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Abstract

Background

Tuberculosis awareness, grounded in social cognition models of heakth seeking
behaviour, relies on the ability of individuals to recognise symptossgsa their risk and
access health care (passive case finding). There is scant pdibkesiearch into the hea
actions of ‘hard-to-reach’ groups with tuberculosis, who representxdpmately 17% of thg
London TB caseload. This study aimed to analyse patients’ knowledgbestulosis, their
experiences of symptoms and their health care seeking behaviours.
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Methods

Qualitative interviews were conducted with 17 participants, precamily homeless arjd
attending a major tuberculosis centre in London, UK. Most had complexaheaid socig
needs including drug and alcohol use or immigration problems affeetitittement to socia
welfare. Analytical frameworks aimed to reflect the rolebobader social structures (in
shaping individual health actions.

Results

="

Although participants demonstrated some knowledge of tuberculosis alvaneness d
personal risk was low. Symptoms commonly associated with tubelcwi@se either ng
recognised or were attributed to other causes for which partisipaould not ordinarily segk
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health care. Many accessed health care by chance and, for sorhealth concerns othler
than tuberculosis.

Conclusions

Health education, based on increasing awareness of symptoms, agyay lphited role in
tuberculosis care for populations with complex health and social .nEleeldindings suppoft
the intensification of outreach initiatives to identify groups sk f tuberculosis and the
development of structured care pathways which support people into proagpbsis an
treatment.
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Background

Tuberculosis (TB) was once considered to be a disease of tha plastUnited Kingdom in

the early 1980s and TB services were reduced to a minimum. lorwiasn the late 1990s
that there was a growing awareness about the rising incideld® iof urban environments
in major cities in the UK and Europe [1-3]. Cases of TB are mfesented in socially and
economically marginalised groups in high income countries. Groupsathaffected by TB

in the UK include migrants from high TB endemic countries, the h@sefgisoners, people
living with HIV (PLHIV) and people who use drugs (PWUD) and alcol®#]l These

groups are at greater risk of TB than the general population. They also @r@f#is of non-

treatment adherent cases, 44% of cases lost to follow up, 30%seé daemed highly
infectious and represent approximately 17% of the London TB caselpadlufgerculosis

services within the NHS in the UK may spend a disproportionate amnobtimie and effort

supporting individuals through the six months of TB treatment beadus®emorbidities and

several social risk factors affecting patient adherence to taking R atien.

The cornerstone of TB care relies on early detection and diagrfaiease in patients (case
finding), screening of their contacts (contact tracing) andtnrerat completion (case

holding). An estimated three million people with active TB remainagrmbsed each year
globally; continue to spread the disease, with major implicationh&ir own health, and the
health of communities they live in [6]. Public health serviceg laigely on passive case
finding which assumes that people have an awareness of TB, aréoagleognise their

symptoms and seek treatment.

Much of the health care seeking behaviour literature has been domyagedial cognition
models such as the Health Belief Model. This was initially gesl to understand the
reasons for the failure of a free, preventative TB screepingramme in the US in the
1950’s [7]. This model broadly suggests that people will seek heakthbesed on their
perceived risk of contracting tuberculosis, the severity of theadés and its consequences.
The likelihood of the patient seeking help depends on his or her perceptlmbenefits of
pursuing a course of action and any perceived barriers. Additionas ftuection’ are
predicated on knowledge of symptoms and ability to act on those symfselhasfficacy).
Acknowledging that this model may be over simplistic, a furth&tinction has been posited



between deliberative choices and actions, which are consciously planmédnoa-
deliberative which are habitual and less amenable to rational theughanges in behaviour
[8]. The UK House of Lords Science and Technology Select Committskeed to analyse
the evidence underpinning polices aimed at changing behaviour fopkexarated that much
research has emphasised the deliberative, rational actor dppabalce expense of non-
deliberative health actions [8]. Further criticism levied atiadamognition models concerns
their conceptual basis, which is not strong, [9] and lack oftidte to the role of context in
shaping decisions about health care [10]. For example it is widebgnised that those who
are in most need of healthcare are least able to accessesea phenomenon termed the
‘inverse care law’ [11].

Adopting a structural approach to inequality, the work of Paul Fahagremphasised the
economic, political and institutional contexts which underscore behasiwdirthe risk of
infectious diseases. Farmer argues that much research awodlaanie overstates individual
agency at the expense of social factors which can affecidandual’s ability to seek health
care and adhere to a course of treatment [12,13].

Farmer's emphasis on structures also resonates with a sa@ahoh@nts model of health
which has recently entered policy discourse as a framework fderstanding health
inequalities and tuberculosis [14]. The emphasis on a life course abdurther highlights

how health outcomes are shaped by the social structures and ecomemooireents in

which people: “are born, grow, live, work and age” [15,16]. It is withase frameworks and
debates about how individual actions (agency) are structured in evergdtexts that we
attempt to situate the experiences of our participants and our analysis.

Research in the UK has focussed on the socio-cultural undergianafinTB in migrant

groups, including the Somali [17] and African [18] communities. Howethere is scant
published qualitative research which analyses the experiencesghalised groups. Insight
into vulnerable groups’ awareness of TB and health actions may sessigtes to develop
initiatives that promote early contact and develop structured and siuppeathways into

care. We thus examined the assumptions underpinning passive case finding.

Our interview study formed part of a wider service developnmnject conducted in
London, UK, which aimed to develop a social outreach model of care fajimabsed
groups with TB and generate an evidence base for the need ofas&®orker in supporting
clients with complex needs and is reported elsewhere [19,20].

Methods

The analysis was informed by a critical health psychologgpeetive which understands
illness behaviour within social, political and cultural contexts whizhonly influence health
and illness, but systems of health care [21-23]. We drew on WilkinsoiMandot's ‘key
facts’ model to situate participants’ experiences within sires which both place
individuals at risk and shape health actions, including: stresffuditcumstances, influence
of early life, social exclusion, unemployment, addiction, food, opportsnite healthy
lifestyle and access to services [16].



Study participants

Participants in the interview study were recruited from gomBB centre characterised by a
culturally diverse catchment area including migrant, homeless amdu$ing populations.
Interviewees were selected for inclusion based on a risk assgsstompleted by nurses,
and was designed specifically for the service development ivitit0]. The risk assessment
identified those health and social risk factors likely to com@icdherence to treatment
(such as homelessness and drug use) and eligibility for deferm TB caseworker for
enhanced case management and support. Sampling was broadly purposigficatetl a
range of ‘critical case’ experiences typical of those pr@sg with complex needs within the
clinic and the caseworker’s caseload [24,25]. Participants weyamiall that the study was
part of a new initiative evaluating the role of a TB casewonkaleveloping collaborative
care pathways. Participants were referred to the researcher by autke case worker based
on the patient’s risk assessment.

Interviews lasted between 30 and 60 minutes and covered broad based d#temethe
experience of health and illness, knowledge of TB, symptoms eressa to health care
including any barriers. The majority of interviews took place in hbspital outpatients’
clinic, three took place on a hospital ward, one interview took plagénomeless hostel and
one in a prison with the permission of the managers in charge. Qliarpiieters were used
in two cases. Interviews generally coincided with patienisicchppointments and they were
offered a food voucher to the value of £5. Due to the difficulty of rebaey this group
within a clinical environment (e.g. lack of private spaces amduent interruptions),
participants were interviewed on more than one occasion over thes afutseir treatment.
For example, interviews were rescheduled at the request gqfatients if they needed to
leave the hospital premises (to smoke or drink for example), an Whieg were called to see
the doctor or nurse. All interviews were audio recorded and transar@sbdtim, except for
the two interviews involving interpreters and the one in the prison. tHereesearcher took
notes.

Analysis

Our approach was a theoretical thematic analysis [26]. Codingvedolhree stages
including deductive (top down) and inductive (bottom up) coding and linking dodesr
theoretical frameworks. The first level of coding began with reggliof the transcript to
identify segments of relevant text relating to knowledge of rEBpgnition of symptoms of
TB, and examples of how participants accessed care and conteXtuahation about
individual life experiences. These were then compared acrossripgangstage 2). Our top
down analysis involved linking our codes to our social determinants. #nalgmos were
used to aid analysis. Coding was compared between researchensJjG@he with a social
science background (GC) and one with a background in nursing and honsdgtdneData
analysis was managed using a computer software programme deggedataly for the
coding and retrieval of qualitative data (QSR NUDIST*Vivo 10).

Ethical considerations and consent

This research was carried out within the guidelines of Uniye@illege London Hospital’s
ethics committee which approved the study. Written consent was abtaireze possible by
the researcher (GC). Where participants were unwilling, ablento provide written consent
(for example due to arthritis), verbal consent recorded as p#reohterview was accepted



(as agreed with the ethics committee). Participants weresedtivhat the interview did not
form part of their clinical care and would in no way affect tlegtitlement to treatment. If
the researcher saw that the participant was becoming uawaljitated, the interview was
terminated and rescheduled. Where patrticipants became didti@sslésclosed distressing
experiences, the researcher offered to terminate the inteandwefer them to a support
organisation or to the TB case worker.

Results and discussion

Participant characteristics

We interviewed 17 participants: sixteen individuals with a confirrdgnosis of TB and
one with suspected tuberculosis. The majority of interviewees mate (71%; 12/17). Just
over half were born in the UK (59%; 9/17) and of these six desdfiegdethnicity as White
British. The remainder were: two of Irish origin; one BlackiBh; two Black African; and,
one woman who described herself as Jewish. Of those born outside thevtJKvere
Ethiopian and three Somalian. The mean age of respondents was 44amegesl@—67; n =
16) at the start of their initial treatment.

Income, housing and employment

Five participants had complex immigration cases affecting #rgitlement to housing and
welfare. For example, three participants (migrants) wegaged in formal employment prior
to their diagnosis (catering industry, sales assistant and to lveaé worker) but became
unemployed due to illness and were therefore left without an inemehevith no recourse to
public funds. One homeless man engaged in casual labour on a market eel@tiesolely
on begging for income. The remainder were in receipt of sonme &rbenefit, voucher
scheme (used in exchange for food in designated shops) or subsmippoet of £30 per
week. Two women had engaged in sex work. Table 1 illustrates thengostsitus of
participants at the time of interview. The majority would becdbed as homeless according
to statutory legislation.



Table 1 Social characteristics of interviewees

Int 1D Usual pattern of housin¢+ Place of birth  Criminal justice Druguse  OST Alcohol HIV+  Other self reported Routes into care
health conditions
IDO1 Hostel UK v PWID v v Epilepsy Unclear due to several attempts to teat a period of time. Not
hospitalised.
ID02 NFA UK v v Epilepsy GP called ambulance (A & E)
ID03 Shared house (temporary) Ethiopia Awaitieferral via GP but self referred to A & E and
hospitalised
ID04 Bedsit Hostel Nigeria v PWUD v Diabetes Blacked out, taken to hospital by amtmédaadmitted to hospital
through A & E
ID0O5 NFA UK PWID v MXU & hospitalised
ID06 NFA UK v PWID v v Collapsed outside hospital, self referred to A & Bospitalised
initially in a psychiatric unit because of drug use
IDO7 B&B Somalia Hypertension GP referredigra to TB clinic
Staying with relatives in their house
Diabetes
Ulcer
ID08 Home ownership but now unable to pay Nigeria v Drug induced diabetes  Friend called ambulancentaké & E and admitted to hospital
mortgage due to illness and no recourse to
public funds due to immigration status
ID09 NFA UK v PWID v Hepatitis C Partner called ambulance: hospitd)idescharged, readmitted to
hospital & discharged. Later re-admitted when g@iGP & told
TB clinic trying to contact him
ID10 NFA Ethiopia GP made referral to neugid & patient was hospitalised
Hostel
ID11 NFA, sometimes stays at a friend’s house UK v Stomach ulcers GP prescribed a course of general antibiotics & laént patient 1
hospital
ID12 B&B Somalia GP referral to hospitathvietter via TB clinic
ID13 NFA Ireland v Arthritis Taken to hospital by ambulance, & adertitivia A & E
ID14 Hostel UK v PWID v v v Doctor at DDU. Client says he went to four differaospitals but
tests came back negative
ID15 Temporary bedsit UK V4 PWID v v Hepatitis Initially diagnosed in hospital for HI¥¢lated condition. Self
discharged & later self referred through A & E aeddmitted to
hospital
ID16 Hostel UK PWID v Hostel workers took himto A & E
ID17 B&B Somalia No GP, self referred thgbuA & E

NFA= no fixed abode usually sleeping on streetsjPWperson who injects drugs; PWUD- person wheswulegs; OST Opioid substitution therapy (methaj{dB&B an individual room to sleep where breakfiast
sometimes offered. MXU- mobile x-ray unit; DDU —ugrdependency unit; + did not have one main placesidence but would alternate.



Drug and alcohol use

Nine (53%) participants reported drug use including polydrug use.rH@mick cocaine and
valium were the main drugs used. Seven participants were receaipiogl substitution
therapy (methadone maintenance) at the time of interview. P\AlEreported consuming
alcohol, but to different degrees. Three other participants reporbddepratic alcohol use
but that they did not use drugs. Everyday routines were dominatetheo degree by drug
and alcohol consumption and for people who injected drugs (PWID), waysaatiing their
habit and preventing drug withdrawal syndrome.

Experiences of violence and social exclusion

Many participants disclosed past experiences of violence, éppihisical and sexual abuse.
Others spoke of lives dominated by a cycle of crime and drugsidingl youth offending
(‘I've been a thief even as a kid’; ‘This is all I've ever kmowit's all I've ever done, in and
out of hospital using drugs’; ‘I've been on the streets fiftgesrs on and off’). Three women
had been victims of crime, including sexual violence in two cagses$,paysical assault
resulting in a miscarriage in another. Two men spent tinpeison during the course of their
treatment. One young female, an undocumented migrant, spoke ofysieaptabuse and
neglect at the hands of a family member, her guardian. Anothécipant reported that he
was born to parents who used drugs and spent his life in and out d¢focaes. Others had
migrated and fled civil unrest in their home countries. Patiexiseriences were therefore
firmly embedded within narratives of violence and exclusion [27] amdsome cases,
illustrated the cumulative effect of disadvantage which also ghagposure to risk and
behavioural choices [15,16].

Personal accounts of health

Prior to their diagnosis of TB most interviewees described thlees as having good health
with no history of iliness. This mirrors the findings of survegeaach involving the general
population [28]. On further questioning however, interviewees disclosed luthéh related
issues e.g. HIV, epilepsy, hypertension, diabetes, a history oicgasers (see Table 1). It is
likely that some participants had mental health issues afisingdrug use, or psychological
trauma for those coming from war zones, or depression but patient®tdidlunteer this
information.

Participants constructed illness in functional terms; that ig)atility to carry out every day
activities such as shopping and cleaning or the need for a sick aroteospitalisation
(‘healthy, never hospitalised’). Only one participant volunteered hiatidn’t look after
himself while others reported a range of healthy behaviounsdimg): diet (eating yoghurt or
fruit) and exercise (working out or walking associated with bbmgeless or drug use). One
Somali woman defined her health as poor in relation to another chiloegsj diabetes, for
which she was receiving treatment. Many reported that adagicome and stable housing
affected their ability to eat healthily. Reliance on takesy®ecause of limited access to
cooking facilities, proved expensive and represented a large proportiogirahcome. Some
reported stealing food from shops or relying on *hand outs’ from the charity runs.



Knowledge of TB and personal susceptibility

Most interviewees had heard of TB and, in some cases, knews aotiver either had the
disease (often family member, friend or relative) or had diedBofParticipants located the
risk of contracting TB either inside (opportunistic infection in¢hse of HIV) or outside the
person (‘virulent strains coming from Asia’, ‘illegal immigrant&strong virus’). Other
reasons included: personal responsibility, such as a failure tortadlieation for a previous
(untreated) episode of TB; poor living conditions or environments r{divon the streets’,
‘living in a dump, digs’, ‘living in a hostel where people used to spthe corridor and TV
rooms’) or lifestyle factors either associated with drug tre&ifg in circles where people
inject and smoke crack’) or unhealthy lifestyles (‘smoking dodsg ‘drinking’ ). Reasons
given by those born overseas however were more likely to didocesssk of exposure in
relation to close contacts (i.e. family, friend or relative) mntact with a health care worker
or setting. Other reasons were attributed to HIV, fataliseefgby God) or poor diet due to a
lack of money. Not all attributions were correct however and, inrgknlkenowledge of
personal susceptibility in this group was low. TB was what happened to other people.

Recognising symptoms

Historically, TB awareness raising and control efforts have egigddh the cardinal
symptoms associated with pulmonary TB. A systematic revievntefnational studies
reported the following estimates of frequency of symptoms baisetb studies: cough 85%,
fever 65%, weight loss 62%, fatigue 55%, chest symptoms 50%, swa&at¥ag blood in
sputum 25% [29]. In this study participants reported a range of seymspthey had
experienced typically associated with a diagnosis of tubercul@msnmon symptoms
included tiredness, sweating, cough, loss of appetite, headachasgyeshortness of breath,
pain or ache, feeling cold and weight loss:

| came to hospital my stomach felt full. Thought it was stomatthen |
came to hospital | told them | felt tiretbld them about stomachkaliva was
salty tastes just a little saliy@weating fever at nightemperature. This was
in the summer in Aprifelt like this February to ApriliD17].

However participants commonly attributed their symptoms to otherggndsed) illnesses
such as cancer, flu, or pre-existing conditions such as arthig&n(‘in bones’) and
pneumonia (difficulties breathing, chest pain). One participantdstht he was healthy
before his diagnosis and mistook his symptoms of pain for physicdicexdue to ‘working
out’ to keep healthy. Moreover, although some patients did accurafet ®©me of the
symptoms of TB, their own illness narratives drew on metaphorsstide the severity of
symptoms such as: ‘feeling drained’; ‘it’s like somebodykstigipe in your bloodstream and
sucking every bit of blood out of you' [ID0O2]. The metaphor resonatels witeteenth
century American folklore which associated TB with vampires wheewvielieved to be
responsible for the ‘wasting away’ of the consumptive patient [38]i&ly the narrative of
one homeless man discussing the context of his experience of nigatssand lethargy
(sweat pouring off him despite sleeping in a draughty room duringwthger months)
provides rich contextual detail:

In the eveningsyou know waking up in this sweat would be pouring out of me
and | think my first diagnosig think it was the January or the February |
think it was January um it was colehy window doeshclose properly in my



room, so my room is always cold. Do you know what | m@amnse and yet
I’'m waking up inl’m waking up all every hour or so andnl pouring with
sweat you know and feeling really lethargic and um you khie& got no go
in me whatsoevdiDO01].

Others experienced specific symptoms associated with non-pulmoBagHATB) such as
lumps, abscesses; one patient described a sense of numbness, fEss@f one sided
weakness and fitting; another spoke of : ‘Stomach ache, back adig,caughed’ (ID03).
One patient delayed in seeking health care for five months debpiteatn caused by an
abscess in his neck. He believed the abscess was due to theeatiiénand treated himself
with paracetemol. He realised he had TB when the abscess burst.

Rather than have any specific or common symptoms patients k@oigeneral sense of
feeling unwell which they further explained in terms of tirednesomach pains and back
ache. Some didn’t recall any symptoms while others reported sgmphot typical of
tuberculosis, such as a difficulty swallowing or memory probléntgch could have been
due to alcohol consumption). One homeless man for example interpreted, racel he
rationalised, his symptoms in the context of his everyday life @nis) attributed his
symptoms to drug withdrawal:

| didn't have a clue.sweating at night | put down to alcohdthe coughing
down to smoking and um feeling unwelbwn to withdrawal from upthe
heroin[IDO5].

Rapid weight loss and loss of appetite are symptoms of TB balssm&ommon experiences
when using drugs. Stimulant drugs can suppress appetite and spinednagtabolism with
the result that people may lose their appetite and experiengatwess. One participant
recognised the weight loss despite a perception that he was eating a lot:

| was doing heroinand | was doing crack. | was doing all sorts all sorts of
other drugs. And | wasating eating eating and no way was | putting on
weight | was actually seven stof14].

Older migrant groups, particularly those from Somalia, had a graai@reness of TB but

they did not always associate their symptoms with the diseasexample, a Somali refugee
woman with no entitlement to welfare (apart from food voucheattributed one of her

symptoms, tiredness, to her diet but underpinning this was a lackawfcé to buy good

‘halal’ food. The vouchers she received as part of welfare supjeoet shop specific which

limited her choice of food purchases. She also attributed her lgtharger diabetes and
ulcer.

These examples aptly illustrate the way the experiencelrefsd and interpretation of
symptoms are affected by the social context which can provielmative, although in these
examples, erroneous and misleading explanations for feeling unwelpt&@ys were either

confused with drug use or drug withdrawal, or attributed to otlmesges or poor diet due to
economic reasons.



Accessing health care

For some, the first point of contact with health services wasGtreeral Practitioner (GP)
who then either arranged immediate admission to hospital, attetopteat with a course of
general antibiotics or, where this had been unsuccessful, cefeasteents to the TB clinic.
Only four patients did not have a GP at the start of treatmigmibuged to the many specialist
homeless health services in the catchment area of the clinieudothere were examples of
missed or delayed diagnosis in primary care. This is not sungriserhaps, given research
has shown that primary care professionals underestimatetdseafaTB within their own
areas [31]. Diagnosis was also made during in-patient treaforesther conditions, notably
HIV, although in one case the patient self-discharged before shsref the tests. Several
people however accessed medical help only when they reachegangiand were taken to
hospital by ambulance after collapsing or through self-reféoralrgent care, the Accident
and Emergency Department (A & E). Smith et al. [32] concluded thmin research that A
& E was an important access point for TB patients and, therefdse, for screening
initiatives and staff training.

In some cases it was only the intervention of friends, a partnee| nasker or a member of
the public (for example when patients collapsed in a public place)ettebled people to
access care. One participant ‘blacked out’ on a bus and the pdleskaraambulance to take
him to A & E. Another collapsed in a hostel and care workers tookdimspital suspecting
TB after a recent training course aimed at raising awaser@ne man accessed health care
through a TB mobile x-ray screening initiative targeted at hessehostels. One Somalian
man missed three hospital appointments, prior to diagnosis, becabtsel left the family
home due to marital breakdown which had left him homeless.

Even with severe symptoms, for example coughing up blood, one man delajiug se
medical advice attributing his symptoms to a rupture in his chestirbg use or pneumonia,
for which he was already receiving treatment:

| ain’t got a clue. That was the last thing on my mif@, I, | just thought |
was having pneumonia trouble. | thoughd just ruptured something in me
chest or something | didn’'t have a clue what it wg¢D09].

In this example the interviewee increased his drug use tovitbathe pain of his symptoms
and attempted to self-manage his condition:

| was still getting like pains and all that,imy right side and all thatand |
was thinking to myselsomething aitt right, something aitt right. Or, you
know | was just taking druggo kill the pain ...You know what | me&Go
on having a fix andthe more fixes you were havjrtge less pain you have.
Cos of opiatés a morphine based substance gdkilled a lot of the pain
[ID0O9].

It was only when his partner urged him to go to hospital that seadsnitted through A & E
where he was later diagnosed with tuberculosis. Prior to this héded discharged from
hospital three times with a diagnosis of pneumonia, although it wdsaunehether he
discharged himself or was discharged by medical staff. A reélgee also reported frequent
Visits to a primary care practitioner, his GP, three to four times a montickoess notes. He



self-referred to A & E with pain and difficulty eating andldgling several tests, was
diagnosed with NPTB and admitted to hospital.

Barriers to seeking care

Drug dependency and the issue of ‘scoring drugs’ dominated evempdiiyes for PWID.
One patient co-infected with HIV described his life in terma af/cle of begging to procure
drugs, injecting and begging again to prevent drug withdrawal syndibneeprospect of
hospitalisation was a major barrier to seeking help for fedwawing little control over his
drug withdrawal:

Cos the reason | never came inaspital was because | was | was on heroin
and like I I thoughtwell if | go into ‘ospital theyll keep me inI’m gonna
withdraw | | didrit know that they give methadone and all thadu knownot
everybody knows thatou know[ID06].

Another homeless drug user however reported that admission to hoggstaed welcome
break from the strain of living on the street offering the prospget ‘roof,” a bed and a
television. One participant interviewed while in prison statetitmmates would be deterred
from seeking health care as they would be admitted to the howpitgl of the prison,
declared unfit for work and, deprived of a valuable source of income toitparette$ (‘The
monetary aspect is enough to keep it a secret’, ID01), althdugtwas not his personal
experience. Additionally he felt his chances of moving to another pnisom reduced while
receiving medical care and attending hospital appointments. Thigast&sularly undesirable
in a ‘harsh’ prison environment where much of the day was spent confined to a cell:

Youdre locked up all the time.’ & the worst prisorpeople want to get shipped
out. If you have hospital appointments you Wwaet shipped outyou wont
tell them yoive got TB if you suspegDO01].

Managing risk to access care

There were examples of rather creative and strategic ap@® &z managing the risk of drug
withdrawal and seeking medical attention. One woman recounted hovobshmed a
sufficient quantity of money to buy enough drugs to sustain a (anticipated) period of
waiting in A & E. In this example the woman calculated thatgdfaheroin would provide
10-12 hours free from drug withdrawal symptoms after which she wouldirbéted to
hospital where she would receive methadone therapy. An inabilitpaiwage her drug
withdrawal with no means of alleviating the symptoms, she redsomould result in her
leaving the hospital without receiving medical care; in short, steslajourney. In this
example the journey to the hospital was for painful leg ulcers (she was ersveanad TB):

Anyway this wwhen was it Tuesday night and | just. | had the money to score
my heroin to be able to keep hig the A & E Department until | was to be
admitted and to get my methadone. You see that was my main concerft. | didn
want to be in a situation whered maybe be in there mayhb dunng maybe

ten or twelve hours and start withdrawingpt have any heroin and not have
any money to score it. Which would then mean | wasted twelve [HDLE].



The woman rationalised that God must have willed her admittanbesfutal based on a
number of chance events: obtaining the money, obtaining the drugsiédher was there’)
and the availability of transport (‘caught the bus’) to A&E.

Conclusions

A consensus statement on the treatment of TB in urban risk groups in big cibiesmended
the need to: “identify barriers and promote access to healtrerarees for all those at risk of
TB” [33]. The outcome of this study has highlighted some of the indivigllinstitutional
barriers to accessing care and treatment. Much of TB prevdotaoses on the need to raise
awareness through the recognition of symptoms. Tuberculosis assmaigng activities in
particular are premised on educational models which assume thainbmeeed, human
beings will behave rationally, and act accordingly. However esearch suggested that the
relationship between symptom recognition and seeking help was rigit#@ernor automatic
as patients tended to normalise their symptoms in the contextioétieeyday lives. Since
symptoms were attributed to causes for which participants wouldrdimiarily seek medical
attention, such as drug and alcohol withdrawal, tiredness attribupsbtaliet for economic
reasons, and other long term conditions, indicates the ease with sehicbs illness can be
missed by those living with complex health and social issues. For this reasopsptrea B
stigma reported in other studies as a barrier to health 8dtenas not cited as a factor
(although it was discussed in terms of a fear of disclosules$s to others in the Somalian
community by one Somali refugee). Our research supports theifictren of outreach
initiatives to identify groups at risk of TB and the development atsired care pathways to
support people into prompt diagnosis and treatment.

Reflections on research

Participants interviewed in this study represent some ofntbet marginalised in our
communities. This presented challenges when researching the efeRWUD because of
drug withdrawal, intoxication and mood swings. One drawback of the stadythe use of
clinical interpreters, rather than bilingual interviewers wirdining in research, which may
have influenced how some of the interviews were conducted. Takingdranscripts were
best described as summaries, rather than translated textsegntherefore less ‘data rich’.
There is scant research reporting on the experience of t@asstabrking with vulnerable
groups or how translation ‘shapes meaning making’ [35]. Resouragsngy and support for
bilingual interviewers will need to be factored into researchtgravhich could prove costly
in areas where clinical caseloads are linguistically diverse.

Ethical concerns that vulnerable patients may feel coerced kitmytpart in research studies
based in clinics where patients are receiving their careng@tant to consider [24]. Patients
may also participate in research in anticipation of personal. gar example after one
interview, an older Somali woman asked if she would be entitled to & .hbhis suggested
she had constructed the research interview as another assestimentmmigration status
and, hence, eligibility for housing even though the researcher, andrtivgppat information
sheet, made it clear that there was no personal benefit t@ tpm in the study. Finally,
some interviewees discussed matters that were distrefssirige researcher, for example
violence (as perpetrators or survivors). This illustrates the foequrotocols on disclosure,
guidelines on safety and support for researchers and staff workingwimerable groups, in
addition to referral pathways to agencies with skills to support researchpaautisc



Endnotes
'Since this study was conducted the voucher system has been abolished.

2 Prisoners are eligible for sick pay but at a reduced rate compared to earnings.

Competing interest

The authors declare that they have no competing interests.

Authors’ contributions

GC was the lead researcher and interviewed participants, adagta, developed analytical
frameworks and drafted the manuscript. LJ independently corrobodatedanalysis and
drafted sections of the manuscript. AZ was the project directomasdinvolved in the

design of the study and contributed to the writing of the manuseétpauthors read and
approved the final version.

Acknowledgements

We would like to thank the alumni fund at City University London fogirt donation in
support of the analysis of the interview study. We would also likindaok the following
funders: the King’'s Fund; the Henry Smith’s Charity, the Siréya8tewart Trust, the Kirby
Laing Foundation and, the Adint Charitable Trust for their support.esof Zumla
acknowledges support from the University College London Hospitals NHS Rexmdaust,
the National Institute of Health Research, Biomedical Resdaecire, UCL Hospitals, the
EDCTP and the EC-FW7 (RID-RTI). This research study has beeeucted and reported
with reference to the RATS guidelines for qualitative research.

References

1. Zenner D, Zumla A, Gill P, Abubakar Reversing the tide of the UK tuberculosis
epidemic.Lancet2013,19:1311-1312. 382 (9901): 10.1016/S0140-6736(13)62113-3.

2. Public Health England:uberculosis in the UKLondon: HMS Government; 2013.

3. de Vries G, Aldridge RW, Cayla JA, Haas WH, Sandgren A, van Hest NA, Abubdakar |
Tuberculosis in European Union Big Cities Working Grobpidemiology of tuberculosis
in big cities of the European Union and European Economic Aie countries. Euro
Surveill 2014, 1909). Available online:
http://www.eurosurveillance.org/ViewArticle.aspx?Articleld=20726 Asszl 16-06-14.

4. Semenza JC, Suk JE, TsolovaS®rial determinants of infectious diseases: a public
health  priority.  Euro  Surveill. 2010, 1527). Available online: http://
www.eurosurveillance.org/ViewArticle.aspx?Articleld=19608 Acces$04-14.



5. Story A, Murad S, Roberts W, Verheyen M, Hayward A@d the London Tuberculosis
Nurses Network: Tuberculosis in London: the importance ofhomelessness, problem
drug use and prison.Thorax2007,62(8):667—671.

6. Herbert N, George A, Masham llton B, Sharma V, Oliver M, ORde¥umla Al: World
TB Day 2014: Finding the missing 3 million. Lancet 2014, 3839922)1016-1018.
10.1016/S0140-6736(13)62675-6.

7. Hochbaum GWhy People Seek Diagnostic X-raysPublic Health Repl956,71:377—
380.

8. House of Lords, Science and Technology Commi$eeond Report Behaviour Change
(2010-12). London: Stationery Office; 2011. Available
http://www.publications.parliament.uk/pa/ld201012/Idselect/Idsctech/179/17902.htm.
Accessed 17-10-13.

9. Ogden JSome Problems With Social Cognition Models: A Pragmatic and Careptual
Analysis. Health PsychoR003,22(4):424-428.

10. Calnan M:Social networks and help seeking behaviourSoc Sci & Med1983,
17(1):25-28.

11. Tudor Hart JThe inverse care lawLancet1971,297:405-412.

12. Farmer PSocial Inequalities and Emerging Infectious Disease&merg Infect Dis
1996,2(4):259-269.

13. Farmer PSocial Scientists and the new tuberculosiSoc Sci Medl997,44(3):347—
358.

14. Hargreaves JR, Boccia D, Evans CA, Adato M, Petticrew MgeiPdR: The social
determinants of tuberculosis: from evidence to actionAm J Public Health2011,
101(4):654-662.

15. Commission on Social Determinants of Healtlwsing the Gap in a Generation: Health
Equity Through Action on the Social Determinants of Health: Final Repsemneva
Switzerland: World Health Organization; 2008.

16. Wilkinson R, Marmot MThe Social Determinants of Health. The Solid FaGisneva:
WHO; 2004. Available
http://www.euro.who.int/__data/assets/pdf file/0005/98438/e81384.pdf. Accessed 30-04-14.

17. Gerrish K, Naisby A, Ismail Mihe meaning and consequences of tuberculosis among
Somali people in the United Kingdom.J Adv Nurs2012,68(12):2654—-2663.

18. Nnoaham KE, Pool R, Bothamley G, Grant ARerceptions and experiences of
tuberculosis among African patients attending a tuberculosiglinic in London. Int J
Tuberc Lung Di006,10(9):1013-1017.



19. Craig GM, Booth H, Hall J, Story A, Hayward A, Goodburn A, And Zumla
Establishing a new service role in tuberculosis care: theiberculosis link worker. J Adv
Nurs2008,61(4):413-424.

20. Craig GM, Booth H, Story A, Hayward A, Hall J, Goodburn A, And Zumiarie
impact of social factors on tuberculosis managemeni.Adv Nurs2007,58(5):418-424.

21. Hepworth JThe Emergence of Critical Health Psychology, Can it contribwg to
promoting public health. J Health Psycho2006,11:331. doi:10.1177/1359105306063298.

22. Marks DF:Freedom, power and responsibility: Contrasting approaches to fadth
psychology.J Health PsychoP002,7:5-19.

23. Marks DFHealth psychology in contextJ Health Psycho1996,1:7-21.

24. Abrams LSSampling Hard to Reach Populations in Qualitative research: Ta Case
of Incarcerated Youth. Qual Soc WorlR010,9:536-550.

25. Miles MB, Huberman AMQualitative data analysid.ondon: Sage; 1994.

26. Braun V, Clarke VUsing thematic analysis in psychologyQual Res Psychd2006,
3(2):77-101.

27. Farmer P, Connors M, SimmonsAlomen, Poverty & AIDS: Sex, Drugs and Structural
Violence Series in Health and Social Justidenroe Maine: Common Courage Press; 1996.

28. Blaxter M:Health and Lifestyled.ondon: Tavistock/Routledge; 1990.

29. Storla DG, Yimer S, Bjune GAA systematic review of delay in the diagnosis and
treatment of tuberculosis.BMC Public Health2008,8(15).2458.

30. Sledzik PS, Bellantoni NBioarcheological and biocultural evidence for the New
England vampire folklore belief. Am J Phys Anthropdl994,94(2):269—-274 [Abstract].

31. Health Protection Agencyielp reverse 20 years of rising Tuberculosis: Primary care
practitioner survey UK 201Q.ondon: HPA; 2013.

32. Smith A, Miller RF, Story A, Booth HA & E department: a missed opportunity for
diagnosis of TB?Thorax2006,61:364—365.

33. van Hest NA, Aldridge RW, De Vries G, Sandgren A, Hauer B, ldeyw, Arrazola De
Onate W, Haas W, Codecasa LR, Cayla JA, Story A, Antoine D, Gori A, Quabeahdsoh
J, Wanlin M, Orcau A, Rodes A, Dedicoat M, Antoun F, Van Deutekom HzeKe$T,

Abubakar I: Tuberculosis control in big cities and urban risk groups inthe European

Union: a consensus statemen&uro Surveill2014,199): = . pii=20728. Available online:
http://www.eurosurveillance.org/ViewArticle.aspx?Articleld=20728. Aseal 07-03-14.

34. Gerrish K, Naisby A, Ismail MExperiences of the diagnosis and management of
tuberculosis: a focused ethnography of Somali patients and hehftare professionals in
the UK. J Adv Nurs2013,69(10).2285-2294. 10.1111/jan.12112.



35. Palmary Iin your experience : research as gendered cultural translain. Place and
Culture2011,18:99-113.



	Start of article

