MSM that
suggested that the Gay community in Dublin is abergd to be relatively small. For this
reason it was critical that all reasonable stepstdi®n to protect the identity of

participants.

4.5.5 Timing of recruitment

Investigating a sensitive topic requires that ditenbe paid to the timing of when people
are recruited to participate. People were invitegdrticipate after they had been seen by
at least one member of the clinic team such asctodourse, health advisor, or social
worker/counsellor. Participants were recruited atre when they were not considered to
be under any undue stress. For many this involvading until their return visit to the
clinic to invite them to participate, as the fivssit, for many, was a time of considerable
anxiety which usually involved having tests carrged, receiving treatment and awaiting
results. The community setting was different: ggsints were invited to participate at
the same time that blood testing for syphilis wam@ conducted in social venues. It was
not possible in this setting to wait for a retuiisitvto complete a questionnaire. MSM
were informed that even if they wished to haveaodbltest for syphilis, they were under
no obligation to complete a questionnaire or giveirt details for an interview in the

future.
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4.6 DEVELOPMENT OF DATA COLLECTION TOOLS — QUANTIT ATIVE
COMPONENT

4.6.1 The Questionnaire Survey

The self-administered questionnaire was the approfchoice for all three surveys. The
reason this was chosen was because it facilitatedyanity and confidentiality, which is
of particular importance when conducting researnhsensitive topics. Using a self-
completed questionnaire ensured that it could bepbteted at the respondent’s
convenience. One of the disadvantages of this apprs that participants may not have
the opportunity to ask questions. To address thigas available during questionnaire
administration to answer any queries, but | kedtséance from participants unless they
requested my assistance. This was to ensure thespace and time to complete the

guestionnaires.

4.6.2 Questionnaire survey design

In this section, | will deal with a range of isspgxluding visual appearance and format
of questions, which influenced my decisions in goasaire design. Design experts hold
that questions should be specific and concrete g8mnbe 2003:154). Wording should
be unambiguous, language straightforward and jasponld be avoided. The sequencing
of questions is important. To ensure that partitipaare motivated to respond,
guestionnaires should not be too long in lengtmeguire too much time commitments

for successful completion (Dillman 2000).

When considering question structure a vital positwihether to use open or closed
guestions. An open question allows for the respahdo use their own language to
respond as they choose. A closed question, as d@he rsuggests, allows for limited,
usually predetermined responses. There are adwmntagl disadvantages for the use of
both types of question. Open questions are morelyliko present the diversity in
participant responses and thereby reap richer €dtsed questions, on the other hand
have advantages because they are easier to codsiifguand make comparisons.

Questionnaires were designed based on the literaewviewed and previously used

62



instruments in sexual health research. In particikese instruments were, the British
National Survey of Sexual Attitudes and lifestylehnsonet al., 1994) and the
guestionnaire used in Vital Statistics Irelanda@é study of MSM in Ireland (Carrat
al., 2002). For the survey components of this resea@$ed questions with a tick box
option were used. An exception to this was a smathber of open questions at the end
of each of the questionnaires.

When considering the format of the questionnairenaportant consideration was the
choice of language used. My aim was to facilita@ximum understanding to ensure
standardisation of responses. It was also impotamnsure the wording of questions
caused no offence. In conducting qualitative resety guide questionnaire design in the
national UK sexual health study, the researchersfady explored the variation in
terminology used to describe sexual behaviours.yTéencluded that sexual health,
sexual practices and sexuality are rarely discusspdblic discourse, and as a result, the
language used to describe it is ‘impoverished’.yTsete that the language used varied
from the biblical, to the vernacular; from the eaptistic, to the romantic, and from lay
terms to scientific (Johnson et,a994:26). They also warned that the use of languag
as well as the meaning ascribed to that languafferetl between groups and within
groups in various social contexts. To ensure asecho a standardised approach as
possible they opted to use formal language, witilaations offered for certain words if
needed.

For the present study, it was decided to take @asimpproach to the use of language.
Many of the questions used in the design of the easl contact study were the same as
those used in the national UK study. Some wordewieremed to cause confusion for
people and attempts were made to clarify these evhecessary. Examples of this were
the terms ‘sexual contact’ or ‘sexual partner’.tie planning of this study, discussions
about the meaning of these terms were conductddmeatimbers of the study population.
For some, the term ‘partner’ implied a longer comnmeint rather than a once off sexual
encounter, while for others the opposite was tride. a practical solution to this
partner/contacts were written together. For thepgse of the quantitative component of

the research there was no negative effect on tlestigmnaire results. The purpose of
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those questions, which related to partner or conteas in relation to contacting those
people who were possibly exposed to syphilis imd@ctFor this reason partner/contact
was a more appropriate term because some respsnaeyt have had more than one
sexual contact/partner applicable to the questjoiifge term ‘regular partner’ is one that
is frequently used in clinical practice to diffetiatte between relationships with sexual
encounters of shorter duration. To avoid confusuith the term, the word ‘steady’ was

written in brackets to help clarify. The term ‘opeglationships,’ is another example
where potential for confusion existed. For sometémm ‘open’ may refer to the quality

of communication within the relationship. In thisegtionnaire however, it referred to
people who were in relationships where both pastmensented to having other sexual
encounters outside the main relationship. To pregenfusion, the meaning ascribed to
this term, in the context of the questionnaire wasten in brackets after the question.

Ordering of questions is another important compotiest may influence the responses
received. Denscombe (2003: 154) states that sempgeat questions on a questionnaire
is important. Firstly, questions asked at the start influence the responses later. The
ordering may entice or discourage the participesrhfcontinuing with the survey, so less
sensitive questions should be asked earlier on.leMnany of the questions in the
guestionnaires were very sensitive, | decideddd stith questions about experiences of
sexual health education, as respondents in thé gald they considered these questions
less sensitive than the ones that followed. Filgerivas used to ensure participants

answered only the questions that were relevartteimt

4.6.3 Reliability and validity of the questionnaire

Issues of reliability and validity are essentialnsiderations in the design of any
guestionnaire. Reliability is the consistency withich an instrument measures its target
attribute. Validity is the degree to which an instient measures what it is supposed to
measure (Polit and Beck, 2004). In the pilotingtled questionnaire a number of steps
were taken to enhance quality of the data obtai@educting a study on a subject as
sensitive as sexual health there is a temptatigivio answers that are less than accurate

(Lee and Renzetti, 1990). People may give what tusider to be socially desirable
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responses to present themselves in a good lighénlattempt to overcome this issue
Kinsey et al (1948), in their classic study in the USA digpiestions that have been
described as being ‘permissive’. These are questitiat by their wording imply
acceptance of the behaviour in question. Followiolgnson et al (1994), this study uses
this technique in a more moderate approach. It Bskexample when was the last time
you went to a gay saunaBut includes ‘never’ among the response optionsle@ng
effect can also be a factor in more reliable respenFor example, the questibaw
much do you drink at each timg#esents the responses in declining order of gyanti

Enhancing confidentiality also ensures more rediabsponses (Johnson, efl@b4). All
participants were given a unique identifier numlvenjch in the clinical questionnaires
had no association or reference to their clinidart or any other health records. To
ensure privacy, participants were given time anacspto complete the questionnaire
away from other people. Large brown envelopes wsed to seal the questionnaire
before returning it. Following Miles et al (2003),was hoped that assuring anonymity
allowed participants to make unfavourable commeiitisout fear of this affecting future

treatment.

Test-retest reliability was conducted in the pipbtase on all three questionnaires, and
reliability coefficients obtained. All these achesl/reliability coefficient above the 70%
acceptability level. To ensure content and facelitg) questions used were based on the
literature. Members of the study population in ghiet study and experts were asked to
review the questionnaire at the various stagetsafdvelopment and to give their opinion
as to whether or not it achieved the desired re3ilése experts included three health
professionals working in genitourinary medicine @awd experienced social researchers;
one of whom had conducted previous research inadéraalth. A number of questions
were asked of these members and experts. Amendmexks to the questionnaires were
based on recommendations by the members and experts

Face validity explores whether or not the instruteaks sensible to those who will be

completing it (Bowling, 1995). To ensure face vayid participants were asked about
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layout, structure and ease of completion of thestioenaires. Content validity explores
whether the instrument captures all the issuestath@uconcept. In the context of this
research, the process involved looking at each d@erihe questionnaire and asking if this
is relevant to the main research interests of thdys In addition, all participants of the
pilot study were asked to comment on the apprognegs of the content of the
guestionnaire. Construct validity is the abilitytbé questionnaire to converge with other
methods related to the same phenomenon (WatsonSB3)9% order to test the construct
validity of the case and contact questionnairesimber of questions were used. Those
that had responded ‘never’ to the questions abttehding certain venues should have
replied zero to the question that asked about nurabeontacts met at each of these
venues within the previous three months. The gomestithat were examined for the
purpose of construct validity related to saunasisang grounds, gay pubs, gay clubs, gay
social groups, and the Internet. Overall, 100% egent (158/158) was found on the
contact questionnaire, with 99% agreement (329/28R)he case questionnaire. The

design of the three questionnaires will now be dieed.

4.6.4 Case questionnaire survey design

The questionnaire was divided into five sectioree (8ppendix B). Questions were asked
over eight pages of A4 paper, where one side wad asly. Section A was concerned

with sexual health education, clinic attendance ssdial behaviour, Section B was more
concerned with partner notification, Section C weasdemographics, Section D asked
more general questions about health, Section Eoeegblsexual orientation, relationships
and social networks. Most questions were closedtores, requiring a tick box response.
The exceptions to this were three open questionsthen acceptability of partner

notification.
4.6.5 Contact questionnaire survey design

The contact questionnaire (see appendix C)) wadlasinm many ways to the case
guestionnaire. It also contained five sections: $&xkual health (B) Partner notification
(C) Demographics, (D) Health and (E) Sexual Orieoita In Section A the sexual health

guestions were the same, with one exception; tlestopn on factors that made attending
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clinic difficult, was in the first section on thedse’ questionnaire but was included in the
partner notification section of the ‘contact’ queshaire. This was following feedback
from the pilot study, which suggested it workedté&etsequentially. Section B asked
guestions about the process of partner notificafidrese questions were quite different
from those asked in the case questionnaire. Thsonei@ar this difference was because in
this questionnaire, | was seeking the perspectiyeeople who had attended clinic as a
result of partner notification, rather than thegpexctive of those who had been diagnosed
with syphilis and were consequently introduced &otper notification. Participants of
this questionnaire were asked about how they wei@med that they had possible
exposure to infection, how this message was contated and what their reactions to it
were. The same ten questions on sexual healthLykiént scale responses were also used
in this questionnaire. The remaining three sectmmslemographics, health and sexual
orientation were identical to those that were asttiedhe case questionnaire. Like the

case survey, this also was printed on one sidedgbaper.
4.6.6 Community questionnaire survey design

The questionnaire for the community section wasgdesl to be administered in social
venues. For this reason, it was considered desitabhave a very short questionnaire.
The questionnaire asked six questions that aimedpture views on partner notification
and five further questions on demographics andipueVSTI testing or clinic attendance.
The aim of this questionnaire was to explore theudes to partner notification in a
community population. Because of the sensitive neataf the research, and also the
setting in which it was carried out, a short vigeetas used on this questionnaire. Finch
(1987:105) describes vignettes as short storiegtdiygothetical characters in specified
circumstances, to whose situation the interviewsaavited to respond. Hughes and Huby
(2002: 382) expand on this definition, and sayndudes, text, images or other form of
stimuli to which research participants are askedegpond. The use of vignettes has a
number of advantages. They can be conducted qu@hkty because all respondents
respond to the same vignette, they provide for monéorm data (Gould 1996). They
also help to describe a potentially complicatedhage in a less complicated way. A

particular strength of using vignettes in reseasckheir suitability for research that is
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considered to be sensitive (Finch 1987; Hughes ;1BR@@hes and Huby 2002; Wilks
2004).

Vignettes were also considered a suitable opti@malre participants may not necessarily
fully understand what partner notification is. Irarficular, the concept might be
understood, yet the term ‘contact tracing’ or ‘partnotification’ may cause confusion
for some people. The vignette provided a plausdase scenario’ that could illustrate the
issues in a straightforward way. Wording of thgnétte was kept to short statements
that were written in bullet format. The two approees (patient and provider referral) to
partner notification were explained and numbereel @amd two. Respondents were asked
to give their opinion on six questions relatinghe vignette. They were given five tick-
box options on a Likert scale ranging from ‘stronggree’ to ‘strongly disagree’. The
second part of the questionnaire also requiredidak options with the exception of one

guestion, which asked about county of residence.

4.6.7 Pilot studies

Pilot studies were conducted on all three questoes. The aim was to test the
feasibility and acceptability as well as the religp and validity of the research
instruments. The pilot studies were conducted upungosive sampling. This is a non-
probability sampling method in which the researcketects participants based on
personal judgments about who would be the mosesgmtative or informative (Polit and
Beck 2004:729). A broad mix of respondents wasiredqun terms of age, background
and experiences of clinic attendance and partngficaion. The pilot studies provided
me with an opportunity to discuss in more depth shely design with MSM. What
quickly became clear was the enthusiasm and engitllywhich they were willing to

participate.

4.6.7.1 Pilot study: case questionnaire

The pilot study commenced in December 2002. Templpewith syphilis completed the
guestionnaire. The response rate was 90% with tig iadividual not participating
citing lack of time as the reason. | was availablanswer any questions and afterwards

to obtain feedback on the questionnaire, infornmatieaflet and consent form.
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Participants were asked about any difficulties vaitimpletion. They were asked if they
considered the questions appropriate and if the® amything they considered offensive
or upsetting in any way. Suggestions for improvemeere requested. The feedback
from the pilot was very positive. Participants studt the questionnaire was clear to read
and they did not have any difficulty in understargplit. A number of changes were made
as a result of the pilot, however. It was suggetitat| leave more space for participants
to fill in responses. The ordering of the sectioniteed ‘about you’, which included
demographic details, including age, was moved filoenstart of the questionnaire to later
in the questionnaire. This was following feedbaakf some participants that said that
asking MSM about their age so early in a questioar@an be disturbing. Questions that
asked about the number of sexual partners thatipants met in various settings in the
previous six and twelve months were omitted follogvithe pilot study. Many
participants said that they found this informatioa difficult to recall. The questions that
asked about numbers of contacts within the previbtee months remained. Participants
of the pilot said that it took 7-10 minutes to cdetp and they considered this a
reasonable amount of time. For many, the questiommaas completed while waiting to
meet a member of clinic staff and therefore didadd any additional time to that already
spent in the clinic. No changes to the informateadflet or consent form were made as a

result of the pilat
4.6.7.2 Pilot study: contact questionnaire

The ‘contact’ questionnaire pilot study commenacedecember 2002. Ten people who
attended clinic as a result of partner notification syphilis were invited to participate.
The response rate for the pilot was 90% (n = 9 [@0As a result, similar changes that
were made to the case questionnaire were also riadbe contact questionnaire
following the pilot. All participants said they fod the questionnaire easy to complete,
with no difficulty in understanding being reporte@lhe time taken to complete the
guestionnaire ranged from 6-14 minutes. No chatmése information leaflet or consent

form were made as a result of the pilot
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4.6.7.3 Pilot study: community questionnaire

The pilot study commenced in November 2003. Paditis were recruited from a
community-based clinic (GMHP). Ten participantssfrense rate 100%) agreed to
complete the questionnaire. They were asked to earhran any difficulty they had
completing the questionnaire. All participants estiathat they considered the vignette a
useful and clear way to describe the concept dinpamotification. Only one question
was changed as a result of the pilot. The statefifenbad syphilis | would tell all my
sexual partners’ was changed to ‘If | had syphiliwould try to tell all my sexual
partners’. A number of participants acknowledgeel pinactical difficulties people may
have contacting their partners. They said many lpem@ay not have the names or phone
numbers to contact previous sexual contacts. Arstifition on the front page of the
guestionnaire was also removed following recommeois from participants as they
felt it did not enhance the layout of the questairen As a result of removing this image
it was possible to increase the text font to sixeeen and still keep within the two pages
of the questionnaire. Participants suggested thigst amendment would improve the
visual impact of the questionnaire and make itexasi read in poorly lit social venues.
Participants stated that it did not require muaheticommitment and the majority

completed it in less than five minutes.

4.7 RECRUITMENT AND SAMPLE

4.7.1 Negotiating research access

Negotiating research access is a key issue wheducting research in general but in
particular in relation to sensitive research suglsexual health. The success in securing
research access to the first study site was bedauas known to the gatekeepers of the
clinical and community services. | had worked famuanber of years as a health advisor
in the two clinical settings prior to conductingetihesearch. In addition, |1 had been
involved in syphilis outbreak awareness work in doenmunity social venues prior to
conducting the present study.

Access to the second clinical site (GMHP) was mdifficult to obtain. Formal

permission to carry out the study at this site was obtained until over three months
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after recruitment to the GUIDE clinic had commencidllowing negotiations with the
coordinator and medical consultant of the senitosas agreed that | could meet with the
other members of the multidisciplinary team to dssemy research study. The outcome
of this meeting was that they were prepared toaatie to carry out recruitment during
two evening clinics. Upon commencement of this phat the research, nationwide
industrial action by public health doctors delayestruitment for a further month.
Although time consuming to obtain access to thig, siecruitment from this venue, as
well as St James’s Hospital, added to the diverdityhe study population. Many people
said that they would go to one clinic and not tlikeea In addition, the GMHP is a
community-based clinic. It is a more informal ewviment, where clinics are only
conducted in the evenings. These clinics work injwaction with an active outreach
team.

It was anticipated that recruitment in the nonichih settings would prove to be the most
challenging. As mentioned earlier, | decided tauwgdor the community component of

the research at the same time as community bl&ishgefor syphilis was being carried

out in these social venues. Access was secureddhribie intervention sub-committee of
the Dublin syphilis outbreak control team. Onsiésting was carried out, following

negotiation with the managers and owners of thewuarvenues (Coleman et al 2004).
Outreach workers and nurses explained to thosednéood tests, that they were under
no obligation to complete a questionnaire everhéytwished to test for syphilis. The
guestionnaires were completed away from the bl@siing area. Those agreeing to
participate in the follow-up qualitative componeaitthe research were offered one of
three locations: a meeting room in the GUIDE clird room in a community setting, or

an office in the university at a time convenientitem.

As | have discussed, | had worked in sexual hesdthices for a considerable length of
time prior to conducting the study, | had privildgaccess to the population of interest for
this study. | was well known to the gatekeepertheftarget population for the research,
and this assisted in securing research accessolhad developed skills in the area.

Despite these advantages there were potentialsigsulee considered. My position as a
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practitioner doing research gave rise to a possile conflict. This will be further

referred to below under ‘Positionality.’

4.8 Data Collection: Quantitative

Data collection for the quantitative component bé tstudy was carried out from
December 2002 to December 2003. The majority alurenent (91.1%) was done in St
James Hospital. The reason for this was not onéytduhe larger numbers attending this
site but also, as discussed earlier, a delay innemeing recruitment at the GMHP
occurred. The community questionnaires were adbeirdad in four different social
venues from November 2003 to December 2003. Then nmailusion category for
potential participants for the case questionnaias what they had been diagnosed with
syphilis. The main inclusion criterion for recrugmt for the contact questionnaire survey
was that potential participants had attended clasca result of partner notification.
Further inclusion criteria for both surveys werattparticipants were men who had sex
with another man in the previous twelve months@rghteen years of age, were fluent
in the English language and were able to give méat consent. The inclusion criteria for
the community questionnaire were MSM who were prese the community social
venues at the time of onsite testing, were oventeagn years of age, fluent in the English
language and able to give informed consent. Exatusriteria were individuals who did
not fit the inclusion criteria, or if they were dered to be under any sort of emotional

distress.

4.8.1 Case questionnaire administration.

The total population for the study period were fagito participate. Potential participants
were referred to me from health advisors, sociakexs or doctors working in the clinic.
The majority of participants completed the questaire in the clinic although some had
a preference to complete the questionnaire oveplioge at a time convenient to them.
This was an exception to the earlier discussion poivacy and confidentiality.
Participants were given the alternative optionsdmplete the questionnaire in the clinic

or by post. For those who chose this option thames or clinic reference numbers were
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not recorded on the questionnaire. Two hundredtewetity two MSM were invited to
participate in the case questionnaire; of thesey twindred agreed to participate
(response rate 90%).

4.8.2 Contact questionnaire administration

The population of interest for this questionnaitevey were all MSM who attended
clinical services as a result of partner notificatwithin the twelve-month recruitment
timeframe. The entire population of interest wasahvited to participate. The sample
included those who said they attended due to panmiication. All contacts that were
attending the clinic during the study period wareited to participate. As with the case
guestionnaire, people were referred to me to ppdtie in the questionnaire, by a health
advisor, social worker or doctor. The majority wdane in the clinic although some had
a preference to complete the questionnaire oveplioge at a time convenient to them.
This was an exception to the earlier discussion poivacy and confidentiality.
Participants were given the alternative optionsdmplete the questionnaire in the clinic
or by post. For those who chose this option thames or clinic reference numbers were
not recorded on the questionnaire. One hundrecharedeen ‘contacts’ of syphilis were
invited to participate in the ‘contact’ questiomegiof these 104 agreed to participate

(response rate 87.3%).

4.8.3 Community questionnaire administration

The population of interest for the community quastiaire were MSM recruited from
clubs, pubs and saunas. While it would have beesfegable to get a sample
representative of MSM in Dublin, this was not rstidially possible. Any researchers
attempting to obtain a representative sample of M&igbunter this problem. One of the
reasons for this is that men may choose not toatexat they are a MSM. The exact
number of MSM in Ireland (or Dublin) is unknown. IQr2.6% of people in the latest
British national sexual health study reported samepartnerships (Johnson et al 2001).
The results of the Irish Study of Sexual Health &wdlationships found 4% of the male
population and 1% of the female population have bae a same-sex genital experience
(Layte et al 2006:220). In the present study aesgmtative sample of all MSM was not

possible. | sought to obtain as large a numbeegandents as possible on the selected
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nights in the venues. People in the community regptivere recruited in four different
commercial venues over eight time periods. Two nechénd fifty people were invited to
participate in the community questionnaire; of théwo hundred and four agreed to
complete questionnaires (response rate: 81.6%hdrcontext of social settings, it was
difficult to ascertain reasons for non-participatidiowever those that offered reasons

included lack of interest in the study in a sosetting and time constraints.

4.9 QUANTITATIVE DATA ANALYSIS

All quantitative data were entered into an excetkpge and then transferred to the
Statistical Package for the Social Sciences (SR88)on 11*. To ensure accuracy of
data, they were double entered. The data type pexsfied in the variable view of SPSS.
Data were categorised as being nominal, ordinaootinuous. Codes were attached to
each of the variables. Many of the data were noimieech variable was given a unique
code. Responses that were ‘yes’ or ‘no’ were gigedes one and two respectively.
Ordinal data such as strongly agree, agree, net gisagree and strongly disagree were
coded 1, 2, 3, 4, and 5 respectively. The valuesézh variable were entered into the
value labels of the SPSS package. Missing data w@ided with the number 99. Not

applicable was given a code in each of the valbelsaf appropriate to the question.

As mentioned earlier, three open questions wereded in each of the case and contact
guestionnaires. The text of these quotations wdrénidially entered into the excel
spreadsheet. Later, they were transferred to wocdthen to N6 studelft a software
package for sorting and assisting in the analybigualitative data. These data were
analysed using thematic analysis. The section ailitgtive data analysis provides a
more detailed discussion on thematic analysis andhe N6 software. The statistical
analysis of the study is mainly descriptive; thalgsis of the results only refers to the

study population and not to a wider population. Eontinuous variables the mean and

1311.0.1 release 15 November 2001. SPSS Inc. Heaggs, 233 S. Wacker Drive, 11th floor Chicago,
lllinois 60606
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standard deviation was found. For nominal datgpdgreentages were calculated. Graphs
including bar charts were used to illustrate thsults. Cross tabulations were also
conducted to compare, age, social class and cextiindes to sexual health and partner
notification. Data from the three questionnairesravonly combined where it was

meaningful to do so ie. where the same questionaskesd of all three study populations.

4.10 DEVELOPING THE DATA COLLECTION TOOLS: QUALITAT IVE
COMPONENT

The aim of the qualitative component of the redeavas to explore in further depth the
lay perspectives of partner notification. This temst of the chapter will outline the
methodology used for the qualitative component #red steps to ensure rigour in the

process.

Interviewing is the most commonly used data colbecimethod in qualitative research
(Darlington and Scott 2002). There are many apprescto interviewing, with
advantages and disadvantages associated with Baelfirst is whether to do group or
individual interviews. Focus groups have advantagésy allow for an exchange of
information between participants and allow for tades to another’s viewpoint.
Amongst the disadvantages for the use of focuspgois that the views of less vocal
members of the group may not be heard. Group ictierss require mutual self-
disclosure, and because of this it is undeniatde sbme topics will be unacceptable for
discussion among some categories of research iparits (Morgan 2004:263). The
sensitive nature of the subject under discussios tva primary reason for not choosing
to use focus groups to collect data for this stuidyere was concern that someone may
disclose something personal to them or their pestire a heated discussion, and later
regret sharing this information. An individual inteew was considered more appropriate.
Conducting individual interviews meant that therasva significantly greater ability to
protect the confidentiality of each research pgudist. Semi- structured individual

interviews were used for this study. The reasorthitr was because similar topics could
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be explored with each participant, but there wasigr flexibility to explore topics and

issues as they arose. As Power (2002: 88) points semi-structured interviews are
particularly suited to the study of STI knowledgedaehaviour as well as exploring
lifestyle and contextual factors. Their aim in tlsisidy was to move beyond the rigid
structure of the questionnaire, and to explore anendepth the complexity of the issue of
partner notification from the perspective of menowave sex with men who were
infected with, or affected by, syphilis. Interviewi therefore, allowed for more

expansive answers.

An interview topic guide was devised, based onkég issues raised in the literature
review, and discussion with some people who coragdléhe questionnaires (see topic
guide appendix 1). Interviews commenced in April020 The interviews lasted an
average of forty-five minutes and were scheduled tine and place convenient to the
participant. The majority of interviews were contiatin a health advisor office in the
GUIDE clinic. Other settings were in a meeting roomthe GMHP, a health advisor
office in the GMHP and an office in the universine participant requested that the
interview be conducted in his own office. For thogerviews that were carried out in the
sexual health clinics, where possible, intervievesenscheduled for the least busy times.
A number of participants opted for early morningemiews, which meant that they
could have it done before going to work. A numhbep apted for evening interviews in
the GMHP; this was a convenient city centre logatio each of the settings privacy for

participants was ensured before commencing theviete.

4.10.1 Sampling and recruitment of participants — Qalitative Component

The process of sampling in qualitative researcfedifto that in quantitative research. |
was conscious, at the outset, of the sensitiveraadll the research subject and the
realistic possibility that many may not wish to tpapate in the study. What came as
more of a surprise, was the numbers, and the aagmswith which people were willing

to participate.
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| recruited participants from the clinical sitesfdrmation was given in person to all who
attended the clinics about the qualitative compbwéithe study. Selected patients were
approached on their return visit and an intervieas\arranged at a time convenient to
them. Participants were selected based on thelingnless to be interviewed and their
diversity in terms of age and experience of partetification. The inclusion and
exclusion criteria for the qualitative part of teeidy were the same as the quantitative
components. All participants were MSM and were dl@ryears of age. Fifteen MSM
with syphilis, fifteen MSM who attended clinic asesult of partner notification and ten
MSM recruited from community social settings papated in individual face to face
interviews. Diversity in terms of experience wasght. Five people who were invited to
participate declined to do so. One man reportetithehad ended his relationship with
his wife, as a result of his diagnosis of syphilide said he had mixed feelings about
partner notification and, although he felt it haplace in disease control, he also said the
consequences of partner notification, for him, weepainful to discuss in an interview.
Diversity in terms of ethnicity was something | alsought to achieve, but did not
manage to do so. As mentioned above in relatiomhéo profile participating in the
guantitative stage, the relative ethnic homogeneityreland at the time meant | was
encountering very small numbers of non-Irish natlsnOne gay man from Asia initially
agreed to participate, but later phoned to cancelappointment. He said that, on
reflection, he was concerned about issues of cenfidlity about attending a clinic in
general, and therefore did not wish to participAt@ther man said that he did not agree
with the process of partner notification at alllesconsidered it to be too intrusive. He
said that the process of taking personal sexutdries during medical consultations was,
itself, an invasion of privacy. It was my aim topuare a range of views on partner
notification including wholly negative views. Bullespite trying to ensure this, some
respondents may still have felt that | represergedealth advisor position. Potential
participants with a wholly negative view may haweught it irrelevant to participate.
Two participants who had consented to participatiidy not show up for interviews.
Interviews had been scheduled two weeks in advaHosvever, these dates were
scheduled for after Christmas, which meant thay theght have simply forgotten. | had

given them a wallet size card with a contact mobienber, if they wished to call me. |
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chose not to contact them, because of the sensiiiere of the research, recognising

their right to change their minds about participati

4.10 .2 Interview process and style

I conducted all interviews. A short amount of tisgent on general conversation while
having coffee or tea before each interview helpedetbp rapport, which is considered
key to the success of interviews. Establishingttarsd familiarity, showing genuine
interest and not being judgemental are some impbréEments of building rapport
(Glasser and Loughlin 1987:35) Sufficient amouhtime was spent explaining the
study and allowing the person time to express amgcerns or questions they had about
the study. Consent for the interview and to augietaas granted prior to each interview.
A cassette recorder was used, small enough to edbd distracting but with a high
quality built in speaker. It was emphasised totladit they weréein the driving seat’
therefore, if they wished to stop the tape, and thedinterview at any time they were
welcome to do so. To emphasise this, | put the Isiayaé-recorder closer to them than to
me, and pointed out the red stop button that thayldcpress at any time. Only one
interview was not tape-recorded. The participartt imitially been hesitant to have his
voice recorded, but was still willing to participainh an interview. When | arrived at the
interview, he had changed his mind, but by thistindid not have the audiocassette with
me. Carrying out the one interview without audieearding, helped make me realise
how much more effective it was to communicate inrg@rview setting without having to
try to write all the key points down. While thateomterview had been productive, | felt
the communication was hampered by my inability taintain proper eye contact while
also writing notes. For the remaining interviewsapuanber of notes were made in the
interview, but the majority were made immediatefielavards. Sufficient time was
allocated to each interview to ensure that paitip would not feel rushed. | gave
myself adequate time and space to make field aftecti®e notes after each interview.

This ensured that these notes were made while finesly mind.
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4.10.3 Positionality

In qualitative research the position of the redearcis interactive. Researcher and
participant are social actors in the research pscétudies carried out on the
interviewing process have shown that participaetpond differently, depending on how
they see the person who is conducting the interienscombe 2003). Influencing
factors can be the age, gender, sexual orientagimhmany other personal characteristics
of the interviewer. As a heterosexual woman, | esaare that | was conducting research
on the very sensitive topic of sexual health, amérviewing only men who have sex
with men. Some have argued that researchers sheuttembers of the groups that they
are researching; there is also what Gatter (199%3cribes as a methodological
conundrum where the effects of identification witlterviewees can be reversed. He
offers the example of a gay man finding it easseoppen up to someone perceived as less
linked to him. He points out that while some id&adition between researcher and
participants is considered a positive thing, owdntification can result in a loss of
objectivity. Miller and Glassner (2004: 132) arghat interviews can be accomplished in
such a way as to make the social differences betwlee researcher and interviewee
work in providing opportunities for individuals toticulate their feelings about their life
experiences. ‘Matching’ interviewers with inteniees, by personal characteristics has
been done in a number of studies. Ross (2000edasut a study of sexual health needs
of men who have sex with men, in a Scottish hdadidrd area, and used only MSM male
interviewers. Spencer et al (1988) conducted catalg work on sexual health and found
only two out of the twenty men in their sample eththey would have a preference for a
male interviewer. Among the three gay men in tleample, there was no clear
preference for the interviewer to be gay, and kik¢ said they were happy to be
interviewed by a woman. Qualitative work carried @u preparation for Natsal °
found the communication skills of the interviewer be the most important factor.
Participants preferred interviewers who were wdriandly, yet detached (Mitchell et al,
1998).

15 NATSAL Il was the second British National SurveySexual Attitudesind Lifestyles.
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My social position as a health advisor also infleeshhow participants and | interacted.
When informing participants about the study, | tthiém all about my background as a
sexual health advisor. A potential conflict existeetween my role as a researcher and
my role as a practitioner. While | could not, eveh wanted to, be divorced from my
experiences, it was necessary, for me, to reflegiuiently on my personal experiences as
a health advisor, and to challenge my own assump{i§ee under ‘audit trail’ in Quality
mechanisms in Qualitative Research below). My bpasgition entering this study was
that the process of partner notification had imgrarthealth merits, and this was the
reason that | had engaged many professional hautss activity, as a core part of my
role in the previous three years. However, | &lad a sense of some disquiet with the
process, and this in some respects was driving esgarch interests. | was keen to
explore the lay perspective of partner notificatiand sought to capture the complexity
of a world, that when viewed from epidemiologicalbpc health rationalities could be
simply reduced to mere numbers. It was necessdrg tovare and reflect on my position
at all the stages of planning, conducting and amlgf the interviews. An advantage of
my previous experience working in the specialigaarand working as the designated
health advisor of the syphilis outbreak team, mehat | was familiar and comfortable

with discussing the issues. Some of the particgesferred to this:

| mean... | have no worries ... telling somebody like.y who works in a clinic
like this...that | have had sex in a sauna... with $mdg whose name | didn’t
ever know. Not mind have now... or ever... have hisbaumr anything like

that... | think a lot of people would find that indilgle. (Interviewee 2)

No! | don't tell anybody about my sexual actigtienless the doctor or a health

Advisor (Interviewee 3)

4. 11. QUALITATIVE DATA ANALYSIS
All audiotaped interviews were fully transcribedvatim. | did the first fifteen; the aim
of this was to ensure immersion in the data. Taesiriptions were typed within twenty

four to forty eight hours of the interview, at en& when the interview was still fresh in
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my mind. A secretary did the remaining twenty-fivEhe confidential nature of the
material was discussed and respect for confidéytiafjreed by this person at the outset.
All transcriptions were later read by me whilstoalstening once again to the tapes. Six
participants, from the three groups, were inviteddad their own interviews and make
any corrections or comments. The purpose of this wwaensure that the transcriptions
were accurate and reflected the totality of therwiew experience (Polit and Beck 2004).
The majority agreed with this and only very smatirrections were made. Many
commented on certain expressions that they usegidrely, or their use of grammar.
Many also engaged in some further discussions albeutesearch and other additional
thoughts following interviews. It also provided @rther opportunity to debrief on any
undesirable effects of conducting the researchtiukately, all said there were no
negative effects and some felt they consideredlifbl to talk about their experiences of

partner notification.

Thematic analysis was used to analyse the datsjdha process by which the various
accounts gathered are compared with each othéadsity those themes that recur in the
data. It forms the basis of more sophisticatedhous of qualitative analysis in which

the researcher moves beyond simply categorisingcadohg the data to thinking about
how the codes relate to each other and asking mamgplicated questions. A good

gualitative analysis should provide a thick, rioksdription of the setting studied, link

into theory and provide a satisfying and credildecaint of what is going on (Green and
Thorogood 2004:177).

Once field notes and interviews were transcribezy ttvere read a number of times.
Initial analysis was done manually, by coding usangut and paste approach, with the
aim of comparing codes, and starting to build ufegaries and obtain meaning in the
data. Many copies of the transcriptions were pdraat. Codes were allocated and then
these were sorted into themes. This process wasdiomsuming and labour intensive as
well as requiring a lot of space and privacy gittes content of the interviews. Following

this, the much tidier approach of using a compsigtware programme to assist in

sorting the data, was implemented. While it migk#ra that there was a duplication of

81



efforts, it helped to ensure that adequate time sgsst immersed in the data. Using
computer software alone for analysis can be digtrgicsometimes people can become so
concerned with developing skills in using and masging the capabilities of the
software, that they become distracted from the nssne of analysing the data. The key
advantage of using dedicated software packagésiisahalysis can be more rigorous and
systematic than that done by hand (Green and Tbotb8004:190). It therefore helps to

manage data and retrieve it more efficiently.

NUD*IST, which stands for Non-numerical Unstructdirdata* Indexing Searching and
Theorising, Version 6 Student (also called N6 stideas used in this study. Data were
prepared from word documents and then importedNt&®® The programme offers tools
to assist with the analysing of qualitative datatdbwere read line by line and coding
was carried odf. Using the document and node explorer, data cbald¢thecked and

rechecked with other nodes. All data were codeleéast once, initially into 224 codes;

this was later reduced to 10 categories.

4.11.1 Quality mechanisms in analysing qualitativeata

Qualitative data is not exempt from the need tarbetworthy. A critic of qualitative
research may ask how one can be sure that it isthtresearcher’s subjective
interpretation of events that is presented (GrewhTehorogood 2004:192). Four criteria
for ensuring the trustworthiness of qualitativeadate outlined by Lincoln and Guba
(1985). These are: credibility, dependability, fownability and transferability (Lincoln
and Guba 1985). Steps were taken in this preseetaireh to ensure that these criteria
were achieved. Credibility is considered by Linc@nd Guba (1985) as the most
important of all four and is ensured by prolongedagement, peer debriefing, member
checking, negative case analysis, use of simplatspand credibility of the researcher.
To ensure prolonged engagement in the data anbeirsétting, | was present in the
setting of the research for the entire year of datéection; this included being at the

main STI clinic for the study Monday to Friday.aliso included two evening clinics in

" Codes are called nodes in the N6 Package
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the community-based clinic. | also attended all $kssions of ‘onsite’ blood testing in
community social settings for the purpose of thengwnity-based strand of the study.
By having prolonged engagement in these settihdacilitated the development of trust
and rapport between me and participants of thearele Peer debriefing is another
mechanism for increasing credibility. | was forttendo have access to a number of
experts in STIs and also experts in gay communiykwvilling to discuss my research
with me, and the various stages of the process.eMormally, | got two social
researchers to carry oudlind analysis on two anonymous interviews each, and to
compare their findings with mine. One of these aedgers was an experienced
gualitative researcher with over twenty years’ eipee in sexual health. While some
differences were found, considerable similaritiesmain themes emerged. Green and
Thorogood (2004) point out that it would not be esged for two researchers to identify
the same themes because background, knowledgéhemetical approach can influence
this. Attention to this is still desirable and #weercise helped me consider more critically
the analysis | had carried out. Another way of h&gging credibility is through member
checking, which involves taking the findings baokthe participants and checking that
they agree with them. Interview transcripts weneegito six participants and they were
asked to review them. The findings of the analyseye returned to the same six
participants and they were asked to check if trgrged with the findings. These people
were chosen opportunistically based on their gbibtreturn to meet me and did so at
different times during the data collection and gsial period. Agreement was found on
most topics with some saying that some of the ssuere not applicable to them. In
particular, the issue of anonymous sex was comtesitialthough most agreed that it was
a potential barrier to partner notification. Theogess of searching for disconfirming
evidence is also another approach to ensuring lahégli This was carried out in two
ways; by purposively selecting participants who evekely to challenge the emerging
themes and secondly in the analysis itself by aftilooking for evidence to disconfirm
the main findings. Simple counting is another apploto ensuring the faith in the
validity of findings, recommended by a number a$e@rchers. Green and Thorogood
(2004) warn that it is not always appropriate tardgan this way. This was done in a very
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cautious way in this research as the appropriaseokes was questionable in the context
of this study.

Dependability is another important issue for tlgour of research findings and has been
described as something similar to reliability inaqgtitative research (Polit and Hungler
1997:306). To be dependable, the research shoudthbke and another researcher should
be able to follow the steps taken. My primary sujger assisted me here by reviewing
the ways in which my initial codes were sorted ihtgher order themes and assessing
with me the ways in which conclusions were beingvaty drawn from the data. A
number of other measures can be taken to ensusndaiility, such as keeping an audit
trail, which helps the reader follow the steps &k tresearcher thus ensuring
‘confirmability’ (Lincoln and Guba 1985). Audit fitadocuments include, raw data, data
that has been reduced, notes on decisions in methddanalysis and reflective notes.
Transferability is concerned with the generaligabibf the findings (Lincoln and Guba
1985). To achieve this, sufficient detail shouldgoevided in the research report, to help

readers consider its application to other settings.

4.12 STRENGTHS AND WEAKNESSES OF THE METHODOLOGICAL
APPROACH

The research approach taken for this study had mabeu of strengths as well as
limitations. The strength of the study is that é@searched the subject of partner
notification from the perspective of MSM. The lagrppectives of MSM, (as well as the
lay perspective on the subject in general) are mree=arched. The timing of the study,
in the context of an outbreak of syphilis was anaatiage, because partner notification
was carried out more intensively at this time. A®sult of this, there was a heightened
awareness of syphilis and partner notification hg Gay community. A combined
guantitative and qualitative approach enhancedstbdy. The former provided for a
better understanding of the distribution on ateésiavithin the research population, while
the latter explored in much greater depth the egpees and attitudes to partner
notification. As described in the course of thigttdehe study design changed from a

sequential ‘qualitative then quantitative’ desigm @ more interactive design. This
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resulted in a greater amount of consultation tinérally planned. This wide consultation

with gay community members and representatives rer@th the study. They offered
practical as well as insightful perspectives andewgenerous with their time and
suggestions. Extending the study beyond the clirgettings further added to it. | was
unable to find any research study that exploredahgerspective on partner notification
for sexually acquired infections conducted outsde clinics. | attempted to increase the
diversity of those participating in sexual healtbhdses by recruiting from community

settings.

A number of limitations in the research approach e#so be identified. One of the
biggest limitations is that | cannot say that tetady can be generalisable to other
populations of MSM. The population who participatedhe case questionnaire represent
a considerable majority of MSM with diagnosed sliphin the Dublin area within the
year of data collection. This is based on the faat approximately 90% of all syphilis
cases in the Eastern Region of Ireland (includingld) are treated at the site of the
current study (Hopkins et al 2004:317). The respaate to the ‘case’ questionnaire was
high at 90% and no significant demographic diffeeswere found between those who
agreed and those who declined to participate. Thiesgnosed with infectious syphilis
and who chose not to disclose the information titvey were men who have sex with men
were not invited to participate as they did not trtee stated inclusion criteria for the
study. The numbers of people falling into thisegatry are likely to be low based on
clinical records from the two clinical researclhesitOver 84% of all men with infectious
syphilis attending these clinics said they were galyisexual. In a similar way, men who
were contact traced and who did not reveal (i) gayisexual (ii) that they were a
contact of infection, would also not have been tedito participate in the contact

guestionnaire.

As discussed earlier in this chapter, the origimadstionnaires were developed very early
on in the study because of ethical committee requents. The original questionnaires do
not solely focus on the issue of acceptability -eytHfocus on effectiveness and

acceptability and some ancillary information. Ase tistudy progressed, | realised
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effectiveness could only be poorly studied in {(nétrospective) study design , also such
studies are very common. Acceptability was on tireiohand, under-researched and this
was an original part of the study. Therefore, as $hudy progressed, acceptability
became more important than effectiveness. As dtrédiave focused on some aspects of
the questionnaire and building a coherent storyradahat, rather than including all the

results which could distract from the main focus.

Limitations also exist in relation to the use lo¢ tsocial venues — the community setting
in the research. The participants were likely tdimse who usually socialise in clubs and
pubs. Extending my data collection to include sauwvas an attempt to achieve greater
diversity of participants. It was not possible, file reasons outlined earlier in this
chapter, to recruit in all the settings that | aygmhed or considered approaching. The
issue of representativeness when sampling MSM ablpmatic and well documented,
therefore this was not my aim. | did seek, howet@gchieve diversity in terms of study
participants. The discussion of the demographicfilpraof my study participants
highlighted the limitations to this diversity. Imagicular, clinical participants were a
highly educated group and almost all were Irishrt&e minority groups may have
different perspectives on the subject of partneifination. The perspective of MSM
from ethnic minorities including the travelling camnity is worthy of further research.
This study has been confined to those recruitesh fam urban centre. The demographic
profile of participants showed that the majorityreveesident in the Greater Dublin Area.
Further Irish research beyond Dublin, and in paléic focusing on the needs of rural

MSM is also needed.

4.13 CONCLUSION

The methodology of this study may be summarised asxed-method study involving
survey questionnaires and semi-structured intevielWhe setting for the research
included two clinical settings — one hospital dirind one community based GMHP
clinic and community settings (social venues). Htedy had three sub-populations:
‘cases’ and ‘contacts’ populations, which were uded from the clinical sites and the

community population, which was recruited from toenmunity setting (social venues).
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Access to the research sites involved long andramted negotiations, especially in

relation to the GMHP clinic and the community sejs (social venues). However, as
outlined in this study, the broader negotiationd annsultations benefited the overall
study design. Data collection extended over aogesf more than one year. For reasons
discussed in relation to ethical requirements, difficulties in gaining access to all

research sites with perfect timing, the qualitatwel quantitative data collection occurred
iteratively rather than sequentially. The dataexibn tools were developed from extant
guestionnaires and previous literature and werenskiely piloted. The response rates
were very high.. Data analysis for the quantitato@mponent was relatively basic

descriptive analysis. The focus of the analysis aapresenting broad distributions of
the participants’ experiences of sexual healthisesvand especially partner notification.
The qualitative analysis followed the principlestioématic analysis and was much more
intricate. This chapter has outlined the procesgeensuring that readers could have

confidence in the quality of the study as well alining its limitations.
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CHAPTER 5

LIFESTYLE, THE PRACTICE OF SEX
AND PARTNER NOTIFICATION

5.1 Introduction

In this chapter the findings in relation to lifegtythe practice of sex, and partner
notification among MSM are discussed. Partner iwatifon is not a simple issue. The
complex interplay of issues which can pose as &artd the effectiveness of the practice
will be discussed. These include: unprotected akeohol and drug use, the issue of oral
sex and the construction of risk difficulties negbhg safer sex, and the impact of
HIV/AIDS. The issue of desire and the anonymousimeadbf sexual exchanges will also
be discussed in the course of this chapter. Befuyeing to these findings, | will turn
first to describe the demographic profile of pap@nts to both the quantititative and

gualitative components of the study.

5.2 Demographic profile of participants — quantitatve component

This section will outline the demographic profileparticipants. | will deal with the three
study populations of ‘cases’, ‘contacts’ and ‘conmityi participants. To enhance
participation, the questionnaires that were adrtengsl in the community settings were
considerably shorter than those conducted in timcal settings. More information can

be derived from questionnaires administered iddtier rather than the former settings.

5.2.1 Age

Participants to the clinical component of the stfdgse and contact questionnaires)
ranged in age from 18 to 69 years with a mean ag#6d years (SD 9.46). The age
range varied between ‘cases’ and ‘contacts’ (skele ta1). The range for all ‘cases’ was
21-69 years, mean: 37.59 years (SD=9.59) and famtacts’ was 18-65 years, mean:
33.17 years (SD= 8.49). Community participants dlad a diverse age profile. The

largest percentage (40.7%, n = 83) was in the 2Q€28 age group. A quarter of all
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participants were aged 30-39 years (26.5%, n =B31Y,% (n = 28) were in the 40-49
years age group, 12.3% (n = 25) were over 50 yaadsfinally only 6.9 % (n = 14) were
under 19 years.

This mean age for the clinical component of thedgt(86.1 years) differs from other
studies on MSM, which, as Mc Manus (2003:8) poiotd, is often biased towards
younger respondents. The age in the clinical corapbaf the study is close to the mean
age of 35.6 years for the Irish population basedhen2006 census (Central Statistics
Office 2007a). The largest study to date of MSMra&land (Carroll et al 2002), which
involved 1290 people, reported that the mean agtudfy participants was 29.77 years.

Table 5.1Age Profile of Participants: Clinical and CommuyrQuestionnaires

Clinical Questionnaire Community Questionnairg
19 years and under 03% (n=1) 6.9% AF1
20-29 years 23.4% (n=71) 40.7% (n =83)
30-39 years 44.1% (n=132) 26.5% (n=54)
40-49 years 20.9% (n=63) 13.7 % (n = 28)
50 years and older 10.5% (n=32) 12.3% 2BF
Missing n=5 n=0

5.2.2 Education

Questions in relation to levels of education wesleed in the clinical questionnaires only.
Over half (56.3%, n = 171) of participants had ctetgal third level education (see table
5.2 and figure 5.1 highlighted text added). Theitedor this question are just lower than
that found in the all Ireland gay men’s study (G4r2002), which found levels of third
level education at 60.3% of the total sample ofQL2®%n. The latest figures from the
Irish census (of population of the Republic of ared in 2006) found that 32% had
completed third level education (Central Statistioffice 2007c). High levels of

education among MSM in the present (and vital stia study, Carroll et al 2002) are
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similar to an international profile, which showatiMSM participants in research studies
are found to be a highly educated group (Mc Mari33).

Table 5.2 Highest Level of Education Obtained — Clinicalg3tionnaire

Highest level of education Number Percentage
None n=3 1%

Primary n=18 5.9%
Secondary n=95 31.3%
Training Course n=17 5.6%

Third Level n=171 56.3%
Missing n =0 0%

Figure 5.1
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5.2.3 Employment Status

The overwhelming majority of participants were eaygd (79.7%, n = 240) with only
6.6% (n= 20) unemployed (see table 5.3). It isregeng to note that these results are
almost identical to that obtained in the Vital &tats Study (Carroll et al 2002). The
findings in that study showed a total employmem¢ &f 79.8% and an unemployment
rate of 6.6% of the sample. This figure is loweartithe results from the 2006 Irish
census, which found unemployment rates to be 8G%&(2007b).

Table 5.3 Employment Status: Clinical Questionnaire

Employment Status Number Percentage
Employed n =240 79.7%
Unemployed n =20 6.6%

Full Time Education n=19 6.3%
Training n=1 0.3%
Disability n=9 3.0%

Retired n=>5 1.7%

Other n=7 2.3%
missing n=3 0.1%

5.2.4 Nationality and Place of Residence

The vast majority of participants in both the dinbased and community-based
guestionnaires were resident in the Greater Dubliga (GDA), 81.1% (n = 245) and
68.6% (n = 140) respectively (see table 5.4). Tigh percentage, who reported living in
Dublin, reflects the approach to recruitment. | diat seek to recruit outside the Greater
Dublin Area, primarily because the syphilis outlir@as largely reported from clinics in
the Dublin area and the focus of this study wapanner notification in the context of an
outbreak of syphilis. Many people may have trawkflem more rural areas to Ireland’s
capital city to attend clinical services (and asovisit social venues). | feel | may have
captured a small number of these people who livgdide Dublin (18.8%, n = 57 and
31.4%, n = 64 for the clinical and community quastiaires respectively). | believe that

further work on the sexual health needs of ruraMVI§ required®

18 An interesting qualitative study by Anthony Galy002, unpublished thesis) explores the life
experiences of rural gay men in Ireland
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Table 5.4Place of Residence: Clinical and Community Quesidire

Yes No

Resident in Dublir n = 245 (81.1%) n= 57 (18.9%)
(Clinical Questionnaire)

(missing n=2)

Resident in Dublin n= 140 (68.6%) n= 64 (31.4%)
(Community Questionnaire)

(missing n=0)

Table 5.5Distance from Dublin: Clinical Questionnaire

Distance from Dublin Number Percentage
Less than 50 miles n=20 6.7%

50- 100 miles n=19 6.3%

100- 150 miles n=11 3.7%
Greater than 150 miles n=>5 1.7%

Not Applicable n =245 81.7%

(living in Dublin)

Missing n=4

In terms of nationality, participants in the ctiai components of the study were asked
about their nationality or ethnic group (see tahB'°. The majority (89%, n = 268) were
Irish nationals. This figure does not indicate medtinic diversity in terms of those who
participated in the study. This is reflective ofedatively homogenous ethnic population
profile in Ireland. The latest Irish Census (2086pwed 88.9% of the population were
Irish nationals (CSO 2007a).

19 While I recognise there is a difference betweenrtieaning ethnicity and nationality, | combined tive
of these in the one question following feedbacglanning stage of the questionnaire. Participaatsdn
opportunity to describe themselves using eithdrath terms. The majority described themselvesisis, Ir
while many also described themselves as White.Irigte travelling community are an indigenous athni
minority within Ireland. According to the 2006 cessthere are 22,400 members of the travelling
community in Ireland (CSO 2007a)
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Table 5.6Nationality: Clinical Questionnaire

Nationality Number Percentage
Irish n =268 89.0%
Rest of Europe n=21 7.0%
Africa n=5 1.7%

Asia n=2 0.6%
America n=>5 1.7%

Other Nationalities n=0 0%
Missing n=3

In conclusion, many studies on MSM are biased tdwarounger, highly educated
respondents (Mc Manus 2003:8). The age profilehoké participating in the clinical

component of this study is older than that of pgstints in other studies of MSM and is
close to the average for the Irish population. Redents to the clinical component are

highly educated, The majority of participants livadDublin and were Irish nationals.

5.3 Profile of sample: qualitative component

A purposive sample of 40 MSM were recruited for thelitative component of the
study. Variation was sought by recruiting in diffat settings: two separate sexual health
clinics and also a variety of gay social venueduthiag, clubs, pubs and saunas.
Variation was also sought by interviewing men wsiphilis, men whose partners had
syphilis and men in neither category who were rgedufrom social venues. Where
possible, variation was also sought in terms of ageial class, ethnicity and urban-rural

background. Table 5.7 outlines this variation
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Table 5.7:Characteristics of Participant (qualitative) N=40

Characteristic Numbers

Age (at Interview)

20-35 Years 19
36- 50 Years 16
Over 51 Years 5
Employment Type
Professional/Higher 12
Managerial
Other non- manual 10
Skilled Manual 12

Student/Unemployed 6

Type of Client

Index 15
Contact 15
Non-Patient 10

Source of Recruitment
Clinical Site 30

Gay Venues 10

5.4 Discussion on partner notification

Current clinical practice recommends that all poédly infected partners of individuals
with syphilis are notified and invited to attend &xreening and (if necessary) treatment
(Clinical Effectiveness Group 2002). In the pressdy, the vast majority (95.5 % n =
190) of men with syphilis, who attended clinic,ds#@hat partner notification had been
discussed with theffi Despite this, only 31.1% (n = 50) said that hdit partners were

20 4.5% (n =9) said that it had not been discussektiae remaining person (.5%) left this blank oa th
questionnaire.
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informed at the time of the interview (which usyalook place 2-3 weeks after
diagnosi$. Expressed another way, the majority of participd6&9% n=111) reported
that all of their contacts hatbt been informed (note missing for this question=83jer

a fifth (23.8% n = 46) said that none of their pars were informed. This suggests a low
level of effectiveness of partner notification amgamespondents in this study. The UK
national guidelines on the management of early iigpstate that at least 60% of all
contactable partners of patients with syphilis $tt@itend for screening and/or treatment
(Clinical Effectiveness Group 2002). My study réswre not unusual. Even lower levels
of effectiveness of partner notification have bdeund in other syphilis outbreaks
occurring among MSM. In East London, Hourihan e{24l04) found that of a total of
1279 contacts cited for 103 men with syphilis, oAk were successfully traceshd
screened. Similarly in Manchester, Kingston andditig (2004) also reported that only
4% of sexual contacts were notified, in their awdi?2 cases of syphilis, (90% of which

occurred among MSM).

As proposed previously, to capture a true integti@d of the concept of partner
notification, as well as its limitations, it is ressary to look beyond the crude numbers of
partners traced and informed. Factors such as dingbers of partners with whom a
person has unprotected sex, the use of drugs eolddd) the anonymous nature of sexual
encounters, and the settings in which these enemiotcur all have a role to play in the
success or failure of partner notification. Itliese issues - the lived reality of sex, and
how it affects the transmission of syphilis, whichm going to address in this chapter.
Central to these issues is the lay interpretatforsk as well as the lay interpretation of
pleasure. As discussed earlier, the majority of mo participated in the study were
men who had been diagnosed with syphilis, or whib dtéended a clinic as a result of
partner notification. | do not, therefore, seelbtorepresentative of the many MSM who
have long term monogamous relationships and who meagr come into contact with

syphilis.
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Table 5.8: Contact tracing: Data from Case Questionnaire

Number Percentage

Was contact tracing Yes: 190 95.5%
discussed with you? No: 9 4.5%
(missing n=)

All contacts informed Yes: 50 31.1%
(missing n=39) No: 111 68.9%

No contacts informed Yes: 46 23.8%
(missing n=7) No: 147 76.2%

5.5 Unprotected sex

The literature supports the finding that unprotéctex is a feature of life for some, but
not all, MSM. What are the reasons that men engagéat health professionals might
deem to be a ‘risky’ behaviour? Public health pssfonal thinking puts forward the
view that a rational person, when made aware ajtanpial danger, will avoid it. Such a
perspective, however, undermines the complexitgevgonal choice, as well as ignoring
issues such as pleasure and desire.

Lack of information is often put forward as a reador unprotected sex (Ciesielski
2003). This, however, was not found for the mayont this study. Participants were
asked to give their opinion on the statemérdo not think | have enough information on
sexual health’The majority(65.5% n= 196) disagreed or strongly disagreed wiittis
statement. Access to condoms is also not an i&sBumost people, with 88.6% (n =
265f° disagreeing or strongly disagreeing with the stetet ‘| sometimes have a

problem getting condoms’

Participants completing questionnaires were askemitacondom use. In the clinical
setting, this gives an indication as to whethernot partner notification should be

conducted. While 56.4% (n=154) of participantsha present study said they always use

2 Note: missing n=5
%2 Note: missing n=5
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condoms for anal sex, 4.8% (n= 13) said they ndeeiThe remainder said they usually

(32.2%, n= 98) or rarely (2.6%, n=8) wear condoms.

Table 5.9 Condom Use for Anal Sex: Clinical Questionnaire

Always Usually Rarely Never
Condom Use n = 154 n=98 n=38 n=13
for Anal Sex| % =56.4 % = 32.2 % =2.6 % =4.3
Missing:
n=2
Do not have
anal sex
n=9
Table 5.10Sexual Health Questions: Clinical Questionnaire
| Strongly | Agree Not Sure| DisagreeStrongly
Agree Disagree
|| “I don't think n=11 n=51 n=41 n=126 | n=70
| 1 have - enoudily 57 |og=17.1 | 06=13.7| %=42.1| %= 23.4
information
on sexual health”
(Missing n=5)
“l sometimes have jan=11 n= 20 n=3 n= 105 n= 160
problem ~ geting o, 37 | o96=67 |%=1.0 |%=35.1]%=535
condoms
(Missing n=5)

Several participants in the interviews discussedisbue of unprotected sex which many
saw as a common occurrence.
| could lose count of the number of people whaotwa
to have unprotected sex
(Interview 5, Case)

| try to be as responsible as possible ... eveman s$ituation...but from

what | can see going on around me a lot of thasegry unprotected
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(Interview 9, Case)

I mean he did want to have unsafe sex with me..thade was no way |

would

(Interview 26, Case)

Both partners being tested before having unprafests is sometimes perceived as one
way of minimising, if not eliminating, the risk @etting a sexually acquired infection.
Limitations of this approach are that it can taketa three months for some infections to
be diagnosed, so both partners have to considertithe frame when testing, If one
chooses to follow such an approach stringentlyisé o an STI screening service would
be required with each new partner. For some, tlaig not be acceptable, as this example

of an interviewee'’s friend highlights:

| know my friend... | won’t mention his name... hesvaith a boyfriend

for 3 months and he wanted to have sex withoutgugrotection

and...[partner's name]...said yeah no problem, the ¢fvas go... they
wanted to get serious, they go ...and get tested...iland came up
clear... or ...the both of them were positive... but hend want to...
and...he said ‘no way’ and... he (my friend) broke wgrothat... and |
think he’s a very strong person to do that....

(Interview 9, Community)

5.6 Alcohol and Drug Use

Drug and alcohol use is often cited as an explanafor having unprotected sex
(Hirshfield et al 2004, Clatts et al 2005). Thedfimgs of this study support such a view.
In the quantitative component of the study, fiftyegercent of participants reported drug
use in the last year (n= 155). Only 7.6% (n= 23)ore that they never (or no longer)
drink alcohol. Two thirds (66.1%, n= 201) said thia¢y would usually drink alcohol

before having sex. Drug use was also reportedsocgation with sexual activity. The use
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of poppers (amyl nitrate) was the most frequenfigdudrug found in this study. Thirty
six percent of participants (n= 109) reporting gsthis drug within the last month, with
27.6% (n= 84) saying that they would usually uss thrug before having sex. Other
drugs that participants reported using before htagex were ecstasy (7.9%, n = 24) and
cocaine (4.3%, n= 13).

Table 5.11Usual drug use before having sex : clinical quest@ire

Missing n=0
Yes No
Alcohol n =201 n =103
% = 66.1 % = 33.9
Cannabis n=236 n =268
(Hash) % =11.8 % = 88.2
Ecstasy n=24 n =280
%=7.9 % =92.1
Cocaine n=13 n=291
% =4.3 % = 95.7
Poppers n=_84 n=220
(amyl nitrate) | % =27.6 % =724

The findings from the individual interviews supptité quantitative findings.

Yeah .. it depends like.. | think one of the kagtbrs a lot of times
... for lots of people and myself also.. It would &eohol or drugs... heat of the
moment

(Interview 11, Case)

I wasn’t going to do anything ...but | was very drunkand | think that is my

problem.. | haven’t been out that much ... | put nffyaerisk again but that doesn’t
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kick in until the next morning ... and you wake umlayo ... what the hell... done the
night before...It depends... you can be drunk and g@ncan be over drunk and |
tend to be over drunk!” (Interview 29, Case)

5.7 Interpretation of Risk

Unprotected sex cannot be explained by referenae&tiol and drugs alone. How risk is
interpreted and negotiated by men is of particutgrortance. In this next section, | will
discuss the issue of oral sex and syphilis trarsioms the negotiation of risk between
partners and the impact of HIV.

Oral sex

The promotion of safer sex has primarily focusedcondom use and in particular has
largely focused on the prevention of HIV rather nthany other sexually acquired
infections. Using condoms for anal and vaginal sexconsidered one of the most
important ways of reducing the sexual transmissioHIV and one that has been echoed
throughout the world since health education camsmn the subject began in the mid
eighties. The risk of acquiring HIV through unpmitd oral sex was considered
relatively low. This interpretation of oral sexkis evident in my study in that 90% of
men (n= 263) said that they rarely or never weardoms for oral sex, while only 3%
(n=9) said they always do.

Table: 5.12Condom use for oral sex: Clinical Questionnaire

Number Percentage
Always n=9 3.1%
Usually n=21 7.2%
Rarely n=>57 19.5%
Never n =206 70.3%
Don't have oral n=9
sex
Missing n=2
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This high rate of unprotected oral sex is importariten one considers that unprotected
oral sex easily facilitates syphilis transmissibtaurinan et al (2004:509) state that in
relation to syphilis, oral sex is a significantkrigctor and a distinctly ‘unsafe’ practice.
The main reason for this is that oral lesions avesiered to be highly infectious.
Raising the issue of oral sex as a route of trassion was a focus of some of the health
promotion campaigns that were conducted in Duldinvall as elsewhere, particularly at
the time of this study. But nonetheless, as thiohg interview excerpt shows, not
everyone was aware of this as a route of transamsand even if aware, the majority
were not prepared to change this practice.

Through oral sex can it? Well you are not going have

...(laughs)....nobody ever asked me to wear a condaonorfal sex nor

have | asked them, so it comes down to awareness.

(Interview 23, Case)

The construction of risk

How men interpreted risk was played out in thexusé encounters. A situation was
often viewed as ‘risky’ based on the encounteraiathan use of condoms. A number of
participants pointed out that they frequently madegments about safety based on the

physical appearance of sexual partners.

| suppose just going on their visual | Webbave thought aahm meeting
like with like if you could say... | know that doesnmhake sense now
...but prior to January (when he was diagnosed wthiis) | would
have said oh if | was in thenames saurjavell... he looks healthy...

(Interview 1, Case)
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The following participant interprets his personigk of infection in the context of the

sexual relationship.

| remember just mapping it out one time, that neycpption of risk was much
more related to the tackiness of the sexual expegiethan the actual risk

involved. Then... a more loving...more wholesome sek.didn’t worry as

much about HIV. It's quite interesting really.
(Interview 19, Contact)

Some of the men in this study expressed a deseentwrace the risk and ignore worries,
rather than be conscious of risk and protect themseAs Lupton (1994: 107) point

outs, engaging in risk not only inspires fear, atxand repulsion, it may also be viewed
as pleasing, exciting and exhilarating. As Couryef2900) points out, embracing health

risks can also be away of demonstrating masculinity

There was one American on talking... and he saiohltdvant to know if
I’'m HIV positive... he said it would only make me nege and depressed,

just ‘to hell with it’ attitude... So | don’t know?.

(Interview 17, Contact).

Another participant talked about people who sougtget infected. It is interesting to
note that participants who made reference to sedplp described others, rather than

themselves, as being involved in the practice.

P: Yeah on the gay scene.. there is what theybcglcatchers.. people who

actively seek to get infected.

I: These people presumably would have unproteste@

P: Yeah.. that would be it..
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I: Are these ‘bug catchers’ common do you think?

P: | don’t really think so.. | think some of them lbe@r start by accidentally
getting infected.. and then they think ‘well | hatV so.. let's get
everything else’ kind of thing... it is bizarre..

(Interview 11, Case)

Difficulties negotiating safer sex
An important issue which was raised was the difficthat is experienced negotiating
safer sex. This extract from this participant ekdan great depth the difficulty of his
experience and refutes any suggestions that inijigafer sex is as simple as rolling on a
condom. This participant describes the ridiculé Heaexperienced when trying to initiate
safer sex. Eventually, he had unprotected sex famyrmonths with someone who he
later discovered was, and knew himself to be, tefdevith HIV.
He was the first person ever... that | had unpretedex with... and
literally... | was putting a condom on... and he saidrte... ‘why are you
putting it on?’ The first time | ever had sex whim, ‘do you think I've
AIDS?’ and | was like... ‘no! not at all’... I'd nevdrad unprotected sex
with anyone... | totally thought there’s no way omtkedhis guy is HIV...
he laughed at me for putting on the condom... sk b off... that was
the first time | did... what came afterwards | didsitspect for a minute...
for starters I'd end up in a relationship with himand that somebody
could actually do that... could have HIV and liteyalbugh at someone

when they put on a condom.
(Interview 18, Contact)

This participant goes on to say how complex thadsswvere for him because it was his
first time loving someone.
| kind of lost my head, | don't know where, at ttlséage it was my first
time loving somebody and | was... if you are... if | anthe two of us

are... kind of thing and | was all over the placdlyea stupid.

(Interview 18, Contact)
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Impact of HIV/AIDS

The suggestion was made by participants that younge were more likely to engage in
‘risk behaviour’ as they were a generation that hatl experienced the AIDS health
education campaigns of the 1980s, or perhaps, mgrertantly the direct experience of

losing friends and loved ones to HIV/AIDS

It is that they are invincible.. | seem to attrgotinger people and | am not
into that (unprotected sex) ...l like people my owgedo go out with
...but you know yourself if somebody comes on to ymd they are
twenty one, twenty two you are, oh my god, it isego boost... it really is
a major ego boost. And they say oh no condoms..l bay well | have
them here in my pocket here so you can use it.tAadjuy will go off in a

huff or else they won't use it...

(Interview 5, Case)

In my experience 35 and older... the condoms laraya there the
lubrication is always there. It is just assumed ttwa would use
condoms.. ‘cos they would have lost people. | wddde lost .. not
friends.. acquaintances in London. You know you thein once and then
you would say the next time ‘oh where are they? Whid they go?'...
they are DEAD!

(Interview 5, Case)

But the effect of the early HIV campaign, and at#& to sexuality generally, had a
negative impact on some participants for a conalder length of time. This

participant recalls his experience.
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Then | went back and got the results and | ditiate it at all... But he
(the doctor) said did you realise you are goindh&ve to change your
homosexual lifestyle? And didn’t tell me how.layghing...it was just
that you are going to have to change your lifestyl So | left... I'll
never forget it... | felt so wonderful... But then ldie out in terrible
shingles after that.... And | got a strep-throait.must have been in my
body. It was grand for a week then | was so relie\But then it brought
up a lot of stuff... a terrible anti-gay thing.... Whel almost thought
no... | can’t be gay... | am going to have to be not.ga

(Interview 19, Contact)

The ‘safer sex’ message can be interpreted as atimegnti-homosexual message for
some people as the previous participant points ®be social context of sex and
sexuality in Ireland historically and presently sba the experience of individuals. The
results of Ireland’s recent first national study sexual health and relationships reveals
that from 7,441 participants 47% of men and 57%vaifnen believe that homosexual sex
is ‘never wrong’. Viewed another way, 53% of mand 43% of women indicated that
homosexual sex is viewed at least sometimes agy beiong (Layte et al 2006). This

view of homosexuality as negative is also illugtdhin the following narrative.

And then there is still that abiding shame abootirysexual activity.
Maybe that is because | have been involved in H&vention, that | feel
almost then doubly ashamed if | have been engagexthything that is
risky... | think people would say ‘he ought to knbetter.” So when you
are talking about it, | am also reminded of thitigst help you around that.
I remember in the 90s, | know it's silly... but longiat the Madonna film,
In Bed with Madonna, she is so sex positive. ...rheaut of that feeling
fine about HIV. Because it was so sex positivend & more recent one
...I thought was very funny was Sex in the City wh8smantha goes for

the test... because she was sleeping with loads of.rhéhought that was
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very good....Like the Irish...we are a very anti-segisty... so going to a
health professional you don’t know where they amiag from.... And
you are worried about blame and you being blamear. a.whole range of
things. | think it is a problem, | think anyon@wd find it very difficult
to talk about their sexual activities.... It is veryery private.

(Interview 19, Contact)

5.8 Desire

As discussed earlier the concept of pleasure asdedenderlies most of the themes
emerging from the discussion on the lived reality@x for participants. It is of course,

an issue that is often ignored in much epidemialalgresearch. These respondents
illustrate this point that for a full understandiafjthe context in which unprotected sex
occurs it is necessary to acknowledge the value phace on what Sheon and Crosby

(2004) describe as spontaneity, risk-taking atichacy:
| mean sex is a very strong driving force isrt it

(Interview 17, Contact)

I have been highly irresponsible... and | don’t nézdbe told that because | know
it.... But... 1 am gay. And | like sex.. and what amupposed to do? | am not a

nun ...l am not a priest... | am not celibate and lanewill be...

(Interview 3, Contact)

5.9 Anonymous Sex

As previously mentioned, only 31% (n = 50) of casethis study ensured that all their
contacts were informed when they had syphilis.dditon, both cases and contacts were
asked about contactable partners within the pravibree months. Just under half (49.3%

n= 136) of cases and contacts combined, said th#ter partners from the last three

106



months were contactable. A fifth (20.9% n=58) saiohe of their partners were

contactable from the last three months. In the camstionnaire a number of questions
were asked, which explored the reasons why peagleat inform their sexual contacts

when they had syphilis. The most common reasondonrthis section of the research

was that many participants did not know the namgshone numbers to contact sexual
partners. Half of all participants strongly agreeih the statement, ‘I did not have

enough information such as names or phone numbensfdrm sexual contacts’ (see

figure 5.2). A further fifth (21.5%) were in agreent with this statement.

Figure 5.2
| did not have enough information such as names or numbers to inform
contacts
60
50
40—
c
[}
o
5 30
o
20
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[ 1
0 T T T T T
strongly agree agree not sure disagree strongly disagree

Table 5.13Partner notification: case questionnaires
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Strongly | Agree Not Sure | Disagree  Strong
Agree Disagree
“l didn't have enough n =96 n=41 n=>5 n=27 n=22
information (such as naMey, _ 56 3 | =215 | % =26 |%=14.1 | %= 115
or phone number) to
inform my sexua|
contacts/partners”
(missing n=9)
“l was too embarrassed tpn = 28 n=31 n=19 n =66 n=48
infform  some of my, _ o — o — o — o —
contacts/partners” % =146 | %=16.1 | % =9.9 %o =34.4 | % =25
(missing n=8)
| was too worried aboutn =18 n =36 n=18 n=74 n=45
confidentiality to give the , _ o — o — o — 0
names of some  of my/o =94 |%=188 |% =94 %o = 38.7 | %= 23.6
contacts/partners”
(missing n=9)
“l didn't have enough n=3 n=7 n=17 n=_84 n =80
time to contact some of my  _ o — o — o — O
contacts/partners” =16 |%=37 |[%=8.9 %o = 44 Y%o=41.9
(missing n=9)
“l didn’t contact some of n=7 n=15 n=13 n =80 n=175
my contacts/partnerSy, _ 57 loi-79 |06=68 |%=421 |%=395
because | worried about
verbal abuse”
(missing n=10)
“l didn’t contact some of n =6 n=3 n=11 n=81 n=90
my comactslamnerSe, 54 o-16 |o4=58 |%=42.4 |o%=47.1

because | was too worried

about physical abuse”
( missing n=9)

ly

The qualitative data further supported the view #rnymous sex is an important issue.

Some patrticipants said that anonymous sex was iaechtat people make for a number

of reasons: firstly again, the issue of pleasurs gemtral.

| think some people get a buzz from it [anonysisex]

(Interview 13, Contact)
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It is easier for me to have anonymous sex... becausan control the
situation... ... whereas in a more intimate situatihere you really like
someone, and then things are happening and yointge&a relationship
and you are going to have intimate sex and thatnmre difficult situation

to negotiate ...
(Interview 19, Contact)

This participant goes on to say how frustratedvhe when he was notified by a sexual
health nurse by the provider referral route thathed been exposed to infection. He
believed that the sexual encounters were anonymohsrefore, receiving a call

suggesting that he was a contact of syphilis wa$ieasaw it, an invasion of his right to

remain anonymous:

Part of the frustration was ...l had slept with othe over a while at that
time... | am in a relationship now... but at the timé.didn’t know their
names. And... that was kind of a surprise to noen&ne actually had

my name.

(Interview 19, Contact)

Being asked the questions in relation to partreard,in some circumstances, being under
some degree of pressure to inform partners maybeterproductive because it is time
consuming and not effective if people do not hawve eontact details. It may also serve
as a barrier to people who wish to attend the adinservice. Only two participants
suggested that people might state they had onlgyanous sex as ‘an excuse’ to avoid
engaging in a discussion about partner notification

I would say that they know them but they just’tarant to say...

They don’t want to give the name... they know in theart and soul who

they are.... and they don't.. it might be throughriand of a friend that

they have met this person .. so they don’t wasaio
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(Interview 4, Case)

This suggests that sexual contacts are not as arousyas the term implies- there may
be some identifying features and there is the pdsggiof future encounters. But the

issue of safety, both social and physical, may bEaaon for not breaking the ‘silence’.

Faces and places

When discussing anonymous sex, frequently a napuogression by participants in the
interview dialogue was to move on to the issueavhimercial sex venues, in particular,
saunas. Concern about saunas was raised in Dabline peak of the syphilis outbreak;
and the question of whether saunas should be closed raised in public (health)
discourse. This did not happen, but attempts wexdento increase the health promotion
work conducted in these settings. Saunas were Waguently discussed in the
interviews, as a potential barrier to partner mmdifon effectiveness. The majority of
participants (recruited from clinics) reported ttia¢y had been to a sauna in the last year
(58%, n = 173), only 18% (n = 53) said they hademndeen to a sauna.

Table 5.14: Last time in a gay sauna — clinical qeionnaire

In the last month| In the lastOver a year Never
year ago
Last time in| n | 84 89 72 53
a gay sauna
(missing
n=6)
% | 28.2 29.9 24.2 17.8
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Saunas come under the umbrella of public sex verarebs Frankis and Flowers
(2005:274) describe them as private indoor spagesifgcally (though sometimes
unofficially) marketed as ‘sex on the premises’ wes that require entrance fees and
cover charges. The term used can vary between reesinFor example they are called
‘bathhouses’ in the USA and saunas in Ireland dred UK. The mean number of
partners that respondents met in saunas in théopiethree months was 2 (SD 7), in gay
pubs it was 1 (SD 2), on the internet was 1 (SBr8) cruising ground was 1 (SD 3). The
qualitative data also support this: The followiragticipants explain in their opinion why

people might go to a sauna.

| suppose a lot of people are into that very eribtilcg of having sex
in a group.
(Interview 21, Contact)

They'd stay there all night ‘till they had enoughand they’d go
from one to the other...

(Interview 27, Case)

Many respondents talked about saunas as beingiagsbwith drug and alcohol use.

normally when | go the sauna is when | have fatlen

of the pub.. and | have few drinks on me or dutmirage.. or some sort
of night when you are out partying and you havebphbly taken
something and whatever and you end up there..

(Interview 9, Case)

A number of participants reported going to saunaeipely because sexual encounters
are anonymous as this participant reports.
...was only at that stage [after the end of a lommteslationship] that |
started being promiscuous as such.. going to theasaam.... and ... it

would be just for the sake of anonymous sex.
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Darkness

(Interview 9, Case)

A number of factors present in the saunas congibta the possibility and desirability of

anonymous sex. This participant illustrates vivithg progression of physical darkness

as one goes through the sauna.

Silence

Well initially there are changing rooms and lockehen you’ll go up
then and there’s cubicles and showers and thergsaan room and sauna,
the sauna you can see people, you can see whdbtilefke, the steam
room that’s a bit darker, there’s a glass doortaede’s a small hall
way and then you go into the right and it's darkr#) but also up on the
top floor there’s what's called the dark room and that’s pitch black,
so people are having sex and they don’t even knbat ¥he other person
looks like.

(Interview 17, Contact)

Absolutely, you don’t know their names, you ddaibw anything about
them, you don’t even know what their face lookgJiko it's quite scary
actually

(Interview 18, Contact)

Silence was reported as an unwritten rule in thiengs of saunas. In particular, in the

areas of the sauna where people engaged in sestiiaties. Silence served to protect

individuals physically and socially as well as adglio the sexual ‘frisson’.

because you daren't talk, they mightn't like
the sound of your voice...but this is ..just partha illusion or
whatever, it's just another world... like you wouldnmhderstand anything

about it... a normal girl likes you ...
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(Interview 26, Case)

I: Is there a reason for the silence that youthark of?

P: For the silence between the guys? well they madyike the sound of
your voice and if you do find people talking too ¢hun that
environment, in the actual sauna or somethingthlat ...it kind of breaks
whatever kind of sexual frisson there is in if,you get a blabber mouth
it does have an effect. But like | was talking outhe changing room
which is the most obvious place to talko it's permissible there

apparently.

(Interview 26, Case)

The view that silence is an important feature ainss has been supported by other
researchers (De wit et al 1997, Keogh and Weather2200, Elwood, Green and Carter,
Frankis and Flowers 2005). Keogh and Weatherbur@OQR point out that
communication of intention happens but is carefalbyducted using non-verbal cues.
Eroticism, they point out is generated by this Ilto@nonymity. Non-verbal
communication in these settings preclude an altititgdiscuss condom use verbally and
Elwood et al (2003) argue that it is this silencanm, which contributes to lack of
condom use. As this participant points out, thiergie’ of saunas also contributes to the

inability to inform sexual contacts when syphibsdiagnosed.
P: | have had sex in a sauna with somebody whaseenl didn’'t ever
know..not [to] mind have [it] now.. or have his nioen... or anything like

that... | think a lot of people would find that indible...

(Interview 2, Case)

Dangers of saunas

113



A small number of participants had adopted theadisge of public health medicine and
suggested that saunas should be closed down:p&rsen had worked in a sauna and his
argument for sauna closure was based on what hedesdthere
P: They’re not healthy, | worked there for 3 weekd it's just not
healthy, | don’t know how anybody can go in theéhere’s drugs and then
alcohol and unprotected sex, ...the counter for corgdthere but them
don’t be used.
I: People just don’t use them?
P: They couldn’t be bothered running down the@stnd getting a condom
and running back up.
I: So it's in a different area?
P: Yeah they don’t have them up stairs in theaaer on the wall,
you've to run all the way down and get them andallithe way back up.
I: So that’s a disincentive for people is it?
P: Yeah and there’s no cautions, there’s no signsvell there is but
not up around...it'’s just not... it'’s just ....disgusting

(Interview 27, Case)

Many participants did not agree with such a view argued that there were a number of
advantages to using saunas. Saunas provided ast ¢oitl people especially as this
participant suggests, those that have no othealssgpports:

P: L like it's a wonderful amenity to have thérgou’ve no

outlet
(Interview 26, Case)

Another interviewee identified some benefit of saatbecause it provides a setting for
health promotion interventions such as health mfdron campaigns and offering
screening services for sexually acquired infections

| think testing in the [names sauna] is a bloodpdyadea.... When they came

in...it's an expensive thing to do | suppose... you talk to people and show

them leaflets... | think that's a good idea... you'rethere where the harm is

being done...
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(Interview 17, Contact)
5. 10 Conclusion
What | have explored in this chapter is the livedctice of sexuality in the context of a
syphilis outbreak. This helps to explain the gutvieen implicit expectations of how
partner notification is supposed to work in theand how it occurs in practice. Health
professionals assume that they know what MSM desienely the avoidance of
infection. Yet as Holmes and Warner (2005) stdte, level of ‘forbidden’ desire can
have a deep psychic meaning- it is not, they poutf an incorrigible act that can be
educated away. This chapter has explored the eoditylof the issue of sex and
sexuality from the perspective of MSM.. Negotigtiand practising safer sex is a
challenge, as outlined by the men who patrticipatethis study. A tension existed for
many men between a desire for pleasure and pnogebgalth. In some cases, engaging
in a practice that was deemed by professionalsss/” added rather than took from the
element of enjoyment. Yet, many participants sougheconcile the balance, believing
that they ‘should care’ (Robertson 2006). Good akkgitizenship may be seen to prevent
infection to self and others. To reconcile thisaently contradictory position, men went
for ‘check ups’ to overcome the limitations of thability to control the potential to
acquire infection. In exploring the lived practioé sex from the perspective of MSM,
anonymous sex is frequently raised. As outlinedCimapter 2, it is widely held, in
particular in the epidemiological literature, asingethe biggest barrier to partner
notification amongst MSM. The findings of this syugave shown that ‘anonymous’ sex
is itself complex. Rituals govern the setting iniethmen meet for anonymous sex. The
unwritten rules of these sexual exchanges mean ttl@tencounter ends with no
commitment or obligation (Haubrickt al2004). The practice of partner notification puts
an expectation on people that they should informtneas but communication is in
conflict with an unwritten code of contact for suekchanges. Having set out the context
of men’s experiences of sexuality in this chapitényn in the next chapter to explore the
participants’ specific experiences of partner ncaiion.
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CHAPTER 6

LAY PERSPECTIVES OF THE
PROCESS OF PARTNER NOTIFICATION

6.1 INTRODUCTION

This chapter is concerned with the findings in tietato the lay perspective of partner
notification. It offers a previously untold storyf dhe attitudes, experiences and
perceptions of men who have sex with men on thgsubf partner notification. There
are three stages to the partner notification podesn the perspective of men in this
study. | have named these stages: ‘coming forwdilidging out’ and ‘telling others’.
Each of these stages will be addressed in sequéscelescribed in Chapter 1, this
research took place in the context of an outbreblsyphilis in Dublin. A large
information campaign encouraged people (MSM in ipaldr) to come forward for

testing.

6.2 COMING FORWARD

In the Irish ‘vital statistics’ gay men’s study (@al et al 2002), 28% of men had
attended for a check up for sexually acquired itdes in the last year, with only 66%
saying they had a ‘check up’ for sexually acquirg@ctions at some point in the past.
Equally, in this study the majority of my populatieample had come forward for testing
previously. In the community component of the stthe men recruited from social

venues), 57% had previously attended a clinic.

Table 6.1Previous sexual health clinic attendance: commyupiestionnaire

Missing n=0

Yes No
Have you ever attended|a = 117 n =87
sexual health clinic

% =574 % =42.6
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What | want to explore in this part of the thasi©iow MSM, rationalise about when to
come forward (or not to come forward) for testihg.describing below men’s decision
making about coming forward to clinic for testingyill show that the men in this study
did not necessarily conform to hegemonic mascutieas of health and health care. As
outlined in Chapter 2, men are traditionally segeb@ing reluctant to seek help in relation
to health issues. The men in the study also dicconform to classical health promotion
ideas of health. Rather, the study supports a Weaw other life priorities may interfere
with a desire or an ability to seek health advidee sample can crudely be divided into
two groups: which | have named the ‘vigilant testeand the ‘reluctant testers’. The
‘vigilant testers’ reported a willingness to attefad screening proactively, while the

‘reluctant tester’ were slow to attend even whemsypmatic.

‘The vigilant testers’

There were two over riding factors for the vigildesters: a sense of duty for their own
health and sense of duty to others. A quarter okehwho completed the clinical
guestionnaires had attended for a proactive ‘clugtkThis group of people fall into the
‘vigilant testers’ category. These participants destrated a more feminised approach to
health seeking that is more typically associatedh wvomen and assumed to be
associated also with MSM (Robertson 2006). Manyhofe | interviewed also spoke
about their belief in the value of attending progety. There was a suggestion that it was
good sexual citizenship to attend. Frequently them mm this study suggested that there
was a moral imperative for MSM to attend for sexuehlth screening, seeing it perhaps

as much a duty as a right.
Certainly... every gay man should be coming here.nceoa year at
least... if they are not in a monogamous relationship

(Interview 13, Case)

Some participants talked about attending for a a@exwealth screening when a

relationship became more serious or when they watatemprove their relationship(s).
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As such, coming forward for testing was an act cated out of concern for others as

well as oneself.

My first time was the clinic oiflnames street) no worries at the time...
just decided to amend my life at the time ...and dlettithe first thing to
do would be to get checked out...make sure everythiag okay...so |
could improve my relationship with my wife...moreless....

(Interview 14, Case)

‘The reluctant testers’

Not all participants indicated a willingness tceatd clinic. Three quarters of all clinical
participants (those that did attend) reported thay had difficulty attending clinic. Not
all participants indicated a willingness to attesekual health screening services either
for a proactive ‘check up’ or even when they re¢sgt some possible symptoms. This
was particularly relevant to men recruited from @&y community venues (clubs, pubs
and saunas), where just over half had ever beendmic for STI testing. It becomes
clear that more participants fit into the ‘reludtalsters’ than the ‘vigilant testers’
category. The description from the participant bels one such example of a reluctant

tester.

P: | hadn’t been [to clinic]

I: Ever?

P: Well | had... but not since... Jesus ...1985...whiclcrazy.... but |
hadn’t been... So that was the reason... | would bg wefolved in gay
stuff and gay politics... and | would have a huge antoof social
support... but I find it very difficult to go to clics... | just find it very
challenging to go.

(Interview 19, Contact)
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Non-attendance at clinic was described as ‘doirgrttacho thing’ by a forty year old
man (Interview 9 case), who had not visited a dofcn20 years. Even on recognition of
symptoms a number of men conformed to a hegemomnstieiction of masculinity

indicating reluctance to attend even on recognitibsymptoms.

| think with guys... men are notoriously bad...thegn't even go to the
doctor for stomach ache ... so they think ‘I've jasstrained muscle’...if
the lymph nodes....just strained muscle, just camy.o

(Interview 5, Community)

A number of factors made attending clinic difficuls third of all participants in the
guantitative component of the study (29.6%, n=%3cdibed embarrassment as a factor
that made attending clinic difficult. Concerns abaonfidentiality were reported by

fifteen percent of all participants (n=46).

Table 6.2What (if any) made attending clinic difficult? {@ital Questionnaire)

Number Percentage
Fear n=281 31.6%
Embarrassment n=290 29.6%
Time constraints n =89 29.3%
Concerns about confidentiality n =46 15.1%
Other n=16 5.3%
None n =62 20.4%

Perhaps not surprisingly then, a similar numbeortegal that they did not tell anyone that
they had attended a sexual health clinic. A conedout being seen in the clinic waiting
room was frequently reported.
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| don't think ...If ...say... | was given the choice ..cahthink | was at
the beginning... of having it closer to home... or herd would have it
here...and probably if 1 was given the opportunity ldving it in
America... (laughs)... | would have to take America..

(Interview 10, Case)

The stigma of sexually acquired infections washiggest reason why some participants

reported a reluctance to discuss their sexuallinehitic attendance.

Table: 6.3 Have you told any of your friends or family thatu attended a clinic? (Clinical Questionnaire)

Yes No
Have you told any of yourn = 235 n =68
friends/ family that you % = 77.6 % =224

have attended a sexual
health clinic

(missing n=1)

It was also the reason that many others guaraelgl the knowledge of their diagnosis
and divulged it only to a select few. The stigmaswantributed to by the ‘dirty’ label
attached frequently to sexually acquired diseask extended beyond those who had
infection to also include those who might be susgbof having one. In addition, the
stigma related also to having a sexual orientatubiich deviated from what might be
perceived by society as ‘normal’. Many participargferred to a double stigma, which

was due to being gay and having a sexually acqunfedtion.

P: | don’t know... treatment for STDs... people gofogtreatment is... it's
going to be an uphill struggle I think.

I: And you used the word hatred?

P: Well to be honest | haven't encountered bigt there.

I: Hatred towards gay people?
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P: Yeah... but maybe that's a perception | have ohaybe if you hear of
someone getting mugged... or something like that.

I And you feel that it's because they're gay?

P Yeah... I don’t know how you would go about geagtpeople relaxed into

the idea of going to be tested in an STD clinicredlly don't..."

(Interview 17, Contact)

Fear was another major reason why men found attgrainic difficult. One third of all
participants reported experiencing fear. The inesvg revealed the complexity of the
issue of fear for many participants. The fear was th a range of issues: such as their
personal health, fear of the unknown and fearesttment.

I: When you saw the sore... what did you think?

P ....oh God I am going to die? (laughs)

I: Did you really?

P: Yeah.... | have never had any kind of STD... ortlaimg like that....I
have never even been for a screening.....so...it wagjar shock...

(Interview 9, Case)

Practical difficulties were an issue for many pap@énts as they struggled with the
challenges of a busy personal and work scheduletlaadhiggling awareness that they
might benefit from a sexual health screening. s particularly true when they had
reason to believe that they may have been expaseahtinfection. A third of all
participants (30%, n=89) reported time constraagsa factor that made attending clinic
difficult. Taking time off work was a concern foramy, not least because it was often
coupled with a concern that the information thatytthad attended a clinic might be
leaked to employers. This participant describeséfiesal of his previous sexual partner
to attend as he feared the negative impact it naag lon his employment.
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I: What do you think would be the main reason?

P: He’s afraid that it might get back to his enyglo.. because if he had
anything...and he’s working with food... even thougleythdo wear
gloves... and all this stuff... he’s afraid that he \blose his job... but |
was explaining to him it's completely confidentiahd his employer or
that wouldn't be notified ...

(Interview 26 case)

It becomes clear that the ‘reluctant testers’ hadywgenuine concerns which make
attending clinic difficult and in some cases impbles Considering that the ‘reluctant
testers’ were a sizeable proportion of the samplajght be asked then, what actually
prompted the attendance of those who did come fohfiar testing. Participants in this
group largely attended because they had symptamger@ informed by a sexual partner
that they should attend. As mentioned previously tesearch was conducted against a
background of an intensive syphilis awareness m&ion campaign which acted as a
trigger to prompt attendance. In many cases, itavesmbination of factors that resulted
in men in this study attending. For example, sonem mmay have been informed by a
partner that they should go for a check up, bt #one was not sufficient for them to
attend. Many reported that they also waited forggms. This was despite the fact that a
person can be infected with syphilis and be asymptm. The participant below

describes the difficulty he had attending clinieewhen he had symptoms.

But then I just got the courage... and just went upecause | knew | had
something then... so then | had to go... because | khevas kind of
serious and | went and they took it from there ...

(Interview 27, Case)

A key informant, usually a previous sexual partier, ‘the ball in motion’ for some of

the reluctant testers.
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P: My partner had told me... prior to me noticinghat he had picked up
syphilis and he also had gonorrhoea. My partndrla. like... he lives
in Manchester and | live here in Dublin so | haerpevatching out for
signs... then | did [get signs].

I: What signs did you have?

P: Mm...spots on my tongue, then they came out &teund my groin area.

I: So then you came to clinic?

P: Yes.

I: How much later after he had told you that, gidi go to the clinic?

P: About 3 ¥2 weeks.

(Interview 20, Contact)

In this section, the complex issues that help adé&i someone in coming forward for
sexual health screening have been describedcdtinsmonly assumed that men who have
sex with men adopt more feminised approaches tada vange of life events including
health seeking. This study has highlighted the dermpelationship MSM have with
notions of masculinity. The first group of men Weddentified as the vigilant testers did
indeed present a more feminised approach to heakking, but they formed only a
quarter of the group. The second group, the rehtidesters, demonstrated a hegemonic
masculine approach. Therefore, the men in thisystashnot be said to easily fit into a
hegemonically feminineor hegemonically masculine approach to health seeking
behaviour. Instead, the findings demonstrate timeptex interplay of real life issues that
may act as barrier to attendance. In the next@edine experience of ‘finding out’ about

syphilis results will be discussed.

6.3 FINDING OUT

In this section, | will concentrate on the reactioof men in the study who received
positive syphilis test results. The reactions,swprisingly, varied between men. Yet, the

major reactions experienced by many included shéeds, relief, and shame. | will
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discuss each of these issues separately. In toitose!l will draw mostly from the
qualitative interviews which reaped rich data oa éxperience of a syphilis diagnosis on

the individual lives of the men who participated.

The word ‘shock’ was frequently voiced to descriipgtial reactions to a syphilis

diagnosis, as this participant described.

I: How did you feel when you were told that yaadrsyphilis?
P: Gob smacked, shock and horror... and then toldehat it was probably
quite old syphilis ...that it wasn’t something newcarrrent.
(Interview 1, Case)

Many other participants also echoed these wordsotk:

| got a bit of a land.... To put it mildly...
(Interview 10, Case)

Co-existing with this reaction of shock reactionsveasearching for meaning. For some,
the shock was because participants believed thdyblean ‘careful’. However, some

participants had considered that being ‘carefutluded having unprotected oral sex. It
came as a surprise to many that being ‘safe’ for Whs not the same thing as being
‘safe’ for syphilis. Being ‘careful’ often also maathat there was an assumption of
monogamy on both sides of relationships, althouglpractice, this was not always the
case. This participant describes vividly his deeprsh for explanations to his own

syphilis diagnosis.

| remember then they phoned me... and said | hadiae in... that they
discovered that | had syphilis ....and all that.... #meh for me | couldn’t
understand how ...because | was also so careful...saghg that... |
wasn't perfect either...I know that... but | alwaystsof felt that | was

very careful and cautious and all that... and | wiaanperson who went
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out and was with everybody... involved with everybodySo of course |
was there trying to think ...and being honest | wasab sure how |
actually got it...well I know how | got it... but | wa¥ too sure who was |
with that | had got it off.... And then you sort dfink back now and say
ok... there probably was a couple of people thatrt esbwas with and
obviously | caught it off one of those... and thea guy that | was with...
we were sort of going out with each other too... arghid well ok |
wonder if he has it because myself and him we \kergng unprotected
sex... so | wasn't really too sure... and knowing thg gcene the way it
is too... you have to be very careful... | realise rtbat you wouldn't...l
wouldn't trust a man as far as I'd throw him anywaySo | sort of look at
my own life and sort of see how did it happen... vehers it and all that
and being honest | can’t say that | can pin pdidbwn and say ok this is
exactly... that’s probably the hardest thing...

(Interview 25, Case)

Fear was another major reaction for most men whie wieagnosed with syphilis. The

fear varied between individuals and differed depegman their previous knowledge and
experiences. The connection with HIV was a cond®msome. Symptoms were
interpreted by some as symptoms of HIV rather thase of syphilis infection. The fear
of HIV, which already existed was not helped by tlaet that some information

awareness leaflets pointed to the fact that syphdin facilitate the transmission of the
HIV virus.

... At first it was oh my God what is this? Is tltis. have | got the

big A?... and all those kind of questions..... it wast that feeling.... Is
this down the line... is this down the slippery roav?... is this going to
lead to my end?.... when | just relaxed and said.right .... just deal
with this now....you know.... But .... It wasn’t a defieidoom.... But it
was upstairs [points to his head] ...at the same.time

(Interview 9, Case)
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Relief was a subsequent reaction for most of thiBggaants. For some, this relief was a
result of knowing that they were negative for HRor others it was relief at knowing
that there was an effective, (if inconvenient aftdropainful) treatment. A small number
of the participants reported that prior to attegdine clinic, they had perceived syphilis
to be a disease of the dark ages. For which thasdittle hope or cure.

Yeah, | was obviously a bit shocked... | was gladvasn’t anything
worse. It could have been... it could have been .HI\or that.

Obviously | felt a bit weak at the time... but it wasshort-term effect.
When it was explained that it was easily treated you will be cured in a

fairly quick period of time | was happy enough & gn with it.
(Interview 14, Case)

Many participants talked about an abiding sensshaime, that they carried a disease

which was associated with stigma and transgression.

In a way you see it... you feel bad... you feel morgatee towards

yourself in a way.
(Interview 12, Contact)

The association with dirt was reported by a nundfehe men. While most reported that
that feeling disappeared quite quickly, others #d@sted a little longer. This participant

chose to cut himself off from social interactions the duration of his treatment.

No... | suppose in my head | knew... ... but... I just.fdifelt dirty... do
you know what | mean.. and | just didn’t want todreund other people

... ‘cos | felt dirty.
(Interview 9, Case)
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The sense of shame and dirt was related to theinvagich the infection was acquired.
Some participants communicated a sense of selfébthiat they in some ways got what
they deserved. This participant described why hesetio keep his syphilis diagnosis to
himself and not tell even his closest friends t@mre would ordinarily tell most things.

There was a sense of... this is what you get ‘cassgoew around...

(Interview 2, Case)

In this section the experiences of men who wergraiaed with syphilis have been
explored. It has been seen that the experiencegedvdretween individuals but
nonetheless the four reactions of shock, relieft &d shame were reported by many. In
the final section of this chapter, | will focus tre issue of telling others: an action that is
requested by health professionals when individaedsdiagnosed with sexually acquired

infections.

6.4 TELLING OTHERS

The experience of MSM dealing with partner notifica will be described in this
section. | will look at how partner notification waconducted and experienced. The
overwhelming sense from both the qualitative anangjtative data was that men were in
principle in favour of partner notification. It wagen by most as the ‘right thing to do’
and was frequently framed in such moral languagsvé¥er, men still found it a difficult

thing to do.

Approaches to partner notification

As discussed in earlier chapters, partner notibcatan be conducted in a number of
ways. Sixty nine percent of participants who haghdis (n= 138) said they informed

some of their sexual partners themselves (‘patefetral’). Twenty four percent (n=46)
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said they did not inform any partners themselvearmange for a clinic to do so on their
behalf. Provider referral was used very often with% (83 participants) reporting that
they gave details to a health advisor to inform edar all) of their ‘contacts’. This figure
is much higher than usually reported (Dehne e2@02). The most common approach,
however, was to tell ‘contacts’/partners ‘face aod’. This was used by 70% (n= 97) of
index ‘cases’ at least once. Notifying over thempdwas used by 46% (n= 63) of index
‘cases’. Other possible approaches to informingevused much less frequently: Only 7
% (n= 10) informed a possible sexual contact thinoemignail, even less (4% n= 5) sent a
text message and finally only 2.2 % / n=3 infornigd letter, one person ticked the
‘other’ option and stated that he informed via &eotperson.

Table: 6.4 Approaches to partner notification: case questmes

Yes No
Informed over the phone n =63 n=75
% = 45.7 % = 54.3
Informed face to face n =97 n=41
% =70.3 % = 29.7
Informed by text message n=5 n =133
% = 3.6 % = 96.4
Informed by email n=10 n=128
% =17.2 % = 92.8
Informed by letter n=3 n=135
% =2.2 % =97.8
Informed by other means n=1 n =137
% =0,7 % =99.3
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Of those who did inform partners themselves, thetmeual approach was to meet them
and tell them ‘face to face’. This approach waslusg70% of ‘cases’ at least once. The
‘matter of fact’ way in which this is communicatesl highlighted in this example
although this relatively relaxed approach is notessarily typical of all those who

informed their sexual contacts face to face.

| just rang him at work and | said I'll meet yaar fa jar. And | met
him in [names bdrthat evening... which is where we normally go. | just
said | was up inrfames cliniftoday for a check up ... and | said | have a
dose of syphilis... | said you better go and get gelirchecked out. And
he says “ah shite...that is all | need!” and thenhad a drink...

(Interview 4, Case)

As mentioned earlier, partner notification was ammediate concern for many when a

syphilis diagnosis was made.

I: Your first reaction... You said was who am | ggito tell?

P: Well who am | going to tell.. my first reactiovas.. well... who have |
been with sexually?... and the second one... am | géingell my
friends?... no | not going to tell my friends... againhwasn’t anything..
There was a sense of (pause..) this is what yoaaggeyou screw around...
but | wasn’t sort of... if this had happened to mey#ars ago | would
have been devastated...

(Interview 2, Case)

People with syphilis engaged in ‘information manmagat’. Disclosure of a syphilis
diagnosis was done on a ‘need to know basis’ aspaiticipant highlights. The public

health imperative to control disease was seenraasbnable justification for disclosing
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the information to those who had been exposedfextion. For other people, however,
such as friends or social acquaintances, many marprepared to disclose this personal
information. There is a complex issue of trust @lling sexual contacts about the
diagnosis. The stigmatising effect of having a sdélyuacquired infection, or being

identified as gay or bisexual was a considerablecem for many and the possibility
exists that they may reveal this private inform@atito other acquaintances. One

participant makes this point:

Yeah... | spoke withrfames health advispat the time and she gave me
some slips that | could pass on if | ever did ca@omss anyone ... but ...
| thought about it.. | thought about it lots andee\still.. | still can't .. |
couldn’t imagine walking up to myself and sayinghere is a chance that
you could have contracted something cos | pickedsaimething.. you
know... some parts of me would... NO.. | can’t imagmgself doing
that.. | think it is a very hard thing to do.. ahdhink | would be ..
especially... in the gay community ... in the gay scetevould be very
easy for somebody to point the finger.. and say.my gawd.. he said
this.. or he is kind of like... he is the one witle thig infection.. and he is
the one that started it and he told me and blah blah...So .. ... .|
couldn’t see myself doing that..

(Interview 9, Case)

Many participants talked about a strong sensesgfamesibility to tell sexual contacts and
partners. Although not confined to those in a refeghip, it was most noticeable within
this group. The various relationship contexts amb®M added to the complexity of
partner notification. Some participants had lonmgratenonogamous relationships, others
had open relationships, others had casual enceuntéh the same people on an
infrequent basis, others engaged only in sex wtiesg never exchanged names or any
other contact details. In general those who wenegular relationships had the greatest
difficulty with partner notification and the impaftir some was the ending of a long term

relationship.
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The choice of referral method was closely relatedtie type of relationships. A
consideration in making this decision was baseam men with syphilis anticipated the
person receiving the message would react. Thewollp participant gave details for a
health advisor to inform a number of his conta€tsese were people who he felt were
‘au fait’ with the syphilis information campaign é&mvho, therefore, would not be overly
alarmed to receive a call indicating that they badn possibly exposed. By contrast, he

then outlines his reason for telling one partnerdalf.

| decided to tell him face to face as | didn’bknwhat his level of
knowledge would be ...and he wouldn’t be somebody wioald be on
the scene... | didn’t know how scary a thing it woblkel for him, where |
knew that | could talk to him... if he was goingdive me the impression
he wasn’'t going to go for a test... than | coul& ta him... and tell him it
was not that bad and blah... the two guys whosesedrgave you for the
syphilis... were people that | knew were as knogésble about syphilis
as | was... So that it wouldn’t be a huge ordealli@m... They knew the
story with it and so on...

(Interview 2, Case)

Some participants chose not to tell in person.lifiggkomeone over the phone is the next
most usual approach to patient referral. This aggrovas taken by 46% of cases (63
men). Below is an example where phone contachtisipated to be less acceptable to
contacts than meeting them face to face. It wad wdeen contact was difficult to make
or when relations were strained and face to facgach was not usual. This point is
illustrated when he says ‘just a phone call'. Hoerewt is not always desirable or
practical to inform face to face such an approachartner notification as this example

also highlights.

| was finished with him that April... the same yead
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We didn't finish on very good terms... so he was gdim be just a phone
call...l wasn’t going to visit, the others were phaadls because they live
down the country and there was no way | could fimeim... so | just had
mobile phone numbers.

(Interview 16, Case)

Ease and Difficulties of Telling Others

Men preferred patient referral as a means of natffysexual partners of a syphilis
diagnosis. However, patient referral was not arsyeaption’. At the very least it was
considered embarrassing, for many it was very suksThe unpredictability of the
situation may have resulted in the end of a retatigp and in some cases abuse or fear of
abuse. The stigma of having a sexually acquiredctidn coupled with the stigma of

being identified as gay or bisexual was also adiffy identified by many participants.

Frequently participants reported that the respaodbe notification was a positive one

where the partner communicated gratitude for beifaymed:

He was grand... he was more relieved that | ta thiat | had
contacted...that everything was out in the open... hetgally in a
partnership... he’s with somebody else but he waghted...he went
straight up and got tested for it.

(Interview 29, Case)

However, not everyone got such a reaction. Thidiggaant had a more negative
experience.
Yes, | had all their numbers on my mobile. | plebieem up and it was
quite difficult... (nervous laughing)...to do it, sonpeople, one guy in
particular | could hear the disgust.
(Interview 22, Case)
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Men who were diagnosed with syphilis (‘cases’) mspd a mix of feelings as they
communicated with partners about their syphilis gd@ses. Embarrassment was

frequently reported:

| was more embarrassed than anything else. | teamkarrassed was the

main thing... mm...but | mean... he was very...you knowalm about

it all. 1 was pretty embarrassed that was thetgstdhing about it...
(Interview 13, Case)

It was more embarrassing ‘cos | knew him.
(Interview 4, Case)

Notifying partners was intensely stressful for mararticipants, with many suggesting

that anticipating the ‘telling’ was often worse thactually doing it.

Driving home, | had to go through all the posssatenarios...not knowing

how he would react.
(Interview 1, Case)

| thought about it on my way home and | said: ‘Nl@m just going to

confront him and tell him out straight’.
(Interviewl5, Case)

The issue of blam@as damaging to relationships and was also rais@uerviews. The

effect for some was the end of relationships.

...and even with the syphilis... a lot of the stuffsasort of thrown at me
which made it very... very difficult... | think that’probably the reason
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that we split up so many times and yet each timespli¢ up we got back
together... and we didn’'t really sort of sit down adlrify... work
everything out...

(Interview 25, Case)

Abuse or potential abuse can be a factor that ptsviadividuals from notifying their

sexual ‘contacts’. For the vast majority this wad an issue; However for a number it
was. Sixteen individuals said that they experidneerbal abuse after telling sexual
‘contacts’ or partners. Two individuals stronglyregd with the statement that they
experienced physical abuse as a result of informegial partners. A small number of
other participants also raised the issue of pefsafaty as an important issue in relation

to partner notification and as a potential batgeapproaching contacts themselves:

I: And you would be worried about yourself?

P: | wouldn't want to approach him myself... becausk wouldn’t want
him...fair enough... he knows I'm around Dublin... but deesn’t drink
in the pubs that | drink in ...and he doesn’t... knowere | live and he
doesn’t know where | go to college...I prefer that. kézp it that way ...

(Interview 5, Case)

Public health policy operating through health adrdsrecommends the tracing of all
sexual partners (within the ‘infectious period’)aperson with sexual acquired infection.
The men in this study who were index patients ®aseere also duly asked to inform
partners. This is a unique health care situati@abse it involves asking patients to break
bad news to other patients. Telling someone thaaktls a possibility that they may have
a sexually acquired infection is bad news. Breglad news is recognised in practice
and research as a challenging area of health cardealth professionals such as nurses
and doctors receive training to carry out this w@@ooke et al 2003, Wakefield et al
2003). But people diagnosed with sexually acquinéections are always asked to break
this bad news to their sexual partners. This i®ry ehallenging for them to do for the

following reasons: Firstly, this comes at a time aoinsiderable stress as they seek
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treatment and make sense of their own personalindsg and treatment; secondly,
individuals with infection, unlike health professads, do not receive training in how to
communicate bad news effectively; Thirdly, unlikeealth workers who keep a
professional distance from their patients, thogt wexually acquired infections have (or
had) intimate relationships with the person to whbey are breaking bad news; Finally,
the disclosure of the bad news, involves potegtsdirious negative consequences for the
individual person with syphilis: relationships maynd, knowledge of their syphilis
diagnosis will no longer be private, many others/rhaar about their syphilis diagnosis,
their character and reputation may be damagedti®aship contexts also have a role to
play in how easy or difficult the process may béeTintensity of the difficulty will
depend on the relationship situation. Those intimrlahips may experience greater
difficulty as a result of the impact on their parabrelationship. Without doubt, breaking
the bad news of syphilis diagnosis to a sexualnparinvolves significantly more
repercussions to the patient communicating the agesgshan the breaking of bad news
by health professionals in other situations. In gketion that follows the experience of

MSM who were notified as a result of partner nogfion will be explored.

6.5 PARTNERS REACTIONS

Those completing ‘contact’ questionnaires were dste@ give their opinion on the
statement: ‘the way | was told was ok with me’. Alh two thirds (61%), n = 63)
strongly agreed with this statement. A further 3132 people) agreed with this
statement. Four people strongly disagreed withstatement and a further two disagreed.
The dissatisfaction with method of partner notifica did not appear to be related to any
one particular relationship context or method aftiper notification used. Of those that
strongly disagreed, two had been informed by ‘chsuantacts’ and two had been
informed by partners. One of these had been infdrine text message, two over the

phone and one by ‘face to face’ contact.

135



Table 6.5Contact reactions to partner notification : cohtagestionnaire

Strongly | Agree Not Disagree| Strongly

Agree Sure Disagree
“The way | was told wasn =63 n=32 |n=3 |[n=2 n=4
ok with me %=60.6 |%=30.8|%=2.9|%=19 | %=38
(Missing n=0

“I  would rather be|n=97 n==6 n=0 [n=0 n=1
informed thar_l not, that I% 933 |% =58 |%=0 |%=0 % = 1
had come into contact
with an infection”
(Missing n=0

“If | came into contact n =93 n=11 =0 =0 =0
with an infection in the ., _ _ _ _ _
future, | would like to be% =894 | %=106|%=0 | %=0 %=0
informed”
(Missing n=0

Provider referral is considered by some to be ocmetsial and potentially unacceptable
to ‘contacts’. It is interesting to note that oetkample of 104 ‘contacts’ that filled out
guestionnaires, 21 had been informed by a hedlisar. Of these 21, thirteen strongly
agreed and a further seven agreed with the stateifle® way | was told was ok with
me, only one person disagreed with this statemendt 2o one strongly disagreed.
Nonetheless, the interview data which explored é¢tperience of provider referral

presented a more fulsome and negative view ofptfuisess of provider referral.

Provider referral for cases was often characterigedn initial reaction of panic which
was perhaps intensified because a ‘third party’ estifying them and contacting them
essentially ‘out of the blue’. Participants repdra sense of powerlessness as a result of
receiving a call to say their health may potentidk ‘at risk’. The personal and intimate
nature of the subject contributed to this sensposferlessness.This narrative highlights
the initial sense of panic. Of note also, this ipgrnt communicates that he has nobody

with whom he can share this information.

| was a little bit stunned initially to be honeath you | was awake
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for about four hours... And | literally went backnking about all the
casual partners | had...not throwing the blame orbady... cos it could
easily be me... but somebody might be making the pluadl about and
then | just dismissed that idea that it could .b&lame 1 . or Name 2 or
whatever the case was. But | got the shivers wheat Ithe phone call.
Panic..... for a little while maybe. And nowhere tort | thought about
calling up a friend and said look because | hadesd who had a similar
scenario and he was tested clear as well... buttldasided not to tell
anybody.. and | kept calm.... as best as | could...

(Interview 3, Contact)

What was your reaction when you got a call?

Aaahm,, ... Panic... probably initially, ... but thenafter a couple of
days you accept it and you come along to thecclini

Sure... When you say panic- what was the paniai&bo

The initial panic is that you have got some akige. or whatever... not
necessarily AIDS. Or even syphilis. Am... And | guéisat was what the
initial panic was ...

(Interview 7, Case)

The multitude of questions and lack of answershimsé¢ questions characterised the

response of men who received anonymous providéigations. The anonymous nature

of the approach is such that the identity of tleednpatient (person with initial infection)

is not revealed. This can be a source of confusimhanger for many people. In addition,

the sense of an invasion of privacy is heightened.

Did you find yourself thinking who has giverymumber to the clinic?
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P: Yeah, that was annoying me then... who? Why? lbag ago was this? It
wasn’t really making sense because she was jusigsapme in and we
will talk about it and it mightn't show now and yaull have to come
back again and get tested again to make sure yly @on’t have it...1
was trying to think that person might have beerhwibmebody after he
met me how long ago was that person with me, | dimow. So there
was all these questions initially.

(Interview 12, Contact)

That is the worst part.... Not being told who gotuyaumber
(Interview 8, Contact)

Common among MSM, who received a call from a clinias a feeling that someone
may be carrying out a practical joke. People whm rastified in this way are given the
opportunity to contact the clinic or attend to donfthat it is an authentic call. Some
men, for example the following participant, repdrtbat it took some time to ‘digest’ the

news and to then act upon it.

...me head started running around trying to think howould

have given it [his phone number] out ...or is somgbethding me up

Yeah.. like there is nothing stopping me giving mgtes’ numbers and

names.... And saying... yeah give them a ring... Thattwlthought...

first of all that someone had given my name andbrmas a joke...
(Interview 8, Contact)

The powerlessness associated with provider referaal evocatively communicated by a

number of participants. The anonymous nature ottimemunication contributed to this.
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There was a sense of, yeah like intrusion and bthink this feeling of
powerlessness.... Someone is ringing you with thisfonews and they
have power of you or something.

(Interview 19, Contact)

This participant talks about the paradox of powehjle he talks about the sense of
powerlessness with the process of partner notidicatOn another note he also talks
about the sense that he wanted this power to ntakm him. For someone to ‘look

after him’ and tell him that everything was goigde ok

But at the time you want someone to be ther althost like catching

you if you fall, we are not going to let you fatlpn’t worry, this is just
protecting health, we are not here to make prohlemstacting is just part
of helping you and others to protect your health.

(Interview 19, Contact)

and it's just ...you are so aware of your vulnergpili

(Interview 19, Contact)

The ‘big brother’ effect of receiving a call fromreebody who potentially knows a great
deal about perhaps the most intimate details oth@ngperson’s life is disturbing for

many.
P: | was... maybe thinking... Jesus... who is keepings talp me or
whatever?

(Interview 19, Contact)

One participant suggested that people may chodse @macess the service as a protest to
the fact that they were not given the name of tbesgn who had given their personal
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details to a health advisor. While he attended &im&ie communicated considerable

annoyance at the approach and suggested that mnanghnose not to attend.

P: but the fact that you are told.... No... we canlt {®u... you could
easily... | would say there is probably one in tethat would say they
didn’t tell me so | am not going to bother going.indo you know what |

mean?
(Interview 8, Contact).

In this section the difficulties with provider refal have been highlighted. Participants’
dialogue has been used to illustrate the complexitthis approach and the additional
challenges that this approach presented to pedpbewere on the receiving end of such
a phone call (or letter). Nonetheless, many os¢heho were informed by a provider
referral approach communicated that they were hapfly the method of notification,

and this has been found by the quantitative resslisell as the interview data.

(Long pause....) | am glad ... cos | would never hamme in
otherwise..... | would have just continued on... thas the last place that
I would have come into. | ever even... | never evemartl of it [the

clinic].... To tell you the truth...
(Interview 8, Contact)

In this section the experience of being told hasnbexplored, the perspective of those
telling the news has also been described. It bas pointed out that partner notification
is a unique area of health care where individuath diagnosed infection are asked to
break bad or (potentially bad) news to others. ddesequences of this action were often
serious for the individuals concerned and theiatrehships. The narratives which have
been presented highlight the complexity of the fozacof partner notification. Public

health perspectives were evident in the narratofesyany participants. However the

difficulty for those breaking the news and thoseereing the message was also evident.
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6. 6 CONCLUSION

This chapter has explored the lay perspective ghpanotification. It commenced with a
discussion on coming forward, the process wherelen who have sex with men
contemplate attending (or not) attending STI sewidraditional notions of masculinity
suggest that men are reluctant to seek health(bdwgnihan 1998, Courtenay 2000, O
Brien et al 2005). By contrast, health seeking b&ha is often associated with notions
of femininity. However the results of this studyoshthat MSM do not fit neatly into
stereotypical ideas of masculine or feminine. ladteMSM in this study, showed both a
traditional feminine and traditional masculine awh to health seeking. The
complexity of the ideas of gender ideology and thealere evident in the various
attitudes to attending clinic. The section thdlofwed described the lay perspective of
finding out positive test results when an infectimas diagnosed. Often in research
relating to sexually acquired infections the fodsion the epidemiology of infections,
ignoring frequently the impact of the diagnosisiodgividuals and their lives. The focus
of this study was on the experience of a syphilegosis for MSM as well as the
perceptions of partner notification. The percaptioat syphilis was an incurable disease
of the dark ages was present in some of the maegtinitial reactions of shock were
replaced later with relief that an effective treatrthwas available. However for many, the
stigmatising effect of having an STI remained andigant factor in how MSM dealt with

a diagnosis. In addition partner notification isdealifficult in the context of stigmatising
homosexual identities. In the final section of thkisapter, the experience of ‘telling
others’ was explored. Partner notification is aquei area of health care, where the
individuals experiencing the stress and uncertamfiityt diagnosis of a sexually acquired
infection are asked to break this bad news to thaitners. The breaking of such bad
news is associated with potential for public antvgie humiliation. In other areas of
health care the onus is on the professional ratiaar the patient to break bad news. The
difficulties with such a task are intensified byetltcomplex variances in MSM

relationships, with the impact being worse for #hoslong term relationships.
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CHAPTER 7
DISCUSSION AND RECOMMENDATIONS

7.1 Introduction

The aim of this study has been to explore the Egpective of partner notification in the
context of an outbreak of syphilis among MSM. Therspectives of this group are
important for a number of reasons; firstly, thisaisinique population who are identified
throughout the literature as being particularlyffidult’ in terms of the effectiveness of
partner notification; secondly, MSM are often ag&ted group in the sexual health arena,
thirdly, this is not a homogenous group — this gralid not so easily split along social
lines, but on lines of types of relationships. Tesent study sought to explore diversity
of the participants’ opinions and experiences asetlumixed methodology incorporating

qualitative and quantitative components to achtbiseaim.

As discussed in depth previously, partner notiftcatis a public health activity,
conducted under the direction of health professgoride ‘expert’ perspective dominates
the epidemiological literature, with an implicitsasnption presented that the practice is
always good because it can be justified on pubkalth grounds. Missing from
epidemiology literature, and research to date,ldees the non-professional perspective
on the practice. This omission of the lay voice besurred despite the fact that partner
notification is a voluntary activity, which can gnbccur when a lay person is willing
(and able) to comply with the requests of the r@i\health professionals. In the second
chapter, a range of social theories were usedfés pbssible explanations as to why the
lay voice has been neglected in sexual health paind practice in general, and in
partner notification in particular. Theoretical peectives offer new ways of viewing the
world, and offer much to epidemiological reseamhich has been criticised for its lack
of a theoretical base (Inhorn and Whittle 2001)e Tiestion of why partner notification
has been conducted for over six decades, withaudideration of the lay perspective is
not a simple one. The use of multiple theoreticaispectives is put forward by Turner
(1995) as a useful means of exploring complex sdna where answers are far from

simple or straightforward. For this reason, theote&cal perspectives of Talcott Parsons,
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Michel Foucault, and Jirgen Habermas were usethidrcurrent chapter the findings of
the study will be discussed in the light of thegoral aims of the thesis and its theoretical

perspectives.

The findings of the study provide an insight inke tperspective of MSM on partner
notification. In addition, it explores the views @fnon-clinical sample of men recruited
from social venues. It explores the lived expergent the practice for individuals who
were diagnosed with a syphilis infection or attehddinic as a result of a partner
notification process. This perspective is signfiitta different to that of a health
professional perspective which (as already disd)sseminates much of the literature. In
many cases, participants presented viewpoints wivite consistent with that of health
professionals, but frequently other life priorities-existed with these viewpoints. Health
professionals have a professional distance fronn gatients. Patients on the other hand
cannot, even if they wish, remove themselves frogirtsituation and categorise it as
‘just another case’. The findings of this studyostyly support the view that patients
cared deeply about their own health and the hedlthose close to them. The process of
partner notification, as currently practised, pkaeeresponsibility on people diagnosed
with infection to inform partners, or to give ddsaior a health professional to do so, on
their behalf. Asking individuals to inform partnessa tall order: as discussed in Chapter
6, health professionals have training in breakiad bews, while patients with diagnosed
sexually acquired infections do not. Asking a paraho is attempting to cope with their
own diagnosis to disclose this information to aeotberson involves great personal cost,
not least because the information they are exchgngith another is ‘bad news’ also for
the recipient. It becomes clear then that the egpees for the lay person are different to
that of a health professional.

In Chapter 5, the lived reality of sexual encounfeom the lay perspective of MSM was
described. This chapter was particularly importastit illuminated the private and

personal realities for the men who participatedhe study. It highlighted other life
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priorities which co-existed with a concern for leatoncern also with sexual pleasure,
sexual expression, relationships, and freedom fmdes about what constituted ‘healthy’
behaviour. Unprotected sex was an important aspletttis lived reality. There were a
number of reasons why the men in the study report¢@dlways engaging in what health
professionals describe as ‘safer sex’. Sexual pteawas a core explanation as to why
men engaged in unprotected sex; the use of alabldrugs was also discussed as a
relevant consideration; how risk is constructed played out in the lives of men; the
impact of HIV on how risk is perceived; and indival difficulties negotiating safer sex.
Anonymous sex was discussed in some detail. Thenyamaus nature of sexual
exchanges between MSM is often reported in tlegditire as a reason why partner
notification is less effective with MSM. The menthms study described their perception
of the anonymous nature of sexual encounters aadséitings in which they occur.
Pleasure was once again an underlying explanatiothis. Many participants described
the ‘buzz’ of the anonymous encounter. Some sas & way to offer greater control of
the situation. But the term ‘anonymous sex’ wasanstraightforward one. The difficulty
with partner notification extends beyond namingtpens to actually being willing to
approach a sexual partner about an infection if tteve a chance meeting again. As one

participant points out it is difficult to make asdiosure:

How do you? Are you going to walk up to them?
Particularly if they are in company or whatever?

(Interview 2, Case)

The settings where men meet were also a subjectioh discussion. Saunas in particular
were discussed. Many participants took a similaawvito popular medical science
discourse in which saunas are constructed as damggriaces and sites for infection.
Some echoed the sentiments of health authoritebng for their closure. Many others
talked also (and sometimes simultaneously) abaib#nefits of saunas and their place
in the Gay community, or more importantly a placggd for those who did not openly

express themselves as gay or bisexual.
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Exploring the lived reality of sex and sexualitgrft the perspective of MSM, opens up a
whole new world of explanations to inform partneatification practice. It helps to
explain the gulf between implicit explanations ofshpartner notification is supposed to
work and the reality of the challenges that it ace practice. Health professionals
assume that the avoidance of infection is the nurabe priority for MSM, but in reality

other life desires might take priority.

In Chapter 6, the lay perspective of the procegsaainer notification was explored. The
three stages of ‘coming forward’, ‘finding out’ aftdlling others’ were described. In the
first section: ‘coming forward’, | explored the pess of contemplation and action (for
cases) which resulted in attendance at a clinie. @dpulation were crudely divided into
what | described as the ‘vigilant testers’ and‘teictant testers’. ‘Vigilant testers’ were
largely driven by a concern for their own healtid dhe health of others. The reluctant
testers, were a more sizeable group, and reportéiculty attending clinic.
Embarrassment, concerns about confidentiality, dtigma of STIs and fear were all
factors making attending clinic difficult and inre cases not possible. ‘Finding out’
syphilis test results was the next section whicls @eplored. Reactions included shock,
fear, relief and shame. Shock was frequently teplobut many said it was short lived —
particularly if the news of their diagnosis was féhyifollowed with information on
available effective treatment. Fear was also a wenymon reaction of the men who
participated. Fear was frequently due to concemutlhe health implications of the
infection itself and its connection with HIV. Someen in this study also reported an
embodied sense of shame due to the diagnosis bilisyfrollowing on from this feeling
of shame was a sense of blame that they got wegtdbserved, a feeling that it was a

result of their ‘deviant’ sexual actions.
Finally, the experience of ‘telling others’- a ptabpart of the partner notification process

was explored. A contrast was made with the pradidealth professionals breaking bad

news, and lay people doing so. Firstly, health ggsibnals receive training, professional
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support and supervision. Secondly, health profeséso do not have a personal
relationship with the person to whom they are biregakbad news. Health professionals
ask patients with syphilis and other sexually aegliinfections, to break the ‘bad news
of their diagnosis’ to another person, a previouswrent sexual partner, at a time of
considerable personal stress as they attempt te ¢onterms with their own personal
diagnosis. Receiving information of a personal exjpe was not easy either. But the
greatest dissatisfaction was reported by those wdre notified by a health professional
through the provider referral route. A number oftiggants described a sense of
powerlessness — in cases where they were calledf dlné blue and experienced a sense
of intrusion into their personal lives.

7.2 Theoretical perspectives

I will now address the theoretical perspectivesdusethe second chapter in relation to
the findings of the study. In turn, | will discud®arsons, Foucault and Habermas. The
first theoretical perspective | considered was ftiectionalist perspective of healthcare
associated with Talcott Parsons, in particular Wik entitled ‘the social system’
(Parsons 1951). Whilst this is now an old pieceofk, it still holds relevance in modern
health care services. According to Parsons, thexawdes and responsibilities on both
side of the patient-doctor relationship. A doc®ekpected to conduct his or her practice
in a professional manner. The patient, on the dtiaed, is expected to accept the sick
role; these conditions included that patients aented to have a desire to get well as
quickly as possible and that they have a respditgiln seek and comply with medical
advice (Parsons 1951:437).

The results of this study correspond with a Paesomodel in the way that the majority
of participants reported that they voluntarily atted clinics and underwent treatment
when they were diagnosed with syphilis. They adhéeoethe rules of the ‘sick role’ in

that they came forward on recognition of symptosmght help from professionals and
complied with medical procedures. Many reportedefahat treatment was available.
The potential sick role was also relevant for marlyers who did not have syphilis

diagnosed. Many men subscribed to the notion tredqgbive check ups were a sensible
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thing to do. In so doing, many renounced hegemaontons of masculinity associated
with reluctance to attend proactively for check.updany participants talked in terms of
being ‘due a check up’. Of interest, a number ohmpoke in very strong terms about
promoting the message to attend for testing, suiggeshat clinics and health

professionals ‘should be shouting it from the rtmgs’. The men in the study reported
being, in principle, in favour with the practice pfrtner notification and justified

practice on public health grounds. The men assatidhis with a sense of moral
responsibility, frequently using concepts and laggi associated with the new public
health (Crawford 2000).

The results of the study also conflicted with asBaran model;, an assumption in
Parson’s work is that the views of the patient prafessional concur. The study findings
indicate that while there may be some agreementestain things, such as a broad
agreement on the value of partner notification, gbsition of patient and professional
may mean that their value systems and prioritiferdiMSM are informed consumers of
health care and the findings of this study indidhgg they are not prepared to accept a
professional perspective passively or comply witktriuctions if those instructions are
unacceptable to them as individuals. For some,rttgant not complying with requests
for partner notification in some or all cases, ar dthers not attending clinic in the first
place.

The second theoretical perspective of Michel Folicand in particular his work on
surveillancé® shall next be addressed. The theoretical persgecfi Foucault provides a
refreshing contrast to the perspective of Parsdnkighlights the complexity of the
power relationships inherent in health care sesvi€®ucault suggests that people have
power and the ability to resist medical surveillndowever, the majority of participants
in this study still supported the practice, eveautsh they acknowledged the medical

surveillance of their bodies and sexual behaviauplicit in the service. Foucault

% Included in this discussion in chapter 2 is rafeeeto the works of other Foucauldian scholars sisch
Armstrong and Lupton.
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accounts for a lack of resistance by referringhdocial processes through which expert
discourses become hegemonic — or pervasive — dsERuA Foucauldian analysis
highlights the ways in which lay people adopt ekxmiscourses of health, cooperating
with surveillance by attending clinics and furtimgyisurveillance by surveying their own
bodies for signs of infection. The dominance of timedical discourse mitigates
resistance and alternative ways of being, althouggistance is still possible. In
particular, Foucault talks about the ways in whielngeted groups’ can become centres
of resistance.

In relation to the present study, elements of Foldtan perspectives were present. Some
men in the study were critical of the surveillaature of the sexual services. This was
apparent in many ways. Participants talked abwoaitintrusiveness of the examination,
physically and psychologically. The practice of itastesting was seen by some
participants as a form of surveillance by the lealire service. While considered by
some a novel and innovative response to the probfearsyphilis outbreak in the greater
Dublin area, a small number of respondents saw i&raextension of the surveillance
carried out. As Pryce (2001) points out, the qoestg nature of the lay professional
interaction in the sexual health clinical encoumt@ves the boundaries, from the clinic
walls through stories of sexual encounters. In@agl the private becomes public and is
documented as part of the clinical encounter. Tagk@sting kits and public health staff to
the private spaces where MSM socialise may be dews an extension of the
surveillance of the sexual health clinics. Whileeoor two men were critical of this
action, the majority of participants supported it public health grounds, i.e. the
dominant medical discourse. Partner notificatiselit was viewed by participants as
another form of surveillance. This was particulattye for men who were on the
receiving end of a provider referral notificatidbome described it as a ‘call out of the
blue’ and an invasion of privacy. Foucauldian timigkprovides an interesting and useful
way to consider the practice of partner notificatior sexually acquired infections.

148



The final theoretical perspective to be considesddabermas (1987). While the men in
the study supported broadly the practice of parhmtification, this study also provided
an insight into the inherent difficulties for indiwals. These challenges are frequently
overlooked in health care practice and researcmodstrating what Habermas would
describe as a colonisation of the lifeworld by siystems world. For health professionals
to respond sensitively and genuinely to the neédbieopeople they claim to serve, it is
necessary in the first instance to have an undetstg of the difficulties and other life

priorities which make partner notification diffitidr in some cases impossible.

The most frequently cited reason for the lack a@icegs of partner notification reported in
the professional literature is the casual and ammug nature of sexual health encounters
between MSM. Support for this view was found irstkiudy, but the professional bias in
the literature means that the difficulties for M3 disclose to long term partners is
overlooked. Reasons why men engage in unsafe sexalka been overlooked in the
literature and practice — the use of drugs, alc@ml the importance of pleasure and
desire are neglected subjects. The difficulty auk lof training that individuals have in
disclosing bad news to partners was also discus¥eck again this is an area overlooked
in the literature to date. The literature makenaice to the fact that health advisors
perform a delicate balancing act between counggifidividuals and advising patients on
partner notification. For patients with a diagnossekually acquired infection, the
struggle to balance the challenges of dealing thighpersonal situation and disclosing is
all the greater. Throughout the study of the lagspectives, stigma was often at the fore.
Sometimes this was explicitly stated or often imglwhen referring to a considerable
fear about being seen in a clinic. Stigma was gdlyewo fold; it was due to the stigma
of sexually acquired infections, and it was fearbefng identified as gay or bisexual.

Frequently, both forms of stigma prevailed.

Habermas'’s theory, like Foucault’s, questions #gken for granted nature of many social
structures such as medicine and public healthgbes further because of his interest in
emancipation. Habermas’ theory of communicativeoadtl984, 1987) is concerned with

liberation through communication. He describes edgcas consisting of the system and
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the lifeworld. The system is composed of the econand the state, which are concerned
with money and power. The lifeworld on the othendhas a symbolic space where
culture, social integration and personality aredansd and produced (Thompson 1984).
The lifeworld is concerned with communication teatks understanding. This contrasts
with the system world which is concerned with &gat action and success. What
concerned Habermas was the imbalance between stensyand lifeworld in modern
societies. When applied to health care settingssitthe bureaucratic nature of
organisations, where the system encroaches ondluess of the lifeworld which is of
concern. In such a setting, expert technical kndgdecan take over from the life
experiences and values of individuals. While degysuggestions to be utopian,
Habermas held out hope that the imbalance betwgsters and lifeworld could be
reconciled through communicative action. This iwesl real communication with an
interest in humanely responding to individuals. Hefevant then is such a perspective to
the present study? The justification for the prectdf partner notification is based on
system rationalities and technical knowledge driumn public health experts. The
primary concern with partner notification in the ofassional literature is with
effectiveness in the reduction of sexually acquirddctions. This study, by contrast has
been about bringing the system world perspectitergture review) together with the lay

perspectives (empirical study). A study such as ¢an enable communicative action.

7.3 Recommendations for Practice

My intention is to be non-complacent in my dailywaon the settings of sexual health
care services. My intention is to discuss thesdiffigs on lay perspectives to the health
professional community. As such the study may styweake health professionals aware
of some of the lay concerns regarding partner igatibn. The difficulties that
individuals encounter in tracing partners, inforgicontacts and attending clinics pose a
challenge to the practice of partner notificationl @s such need to be highlighted. There
is a need for health professionals to support ingaents in ‘breaking bad news’ to
partners. To this end, there is a need for healtfepsionals to provide training- even
short teaching sessions in ‘breaking of bad newsydrtners. There are limitations to

partner notification effectiveness and thereforerehis further need for proactive
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screening to be promoted. In order for partnerfication to be effective and acceptable,
health professionals, including nurses, have aorespility to challenge the stigma of
sexually acquired infections and homosexualityidyahakers in both the Health Service
Executive and the Department of Health and Childrawe a responsibility to put sexual
health and sexually acquired infections on the ipubkalth agenda. In so doing,
consideration should be given to lay perspectiveduding lay perspectives of partner
notification to inform policy. Health profession@ducators are ideally placed to
encourage the appreciation of lay voices in hee#ite in general and sexual health
services in particular. Further research is regutme assess the generalisability of this
study’s finding. In addition, there is a need toplexe further diversity of MSM’s

experiences of partner notification, in particutamore rural settings.

The overall lesson from this thesis is that hepttifessionals must seek to understand lay
perspectives in order to improve the effectiveraexgs quality of health care delivery.

The following points stand out for me in terms aflerstanding lay perspectives of MSM
from this study. The desire for good health cartmetseparated from other life desires.
Following Parsons, there is a desire for individital co-operate with health care workers
and to trust them to provide practical solutionslldwing Foucault, there is
understanding that sexual health is also a formuo¥eillance. Whilst some clients may
accept this surveillance, others do not. So migartant to understand this factor as being
a barrier to treatment and healthcare. Followingeflmas, we gain an understanding of
the differences that health care systems mightipse compared to lay people, but also
following Habermas, there is hope that these tweoldgocan be bridged if a genuine
dialogue can be opened up between them. The ppanits in this study have begun to
articulate some of their concerns in relation tarmpe notification that need to be brought
to the attention of healthcare providers in thisaarSexual infections are regarded as a
physical health burden, but also, they are a pdggimal health burden because of the
stigma they contain. Furthermore, the context iniclvhsex happens is not
straightforward. Sex sometimes happens when pemgehigh on drugs or alcohol.
Anonymous sex is a significant part of sexual pleagor MSM. Partner notification is

not a simple practice or an exact science. Heaaldfessionals have always blamed
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MSM for the lack of effectiveness of partner natiion whilst neglecting the difficulties

which index patients face in telling partners. &attireferral is the preferred choice but it
is wrong to assume it is the easy choice. For heaitactice to be delivered in a
humanistic way, health professionals need to famusvays of listening to patients, to

understand their life world perspective and to supthem to notify partners.
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Yours sincerely,

Daniel R. Lynch,
Senior Executive Officer.
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Appendix B

Questionnaire (Case)

STUDY: AN EXPLORATION OF THE ACCEPTABILITY
AND

EFFECTIVENESS OF CONTACT TRACING

Thank you for completing this anonymous questiopnalhe questions are mostly

personal and will be treated confidentially.

When completed please place it in the envelopeigedv Please do not hesitate to ask

for assistance.

No.878787
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SEXUAL HEALTH

1. While you were growing up, from which of the followng did you learn about
sexual health mattersqTick the 3 most relevant)

Mother __ 1 Friends __5 Books 9

Father __2 School __6 Magazines __ 10
Sister(s) __3 Television 7 Internet 11
Brother(s) 4 Radio __8 None ___12 Other

2. Do you feel the sexual health education you rece@ while growing up was

appropriate?

Yes 1 No 2 Other (please specify)

3. Nowadays, where do you get information about saal health matters?
(Tick all that apply)

Clinic (sexual health) 1 Internet __4 Outreach workers 7
Daily Newspapers 2 Radio __5 GP/ Practice Nurse __ 8
Gay community news 3 Friends ___6 Don't getinformation 9
Other (please specify)

4. When was the FIRST time you attended a sexual hehlclinic?

Less than one yearago 1 6-10 Years ago __ 4
1-2 years ago 2 Overllyearsago __ 5
3-5 years ago 3
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5. Have you told any of your friends/family that you have attended a sexual health

clinic?

Yes 1 No 2 Other (please specify)

6. Where did you first hear about this clinic?

Sexual contact/partner 1 Internet _5
Health advisor 2 Newspaper/Magazine 6
G.P. 3 Leaflet 7
Outreach worker 4 Friend 8
Other (please specify)

7. What was the main reason you attended clinic?

“Check-up” 1 Symptoms 2
I was told | had come into contact with an infeatio 3
Other reason (Heasdy)

8. What (if any) of the following made attending chic difficult . (Tick all relevant)

Fear 1 Concerns about confidentiality 4
Embarrassment 2 None 5
Time constraints 3 Other (specify)

9. How many people have you had sexial, anal, or vaginal with in the...?

Last 3 months Last year
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10.How many sexual contacts did you meet at the follang venues?

Within the last

3 months

Outdoor cruising ground

Gay sauna

Gay pub

Gay club

Gay social group

Internet

Phone line

Private party

Other- Please specify

11 How many sexual contacts in the_last 3 monthsvould you be able to contact

again should you so wish?

All None__

Some (give percent or number)

12. How would you contact these people? (Tick alhat apply)
Phone (mobile)

Text (mobile)

Phone (Landline)

E-mail

Visit their home

Meet them at a venue

Contact them through friend/mutual acquaintance
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13. Do you use condoms for oral sex?

Always 1 Usually 2 Rarely 3 Never 4 Don'thave oral sex 5

14 Do you use condoms for anal sex?

Always 1 Usually 2 Rarely 3 Never_ 4 Don’t have anal sex_5

15 Do you use condoms for vaginal sex?

Always 1 Usually 2 Rarely 3 Never 4 Don't have vaginal sex5

16 Which of the following would you usually take befoe having sex?

(Tick all that apply)

Alcohol __ Cocaine - Ecstasy

Hash ___ Poppers - None

17 Have you received a hepatitis B vaccination?

Yes 1 No 2 Have immunity__ ©Other (please specify) _

18. (a.)Have you ever tested for HIV?

Yes 1 No 2 (f you answered no, please move to question 14)

18(b) When was the most recent time you tested?
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18. (c). What was the result?

Positive___ 1 Negative 2 Other (please specify)

19. (a)How long has it been since you were diagnosed wilyphilis?

CONTACT TRACING

1. Was your diagnosis of syphilis adequately explaineid you?

Yes 1 No 2 Other (specify) _

2. Did someone discuss informing partners or sexuabntacts with you?

Yes 1 No 2 Other (specify)

3. (8 How many of your contacts were informed (By you oa health advisor)?

All 1 None__ 2 Some___ 3(give percentage or proportion)

3(b). Did you inform some of your contacts/partneryourself?

Yes 1 = How many?

No 2 (if no goto Q.4)

3 (c). How did you inform them?(Tick all that apply)

Over the phone 1 e-mail__ 4
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Face to face 2 Letter 5

By text message 3 Other (specify)

3. (d). Please give your opinion on the following statetag@bout the reactions you

received after informing people they had come aaotact with an infection.

Strongly | Agree | Not | Disagree | Strongly

Agree sure Disagree

Telling my partner/contact was

easier than | had anticipated.

| was accused of giving them an

infection

They said they didn’t believe me

They were verbally abusive

They were physically abusive

If | had an infection in the future

would inform my partner/contact

4. (a)Did you give details for a health advisor to informsome of your contacts?

Yes 1 = How many?

No 2

Contact tracing is the process by which people wha@ome into contact with a
sexually transmitted infection are notified and invted to come to clinic.

5. (a) Do you consider contact tracing an acceptablpractice? (Please comment)
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5 (b) Do you think that other people would consider thispractice acceptabl®

5 (c ) Do you think there are any suitable alternative tacontact tracing?

6.Please give your opinion on the following statemesit

Contact Tracing Strongly | Agree | Not | Disagree | Strongly
Agree sure Disagree
| was too embarrassed to inform

some of my contacts/partners

I was too worried abou

confidentiality to give the names of

some of my contacts/partners

| didn’t have enough time to conta

some of my contacts/partners

ct

| didn't have enough informatio
(such as name or phone number)

contact some of my contacts/partne

=)

to

rs

| didn't contact some of m
contacts/partners because | worr

about verbal abuse

ed

| didn't contact some of m
contacts/partners because | worr

about physical abuse

ed

Having syphilis has created difficult

in my relationship(s)
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If I

infection in the future | would like to

came into contact with an

know so that | could receive

treatment or care.

Sexual Health Strongly | Agree | Not | Disagree | Strongly
Agree sure Disagree

“HIV is the only serious infection”

“I don't feel comfortable talking

about sex”

“I don't like talking to partners about

infections”

“When | have casual sex the less |

know about the person the better”

“I sometimes have a problem getting

condoms”

“I would encourage a friend to attend

a sexual health clinic”

“I am more likely to have sex without

a condom in my home”

“I plan to have a sexual health

‘check-up’ every year”

“I would take a risk rather than ask

someone to use a condom”

“I' don't think 1 have enough
knowledge about sexual health”
ABOUT YOU

1. What age are you?
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2.What is your nationality or ethnic group?

3. (a)Do you live in Dublin?

Yes 1 (if yes please go to Q4) No 2

3. (b) If you answered no, to the last question, how farayou live from Dublin?

Under 50 miles 1 100-150 miles _

50-100 miles _z Over 150 miles 4

4 What is your highest level of education?

No formal education__ * Third Level N

Primary 2 Training scheme —

Secondary 3 Other 6

5. Are you?

In full-time education ! Sick/disabled _ *°

On training scheme 2 Retired _ 6
Employed 3 Full time homemaker 7_
Unemployed 4 other

6. If employed what is your occupation?
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HEALTH

1. How would you describe your state of healthPChoose one)

Excellent 1Good 2 Fair 3 Poor 4 Very Poor 5

2. Please give your opinion on the following statement

“There is a lot that people can do to keep themsdiealthy.

Strongly Agree 1 Agree__ 2 Not sure__ 3 Disagree__4 Strongly Disagree 5

3. (8 How often do you drink alcohol?

Every day 1 Less than once aweek 4
Several days a week 2 Never 5 (=move to Q4)
At least once a week 3 Other (please specify)

3. (b). How much do you drink at each time?
(Consider a drink to be a half pint of beer/ lagerome measure of spirits / wine

10 or more drinks 1 2-4 drinks 3

5-9 drinks 2 1-2 drinks 4

4. Do you smoke cigarettes?

Yes 1 No 2

5. Have you in the last month used any of the followindrugs?

Cocaine 1 Heroin (smoked) 5

Cannabis (Hash) 2 Heroin (injected) 6
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Poppers 3 None

Ecstasy 4

SEXUAL ORIENTATION

1. How would you describe yourself?

Homosexual/gay 1 Heterosexual 3

Bisexual 2 Other 4 (specify)

2.(a) Are these peopleaware of your sexual orientation?

(Tick all relevant)

Friends 1 Partner 4
Family 2 Colleagues 5 None
G.P. (doctor) __ 3 Other (specify)

2(b) Are there people you would have wanted to tefibout your sexual orientation,

who you did not?
Yes 1 No_ 2

(Comments)

3. (a) Are you in a regular (steady) relationship apresent?

Yes 1 No 2 Other (please

specify)

3. (b.)Do you have an open relationship?
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(i.e. partners consent to have other sexual pafttentacts out of the relationship)

Yes 1 No_ 2

Other

4.When was the last time youZPut one tick on each line)

2

(specify)

Never

In the
last
Month

In the last

year

Over
a year

ago

Went to an outdoor cruising ground

Went to a gay sauna

Went to a gay Pride event

Looked at the gay press (GCN,Gl,)

Went to a gay pub

Went to a gay club

Went to a gay social group

Went to a gay community centre

Used the internet

Went to a G.P.

Phoned a gay help line (e.g. switchboa

rd)

Phoned an HIV/AIDS organisation

Volunteered for a gay or HIV/AIDS

organisation

U7

Paid for sex

Received payment for sex

(money/accommodation/drugs or other

payment)

Replied to Advert in personal pages
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Please make any comments you wish about this questnaire

Thank you.

Your participation is very much appeciated.

Please place this questionnaire in the envelopaged

and return it to the person who gave it to you.
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Appendix C

Questionnaire (Contact)

STUDY: AN EXPLORATION OF THE ACCEPTABILITY
AND

EFFECTIVENESS OF CONTACT TRACING

Thank you for completing this anonymous questioenalhe questions are mostly

personal and will be treated confidentially.

When completed please place it in the envelopeigedv Please do not hesitate to ask

for assistance.

No.878787____ (Contact)
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SEXUAL HEALTH

1. While you were growing up, from which of the followng did you learn about
sexual health mattersqTick the 3 most relevant)

Mother __ 1 Friends __5 Books 9
Father __2 School __6 Magazines __ 10
Sister(s) __3 Television 7 Internet _n
Brother(s) 4 Radio __8 None __ 12
Other (please specify)

2. Do you feel the sexual health education you reced while growing up was

appropriate?

Yes 1 No 2 Other (please specify)

3. Nowadays, where do you get information about saeal health matters?
(Tick all that apply)

Clinic (sexual health) 1 Internet __ 4 Outreach workers 7
Daily Newspapers 2 Radio __5 GP/ Practice Nurse __ 8
Gay community news 3 Friends ___6 Don't getinformation 9
Other (please specify)

4. When was the FIRST time you attended a sexual akh clinic?

Less than one yearago 1 6-10 Years ago __ 4
1-2 years ago 2 Overllyearsago __ 5
3-5 years ago 3
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5. Have you told any of your friends/family that you have attended a sexual health

clinic?

Yes 1 No 2 Other (please specify)

6. Where did you first hear about this clinic?

Sexual contact/partner 1 Internet __5
Health advisor 2 Newspaper/Magazine 6
G.P. __3 Leaflet 7
Outreach worker 4 Friend 8
Other (please specify)

7. What was the main reason you attended clinic?

“Check-up” 1 Symptoms 2
| was told | had come into contact with an infentio __ 3
Other reason (Heasdy)

8. How many people have you had sexfal, anal, or vaginal with in the...?
Last 3 months

Last year

9. How many sexual contacts did you meet at the follang venues?
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Within  the
last

3 months

Outdoor cruising ground

Gay sauna

Gay pub

Gay club

Gay social group

Internet

Phone line

Private Party

Other (specify)

10 How many sexual contacts in the last 3 monthsvould you be able to contact
again should you so wish?

11. How would you contact these people?

(If you had no sexual contacts in the last 3 moptease indicate with 0)

Phone (mobile)

Text (mobile)

Phone (Land line)
Email

Visit their home

Meet them at a venue

Contact them through friend/mutual acquaintance

12. Do you use condoms for oral sex?

Always 1 Usually 2 Rarely 3 Never 4 Don'thave oral sex_ 5
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13 Do you use condoms for anal sex?

Always 1 Usually 2 Rarely 3 Never_ 4 Don’t have anal sex_5

14 Do you use condoms for vaginal sex?

Always 1 Usually 2 Rarely 3 Never 4 Don't have vaginal sex5

15Which of the following would you usually take befoe having sex?

(Tick all that apply)

Alcohol ___ Cocaine . Ecstasy

Hash ____ Poppers . None

16 Have you received a hepatitis B vaccination?

Yes 1 No 2 Have immunity__ ©ther (please specify)

17. (a.)Have you ever tested for HIV?

Yes 1 No 2 (f you answered no, please move to question 18)

17 (b When was the most recent time you tested?

17. C. What was the result?

Positive 1 Negative 2 Other

18. (a)Have you ever tested POSITIVE for syphilis?

Yes 1 No 2 Other
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18 (b) If you tested positive for syphilis, how long ago &s it since you were treated?

19. Have you had a sexually transmitted infectiomithe last year?

Yes 1 No 2 Other

CONTACT TRACING

1. Did you attend clinic because you were told thatou had come into contact with

an infection?

Yes 1 No 2

2. Who told you that you had come into contact with a infection?

Partner 1
Friend 2
Someone | had sexual contact with (not a reguleneg 3

A Health Advisor (or someone from a sexual hedithi@) 4

Other (specify)

3. How was this message communicated?

Over the phone 1 e-mail__ 4
Face to face _2 Letter 5
By text message 3 Other (specify)
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4. How long after you were informed, did you attend chic?

5. What (if any) of the following made attending clinc difficult
(Tick all that apply)

Fear 1 Concerns about confidentiality 4
Embarrassment 2 None 5
Time constraints 3 Other (specify)

6. Please give your opinion on each of the followingagements.(Tick each line)

Contact Tracing Strongly | Agree Not | Disagree
Agree sure

Strongly

Disagree

“1 would rather be informed than not”
(That | had come into contact with an

infection)

“The way | was told was OK for me”

“If | came in contact with an infection

in the future | would like to be informed

“I would like to be informed in a

similar manner”

“I felt like | was been blamed fag

=

passing on an infection”

“Coming to clinic has caused

difficulties for my relationships”
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Sexual Health

Strongly
Agree

Agree

Not

sure

Disagree

Strongly

Disagree

“HIV is the only serious infection”

“l don’t feel comfortable talking abou

sex

—

“I don’t like talking to partners abou

infections”

t

“When | have casual sex the lesg

know about the person the better”

‘I sometimes have a problem gettipng
condoms”

“I would encourage a friend to attend|a
sexual health clinic”

“I am more likely to have sex without g
Condom in my home”

“I plan to have a sexual health ‘check-
up’ every year”

“I would take a risk rather than ask

someone to use a condom”

“I don’t think | have enough knowledg

about sexual health”

e

Contact tracing is the process by which people whaome into contact with a

sexually transmitted infection are notified and invted to come to clinic.

5. (a) Do you consider contact tracing an acceptablpractice? (Please comment)
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5 (b) Do you think that other people would consider thispractice acceptabl@

5 (c ) Do you think there are any suitable alternative tacontact tracing?

ABOUT YOU

1. What age are you?

2. What is your nationality or ethnic group?

3. () Do you live in Dublin?

Yes 1 (gotoQ4) No 2

3. (b) If you answered no, to the last question, how farayou live from Dublin?

Under 50 miles 1 100-150 miles °

50-100 miles _z Over 150 miles 4

4 What is your highest level of education?

No formal education ? Third Level 4
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Primary 2 Training Scheme 5

Secondary 3 Other (please specify)
5. Are you?

In full-time education__* Sick/disabled _°
On training scheme __ 2 Retired __ 6
Employed 3 Full time homemaker 7
Unemployed e Other

6. If employed, what is your occupation?

HEALTH

1. How would you describe your state of healthPChoose one)

Excellent 1Good 2 Fair 3 Poor 4 Very Poor 5

t 1Good 2  Fair__: ! L

2. Please give your opinion on the following statement

“There is a lot that people can do to keep themsdiealthy.

Strongly Agree___1Agree__ 2 Not sure___3 Disagree 4 Strongly Disagree 5

3. (8 How often do you drink alcohol?

Every day 1 Less than once aweek 4
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Several days a week 2 Never 5

At least once a week 3 Other

3. (b). How much do you drink at each time?

(Consider a drink to be a half pint of beer/ lagerome measure of spirits /wihe

10 or more drinks 1 2-4 drinks 3

5-9 drinks 2 1-2 drinks 4

4. Do you smoke cigarettes?

Yes 1 No 2

5. Have you in the last month used any of the followindrugs?

Cocaine 1 Heroin (smoked) 5
Cannabis (Hash) 2 Heroin (injected) 6
Poppers 3 None 7
Ecstasy 4

SEXUAL ORIENTATION

1. How would you describe yourself?

Homosexual/gay 1 Heterosexual 3

Bisexual 2 Other
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2. Are these peopleware of your sexual orientation?(Tick all relevant)

Friends - Partner - None
Family - Colleagues
G.P. (doctor) Other

3. Are there people you would have wanted to tellmut your sexual orientation,

who you did not?

Yes 1 No 2

(Do you wish to comment?)

3. (a) Are you in a regular relationship at preserf

Yes 1 No 2 Other

3. (b.)Do you have an open relationship?
(i.e. partners consent to have other sexual pafttentacts out of the relationship)

Yes 1 No 2 Other

4. When was the last time you®Please tick each line)

4 1 2 3

Never In the| In the last | Over
last year a year
Month ago

Went to an outdoor cruising ground

Went to a gay sauna

Went to a gay Pride event

Looked at the gay press (GCN,Gl,)
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Went to a gay pub

Went to a gay club

Went to a gay social group

Went to a gay community centre

Used the internet

Went to a G.P.

Phoned a gay help line (e.g. switchboard)

Phoned an HIV/AIDS organisation

U7

Volunteered for a gay or HIV/AIDS

organisation

Paid for sex

Received payment for sex
(money/accommodation/drugs or other

payment)

Replied to Advert in personal pages
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Please make any comments you wish about this questnaire

Thank you.

Your participation is very much appreciated.

Please place this questionnaire in the envelope
provided and return it to the health advisor wheeait to you.
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Appendix D

Questionnaire (Community)

SYPHILIS Questionnaire - Attitudes to Contact Tracing

Syphilis is a sexually transmitted infection. The tory below explains what contact

tracing is. This questionnaire asks you about youattitudes to contact tracing

* There is an increase in syphilis in Dublin.
» Joe Bloggs finds out he has syphilis and comelkdalinic for treatment.
» There are 2 types of contact tracing that are used:
1. He tells some of his regular sexual partners thdtds syphilis

2. He gives permission to health workers at the clini¢ell some of his sexua
partners that he is no longer in touch with

(The clinic guarantees that they won't reveal hisneao the contacts)

Please give your opinion on the following statemesty ticking the appropriate box.

Strongly
Agree

Agree

Not
sure

Disagree

Strongly
Disagree

| feel Joe should tell his recent sexual

partners

| feel it is ok for the clinic to tell Joe’s

sexual partners
(With Joe’s permission)

Joe may not know the names
phone numbers to contact some of
partners

If | had sex with someone who had

syphilis | would like to be told by

them.

If | had sex with someone who had

syphilis | would like to be told by

them.

If | had sex with someone who had

syphilis | would like to be told by a

clinic.

If 1 had syphilis | would try to tell al
my recent sexual partners
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Age Range: <19  20-29330-3% 40-490 5040

What county do you live in?

(If you live outside Ireland- please state country)

Have you ever attended a sexual health clinicsoveNoo

When was your last syphilis test?

Less than 6 months 6months to 1 year ago Over 1 year ago
Nevero (If never please skip last question)

Where did you have this test done?
Gay Men’s Health Project St. James’s Hospital (GUIDE)
Clubs, Pubs, Saunas

Othen Please state

MANY THANKS FOR YOUR PARTICIPATION
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Appendix E

Participant Information Leaflet: Questionnaire

Participant Information Leaflet-Questionnaire

Study: An exploration on the acceptability and effectiveness of contact

tracing in the context of an outbreak of syphilis

A syphilis outbreak has been reported in Dublin at the GUIDE clinic
(Department of Genitourinary Medicine and Infectious Diseases) St James's
Hospital and The Gay Men's Health Project (a community based clinic
attached

to St James's Hospital service.). There has been a 30 fold increase in the
number of cases of early infectious syphilis in 2000 with a further 5 fold
increase in 2001. Similar outbreaks have been reported in other European

and US cities

Contact tracing is the process by which sexual contacts (or partners) of
persons with sexually fransmitted infections are notified, counselled on

their exposure and offered services.
You are being invited to participate in a study exploring the acceptability

and effectiveness of contact tracing. You have been selected if you

attended clinic as a result of contact tracing or if you have been diagnosed
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with syphilis. If this is not the case for you, you can discuss you

participation with the researcher.

What does this involve? You will be asked to complete an anonymous
questionnaire. The questions asked will relate to contact tracing and sexual

health

How long will it take? Approximately 20 minutes

Will the research benefit me?
Although the research may not benefit you directly it is hoped that it will
result in improvements in care of those persons diagnosed with or coming in

contact with sexually transmitted infections.

Are there any risks? There are no physical risks of participating. If at any
time you feel upset or distressed by any of the issues discussed you are

welcome to speak with a counsellor or health advisor in relation to this.

Do I have to agree to partake?
You do not have to join this, or any other research study. This decision will
not affect the care you, your partner, or any sexual contacts will receive

from health advisors or any other members of the clinic team.

Can I change my mind?

If you do join and later change your mind, you can quit at any time.

How confidential is the information?
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Your identity (and that of your partner or any contacts) will be kept
anonymous from those other than those directly involved in the research.
The study data will be coded so it will not be linked o your name.

Research data will be kept confidential.

Your identity will remain anonymous in reports and publications arising from
the research

All study data will be stored in a secure place and will only be shared with

those persons involved in the research

The Health Research Board has funded this study. Participation in this study
is covered by an approved policy of insurance in the name of St James's
Hospital. In addition the medical practitioners involved in this study have
current medical malpractice insurance cover. The sponsor will comply with
ABPI guidelines and Irish law in the unlikely event of you becoming ill or

injured as a result of participation in this study.

The study has approval from ethics committees of St James's hospital and

the School of Nursing and Midwifery Trinity College Dublin.

Any Further Questions?
If you have questions, comments, or complaints relating to this research you

can contact:

Claire Coleman
Research Student

Telephone 01-4162315/
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Appendix F

Participant Information Leaflet: Interview

Participant Information Leaflet- Interview

Study: An exploration on the acceptability and effectiveness of contact

tracing in the context of an outbreak of syphilis

A syphilis outbreak has been reported in Dublin at the GUIDE clinic
(Department of Genitourinary Medicine and Infectious Diseases) St James's
Hospital and The Gay Men's Health Project (a community based clinic
attached

to St James's Hospital service.). There has been a 30 fold increase in the
number of cases of early infectious syphilis in 2000 with a further 5 fold
increase in 2001. Similar outbreaks have been reported in other European

and US cities

Contact tracing is the process by which sexual contacts (or partners) of
persons with sexually fransmitted infections are notified, counselled on

their exposure and offered services.
You are being invited to participate in a study exploring the acceptability

and effectiveness of contact tracing. You have been selected if you

attended clinic as a result of contact tracing or if you have been diagnosed
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with syphilis. If this is not the case for you, you can discuss you

participation with the researcher.

What does this involve? A health advisor (researcher) will interview you.
The process of contact tracing will be discussed. You will be asked questions
in relation to your experience of contact fracing. Factors that helped or

acted as barriers for you will be discussed.

If you attended clinic as a result of contact tracing you will be questioned in
relation fo the process by which you were informed that you had come into
contact with an infection, any difficulties you experienced with this process
and your recommendations will be discussed

In addition you will be asked questions about your sexual health,

How Long will he interview last? The time of this "once off" interview will

be approximately 45minutes

Will the research benefit me?
Although the research may not benefit you directly it is hoped that it will
result in improvements in care of those persons diagnosed with or coming in

contact with sexually transmitted infections.

Are there any risks? There are no physical risks of participating. If at any
time you feel upset or distressed by any of the issues discussed you are

welcome to speak with a counsellor or health advisor in relation to this.

Do I have to agree to partake?
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You do not have to join this, or any other research study. This decision will
not affect the care you, your partner, or any sexual contacts will receive

from health advisors or any other members of the clinic team.

Can I change my mind?

If you do join and later change your mind, you can quit at any time.

How confidential is the information?

Your identity (and that of your partner or any contacts) will be kept
anonymous from those other than those directly involved in the research.
The study data will be coded so it will not be linked to your name.

Research data will be kept confidential. The only necessary exception to this
right to confidentiality would be in the event of a participant disclosing
information that is considered detrimental to the health or wellbeing of
another person.

Your identity will remain anonymous in reports and publications arising from
the research

All study data including audio-tapes will be stored in a secure place and will
only be shared with those persons involved in the research

The Health Research Board has funded this study. Participation in this study
is covered by an approved policy of insurance in the name of St James's
Hospital .In addition the medical practitioners involved in this study have
current medical malpractice insurance cover. The sponsor will comply with
ABPT guidelines and Irish law in the unlikely event of you becoming ill or

injured as a result of participation in this study.
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The study has approval from ethics committees of St James's hospital and

the School of Nursing and Midwifery Trinity College Dublin.

Any Further Questions?

If you have questions, comments, or complaints relating to this research you
can contact

Claire Coleman

Research Student

Telephone:01-4162315/6
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Appendix G

Consent Form

Consent Form

Study: an exploration on the acceptability and effetiveness of contact
tracing in the context of an outbreak of syphilis

I_(namé have received writtdnvarbal information in
relation to the above study.

| have had the opportunity to ask questions and all my questions have been
answered to my satisfaction.

| have read (or had read to me) the information leaflet and consent form and
voluntarily consent to participate in this study though without prejudice to my
legal and ethical rights.

Participants Name Date

Participants Signature

| have explained this study to the person named above and have sought his
understanding for informed consent.

Name Date

Signature
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Appendix H

Interview Transcript

Tape 15 —Interview Transcript

Q

o >

O
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Thanks a million for agreeing to do the interviewZan | ask you first of all what
was the reason you came to the clinic the firsetim

The very first time | came here | came for a ¢hep.

Okay.

| was clear then. So then about 6 months ddwerrdad | had been with someone
else so | thought | had better come and have akaneso when | came for the
check up that is when | found out | had caught 8igh

Were you surprised.

Mm...yes, because | didn’t think that somethingelithat would happen in this
country at the time. | was surprised.

What was your reaction.

My first reaction was shock but then | just sedmyself okay | have it so | had
better go and have something done about it.

Yeah.

So the guy that | was with | met him on the way.o

Right.

When | was coming in, so then | knew that he badn checked out so everything
was okay.

Was that the only person you had been with

No, | have a partner for 4 year.

Okay.

When | found out that | had what | had and gdtetated, | asked him to come to
the clinic and he started giving me every excuskeuthe sun so | phoned him up
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and told him and he said O | have nothing, | hasenbto me doctor and all this.
And | have been taking antibiotics for a cold, hé&dgo me. So one thing led to
another and | slept with him again.

Did you believe him.

| got re-infected again. | did believe him imay, you start to trust someone
when you know them that long. So now | am havirtgelh of hard time getting
him to come here. he is making every excuse, Iseche is bisexual and he has a
girlfriend and a baby.

Okay.

He is saying people will see me down there anditwiill they think of me. |
said nobody will think anything, so that is whydreed to give you his number
and let you contact him. Maybe you will get more¢hawity than what | can get
with him. So it's best that | give you the number.

Okay.

| am getting no satisfaction from him.

Right. what do you think is the reason.

| think the reason is here, | don’t think he Heeen to a clinic like this before.
Where | have. | lived abroad so therefore | usedo and have regular checks.
But | don't think the ordinary individual in thissantry goes and has check ups.
Yeah.

I don't think there is enough maybe advise giverthem. Gay bars take their
money but we don’t get no advise from them.

Yeah.

| have a friend that works for gay alliance, sotelps me a lot and we talk about
different things and everything like that and ifuycome round and give out
condoms and everything like that which is goodut Bhink they should give out
leaflets saying you should have regular check ugut there is nothing that goes
around stating that you should have check upsnolkyour friends should tell
you but some people don't do it. They are scathdy would want to be
reassured about something like that, that theydcoame and talk to someone.

Like what you are doing, like have them come ihthink it's real intimidating
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when you come into a room and you are sitting bate with the people around.
But that is the way it is and that is the way yavé to think, everybody in that

room doesn’t have a problem they are just comimgfcheck up.

Yeah, yeah.

| think it's just in their heads.

Do you think his relationship with his girlfriemslan issue.

Yeah | would say so. | would say so. He wasttgrclose so therefore | would
say he is afraid that someone would see him cotartgis clinic and maybe go

back and tell her.

Yeah.

So maybe that is his reason.

How many times have you been treated now.

| have been treated, this is my third time now.

How much injections have you been getting.

The first time | had the one every week for 3 k&eAnd the second time | had
one every day for 21 days. This is my third tineev and | come here every 3
days.

How often then have you been for blood tests.

Every month | come here for blood tests.

That has been going on for how long.

Nearly a year. Over a year.

How do you feel at this stage after been thraalbthat.

I am not with him anymore and | will not be witihm, because if he can’t protect
himself then | am not going to suffer the consegeasragain.

Yeah.

| would be brainless if | went out there and danegain. Where he won't take a
half an hour of his time to come in here and baté&e.

Is this the only partner you have had for the4agears.

Yeah, for 4 years.

Would this have been the most difficult time.
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Yes, yeah. Because you know he won’t come ifind it really difficult, | have
asked him, phoned him, | have text him.

What is his response.

| have seen a doctor, | am okay. | have nothinfj he has nothing how am |
after getting re-infected again when he is the @asson | have been with.

Is he still wanting to have sexual relations witiu.

Yes, he rings me up but | am not allowing hirhsay no, go to the clinic.

What does he say.

| can’t go there. He could, his child could kat. | didn't get it off the road, |
got it off someone and he was the only one | haenlwith. So therefore | got it
off him.

Yeah, yeah.

Maybe he had it before his girlfriend got preghaThe child could be born with
it, he doesn’t care, he doesn’'t know. But sheld/be tested wouldn't she.

She would be tested in pregnancy.

So therefore.

But it can take up to 3 months to be detectethénblood so there is a bit of a
window period there.

Mm...

Do you think contract tracing is something theinbt necessarily acceptable to
everybody.

Well, | find it really, really difficult. | am wth him 4 year. There are people out
there that go to the saunas, they go to a bar, niest someone, they go home,
and all of a sudden they have it. How can theytaxdrthat person. It's difficult.
Even if you were in a new relationship and suddgwoly had something | would
find that it would be difficult to talk to someoabout it. | don’t know what it is,
in Ireland people are narrow-minded and they thirdt as soon as you mention
venereal disease or anything like that they batk dhey say no, it's not me.
Yeah.

Then they are gone, instead of listening to yod doing something about it.

Is that because it's sexually related.
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Yeah. They think they can close the door aftery have been with someone.
Forget about it, it didn’t happen.

Yeah. Is confidentiality a concern.

| see that as one of the main reasons, | suppesthat they come into the open
and be with people in that room out there. They @raid in case they meet
someone they know. | walked in there last weekaifriend of mine, a girl that
| know and we just talked about it in the car golmagne. And we dealt with it,
she knew | was here for the same reason she wasve $lealt with the situation.
And it wasn't difficult at all. She is open-mindethd | am open-minded, she
knows | am gay but it wasn’t a problem with it. tBuhink | have seen people
come in and they are cowering and trying to tumirthead away as if to say |
don’'t know you, or you don’'t know me. But why,etldisease came from
somewhere and we have to face up to it. If wguall turned our heads away it's
not going to go away. Where if everybody was oesble and came in and had
their check ups you would have the facility to gdtof it. Whereas if you stay
outside the door you are not going to get rid of Xou are just going to keep on
spreading it around to people. 1 think that islly selfish and irresponsible. If
you do something like that.

What do you think is the biggest issue, say ameone who is bisexual is that
more difficult.

| would say so, especially coming in here when woe bisexual but still even if
they are bisexual like that friend of mine, sha @irl, so therefore it's not all gay
people that come in here.

Exactly.

You could be only coming in for a check up.

Yeah.

| think seeing you are doing what you are doinpink that you should draw up a
leaflet and hand it out to inform people that iittecessary for them to come and
have a check up.

Yeah. Who should get that leaflet.
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| think everybody. 1 think that it should be dileither on the news or something
like this, but it's all pushed away and it's noblght out. We didn’t have this
kind of thing years ago, it's all only after hapienin the last 3 years or 4 years
but now that it's here we should do something alicannd say okay, everybody
go and have a test.

What do you think would be the biggest barrierdeople going.

| think they are worried about what other peaplight think of them.

Yeah.

Over here, like in London they deal with it muchuch better. We talk about it
and it's more open and you talk about even in dbewhere | worked even with
girls they say | am bringing him to the clinic tosare that if he wants a
relationship with me we are both going to the cliahd if he doesn’t go to the
clinic then | am not having a relationship with himThis is the way they are.
They are out straight with each other and up frolthere no one would ever, if
you met someone say, you wouldn't say if you waatonhave sex with you, you
have to go and get checked. In London they do.

So what needs to change.

| think people should be more aware of what i$ there and drill it into them.
To go and get checked, see their doctor or seehbalth advisor and be treated,
whether they have it or not they should come arve liae check ups.

Yeah, what was the most difficult part of comtoglinic for you.

No, | didn’t find it difficult at all. | came ewy 6 months. When | was away |
used to go every 6 months. Me flat mates would l&axe you been for your
check up. | would say no, | am going such a tirdend we all even push each
other to make us go.

Right, and do you think, would you talk to frienth Ireland about going for
check ups.

Not really, no, you see because over thereyis know with some people |
have. That | know, that | care about | have $&de you gone and had check
ups.

But over here you wouldn't.
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No, not necessarily.

Have you told any friends that you have syphilis.

Yeah, | have seen friends of mine in here. Amglytsaid to me don’t worry about
it. At least you have done something about it. u¥Y@ve gone and you had it
treated. No, | have seen, with all my comings gaihgs in the last year | have
seen about 20 people | know. And | am not ashantieidk it's a good thing that
| am here, at least they seen me come in herehayckhow and they will treat it.

I am not embarrassed or ashamed, | spoke to thdle imvas sitting outside on
the chairs. |didn’t feel bad, just | am awarentfat is out there and | am doing
something about it. Anybody can catch it.

Absolutely, do you think other people think thaywou think.

| doubt it, | doubt it.

Would you have always been quite open mindedtabese types of things.

I got syphilis when | was about 16 years old, @wver since then | have always
gone and had a check up every 6 months. | weBirt®atrick Dunnes hospital
years ago. And | was treated there and ever $iveel have always gone every 6
months. Gone and had the test.

So because that happened at such a young age.

Yeah, it made me aware.

Anything else you think would make contract traceasier.

| don’t know.

Do you think one approach would be where the grertlls their partner
themselves. And the other one is where a healtls@ddoes the informing and
sometimes they don’t disclose the identify of tleespn with the infection. What
do you think of health advisors doing the informing

Well the health advisors have enough to do with@ying to do that. If someone
is responsible for their own body and if they gobtd with someone else then
they should be able to go to that person and spgak to them. And show them
the consequences. But then as in my case iféh®p is not coming forward
well then | think the person should inform the tiealdvisor.

Okay.
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And let the health advisor take it up then. Buhink the person that made
contact with them should tell them the consequences

Do you think it would be difficult with a shortegrm, maybe a casual encounter.
| think even worse, because how would you, yoghhinever see that person
again.

If you had their phone number and you had a ¢asu@ounter would you ring
them up.

Yeah, you should ring them and tell them.

The person rather than the health advisor.

Yeah. Yeah, you should do it yourself because ghould take responsibility
over your own doings.

If you were to receive a phone call saying yod haen in contact with syphilis
what would you think.

I would find it strange, it would knock me bacérfa bit, but | think | would
handle it and | would go definitely to the clinic.

But you prefer the person to tell you.

I would prefer the person that | had been witheibme. To have the decency to
come and tell me

Okay, yeah.

It's not a big thing, a few injections and itsng. If everybody did that then it
wouldn't be out there. It's people that are natiog in, not having been tested or
anything. They are irresponsible people.

Yeah.

| think it should be put in people’s face more.Like the way condoms is
advertised in public toilets and things like thadan bathrooms, everywhere.
They should be put in that place and let them ktimav syphilis is out there big
time. | think a billboard or something put in somlace. Like they are saying
Aids is coming back in this country because it wasin their face and now it's
kind of gone away. They think it's gone away awavrthey are going to do
another big publicity about it because it's onupeit's increasing. So think that it

should be just left in people’s faces all the timé&nd let them be aware of it, |
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think that is what it is. That is put in your fadés there. Making you aware that
things like that are out there and take care ofsalti

Yeah. Do you think that people feel their privae being invaded by going to a
clinic or even by a name been given over to thétiheavisor.

When you go to ...you are not private, so therefeeeshould take responsibility.
They really should. | think that people that rthe saunas should take
responsibility for their actions.

What could they do.

They have that bathroom up there, and it's caseslall the time. | have not
been in one in a year and a half, when | seen whatgoing on | said no. 1 said
no, that is it.

What is it like there.

Casual sex, you could have 2 or 3 partners inotie night. So that is why it's
rampant in this country.

What do you think the saunas should do.

| think they should put signs up. And in gay$aigns up.

What do you think signs would do.

Put it in people’s faces and make them awareladtws out there.

So they would go.

Yeah, | think in Ireland everything is put behitiee door. Where it should be put
in people’s faces.

Would it be possible that people who go to saamaisnever see a poster at all.
That is it, you would never see a poster. Themothing like that put up in front
of them. | heard that yous have gone down thereeard tested people and you
went to the (names club) and opened up a clingtaigs. And unfortunately
when | got there | was going to go up only for yeere gone.

What did you think of that idea.

| thought it was a good idea. an excellent iddsecause when they don’t come to
you you went to them. And you put it in their éaand | thought it was an
excellent idea. that is what needs to happen. nétsjust do it once off, do it

again. Just to let people know, make them aware/hadt is out here. | think

219



O

people don’t take responsibility for their actionshey really don’t. Not to the
degree they should, they should look after theaithea lot more in Ireland then
the do. Because if you meet the average persoheostteet say between 18 and
25, and say to them have you ever had a checkowpnfany of them are going to
say yes.

Mm...

I don’t know, it was a person in London that bgbtime totally out of myself and
taught me a different way to think, that | don’inthlike an Irish person anymore.
I am Irish and proud to be Irish but | don't thilike Irish people. | think they
have broadened my horizons. 1 used to go to I&mB&s’s, just run in give my
blood, run back out, it was done.

How long were you over there.

10 years. And people talk about it much moM/hen you hear a girl coming to
you and saying, then there is a discussion, | wbikea bar at nighttime and it
was the discussion that she brought up, that stdésaim okay we have to go to
the clinic and get tested. She just said it, ih#he way. She was a dancer in the
show and | would say there was about 30 of usgiiitshg around having a drink
or coffee after a show and it was just the contensaand everybody was just
natural about it.  Talking about it. 1 have neved that conversation with
anybody in Ireland. Even the one person | get sloimg from | confront him and
it's not me. The barriers are up straight awayred® | have done something
about it and he hasn’t. | must have got it froomhand why won't he do
something about it. At least | had the decencya@amd tell him. And you know,

| feel responsible that he won't come. | eveid $a him | will meet you and |
will go with you, O no, he just stopped me. | sgal can drive, you can walk
down the road, it's 10 minutes away. What istop you, that is a year ago and
he still hasn’t been.

Were you anticipating that reaction.

No, | thought about it on my way home and | saadl am just going to confront
him and tell him out straight. | thought mayberhight hit me a box, but | had to

do it. It's up to me to sort it out.
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Even though you were a bit afraid.

Yeah, | was a bit apprehensive but | had to doliam taking full responsibility
and | am handling it. So I handled it.

Even though you were quite nervous.

Yeah, | was a bit nervous but | said to myselhas to be dealt with and | am
dealing with it. Even | spoke to a friend of minedal said ring me in about 2
hours time just in case | am dead....laughing. d $@m going to tell him, he is
on his way here and | am going to sit him down &atichim. So | said ring me in
2 hours to make sure | am alive...laughing, jokitke li

So you were quite concerned.

| was a bit concerned.

Did you feel he would be aggressive.

Of course, you don’t know what way someone isngaio react when you tell
them. Immediately they are going to throw theni#zon you.

Is that what happened.

No, he was annoyed, he said there is nothing gymeith me. Go away sort of
thing.  (interruption). | was a bit apprehensal®ut telling him. | know him 4
years, God help someone that meets someone andenoeyp knows them a
week or a month, for them to tell someone it's dardlt's a bit difficult because
it's not open about it. The people | met in the Ibdold them, | told them out
straight, | said | caught syphilis.

Would these people you had sex with.

No, they were just friends of mine and | saidddacaught syphilis that is why |
was up in the clinic. The people | met when | cambere. | spoke about it to
them.

What did they say.

They said well thank god you are looking afteusgelf, are you okay, | said yeah.
They had been here. | would say it's the peo@edhe bisexual and are not out.
They are the ones that find it more difficult. Vhere the ones that are sleeping
around, because when their wife is away or whateveney are coming into

town. They are spreading it, so they should bparsible for their actions. |
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don’t know, | have never spoken to anybody and daigiou go and have a check
up. Because | don't think that they do. | thinkybhe if you say when did you
last have your check up, are you aware of all tlikseases out there, go to your
GP or clinic and put it in their face and make themare of it.

Okay.

| don’t think there is enough out there, it's mothe faces enough to make them
really aware. They need a bell ringing that theee things happening out there
and they should be responsible. Even in thedoobkoms where they give them
their towels | think that is where they should h#wve posters and leaflets.

And saying go for check ups.

Yeah, when did you last have your check up oretbing like that. Put them
where they will see them. As | said if you meemsone on the street and you
ask 10 people when were they last in for their khgx, they wouldn't even know
what you were talking about. People don't takeadrtheir actions. They don't
take enough responsibility. Sex is there, it'scadathat shouldn’t be used sort of
thing yet they do it but don’t want to talk aboutThis is why you are doing this
because people don't care and they don’t take ressipiity for what they are
doing. It's needs to be put in their faces.

Okay, anything else you want to say.

No.

Yeah, okay, thank you again.
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Semi- structured Interviews: Interview Topic Guide

Outline of Questions (case)

Age:

Sexual orientation:
Live in Dublin?

Time since diagnosis:

Occupation:

Health Seeking Behaviour- clinic issues

What was the reason you attended clinic?

Had you heard about the syphilis outbreak, beforegame to clinic?
Where did you hear about it?

How did you feel about attending clinic?

Had you ever clinic attended before?

Syphilis-

How did you feel when you were told that you haphsls?

How long ago was it since you were diagnosed wighgis?

Contact tracing

Did someone in the clinic talk with you about ted)i your partners/ sexual
contacts?

Are you in a relationship at the moment?

Do you have an open relationship?

How did you feel when you were asked questions @bgour sexual
partners/contacts?

Did you inform any contacts yourself? = (if yes) How did you tell them?
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* = What type of reaction did you

receive?

Were there any negative effects of telling youtpaw/contact to come to clinic?
Do you think anything could have made it easier?

Did you give details for the clinic to inform soroéyour contacts anonymously?

Attitudes to contact tracing

If the ‘tables were turned’ and you were a contd&yphilis would you like to be
informed?

How would you like to be informed?

Do you think that contact tracing, where the persoth infection informs his
partner, is an acceptable practice?

Do you think that contact tracing, where the persoth the infection gives
details to a health advisor to inform the contasten acceptable practice?
Which is best?

Can you think of any times it might not be accefgab

Are there approaches to contact tracing that shioelldifferent, in your opinion

If you were the health minister faced with the peat of an outbreak of syphilis
and certain budgetary constraints — what wouldda?

Should we consider the health of the broader M®khraunity over individual

rights?
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Outline of Questions ( contacts)

Age:

Sexual orientation:

Live in Dublin?

Time since notified of possible exposure:

Occupation:

* What age are you?

* Do you live in Dublin?

» How would you describe your health?

» Areyou in arelationship at present?

* Isitregular (steady) or casual?

* Do you have an open relationship?

» Did you attend clinic because you were told that were a contact of syphilis?

* Who told you that?

* How long ago was it since you were told?

* Where were you when you were told?

» How did you feel when you were told?

* Do you think the person who told you that you hadrbin contact with infection
did the right thing informing you?

* How much later did you attend clinic?

» How did you feel attending clinic?

» Had you ever attended clinic before?

» Do you think that contact tracing is an acceptglsetice?

* Are there approaches to contact tracing that shoaildifferent, in your opinion?
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