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Abstract

Coronary heart disease is the leading cause of prenusatie in the UK. Chest pain,
the most common symptoms associated with this disaeseunts for 1% of all
primary care consultations, 5% of visits to emergencyrtiegats, and up to 40% of
emergency admissions to hospital. When people exueriacute coronary
symptoms such as chest pain, or other symptoms such aa gagnarms, back or
shoulder pain and pain in the jaw and neck, we know thatgirdiagnosis and
treatment of heart disease can significantly reduceatityrtHowever, we also know
that when people experience these symptoms they casavagitime before seeking
medical help. Part of the problem may be that peopletiattribute their symptoms
to a serious problem such as heart disease. Whilst seasrpaigns have been
aimed at the general population there is no informa#gsaurce targeted at people
who may be at risk of heart disease to help them utashelsaind evaluate their
symptoms and take prompt action.

The overall aim of this thesis is to fill this gap by ¢woing a piloted draft
information resource which aims to help people to respfiadtely to symptoms
that might be attributable to heart disease for pedgi@h risk of heart disease.
Using focus group discussions and individual interviews witlpleewho had
experienced symptoms that might be attributable to hesgase or might be at high
risk of heart disease experiential data about thepaese to symptoms were
gathered. Participants were also asked their viewshah an information resource
should be like and their experiences and views formebabis of the content of the
first draft of the information resource.

In making sense of their symptom the participants drew ap@amge of past
experiences and the experiences of others to help tlaticipants who experienced
severe symptoms sought help quickly; those whose symptenesmild or transient
waited, in some cases a considerable time, beforéengeladlp. Previous personal
experience may be the factor that helped those whd qaiekly. Whereas the
experience of others, evident in many of the accouritsoge who waited, may not be
sufficient to help people interpret and make sense ofdlagn symptom experiences.

The information resource incorporated the experiences@ble with symptoms that
ended up being attributable to heart disease and included exarhfflegange of
symptoms that can be encountered to illustrate theeliffevays in which heart
disease can be manifested as well as information diranwnbest practice resources
in the management of heart disease. Participankeiariginal focus group
discussions and interviews were asked to be involved in tredogienent of the
resource and seventeen agreed. The information ressaentéhrough three drafts;
at each stage changes were made to incorporate resporaesitati the penultimate
draft health professionals’ views were also sought and wesmform the final draft
which is now ready for further evaluation.
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Chapter 1 Introduction

1.1 Introduction to the chapter
This thesis describes the research-based developmant information resource for

people at high risk of heart disease. This introductbapter sets the scene for the
thesis by presenting a review of the coronary heartaskse(CHD) and the
unexplained or non cardiac chest pain (NCCP) reseatehatlire providing a

rationale for the research objectives addressed.

The chapter begins by outlining the context and significamiceCHD, and in
particular the symptoms people may have. Section 1.2 mmates that CHD is a
worldwide problem, and is of particular concern in the éthiKingdom (UK) and
Scotland. A discussion on the problem of NCCP is predeint section 1.3. The

economic consequences of CHD and NCCP are presentectionsl.4.

The subsequent sections of the chapter review currerdgrcesen the need to raise
awareness of symptoms that may be attributable to hesgds#i, and the current
interventions that have attempted to address this. Thpter concludes with a

summary of the CHD and NCCP literature; key messagedgiscussed, and particular
attention is drawn to the need to raise awarenesgngptoms that may be attributable
to heart disease (section 1.6). Finally, the reseguebtions and study objectives that
are addressed in this thesis are presented in section 1s7 selalion 1.8 describes the

content of the subsequent chapters.
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1.2 The significance and epidemiology of Coronary Heart
Disease
CHD is the leading cause of death world wide; the WorldltHeOrganisation (WHO)

estimates that globally 3.8 million men and 3.4 milliomven die from the condition
each year (WHO, 2004). In the UK, almost 2.5 million peolphve CHD, and
although the mortality from the disease is falling, tdesates in the UK remain
amongst the highest in the world — over 117,000 deaths ampeat of which are
attributable to acute myocardial infarction (AMI) (Rstn, Peto, Scarborough &
Rayner, 2006). This is in comparison to 34,000 deaths a yaar lrng cancer,
16,000 deaths from colorectal cancer and 13,000 deaths frost begger (Petersen

et al, 2006).

Primarily a disease of advancing age, CHD also fredyiaktiacks the middle-aged,
and in some cases the young. Although CHD has occunredgthout the ages and
was well known to doctors in the eighteenth and nimtkeeenturies (Eslick, 2005),
the rapid advance in diagnostic methods and improvedntegat together with
publicity in the media, has raised awareness of CHD. rilimber of people dying
from the disease in the UK as recorded on deathicatgs during 1942 was 18,591.
Twenty years later in 1962 the number of deaths recoragdisen to 102 478, more
than a five fold increase. Inthe UK deaths rates peakdebilate 1970’s. Since then
they have been falling steadily, and for people under@ssythey have fallen by 40%

in the last ten years (Allender, Peto, Scarborough, KatRayner, 2008).

2
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1.2.1 Gender differences in the epidemiology of Cor  onary Heart

Disease
Thus CHD is the leading cause of mortality in UK; it @aats for 19% of premature

deaths in men and 10% in women. In 2006 in the UK 52,585 men and &8
died as a result of CHD (Allender et al, 2008), but as amd women get older the
gap in coronary heart disease mortality narrows. Figtneas the British Heart
Foundation demonstrate that up to the age of 74 more mniedievas a result of
coronary heart disease, but over the age of 75 thierpatt reversed (See table 1.1).
Gender differences in CHD mortality have been deangafsir some time. Wenger
(1996) suggests this is a result of the increasing mortadigs in women. One

possible reason for this is the older age at onset @ @Hvomen which correlates

with an increase in comorbid diseases and consequrattality.

In terms of morbidity, figures provided by the British HeBoundation suggest that
there are just over 2.5 million people living with CHDthe UK, with an estimated
1.5 million men living in the UK who have had CHD (eittargina or heart attack)

compared to about 1 million women aged over 35 (Allental, 008).

Table 1 Deaths as a result of Coronary Heart Disease bgregage, 2008

Allages | <35 35-44 45-54 55-64 65-75 >75
Men 52,585 114 834 2,809 6,802 11,885 30,141
Women 41,796 34 185 588 1,883 5,494 33,612
Total 94,381 148 1,019 3,397 8,685 17,379 63,753

(Source: Allender et al, 2008, p. 20)

In recent years death rates have been falling slofeestoth genders in the younger

age groups and fastest in those aged 55 years and abovexakgle between 1997
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and 2006 there was a 46% fall in the CHD death rate for meh5g6é4 in the UK,
compared to a 22% fall in men aged 35-44 years. In womenwlzera 53% fall in
those aged 55-64 years and a 20% fall in those aged 35-44 ydargl¢A et al,

2008).

1.2.2 Regional variations in Coronary Heart Disease
Within the UK death rates from CHD are higher in Scutlaand the North of

England, lowest in the South of England, and interntedia Wales and Northern
Ireland. The premature death rate from CHD for meimmdivn Scotland is 65 %
higher than in the South West of England and 112 % higitewdmen (Allender et
al, 2008). Mortality from CHD in Scotland, like the redtthe UK, has fallen in
recent years. In 1994 the age standardised mortalityimadeotland was 223 per
100,000 whilst by 2004 this figure had fallen to 140 per 100,000 (Allendal, et
2008). Yet within Scotland itself there remain variationsnortality rates, with the

highest rates being found in the west of the countrie(dler et al, 2008).

There are also regional variations in CHD morbiditgh@ugh these statistics are
much harder to collect than mortality statistics. teDeollected from the Key Health
Statistics from General Practice on the prevalerideeated CHD (heart attack and
angina) suggest that the prevalence of all CHD is hightre North of England and

in Wales than it is in the South of England (Allenééral, 2008). In Scotland the
incidence of CHD has been tracked using the Informatiah Statistics Division

(ISD) linked data set. Between 1994 and 2003 incidence fell byia4%en (from

585 to 501 per 100,000) and by 19% in women (449 to 366 per 100,000). Incidence
rates for CHD also show regional variations within tew as demonstrated by the

different morbidity rates published by health boards.2083, the highest incidence

4
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for men was in the Western Isles (555 per 100,000), anddarew it was in Argyll
and Clyde (289 per 100,000). For men the lowest rates werd fouBhetland (309
per 100,000), and for women in Dumfries and Galloway (163 per 100(80&nder

et al, 2008).

1.2.3 Socio-economic variations in Coronary Heart D isease
There are considerable variations in CHD mortalityhe different socio-economic

groups, with higher prevalence in people in lower socmemic groups (Petersen et

al, 2006).

Although the premature death rate has fallen acrosseaithl groups for both men and
women in the UK, the decline has been greater in peapfegher socio-economic
groups. In particular during the 1990’s the divide between mmaeual workers

compared to non-manual workers reduced; and fell by 8% tof60%anual male

workers compared to non-manual workers (Allender &0418).

1.2.4 Policy initiatives to reduce the consequences of Coronary
Heart Disease

Reducing CHD has been a major public health priority faccessive UK
governments. In the White Pap&aving Lives: Our Healthier Natior(Department
of Health, 1999), targets were set to reduce the deatliromteheart disease, stroke
and all related cardiovascular disease in people uhdeage of 75 years by at least
40% by 2010. The following year saw the introduction of gowvemt health policy
aimed at tackling the inequalities in CHD and improving narg heart disease health
and care; this was the National Service Framework (N&HCHD in England and

Wales (Department of Health, 2000).

5
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This framework outlined an agenda to modernise the way @a®managed and set
a programme to improve the way the disease is diagnossded and prevented.
There was a shift in emphasis such that responsilibiy placed on a wide range of
agencies across the National Health Service (NHSpdbtin primary and secondary
prevention strategies. In the years since the introduofithe NSF there have been
significant improvements in the way CHD is treated.efEhare now more people
receiving thrombolysis and prescriptions for the prevantibcardiovascular disease:
in excess of 1.8 million people in the UK now receivaiss, which equates to over

3% of the population (British Heart Foundation, 2009).

Although improvements in the treatment and preventioBldD have been made in
light of recent government health policy, as we haen$eHD is still a major cause
of premature death in the UK (British Heart Foundati®®09). Reducing CHD
morbidity and mortality is of paramount importance to ioyerthe health of men and
women in the UK. Research into how primary and seagn@D prevention

interventions can be made more effective is, theeefideely to result in considerable

health and economic benefits for the UK population.

1.3 The significance and epidemiology of Non-Cardiac Chest
Pain in the UK

Chest pain is among the most common clinical complaihtaccounts for
approximately 5% of all presentations to primary care plasscand emergency
medical departments (Eslick, Coulshed & Talley, 2002), andver 50% of these
patients CHD is excluded following investigations (Esler &cB, 2004). Even
among those patients referred for coronary angiograjmifisant proportions show

no evidence of ischaemic heart disease (IHD). When kiessease is excluded, the

6
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prognosis for patients is usually excellent (Eslick e2@02) although many continue
to experience symptoms of chest pain, and to seek medihate and accrue

considerable medical costs.

There is surprisingly little known about the large grotipeople whose chest pain is
not attributable to CHD (Mayou, Bryant, Sanders, BEimjes & Fofar, 1997). Ina
general context, unexplained or NCCP is considered thds pain originating from
the central chest area that resembles angina yet, afigropriate investigation,
appears to be unrelated to the heart (Fox & Forgacs, R@@®jntorn, 2005). Part of
the problem in definition is the range of terms used tordesit (see table 2), with
considerable overlap in terms used by the different mesddialties (Eslick, 2004).
The terms unexplained or NCCP can include all chestphioh is not related to
cardiac chest pain, but because of the diverse numbeposdible causes of
unexplained or NCCP the actual diagnosis of the causmany cases can be

problematic (Kachintorn, 2005).

Table 2 Terms used to describe unexplained or NCCP

Cardiac syndrome X Functional chest pain
Chest pain of undetermined origin Gorlin-Likoff syndrome
Chest pain of unknown etiology Irritable heart

Chest pain with normal coronary angiograms Neurocitojaasthenia
Da Costa’s syndrome Sensitive heart

Efforts syndrome Soldier’s heart

(Adapted from Eslick, 2004)

The epidemiology of unexplained or NCCP is poorly ustterd, with very few well
designed epidemiologic studies investigating this areadi&it that have attempted to
address this problem can be divided into two groups; (1) pomuHatised studies;

and (2) hospital based studies.
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1.3.1 Population based studies
There is a lack of population-based studies which investight extent of

unexplained or NCCP. In the United States (US), a pdpnolatased survey was
undertaken to assess the clinical extent of gastroesadhaflax disease (GERD) in
a Minnesota county. The study used a self-report questrenti@signed to highlight
the actual symptoms the participants experienced. Frerartinal sample of 2200,
1511 replied (69%); and 23% reported a form of NCCP (which whsedein this

case as “those who reported chest pain but did not hawtoayhof cardiac disease”)

(Locke, Talley, Fett, Zinmeister & Melton, 1997).

A further population-based study from the UK investigated pinediction of

ischaemic heart disease in the general population gaeationnaire and medical
examination approach. In this study 7735 randomly selectedaged between 40
and 59 were asked to categorise their symptoms. Part delbction criteria was
based on the Rose Angina questionnaire, examination byrse,nand previous
cardiovascular diagnoses. From the sample the lpresa of “other chest pain” (not
cardiac chest pain or angina) was reported to be 24% (Lay@ncup,

Wannamethee, Ebrahim, Walker & Sharper, 1998).

A more recent Australian study specifically designeddébermine the population
prevalence of NCCP was undertaken by Eslick and colleagt®gk, Jones &
Talley, 2003). This population-based study used a spebyfidakigned chest pain
guestionnaire which was mailed to 1000 (500 male and 500 femadddmdy

selected adults in a Sydney Suburb. From the 67% (323 arade349 females) that
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responded the study reported a prevalence of NCCP of 33%mewhat higher rate
of NCCP than in the studies described above. This stadyf@und prevalence rates
were similar in males and females (32% and 33% respegtield that it decreased

with increasing age (Eslick & Fass, 2003).

Eslick et al (2003) put the population prevalence of NCCP irppetive when they
calculate the attributable risk of NCCP based on, whay call, a conservative
prevalence estimate of 25% of the US population. Usindithuse they estimate that
approximately 65 million people in the US have NCCP of séomm. Eslick et al

(2003) suggest that identifying what causes NCCP is importasdube a large

proportion of these causes will be treatable (Eslicd,e2003).

1.3.2 Hospital based studies
The focus of hospital based studies has been deterntilngrevalence of NCCP

among patients admitted to an emergency department @atett clinic with acute
chest pain. A comprehensive Danish study of chest paienpgtivho did not have
acute myocardial infarction (MI) was undertaken to daeiee the cause of their acute
chest pain (Fruergaard, Launbjerg, Hesse, Jorgensen,HBiletn, Aggestrup, Elsborg
& Mellemgaard, 1996). The study examined 204 non MI patients (®3%) who
undertook a range of diagnostic tests, ranging fromtreleardiogram (n = 204),
chest radiograph (n = 204), pulmonary scintigraphy (n = 17%grcese
electrocardiogram (n = 148), ultrasonic examination & #bdomen (n = 148),
physical examination of the chest wall (n=147), bronchighmge provocation test
(n = 147), echocardiography (n = 146), myocardial scintigrgphy 144), Holter

monitoring (n = 136), esophagogastroduoendoscopy (n = 133), hgpkEten test
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(n = 123), pH monitoring of the esophagus (n = 125), and énasiein test (n = 87)

(Fruergaard et al, 1996).

The main clinical findings reported from the study were #2280 (n = 85) had some
form of gastroesophageal disease, IHD was found in 31% g#4), and chest wall
syndromes accounted for 28% (n = 58). Pericarditis waadfan 4% (n = 9),
pneumonia in 4% (n = 2), and pulmonary embolism in 4% (n. =T2)ere were also
single cases of; lung cancer, aortic aneurysm, astgoosis, and herpes zoster
(shingles). The study did have a number of limitatiaider patients (those over 70
years) with severe heart disease were excluded, reducingrekalence of IHD.
Further limitations included the lack of routine use ofocary angiography, and a
subset of patients (n = 56) received an incomplete diagnesaluation, therefore
other possible causes of their chest pain way have bssedn No attempt was made
in the study to specify which diagnosis was most immbritaterms of chest pain in

patients with more than one diagnosis.

A UK study investigated the cause and outcome of atyplesdtgoain in 250 patients
admitted to hospital in the north east of Englandnirmeiempt to determine the cause
of each patient’s chest pain (Spalding, Reay & Kelly, 20@3ta were collected on
each patient on admission to the coronary care unmemical assessment unit with
chest pain initially suspected to be of cardiac origiThe study recorded the
investigations performed, discharge diagnosis and follow-ugngements (via a
guestionnaire at one year to all patients with atypidast pain, asking about
treatment, and future tests). Initial classificatidrntie patients grouped them into

cardiac chest pain (57% n = 142) and ‘atypical’ chest @8f0, n = 108). The 108
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patients with atypical chest pain were further brokewrdto a number of different
diagnoses: 25% (n = 25) had musculoskeletal pain, 19%2h) $had cardiac chest
pain; 11% (n = 12) had gastrointestinal pain and 9% (n = 10)ahdidgnosis of

respiratory pain, and 37% (n = 40) were discharged withdigggmosis.

A major limitation of the Spalding et al (2003) study ie thsue of accuracy of the
medical records and the potential recall bias assaociatéh using data from a
guestionnaire one year after the patients’ admissiongpital. Spalding et al (2003)
themselves report that the patients’ perception of tagndisis differed somewhat
from the diagnosis recorded in the medical notes, lwbauld either be due to recall
bias or a failure of communication during their consudtatiwith the health

professional.

1.4 The costs of Coronary Heart Disease and Non Cardiac
Chest Pain

1.4.1 Coronary Heart Disease costs
CHD is not only the single most common cause of deatihe UK; it is also very

costly, imposing a huge annual burden on the UK econofhg total costs of CHD
on the healthcare system alone are over £9 billioraa (British Heart Foundation,
2009). Non-health care cost attributable to CHD alsoesgmts a major cost to the
UK economy. In 2006, production losses due to mortality rmacbidity associated
with CHD cost the UK over £3.9 billion, with around 65%thbis cost due to death
and 35% due to illness in those of working age. The casfarinal care for people
with CHD in the UK was estimated to be around £1.8 bilhoyear in 2006 (British

Heart Foundation, 2009).
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1.4.2 Non-Cardiac Chest Pain costs
In terms of symptoms that were initially thought toabibutable to heart disease but

were later confirmed to be of non-cardiac origin theme also major associated costs.
suspected of having CHD, but who are subsequently found nat be, in the region
of approximately $8 billion. Kahn suggests this high figure is idupart to the
litigation resulting from a high incidence of missed myddr infarction and
subsequent mortality of those sent home, a problem tagtnot be so prevalent in
the UK where litigation rates are lower (Kahn, 2000). i@y in Australia non-
cardiac chest pain has been shown to be a major lmatatrito the total public health
costs accounting for approximately 2-5% of all emergencygmtationgEslick, et al,
2002). Although there is little information on the exems$t of NCCP in the UK, with
around 5% of all admissions to accident and emergency tdegds being due to
chest pain, and up to 70% of those due to NCCP, (McGavigateBevioncrieft,

Hogg & Dunn, 2003) the cost in the UK is likely to be high.

For those patients whose chest pain remains unexplaheré, temains a significant
need. Despite receiving a diagnosis that cardia@askses not the cause of their chest
pain many patients continue to experience distress sathility (Goodacre, Mason,
Arnold & Angelini, 2001), and in many cases they returnnt@rgency departments
with complaints of chest pain (Jerlock, Gatson-Johangs®anielson, 2005). This
is understandable given the information people are gigarding chest pain. Chest
pain is often perceived as a threat to life, and this d@d anxiety can increase the
pain (Tueth, 1997). Chambers, Bass & Mayou (1999) suggesthighatttiation can
lead to the patient whose chest pain persists to becomfesed: having been told

their hearts are healthy, even though chest pain pethisy are liable to see a new
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physician, where it is again assumed their chest painaicardiac nature. Continued
help-seeking by individuals with NCCP, although understargdahh put pressure on
health professionals, resulting in expensive investigatans inappropriate use of

medical resources (Robertson, 2006).

It is also important to realise the cost may alschigd for the people with NCCP.
Studies have shown that the well being and quality of fifpemple suffering from
NCCP can deteriorate (Karlson, Wiklund, Bengston & iterl1994; Atienza,
Velasco, Brown, Ridocci & Kashi, 1999). A study by Karlset al (1994) showed
that people whose chest pain symptoms were not due tataatteak or Ml reported
more cardiovascular, psychosomatic and psychologigaptoms after one year than
people who survived a confirmed MI. Jerlock et al, (2005) underostudy where
people were asked to describe their unexplained chest pailaw it intruded on
their everyday life. The nineteen people (11 men) remtufor the study gave
descriptions of their pain and how it affected their livésring open ended
unstructured interviews. The authors found that unexplathedt intruded into the
lives of their participants in a destructive manner. Alfteing given a diagnosis that
their chest pain was not cardiac related these pamispaere left with a range of
feelings when their symptoms continued, ranging from fedraanxiety, uncertainty,

stress and a loss of strength (Jerlock et al, 2005).

1.5 Raising awareness of symptoms that may be attributable
to heart disease
Richards, Reid & Watt (2002) explored socio-economic tiaria in response to

chest pain symptoms in a sample of men and women@lasgow, Scotland. Part of
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their study compared qualitative interview responses froem and women from
deprived and affluent areas. They found that participaisy deprived areas
reported a greater perceived vulnerability to heart diseslf®ugh this was not
associated with an increased presentation to a gena@itioner when chest pain
was experienced. Richards et al reported that responfiemshe deprived group
reported greater exposure to ill health which appearedatbtiem to confuse their
chest pain with other conditions and to ‘normaliseirthbest pain symptoms to more
benign causes when compared to those from more dffareas (Richards et al,

2002).

In 1999, following the publication of the White PaJawards a Healthier Scotland
(DoH, 1999), the government announced a total of £15 million iwake made
available for a number of health related demonstraporjects many of which
included increasing knowledge and awareness of CHD includinge'tta Heart
Paisley’ (HaHP). HaHP was established in October 20d0ani6 million grant from
the Scottish Executive. As one of four national dematistr projects it was to be a
'test bed and hot bed' - an attempt to make an unpreeddempact. The long-term
aim of HaHP was to reduce the total burden and levatgegtiality of coronary heart
disease in Paisley through an integrated programme adndary and primary
prevention. HaHP consists of fifteen linked work strafide intention was to deliver
interventions in partnership, engaging the community aewadlls of the programme

(Scottish Executive, 2005).

Paisley was chosen because it has one of the wolBtr€tbrds in Scotland; in some

areas within the town CHD incidence is more than 50% dnighan the Scottish
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average (Scottish Executive, 2005). HaHP was a multi-ag@mali-sector, multi-

setting project attempting to reduce heart disease ahdividual, risk-factor and
population level (Blamey, Ayana, Lawson, Mackinnon, &dge, 2005). The
overarching aim of the project however, was to prevesarth disease from
developing, to delay progression of existing disease andsire people realise the
symptoms of heart disease and know how to take appm@paetion (Scottish

Executive, 2005).

An approach using a wider national strategy was undertakeinebBritish Heart
Foundation in its ‘Doubt Kills’ campaign (http://www.bhifgouk/doubtkills). The
objective of the campaign was to save lives by reducingtithe it takes people
experiencing heart attack symptoms to call for medie$d by raising awareness of
symptoms, and breaking down barriers to calling 999. Thgamn was aimed at
those most at risk (adults over the age of 45 yearsjused a number of different
methods to attempt to communicate these messages. e Thelsded leaflets,
mainstream posters, and radio and television presentatioif'e campaign was
designed to urge people experiencing chest pain, or othdrditack symptoms such
as breathlessness, nausea or pain in the jaw, neclgrandr pain in the back that

spreads to the chest, to call 999 immediately (Britisartiéoundation, 2008).

For the mainstream UK population the campaign used a patinmation leaflet
showing an image of a man with a belt around his chestrewords, A chest pain
is your body saying call 999'.For the South Asian population, adverts depicted a
South Asian father who experiences chest pain whilstingacricket with his son,

and the appropriate action to take, i.e. calling 999. ThE Bélivered the leaflets to
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more than 3 million homes across the UK. In addileaflets were made available
through co-op pharmacies prescription bags, general prasiggeries, and BHF

shops (British Heart Foundation, 2008).

The BHF estimates it has met the campaign’s core amgsct The Foundation web
site cites inspiring stories from people who sought helpkguias a direct result of
the campaign. In more visible terms the London Amleda®ervice estimated it had
seen a 25% increase in chest pain calls in the first wk#le campaign, with other

ambulance services reporting a similar impact (Britlglart Foundation, 2008).

The BHF ‘Doubt kills’ campaign was a national hegtbmotion targeted at people
in the general population. What it did not do was tapgeiple, or specific groups,
identified as being at high risk of developing heart diseaBke BHF campaigns
strategy to distribute the information was to send métion packs to homes
throughout the UK. This approach of circulating the rinfation did not target people

via primary care settings, an approach recommended banryrirare professionals.

This study aims to address these points by creatingf@amation resource for people
who are identified as being at high risk of developing heaeade, in order to reduce
the time it takes these people who are experiencing synsptwhich may be

attributable to a heart attack to respond to their symptolhis also envisaged that
the resource will be distributed in a primary careirsgtteither during a consultation
between the GP and person identified as being at risknbtstheir home address by

their GP when their high risk status is identified.
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1.6 The aim and the objectives of this thesis
In this chapter, | have described the significance amtkeepology of CHD in terms

of the trends in coronary heart disease over the pasiideades and current patterns
of CHD in the UK and in Scotland. | have provided evidemfcgender, regional and
socio-economic variations in CHD in the UK. Howevbecause the majority of
people with chest pain seen in accident and emergency hepéstwithin in the UK
are due to NCCP, | have provided an overview of this subgpeether with data on
NCCP. The costs of both CHD and non-cardiac chest \pane then considered.
There then followed a description of the need to ramgareness of the symptoms that
may be attributable to heart disease, followed by a ghiser of two recent
interventions or campaigns which attempted to highligbt type of symptoms that

could be attributable to heart disease.

The overall aim of the research reported in this shesito produce a piloted draft
information resource which aims to help people to redpeffectively to symptoms

that might be attributable to heart disease for pedgi@h risk of heart disease.

In order to achieve this aim a number of objectives Iheen developed, these are:

1. to describe experiences and response amongst a rangelaf wéo have had
symptoms that might be attributable to heart disease;

2. to select experiential data to include in the contetth@fesource;

3. toidentify the best practice guidelines on the manageafenheart attack,
MI or acute coronary syndrome (ACS);

4. to combine the experiential data and the guidelines in areéssdurce; and

5. to pilot the resource through seeking responses to comemraferred style

of presentation from relevant patient groups and heattfegsionals
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1.7 Overview of the thesis
Chapter 2 presents a critical review of the literatureosunding the response and

interpretation of symptoms attributable to a heart attaic#f,how the interpretation of
such symptoms can affect decisions about whether and toheeek help. This
literature review provides the rationale for the redeaygestions addressed in this
thesis. At the beginning of the chapter | describeattaptive function of symptoms
and how we respond to and interpret them, with a focut@symptoms attributable
to heart attacks. | consider the substantial cantidh the fields of psychology and
medical sociology have already made to the study ofpsym response and
interpretation, iliness experience and illness behavib@so attempt to cover some
of the most influential writings of relevance to thesis. Subsequent sections of the
chapter cover: how people respond to symptoms (includirayiéseof response and
research on response to symptoms of cardiac illndes)dnstruction of attributions
in response to symptoms; knowledge used in these procHsseasje of significant

others; the influence of context or situation; and thattment actions.

Chapter 3 presents an overview of the policy that hasemrithe development of
patient information and outlines research on the pr@ogomponents essential in
production of good written patient information. The chaptagins with an overview
of the policy documents that have had a significant inflaenrcthe transformation of
patient information from a simple handout to an integaahponent of many health
care strategies. | highlight key areas and demonstoate¢hese policies were integral
to the strategy to modernise patient information. | algtin@ the impact these
policies have had in changing the emphasis of patientniafbon from a biomedical

perspective to a more patient-centred focus.
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Subsequent sections of the chapter present a methodblagieiew of the
components important in ensuring the quality of patientrmétion. This is divided
into five key areas: readability; recall; the use wtyres and illustrations; technical
issues; and the use of patient experiences. The cltapkdudes with an overview of

patient information in the context of heart diseasghéUK.

Chapter 4 (‘Methodology’) provides an account of researcthadelogy used to
address the research questions and study objectivestifyl jne use of a qualitative
approach to obtain the research data and the methodsouaelidgve this. | discuss
the ethical issues of using such an approach and explaiatitvaate for the initial use
of focus groups as a method of data collection, and exmay this method was
modified to include the use of individual interviews. explain the recruitment
procedures. | also discuss the strategies for ensuring ligqualitative research and
managing the data. The chapter concludes with a detatedat of the key stages of

the study’s analytical decision trail.

Chapter 5 describes the respondents’ accounts of thet symptom experiences. It
examines the differences in accounts between thosesawtidhey reacted by seeking
help quickly and those who waited. | describe the raedpats’ responses to and their
descriptions of their initial symptoms, their initiatrdiutions and whether they had
any knowledge or experience of heart attacks, anginanyiotner forms of heart

disease, the role played by significant others, th&atsitns the respondents were in
when their symptoms were experienced and the events \ihaly led to them

seeking help. The chapter presents first the accofitt®se who responded quickly

and second, those who waited.
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The analysis in this chapter is structured in this wagnnattempt to distinguish
possible differences in those who acted quickly and thwaise waited across a
number of variables. By looking at the two groups seéplrd may be possible to

highlight the factors which facilitate the decision tekselp quickly.

Chapter 6 details the development of the information resoufhe chapter describes
how the resource was developed and shows how the dasigess took place from
the initial ideas to the production of a working designplate. The chapter then
describes the development of subsequent drafts of thercesdy eliciting and
incorporating feedback from a number of patient groups. chia@ter considers the
factors most relevant during the initial stages in theetd@ment of written patient
information. | use extracts provided by the respondentgluhe development
stages to accompany these considerations to demonstvatedioinput was essential
during the early stages when ideas surrounding the dineofidhe design and the

content were not yet agreed.

| demonstrate how the approach taken in the developofetitis resource drew
heavily on that taken by Kennedy, Robinson, Thompson &kikVi(1999) &

Kennedy, Robinson, & Rogers (2003) in their production of guidebob also show
how the respondents in this study were involved fromaimset in the design and
influenced the development process, and their role atuating the various drafts. |
also demonstrate the key role taken by health profesisian development of the

resource.
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Finally chapter 7 presents a summary and conclusion ®rstindy. The chapter
begins by summarising the main findings from the researcaéip(ers 5 and 6) and
considers them in relation to the research literabvailable. The chapter then
considers the production of an information resourcehighlight the benefits of
incorporating the accounts of people who have experienced eymmphat have been
attributable to a heart attack, and using their expergeramad insight in the
development process. | also acknowledge the advantagagfhealth professionals
with knowledge of heart disease to provide a professipeaspective on the
development process. | then discuss the strengthbnaitations of the study before
discussing recommendations for future research. Finaligcuss the implications for
healthcare policy and practice in relation to the figdjnbefore the chapter closes

with a number of conclusions.

Chapter 2 Literature review: lliness behaviour:
responding to the symptoms attributable to heart
disease
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2.1 Introduction
In the late 1960’s Irving Zola undertook a landmark study of pdyple arrived at a

US emergency room with symptoms of illness. As he wrote:

‘virtually everyday of our lives we are subject to a vast array
of bodily discomforts, and only an infinitesimal amount of
these get to a physician’

But, he went on:

‘neither the mere presence nor the obviousness of symptoms,
their medical seriousness, or the objective discomfort seems
to differentiate between those episodes which do and those
which do not get professional treatment’

(zola, 1972. pp. 230-231

Mechanic (1995) defined illness behaviour as: “lliness behavariss from complex
causes, including biological predispositions, the natureymipsomatology, learned
patterns of response, attributional predispositions, tgte influences, and the
organisation and incentives characteristics of the heafthsystem that affect access,

responsiveness and the availability of secondary béehefits

This chapter reviews the literature on illness behaviouelation to symptoms that
end up being diagnosed as attributable to heart diseasefocuses on the
interpretation of symptoms, and how this can affect @ewswhether and when to
seek help. Because it covers the whole process of respn symptoms, from
recognition of symptoms, to interpretation, coping/managéimesponse and

appraisal of actions, the chapter uses Leventhal, MaydrNerenz’'s (1980) self-
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regulatory ‘Common Sense Model (CSM) as a frameworlldscribe the literature.
The model is summarised in figure 1.

Figure 1 The common sense model of iliness representations

Appraisal of coping
A A 4 An evaluation of the
Cognitive illness Coping strategies and coping strategies or styleg
representations styles which have been adopted
Identity Avoidance/denial
Cause Cognitive reappraisal
Consequences Expressing emotions Yy
Cure/control Problem focused coping
Timeline Seeking social suppt
lliness outcomes
A Disease state
lliness stimuli Psychological distress
Pool of lay Physical functioning
information stored in Role/social functioning
memory, information Vitality
given by external y'y
sources, somatic and
symptomatic
information Emotional outcomes
Emotional distress
A
Emotional illness Coping strategies 'y
representation used to deal with the
emotional reaction
7'y 'y Appraisal of coping

An evaluation of the
coping strategies or styleg
which have been adopted

to cope with emotional
reactior

Feedback loop

The research that would eventually lead to Leventl@®# began in the late 1960’s
with an investigation of whether fear messages could indkigreople to undertake
health behaviours which were beneficial, such as stoppimgkiag (Leventhal,

Brissette & Leventhal, 2003). Leventhal and colleagoasd that different types of
information were more influential than others in deti@aing the actions people would
take to a perceived threat to health. They suggest pd&@ple experience symptoms,
they form hypotheses about corresponding diagnosis, thbatause could be, how
long the problem could last, what the outcome could loevamat could be done to

control or ease the problem. These hypotheses could beno#éd by information
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from sources such as clinicians consulted by them, otheplepewsith similar
experiences and broadcast media including the InternetCE8M is a dynamic model
where people can change their hypotheses to accommoeatenformation and

experiences.

In building upon their initial work Leventhal and colleagpesposed a hierarchically
organised model featuring the four main stages or stepsspbmse to illness: (1)
illness stimuli which includes internal and external stim(2) representations of the
illness which could be both cognitive and emotional; and g&)jon or coping

strategies which include doing nothing or waiting to see Wwappens as well as self-
treatment and consultation with professionals; anchdge it is self-regulatory (4) the
appraisal of coping strategies and of their outcomes vdainhrequire symptoms to be

re-interpreted , re-assessed and alternative actionstéddre

Although these steps, or stages, are overlapping, and ingegdoccur virtually
simultaneously, they provide a useful framework for orgagishe chapter and the
sections that follow correspond, as far as possiblehémn. Section 2.2 covers
research on external and internal illness stimutitise 2.3 covers research related to
cognitive representations of iliness; section 2.4 briedlyers emotional influences on
interpretations of illness and emotional representafijaltiough much less has been
written about this); section 2.5 covers coping stratepe action taken, response to
symptoms); section 2.6 deals with research on contextialvironmental influences
on the process of responding to symptoms and finallyjose2t7 summarises the

chapter. In each section, where evidence relatingsfmrese to symptoms that might
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be attributable to cardiac disease is available thgivien prominence; otherwise,

general understanding of response to illness is presented.

Research using the model (Broadbent, Ellis, Tomas, Ga&lgletrie, 2009; Petrie,
Cameron Ellis, Buick & Weinman, 2002) has illustrated hofluential cognitive
representations of symptoms can be in terms of understppeiople’s response to
symptoms. People’s cognitions are affected by ‘illnessudit to which the chapter

now turns.

2.2 lllness stimuli
Leventhal et al (1980) have suggested that illness reprasastaand thus response

to them, are informed by three types of information; sensdormation, or ‘internal
stimuli’ related to physiological changes and associategh®ms; ‘lay’ information -
what the person already knows about the illness orpgym and information
obtained via the external social environment — thatoisfsignificant others, such as

family, or from health professionals. The followisgctions deal with each in turn.

2.2.1 Sensory information — internal stimuli
The first type of information is gained from the actuahsory experience of the

symptom itself — whether it is intense, mild, persistaotvel and so on. Symptoms
have been described as a change in the physical or menthtion of an individual,
often regarded as evidence of disease or illness. éMperience of physical
symptoms is widespread, and virtually everyone will havdace some form of
symptom at some time, although most of the common syngpteenexperience are
mild, transient and easily explained (Kolk, Hanewald,ageim & Van Wik, 2003), as
we shall see later. Telles and Pollack (1981) suggest sym@terimportant because

sickness is a prime human concern, and the way awidodl feels is the main
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criterion of health, illness and recovery. Our abiltyuse the information provided
by our symptoms gives us a higher chance of survival imaars organism which did

not have the ability to perceive or interpret symptoms.

Ditto & Hilton (1990) have discussed the problem of identfywhich symptoms
require medical attention in terms of a ‘signal dedectheory’. In this respect any
given symptom that an individual experiences could reftbet presence of a
condition requiring medical attention (i.e., be analy), or it could simply reflect a
common, benign fluctuation in bodily processes (i.endise). They contend that, in
general terms, symptoms of a diseased state obviouslyndemadical attention,
while those due to benign fluctuations do not. The prob&mnthe individual is that
there is considerable overlap between the distributionshe$e two classes of

symptoms.

Pennebaker (1984) has written about the symptom perceptioroaapprto
understanding biological, psychological or sociologioflliences on recognition and
response to somatic distress. In this approach, physiogptoms are understood to
be the outcome of perceptual-cognitive processes regartdergian, detection and
interpretation. Although there is no simple correspandebetween physiological
changes and the perception of physical symptoms the ppenceof physical
symptoms is generally preceded by physiological changesat hdventhal calls

‘internal illness stimuli’.

Pennebaker has argued that physiological changes canframsefluctuations in

normal bodily processes, from organic disease (acutavedlsas chronic), from
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emotions, or they can be induced by environmental conditidh&s suggested that
these changes trigger receptors throughout the body, ¢jagardormation about the

state and function of internal organs and the orgaresgst However, only a small
proportion of this information gives rise to the awasnof bodily changes (Granot,

Goldstein-Ferber, & Azzam, 2004).

2.2.2 Lay information
The second type of information is termed ‘lay’ inforroati what the person already

knows about the illness or symptom. This may be formedutih one’s own
experience, from discussions with others about paatigymptoms or illnesses they
have had or through general, ‘culture’ or common-sens&laage that is generally
held in a community. Research within the medical dogical tradition has
examined the lay explanations, lay understandings anelxjagrience of illness — and
the ways in which people interpret and read bodily symptand react in assessing
iliness (e.g. Rogers, Hassell & Nicolass, 1999). Rogeaiscalleagues suggest that
lay concepts of health and illness may be ‘less expatt’because they are grounded
in subjective experience, these concepts may be baftemied, on occasion, than

more professional perspectives (Blaxter, 1985).

In medical sociology one way of articulating theoimhation, or knowledge, gained
through experience is through the concept of ‘lived expegiemdich provides
intimate ‘taken for granted’ knowledge of the body possds Rogers et al (1999)
suggest that expert and lay knowledge are mutually dependahéir information
content, although ‘lay’ knowledge cannot be seen as a@gparom medical

knowledge. They suggest that the lay person’s views abogatlse, prognosis and
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risk of symptoms are formed in a similar way to the dcsmis made in medical
practices (Rogers et al, 1999).

2.2.3 The external social environment — the importa  nce of
significant others

The third type of information is obtained via the extésmial environment — that is
from significant others, such as family, or from hegttlofessionals. Although
Cameron and Leventhal (2003) recognise the role of peoptecsal networks,

particularly people close within it, most researchttenrole of significant others has
not used the CSM at all. Because the effect of s@amt others is often seen to
mediate people’s response to symptoms in general ibie neadily described once
these have been covered. Thus sections 2.6, on &ut effthe external environment,

covers research on the social environment — or thefalgnificant others - too.

2.3 Cognitive representations of illness
Leventhal and colleagues (1997) suggest that five componentslineks

representations can be identified. The first of thesdentity. This is the label or
name given to the condition and the symptoms that ‘appe&go with it. Leventhal
et al (1980) have argued that people like to label their syngptowrder to legitimise
them. The second, and related, component of illnesggeptations concerns the
perceivedcausethe person has regarding the origin of their symptevhg;h may or
may not be medically accurate. As we have seenntbemation used to ascertain
the cause is based on personal experience, the expgariefcsignificant others,
communications with health professionals and inforomatrelayed via general
cultural resources such as the mediame-line,the third component, concerns the
beliefs about duration, how long the person thinks thampsoms/illness will last
which are reassessed over time. The fourth compopenems theonsequencethe
person feels will result from their symptoms/illnessarms of the physical and social
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costs. However, it has been suggested that theseseefaons may develop over
time (Leventhal et al, 1997). Finaltprability/control is the construct which relates
to how much the person believes their illness is treatabhow much influence they

have over their illness.

Research not conducted within the CSM’s framework hasrtieless covered very
similar ground and the following sections review this regean relation to these

CSM-inspired headings.

2. 3.1 Symptom identity or label

Giving symptoms a label or an identity is intimatelyatetl to identifying its cause.
We have seen that the term ‘symptom’ can be defined aapiated in a variety of

ways depending on the viewpoint of the individual. Many pevjg® symptoms as

subjective indicators of a disease or illness and imaelgi attempt to understand its
cause and to give it a label. McDaniel & Rhodes (1995) sugjggissymptoms are

indicators of a departure from the normal; they descnlmeptoms as atypical or

disturbing sensations that interfere with our normaliets. According to Rhodes

(1987), symptoms are private; they are what the individualrexmes and reports as

manifestations of their problem.

Mechanic (1992) suggests that most symptoms are normalizede eevaluated as
having little importance in the context of everyday lie suggests that initially we
tend to normalise symptom experiences by applying a cons®ose rather than a
medical label to them — for example a common normadisgirocess with regards to
chest pain as a result of angina is to attribute thetpaindigestion’ or other minor

ailments (Rogers et,al999). Tuckett (1976) contends that people generally resist
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defining themselves as ill and tend to accommodate to Hyenptoms as they
develop. Pennebaker (1982) suggests illness symptoms arertlifdabelled by

individuals in dissimilar social and cultural situations.

Recognising and labelling symptoms involves the consideratiorcompeting
cognitions, emotions and perceptions in an attempt t@ meaning to experiences
Perceptions have been linked to the social and subjectintextse of people’s
everyday lives. Pennebaker (Pennebaker1982; Pennebaker, 1984)hested what
determines the meaning of symptoms is the degree to whicbppeat systems can
focus accurately on internal bodily sensations inféoe of external ‘noise’. This
refers to the suggestion that symptom recognition i®thheome of a competition for
perceptual attention between external (environmental ategxtual) stimuli, and
internal (bodily or sensory) stimuli. Therefore, l@htontextual factors are accorded
importance by Pennebaker, their role is limited to gcéis interference in perceptual
functioning. He suggests that these contextual facemmaat play any constructive
role or purpose. The more our attention is absorbedkt®yral stimuli (e.g. work,
family or daily hassles) the less aware of bodilyssgions, unless the external stimuli
act as stressors and contribute to a negative embtsdaize, along with physical
sensations. In contrast when external informatiaelatively low (e.g. life and work
are repetitious and boring) attention to and awareokessmatic sensations increase.
Other researchers suggest that the interpretation s#naation as a symptom of
disease is guided by illness schemes, cognitive structumesite based upon earlier
experiences with, and ideas about illness and diseassi{Waynch, Murphy, &

Daly, 2004).
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2.3.2 Causal attributions — general
As we have seen, giving a label to a symptom implresralerstanding of its causes,

together, attributing symptoms to a cause and giviadabel is based on information
acquired via various sources which take place over timdvimgodifferent levels of

complexity depending on the nature and familiarity of $genptom / symptoms a
person is experiencing. There are a variety of facitnsh are relevant in shaping
our evaluation of the symptoms we encounter. Thewgeraom: our own and others’
experiences and expectations about health and illoessples and responsibilities;
our culture and social background; our perception of persakahnd vulnerability;

and the use of medication (Rogers et al, 1999).

So, a common reaction to an unexpected negative ewsht,as the experience of a
new symptom, is to attempt to construct a causal exjdanar attribution in order to
explain it (Weiner, 1985). As Locker (1981) suggests, in tbe ¢d symptoms there
is ‘ubiquitous causal theorizing’ (p62) in which one objectvang is seen to precede
and be responsible for another object or event; symptmasgiven a label and

through causal theorizing causes atteibutedto them.

Creating causal attributions is a central part of hew construct cognitive

representations to account for our symptom experiemgesch, Senior, Weinman &
Marteau, 2001). This creation of an explanation helpsake sense of symptoms. In
constructing these explanatory attributions we aretiogedhe inferences we draw

upon to understand what is happening to us during our symptomesqes.

Theories on how attributions are constructed share fowin assumptions

(Forsterling, 1988). The first is that attribution thesrere essentially cognitive
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based on the central role played by cognitions in behasifect and experience.
Second, it is assumed that people are motivated tocsersal explanations for their
symptoms. Third, people tend to search for explanatiors similar way to the
methods used by scientists. The fourth assumptionaisthie process of making
causal attribution is somehow adaptive. However, ondy fitst two assumptions

have been consistently supported by research (Sensky, 1997).

The search for attributions has also been linked witrastins of high uncertainty
(Turnquist, Harvey & Andersen, 1988) and to the serioustiesgperson attaches to
the event (Weiner, 1985). It is therefore not surprising Thanquist et al (1988)
found that between 75% and 95% of people when faced Mifdrthreatening illness
made a causal attribution to account for their symptoAmsother key feature in the
construction of attributions is the conviction with whithe attribution is held.
Serious illness has been associated with the creatiomoce attributions (Affleck,
Tennen, Croog & Levine, 1987), but interestingly the attioimst tend to be held with
weaker conviction (French et al, 2001). French et al (2001) Sugiats this
contradiction can allow the person experiencing the psgms ready access to

alternative causal explanations in the event thest &ttribution is invalid.

Sensky (1997) suggests causal attributions can be classlibieg three dimensions:
(1) locus of control (internal versus external); (2Zbdity; and (3) controllability.

Perhaps the first question that arises when forming tibudton is whether the
symptom originates within the person, or is due to soxbermal or environmental
cause. Sensky argues that only when no possible sitalb#tinbution is possible do

people search for dispositional attributions, within thdwese(Sensky, 1997). The
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importance of this distinction lies in the fact thaége dispositional attributions are
assumed to be abnormal, and potentially pathological, eakethe situational
attributions are commonly thought to be benign, a prodessribed as normalising
symptoms (Robbins & Kirmayer, 1991). In a study investigaBngommunity

sample of fatigue sufferers, Chandler, Power & Wgs$£096) found that those
people attributing their symptoms to social factors, sushstess at work (a
normalising attribution), were less handicapped at Vellp than those who made

pathological attributions.

When faced with new and unexpected symptoms people harelantcy to interpret
these events in the context of prior beliefs and otirexpectations. Attributions
which come to mind most readily at the onset of sympt@nd to be judged more
probable (Sensky, 1997). This is even more so if the pér@e®mever experienced
the symptom / symptoms before. In these circumstgmeeple attempt to construct
scenarios to account for their symptoms, and will tlhelyge how probable these are
in terms of how plausible the symptoms and the causaratdhe ease with which

they came to mind (Tversky & Kahneman, 1973).

These processes are however influenced by external fa@peific media attention
concerning certain illness can explain how people cambwktr their symptom /
symptoms to erroneous causes. If someone is predisgosethke a specific
attribution in response to a specific symptom, or a alusiteymptoms, this tends to
focus the person’s attention on these cues whichlaly io confirm their hypothesis
(Cioffi, 1991). Having made an attribution Sensky (1997) suggéw person’s

memory for the event is now enhanced in keeping witir theveloping model of
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iliness, even though it may not be accurate. For ex@ngoimeone predisposed to
associate chest pain with heart disease is likelyetmgnise the severity of the
situation when chest pain is encountered. In contrast @&dp associate this type

of symptom with indigestion are more likely to waitadtempt to self-medicate.

2.3.3 Causal attributions — symptoms that might be cardiac illness
Experiencing a heart attack for the first time is ahtdging experience for most

people. In a review aimed at describing the patterns obwttons made for the
causes of heart disease French et al, (2001) used the fesoita number of studies
(overall 54 data sets) to determine what attributions weade: chronic stress and
specific lifestyle factors were the two most comngboth social factors). These two
causes were rated as the most important in over twastbf the studies investigated
(French et al, 2001). A number of other studies havemptesl to explore the
attributions people have made during a heart attack and trese attributions have
affected behaviors such as when to seek medical helpallbaticited attributions
some time after the event (Dracup, Moser, Eisenbergsdiike, Alonzo, & Braslow,
1995; Finnegan, Meischke, Zapka, Leviton, Meschak, BenjamineGahkh, et al,
2000). There has been research on the attributionarthahade immediately after a

heart attack.

One study which has investigated the symptom experiences ghdtmmhs made as a
result in a group of people immediately following th&ist myocardial infarction
(MI) was undertaken by Cameron, Petrie, Ellis, Buick &ilvnan (2005). The
authors explored the attributions made by 65 people and fhahthe majority were

related to a heart condition. However, the restltsved that the attributions varied
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by and in relation to the symptom experienced. Symptois as chest pain, nausea,
and an irregular heart beat were all readily identiisdelated to a heart condition.
In contrast, symptoms thought to be related to a gaststinal complaint, irritability
or coughing were not thought to be cardiac related. Theoeutsuggest these
variations in symptoms attributions may provide some atdios regarding the
prototypical beliefs people have about heart attacksthasattribution process
involves matching symptom experiences with beliefs aboupsyms attributable to a

specific disease (Cameron et al, 2005).

Although the results produced by Cameron et al (2005) indidaig many people
attributed their symptoms to a heart condition the ntoshmon causal attribution
was stress, followed by high cholesterol, hereditycéatsumption and hypertension.
This pattern was also evident in earlier studies investmgaattribution of heart
disease (French et al, 2001; Weinman, Petrie, Sharpe &wWa&R00). For example
many people attributed their symptoms to high cholesterotaltigeir ‘risky’ dietary
habits. Others made hereditary attributions based an fdmaily history of heart
disease (Weinman et al, 2000). These studies suggestwh®t people are
constructing their attributions they are heavily influendsd specific symptoms
(Cameron et al, 2005). However, studies have shown ithegmptoms are
unfamiliar, a new experience to anything they have expedebetore, this has led
many people to attribute their symptoms to an unimportaose and they have
ignored them (Pattenden, Watt, Lewin & Stanford, 2002)cormect attribution of
symptoms has been found to an important factor influenbtiaglécision to seek help
(Dracup, McKinley & Moser, 1997; Horne, James, Petrie,ifilan & Vincent,

2000).
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Weinman et al (2000) suggest that the causes we attribote g§ymptoms help us to
make sense of these experiences. Previous studiesng@rfie attributions people
have made during the onset of symptoms attributable tara dwack have found the
common attributions people make to account for their sgmps to assign them to
poor health habits (Affleck, Tennen, Croog & Levine, 1987; Dée\& Norman,
1992). A common example of this type is the situationhiictvthe person interprets
the onset of a heart attack as indigestion, or wtherg attribute their racing heart rate
to their stresses due to their working environment. &lagsibutions of the cause of
the symptoms can have fatal consequences, but the persofeelasomewhat
reassured because they are able to associate theipalrest increased heart rate to a

more benign type of explanation.

In terms of the types of information used to help rinfan attribution of symptoms
due to heart attacks studies have indicated that peopldav®had a previous heart
attack are no better at responding to their symptonskiguand to seek help than
people who experience their first heart attack (Johan&toomberg & Swahn, 2004;
Gurwitz, McLaughlin, Willison, 1997). This finding was alsgported by Mumford,

Warr, Owen & Fraser (1999) in their study investigating th@sons people delay
when experiencing acute chest pain in a sample from a Ganadd UK patient

population. The authors found that people with a previous dsgof angina or

myocardial infarction were no better at forming atrilagtion that their symptoms
were related to their heart, and they sought help théer those with no such history.
This paradoxical finding was despite those with experienceeaft disease having

had frequent contact with medical services and thexefwect personal experience of
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the importance of early admission to hospital (Mumifet al, 1999). This finding
was also evident in the findings reported by LesliegUrooper & Morrison (2001).
But other studies have contradicted this finding and havevrsitbat people with a
previous heart attack are more likely to have reduced ghbdelays, as a result of
reduced decision times in determining the importance of gygnptoms (Ottesen,
Dixon, Torp-Pedersen & Kober, 2004). Ottesen et al (2034) falund people who
attributed their symptoms to a cardiac cause were mareirmed they would die

from another heart attack. As a consequence thesdepempe more likely to

interpret symptoms as being serious with severe consequ@ditesen et al, 2004).

2.3.4 Time-line and consequences
In terms of time-line and consequences these are casstinch concern beliefs

about how long the person thinks their symptoms/ilineddasi and what will be the
consequences of them in terms of being able to functfestefely. Both can impact
on the mental representation a person makes in tltioa to symptoms. Although
the recommended action on experiencing symptoms attbileuta heart disease is
prompt help seeking via the emergency medical serviaeslity many other courses
of action take place. Robinson (1971) suggested that theyebenaifficulty in

making the decision to seek help where uncertainty ansegerpreting symptoms as
serious and a lack of understanding of the consequendesyhgtoms may entail.
Symptom seriousness is based upon what people are told #im nature of a
condition, knowledge through personal experience and alies and information

picked-up informally (Rogers et al, 1999).

A further factor relevant in understanding the decismseek medical help concerns

knowledge of the potential treatment options availabletle treatment of heart
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attacks, MI's or acute coronary syndromes. This isctbfavhich can directly effect
the time it takes a person to make the decision to seelical help. One of the most
important advancements in the treatment of an Ml leen the use of reperfusion
therapies. Whether thrombolysis or angioplasty #mehts of this type of therapy in
improving the outcomes for people are well documented (Lug@df5). In an
Australian study Dracup et al (1997) found people who hdd &t no understanding
of the benefits of using the Australian emergency naddiervices. They also had no
knowledge of treatment ambulance personnel could offiekpa understanding of the

need for timely administration of reperfusion theragieracup et al, 1997).

A United States (US) study investigating the prehospitat@lod delay in people with
acute myocardial infarction found that 84% knew nothintheftherapies available to
treat their condition. The 16% of participants who (samine awareness of the
existence of the therapies available sought help signifiz sooner than those who
were unaware of treatment options (Wielgosz & Nolan, 1998nother study

investigated the link between knowledge of treatmentdadblaifor heart attacks and
seeking help. In this case the sample consisted of paysiaeind non-physicians who
were experiencing heart attacks (Schmidt & Borsch, 1990gir Tésults showed the
physicians sought help significantly sooner than the nosipiays (1.8 hours against
a delay of 4.9 hours respectively). Schmidt & Borsch (19aQyest that the faster
response to symptoms was a consequence of their knowtddtiee benefits of

reperfusion therapies and the time dependant natureioftigdivery.

2.3.5 Cure or control
In terms of curability/control, the construct relateshow much the person knows

about their symptom or illness and how treatable it if@& much influence they
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have over it (the illness). There is evidence to shbat the representation an
individual makes in regard to their potential cardiac symgt can directly influence
their help seeking behaviour (Horne et 2000). Previous work has shown that
people have pre-existing ideas about the symptoms assbaiath any common
illness. In a similar way people identify diseasesilmess by comparing the
symptoms they experience with those they expectafgiven disease (Bishop &
Converse, 1986), and evidence has shown this is the cdseegérds to chest pain

attributable to heart disease (Horne et al, 2000).

In terms of the construct cure/controllability, when parson recognises their
symptoms to be cardiac in origin, an appropriate evaluatfothe urgency of the
situation is made more often, and a rapid responseiie tikely to occur. In these
circumstances the person realises they have littleradoover their situation other
than to seek prompt medical attention. Chest paincisnamon symptom of a heart
attack and there are a number of terms that are tlypioged to describe the
‘crushing’ and / or severe pain associated with this symptdwhen chest pain is
experienced in this form people typically respond tdlhat is they know it is serious
needing prompt medical attention and realise the omfilpance they have is to
respond quickly. This is in contrast to where peopleuasaire of the nature of their
symptoms, in these circumstances people may thinkdaerycontrol their condition
employing strategies such as self-medication or waitngede if their symptoms

develop.

2.4 Emotional influences on symptoms recognition and
representations of illness
Whilst Leventhal's CSM is a parallel processing mode,@émotional representations

of symptoms and illness have been much less researchedhéhaognitive ones.
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This section considers emotional influences on symptomsepeon as well as

emotional representations in response to symptoms.

We know that symptoms indicate to the individual thesgality of illness but that
symptom perception varies between people; Pennebaker sutfuestssbecause we
differ in the amount we are able to attend to our makstates. He suggests that those
who are internally focused may be more sensitive topsgms, whereas those who
are externally focused may be less sensitive to amynat changes (Pennebaker,
1984). Skelton & Pennebaker (1982) suggest symptom perception isfalenced
by mood and cognition. Mood it is suggested can affect ouecing states and
cause increases in levels of anxiety. The authors foumidithreases in anxiety
resulted in additional self-reports of pain experienoe ekpectation about the nature
of the symptom can alter the experience of that sympémd resultant negative mood
can influence the attributions made about a symptomgnifiee states can also
influence a person’s perception of their symptoms. HRmake suggests that
symptom perception is related to a person’s attentgtage and that boredom and the
absence of environmental stimuli may result in overtamp whereas distraction

and attention diversion may lead to under-reporting (Penngk&?).

Pennebaker (1982) has also suggested that a number of otiadegahave been
found to influence the perceptual cognitive processes thatkated to the experience
of negative mood, and physical as well as psychologigaiptoms. For example
chronic diseases are considered to be a major sounstefal, somatic information,
the more so when there is more than one chroniaskse Pennebaker (1982) also

suggested that negative affectivity (NA) has been replgateociated with high
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reports of physical symptoms, independent of demographic ceastics and health
behaviours. The tendency to selectively attend tdotityy has been defined as the
tendency to be aware of or sensitive to, internal Bopiibcesses and states, not
typically associated with disease, illness or emo{i@ennebaker, 1982). Selective
attention has also been associated with elevated symporting. Other factors
may include living alone, social isolation, unemploymentundemanding, low status
jobs on the one hand, and from over demanding work, yanoit household
responsibilities, as well as conflicts due to multiptdes (e.g. partner, parent,
homemaker, and employee). In addition, the assoni&igtween negative affectivity
and physical symptoms was found to be mediated by tlikeney to use selective

attention (Watson & Pennebaker, 1989).

Emotions are an integral component of the Common-Sdoskel. Simultaneous with
the development of the cognitive iliness representadonemotional representation
develops that is more subjectively experienced by thevicdhehl and creates feeling
states such as depression, annoyance, anger, and anmietioriEcan function in one
of two ways. If the emotion is accompanied by an acpitam, it can motivate the
individual to engage in health care activities. Howevir,the emotion is

overwhelming, less action may be taken; in some casesagction at all may be the

result (Diefenbach & Leventhal, 1996).

2.5 Coping strategies - response to symptoms
The type of response made in response to the onset of@ymmian have major

consequences for the person experiencing a heart aff@dekprevious sections of the
chapter have discussed the CSM and the constructs instalne creating illness

representations, these constructs play a key role inngh#pe behavioural response
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to symptoms. The CSM makes an explicit link betweeresls representations and
actions a person takes in terms of the coping behavenadsstrategies they may
adopt. The model suggests that interpreting the symptomdesythe action in
response to symptom or illness threat (Leventhal di980). For example, the label
or the identity the person uses to describe the condiguiting from their symptoms
does play a role in the subsequent response to thenmg Bbéle to identify the
symptom with a specific condition influences the pathwlag person takes from
representation to outcome via coping (Hale, Treharié&t&s, 2007). For example if
a person labels their chest pain symptoms as beinguadibie to a heart attack they
are more likely to come to the conclusion their resposhould be to seek medical
help quickly. However, if they are unsure as to idgrfttheir symptoms they may
employ another coping strategy which may lead to anotbsponse. In these
situations people may deny or avoid the presence of thaiptems, they may also
use a wait and see approach and re-evaluate their symptaantater time or they

assign their symptom to another erroneous attributidrattempt to self-medicate.

A UK study investigating the prehospital phase of délayeople experiencing acute
coronary syndrome (ACS) found that the people who wéle t identify the

symptoms they were experiencing were cardiac related ikely to have a shorter
pre-hospital delays and sought help sooner than thosevetgounaware of what their
symptoms represented (Perkins-Porras, Whitehead, Strikeéegio®, 2009). The
findings of the Perkins-Porras et al, (2009) study confirthede of an earlier study
by Ottesen et al, (2004) who also investigated pre-hospilay de acute coronary
syndrome. They found that being able to interpret symptasnsesulting from a

cardiac cause was a significant factor in respondintheém. In this Danish study
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over half of the sample was able to interpret thginoms as cardiac and respond

quickly (Ottesen et al, 2004).

Ruston, Clayton & Calnan (1998) also found that when peoderienced symptoms
they knew to be attributable to a heart attack theparded quickly. These people
were more likely to see themselves at risk because khew that their symptoms
were serious and what they represented. Addition&ky geople who responded
quickly were less likely to treat themselves or canethiers. Leventhal et al (1980)
have suggested the response people make to symptoms asRuastion et al (1998)
study is influenced by how severe the person believes shigiptoms are based on
the representations they have created. However, thieeexperience of symptoms is
markedly different from what is expected it is perhapderstandable that people are
confused and employ coping strategies. Where therenfsision a natural response
is indecision and this usually entails a wait-and-see agproMany people may wait
to see if their symptoms disappear or if they evolv® ia more recognisable
manifestation. The result of either response usugives a delay before medical

treatment is decided upon (Horne et al, 2000).

In a study investigating the complexity of symptom percepdmd presentation
differences between men and women regarding the maatitesof unstable angina
pectoris, Granot et al (2004) found some interesting sesdlhey found that women
were less likely to complain about pain in the chest enddd to describe their pain
as located in the back, stomach, neck and chin. Wormserrgborted higher levels of
pain intensity compared to men, and more symptoms, asafyspnoea, dizziness,

palpitations and irritability, that did not characserthe men’s chest pain complaints.
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In general it seems heart disease is largely seemadeadisease, which may cause
women to fail to recognise symptoms attributable to it aodsequently fail to

undergo medical treatment (Richards et al, 2002).

In a recent US study which investigated the time betwg@p®m onset and the time
to seek care the authors identified a range of actlmngarticipants (N=57) took in
response to their symptoms (King & McGuire, 2007). Fostnod the participants in
this study their first communication about their sympteovas to a family member or
friend, who consequently called the general practitioBé?) (for them (28%). Fewer
than 23% called, or had a family member call the emergeredical services. The
next most common action in this sample was to selficagel which tended to be
medication aimed at reducing a gastrointestinal camtplaFinally a small number

actually drove themselves to hospital (King et al, 2007).

Leslie et al, (2000) found an initial call for medicalght the ambulance service was
made in only 25% of their UK sample of 313 people who haemadfa MI. Of these
over a third had suffered a previous heart attack. Tasorethe majority of these
people gave for calling the emergency medical serviceshetthey knew calling a
GP would take longer. For the majority of people in gtigdy calling their GP was
the first course of action they took. Reasons giwertHis decision was that people
thought their symptoms were not serious enough to troublenibellance service. A
more drastic course of action was taken in 20% of cdmas; both the emergency
medical services and the GP were bypassed by people éihieg themselves or

using a taxi to take them to the nearest hospital emeyggepartment. The reason
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these people gave for this course of action was thgtfdit it was the quickest way of

getting to the hospital.

Perkins-Porras et al, (2009) found that nearly half ofr teemple (288) called the
emergency medical services when their symptoms begtogrrthan calling their GP,
family or taking any other course of action. The peaph® called the emergency
medical services were also those who responded theegtiitktheir symptoms. The
authors found this decision was related to the experi@ficetense chest pain
symptoms, and the fact they were experienced at tekemel. The authors suggest
that the action to call the emergency medical sesvieas prompted in some way
because people were unwilling to contact their own @Btf hours at the weekend.
The action taken in this case could be due to fact tmions were limited (Perkins-
Porras et al, 2009). A similar finding was suggested by nkiestigators in the
GUSTO-1 study (GUSTO, 1993). The authors found that many @éapl concerns
about wasting the time and resources of their GP anavtsighe reason they gave for

delaying contacting them (their GP) when they experticeir symptoms.

A possible explanation for people not using the emergemeyical services as their
first action could be that many do not realise thisiésdorrect thing to do, they do not
realise the consequences their situation entails. as$t been suggested that the
importance of calling the emergency medical servicedte not communicated to

people by health professionals. Many health professioassume their patients
already know, and therefore it is unnecessary to infdremtthat this is the best
course of action (Zweifler, Drinkard, Cunningham, Brody Rothrock, 1997).

However, this would appear not to be the case. For rpaaple calling their GP is
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thought to be the first course of action (Leslie e2800). Although this in itself may
lead to the involvement of the emergency medical sesvibere appears to be a
reticence among many people to call for an ambulantteeainset of their symptoms.
It is also possible that other factors influence thpaorse a person makes and it is to

these factors that the chapter now turns.

2.6 Contextual and environmental factors
Although not explicit in the CSM, where symptoms arstfexperienced can also

influence the response to them; as Zola (1974) has seggestmptoms are
differently labelled by people in different social andtual situations. The context
in which symptoms are encountered has been argued by sotae 1874; Alonzo,
1979) to be central to the way people make sense ofsymptoms. Zola suggests a
series of five social and contextual triggers which asetral to the symptom
evaluation processes, and which differ in their signiiteabetween social groups: (1)
the occurrence of an interpersonal crisis; (2) thegeed interference with social or
personal relations; (3) sanctioning; (4) the perceivedference with vocational or

physical activity; and (5) a kind of temporary assignmemstyaiptoms (Zola, 1974).

However Alonzo (1979) argues for a ‘typology of contexts’which symptoms
become more or less apparent to the individual. He stgytiese are several factors
which influence the way in which people appraise their sgmpt namely: (a)
commitment to and engrossment in situations; (b) tolerdnycthe person and the
credit given by others; (c) power relationships betwaeople; (d) coping resources
of the situation; (e) symptom meaning; (f) the presencaasial processes and

chronic diseases; and (g) age and sex (Alonzo, 1979).
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In a later study Alonzo found the situation where the ®gms of coronary artery
disease were experienced certainly played a role idehision to seek medical help
(1986). The findings suggested that if the person was a¢ loming the acute stage
they were more likely to self-evaluate their symptorke suggests the reasons for
this were due to the availability of self-treatmentotgses and privacy to self-treat
and observe the signs and symptoms. These factorsudgests, would not be
available to someone in a non-home setting, for examurk or a public venue.
This would explain the shorter decision times he oleskm people who experienced
their symptoms in these settings (Alonzo, 1986). The teegubduced by Perkin-
Porras (2009) supported these findings and showed people whaatvkeome when
their ACS symptoms began had longer pre-hospital delayspig@ple in a non-home

setting.

In terms of a self-categorization approach, the thdemeloped by John Turner and
his colleagues (Turner, 1982; Turner, 1985; Turner; 1988; Turner HodgsOa
Reicher, & Wetherell, 1987; Turner, Oakes, Haslam & Mt%a994) provides an
explanation of symptom evaluation which requires a persgeathich allows for the
influence of context upon perception and understandingrner (1988) argues that
the theories and the knowledge that a person is ableato wjoon to make sense of
any given situation vary considerably and are as a resuitext dependant.
Therefore, when applying self-categorisation theoryytmptom evaluation, Turner
and colleagues do not suppose that every person has a siirakss representations
for each of their social identities (Turner et al, 198Rpather the theory proposes that
different identities imply different criteria for ¢hperception and evaluation of events

in general, including those of physical symptoms. Turner aigygests that we
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assume that those symptoms which threaten some vaioeghgion of our salient
identity will be seen as serious, while those which db will be dismissed as
relatively trivial. Therefore the significance of tegmptoms will vary from context

to context as a function of which identity is salient\{ine & Reicher, 1996).

Another contextual factor referred to earlier (in mecR.2.3) is the role of significant
others. Moser, Kimble & Alberts (2006) suggest that factach as being married,
living with someone, or having another present at the arisstmptoms of a cardiac
event can play an important role in the way peoplegeise and attribute a cause for
their symptoms and respond. In this respect significdaretcan play a serious role
in helping to evaluate the symptoms, such as obtaining hddseh@rescription
medication, providing support for the individual during theltheeelated crisis, and
helping obtain medical treatment (Alonzo, 1986). Thisdak can have the biggest

impact in terms of a positive outcome for the personmapeing a heart attack.

However, the literature concerning the impact of fammBmbers or significant others
in calling for emergency medical care is mixed. One stndw over forty years old
but still relevant today, found that people who werenal at the onset of their
symptoms made the decision to seek medical help fdstervthen the decision was
made with their spouse present. They also found theiaiet¢e seek care was made
faster when friends and colleagues compared to fam#gnbers were present. The
median time taken to seek care in the presence of frimads2 hours while in the
presence of family members it rose to 12 hours (Hacketta&s€m, 1969). The
authors suggest the more impersonal and authoritativetdraction with friends the

faster the decision was made to seek medical care.
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Alonzo (1986) also found people had a significant increaséeilay in seeking
medical care when they informed their spouse of thamptoms. The findings also
suggested that delay was greater when the person expegiehei symptoms was
male and the spouse female. Alonzo suggests this is demates being less capable
of influencing their husbands (1986). The findings from thuslytalso showed that
when non-family members (workmates or friends) werasatted the delay in
seeking help was shorter. Alonzo suggests this is due tofawgotiation that takes
place when friends or workmates are informed. Theseithdils will usually take

control and call for help, a finding similar to thatHtdickett & Cassem (1969).

Other studies have produced evidence which also supportsigigession that the
presence of a spouse or family member can increase te d&lerry, Petrie & Ellis
(2001) and Dracup et al (1995) have investigated the time it togkepemseek help
when experiencing some form of cardiac condition. Baitldies found that if the
symptoms were experienced in presence of another and wkey a relative,
particularly a spouse, the person would wait before sgetkkeatment. The reason
suggested for this wait was the treatment strategies) oftcommended by their

spouse in order to deal with the symptoms.

In a more recent UK study investigating patient decisioe tand home-to-hospital
delays with acute coronary syndrome, Perkins-Porras @009) found that people
who were married, or who had someone present whenfits¢yexperienced their

symptoms had a shorter home-to-hospital delay. They sudgige reason for short
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pre-hospital delay was the shortened decision timsedins in this study the presence

of a spouse speeded-up the decision to seek medical canetatelay it.

However, within the literature there is some debat d®w strong this influence is
in the decision to seek help. It is clear that onsggaificant other is informed by
someone that they are experiencing symptoms that maytideutable to a heart

attack the decision to seek medical care will follothaugh the time to reach this
decision varies between studies. Informing anotherthiegtare experiencing specific
symptoms may be a way of seeking confirmation aboutnhgalor medical help or it

may be a way of legitimising their condition. Inh&it regard the involvement of
family or significant others has the potential to pro\adeorrective evaluation of the
symptom or iliness experience, it allows another to tak&rol of the situation and

either call the emergency services themselves or ihsisthe patient calls for help.

Another factor which the CSM does not refer to is previexperience of service use
can also have an impact on how people evaluate thepteyms. Previous experience
of medical services can shape behaviour in a number of.wélow effective the
medical services were in the past, the type of serailable, changes in the
availability of services, and the long-term relationsiiph the practitioner can all
affect service use, as can disillusionment with probesds who were unsympathetic
or unresponsive (Telles & Pollack, 1981). Telles & P&ll&t981) suggest that
people learned to fit into what was required of them fpomar experience of what
practitioners considered to be legitimate illness —th#tey want to receive sick-role

legitimisation.
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2. 7 Summary
The chapter has reviewed literature on response to symptongeneral, and

symptoms that might be attributable to heart diseas@articular. One of the
suggestions made by the CSM is the relationship betwagmtive representations,
coping strategies and the response or outcome. The magElses that constructs
such as identity, cause, timeline and consequences hdireca influence on the
coping strategy or actions that a person will employcWwhinfluences the response
they make. One of the main causes of people waitingdedsponding and calling
the emergency medical services when experiencing a at#adk is they do not
recognise that their symptoms are cardiac related amnefféhe serious. Interpreting
the symptom experience has been described as a dypawoiss that involves the
perception, evaluation and meaning of the response to a@ympihe chapter has
shown how a person perceives their symptoms and theustinb they form as a

result greatly influence their response to them.

Perceiving symptoms as not important and attributing themibor illness, when
they mark the onset of a heart attack, contributethéotime it takes to contact
medical help. Alternatively having a strong illness idgraitd associated knowledge
that the illness had serious consequences may explain wpjepeeek help quickly.
People may not be aware of their ability to understarl @nstruct a meaning of
illness and how this can determine the action they takesponse to their symptoms.
By giving people careful explanations of the symptombezirt disease and guidance
as to the action they should take in the form ofriméation this may facilitate in the

construction of useful representations and assist impirbelp seeking behaviour.
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Chapter 3 Literature review: The development of written
patient information, from policy directions to the
practicalities
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3.1 Introduction
This chapter provides an overview of the policy that hasdrthe development of

patient information and outlines research on the pr@ogomponents essential in
production of good written patient information. The chapsenot a systematic

review, but rather, a practical and thematic critiquthefliterature.

The chapter begins with an overview of the policy doaimehat have had a
significant influence on the transformation of patiemtoimation from a simple
handout to an integral component of many health camgegies, important in
improving quality. In doing so, it highlights key areas and alestrates how these
policies were integral to the strategy to modernise paitdormation. It also outlines
the impact these policies have had in changing the ernspbagpatient information

from a biomedical perspective to a more patient-centreasfo

The subsequent sections of the chapter present a doé&iba@al review of the
components important in ensuring the quality of patientmétion. This is divided
into five key areas: readability; recall; the use pesuand illustrations; technical
issues; and the use of patient experiences. The cltapkdudes with an overview of
patient information in the context of heart diseas¢her UK before ending with a

summary.

3.2 The impact of policy on patient information
Changes in the UK National Health Service (NHS) led tiremter emphasis on the

patient as someone whose feelings, desires and viewspoetant (England, 1999).
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A consequence of these changes was a greater emphapgtient information.
Commitment from the government to improve patient im@tion came in the late
1980’s with the publication of the White Pap¥vorking for Patients(DoH, 1989).
This document set forth a recommendation that eachithbspould be able to offer
the patient clear written information resources deigilivhat facilities are available
and what patients need to know when they come to hospitas was then set out as
a promise to the public in th®atient Charter’ (DoH, 1991) under the heading
‘Providing Information’. It states:

You have the right to have any proposed treatment including

any risks involved in the treatment and any alternatives,

clearly explained to you before you decide whether to agree

to it.
(The Patient Charter, DoH, 1991, pp5)

This was followed by policy initiatives such &ke Patient Charte(DoH, 1991) and
The Health of the NatiofDoH, 1992) represented a continuation of this change in
direction from a medical centred approach in providingrimation to a more patient
orientated focus. These policy documents modernised ppeoach to patient
information. These changes meant people were nowleentio be given clear
explanations of any proposed treatments, informed afiske posed, and told of any
alternatives. At the time in the late 1980’s Dixon-Wobds described the traditional
relationship between the health professional and patematernalistic in nature, an
approach which tended to foster a dependence on healtisgooiels (Dixon-Woods,
2001). The introduction of these new policy directivegdtation to information
suggested that patients were now being viewed as consufrtezalihh services who
had a choice in their own health care (Coulter 199&),this change demanded that

more information needed to be made available.
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Subsequent to the publication of these White Papers thaseawapid growth in
written patient information. The range of informatiproduced during the 1990’s
was vast and in relation to a whole range of headthcerns served a number of
objectives, relating to health promotion, the preventbualiseases, and information
concerning self-care (Coulter, Entwistle, Gilbert, 1998)owever, a report in 1993
by the Audit Commission found that often patients did get written information
about their condition, treatment options availabhel procedures they would undergo

and that what was produced was often of poor quality (Aualihi@ission 1993).

This report represented a ‘wake-up’ call in terms of patiefoirmation. Although

there had been an abundance of written patient infoomabroduced, patient
information was often of poor quality (Audit Commissib®93). What was needed
was a clear statement of guidance as to what waabtiitand appropriate in

producing written patient information.

In response the Centre of Health Information Quality (OHI&n organisation
concerned with improving patient information, produced the dontf@rality Tools
for Consumer Health InformatiofCHIQ. 1997). This identified three key attributes
for ensuring high quality patient information materialg: the information should be
clearly communicated; (2) the information should be ewddnbased; and (3) the
development of the materials should include memberseoihtended target audience

(Centre for Health Information Quality. 1997).

A similar attempt to offer practical guidance the bdakorming Patients’(Coulter et

al, 1998), reported a review of the quality of available patieformation through
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patients and the health professionals. The findingsoreirthe Audit Commission
report (1993). Coulter and colleagues found a great deal afftrenation intended

for patients failed to give a balanced view of the eifectess of different treatment
options, uncertainties were ignored and a patronising teas used (Coulter et al,

1998).

In a further attempt to address this failing the Departroéiealth introduced the
documeniClinical Governance: Quality in the NH®oH, 1999). NHS organisations
would now become accountable for continuously improving thditquaf their
services and safeguarding high standards through this fraewks a result, the
Commission for Health Improvement (CHI) was set upregiew local clinical
governance arrangements. This review proposed a model inh wiatents'
experiences would be central to its reviews, based oratlmnale that they provide
one of the key tests of effectiveness of the manageaahgements for clinical
governance and for health improvement (CHI, 2000). Althotigh clinical
governance and CHI documents were an attempt to raisgastis across the board
within the NHS, there remained a distinct lack of guigaan how best to produce

written patient information.

At around the same time in Scotland, O’'Donnell & Entwistl999) produced a
practical guide on producing information on health and healtb. Their guide gave
useful ideas and practical advice about how to assesdpdesad revise information
materials. The guide was one of a series of inigatigupported by the Scottish
Executive Health Department to help improve the qualityn@drmation provision

within NHS Scotland. It was not until three yearsrlate2002 that a similar guide,
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‘Toolkit’ for producing patient informatio{DoH, 2002), was available in England

and Wales.

This provided detailed instruction and guidance for the produdtiawritten patient
information. The aims of the toolkit were cleart was to be used to raise the
standards of written information for patients, theirecs, and people who use the
NHS services. It was envisaged that use of the tool&tmiled guidance would
ensure that the material produced would be clear, conodeegéevant. It would also
make sure that written patient information used everydaguage and conformed to
the quality standards of other organisations (DoH, 2002 ‘ibolkit’ would be the
benchmark, which health professionals could use to prodimenation based on the

principles of best practice, which supported and incredsekinowledge of patients.

Following the introduction of the ‘toolkit’, the DoH prodeat the documerBuilding
on the Best: choice, responsiveness and equity in the(N6t3, 2003). Building on
the Bestwas a consultation (in England and Wales) that hopeestablish which
changes would do most to improve the experiences dthheare for patients and
carers. In terms of patient information, nearly 90Btespondents said that in order
to make choices about their health and health carendgmeged the right information at

the right time with the support they needed to use it ([(2i193).

Building on the Besbecame a strategy, which attempted to create an informat
revolution, in terms of the patient information thhbsld be available. The strategy
set out its agenda to develop a programme of ensuring tdagbian of high quality

patient information. One way suggested to ensure high yymtient information
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was the introduction of a ‘Kite marking’ system (DoH, 2003 his would guarantee
any information produced was of high quality and that patieauld rely on it. The
strategy also proposed that information should have rengstr patient voice,

underpinned by a system of regulation and inspection (DoH, 2003).

One year later the DoH produc@&atter information, better choices, better health:
putting information at the centre of heal{boH, 2004). This strategy document
aimed to build on the commitments set out the previ@as ynBuilding on the best
(DoH, 2003). It had the intension of making patient infdfamaan integral part of
healthcare. It states:

The future is about sharing — sharing of information, sharing of

decisions and sharing responsibility

(Better information, better choices, better healtoHD2004, pp2).

The strategy was underpinned by a series of principleswinghlighted the need for
people to have access to high quality understandable patiernation delivered in
the way they want it. It also wanted to empower thesgeto ask questions about
their healthcare and to be involved, as far as theladisin making decisions about
their care and treatment (DoH, 2004). To support theseiples the strategy aimed
to embed patient information into the healthcare sysie an integral component. It
suggested information be given in line with care provisiot aot as an ‘add-on’.
Personalised information given at a specific point & lness was also seen as
essential to help people make choices to improve tiesith, and also understand
what is happening or likely to happen to them. The stragdgy proposed the
development of a national accreditation scheme fornamétion to give the patient a

clear set of quality criteria covering the informatenailable to them, how reliable it
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is, whether there was any patient involvement in itetbgment, and how accessible

the information is (DoH, 2004).

In 2006, the Picker Institute was commissioned by the Doéetermine the current
state of health information in England and Wales. rBisalting documentAssessing
the quality of information to support people in making decisions about theithhealt
and health care’(Coulter, Ellins, Swain, Clarke, Heron, Rasul, Mage&Beldon,
2006) was produced. The study reviewed a number of comporssatsiaded with
patient information. It showed that written patientonmhation was effective in
improving patients’ knowledge and ability to remember medidalmation, and that
the combination of written and verbal information tégetis more effective than

verbal information alone.

The study also produced a number of interesting findingsezaing the organisations
which produced patient information. Of the 237 organisatibas tbok part in the

study 43% were public sector organisations, 30% were comrheocieerns and 27%
came from the voluntary sector. The majority oé tproviders (87%) offered
information on one topic only. From the telephone syr¢arried out most
respondents were committed to involving patients in deuedpand evaluating their
products, but many lacked any systematic method of doindrew. had adopted any
kind of systematic approach to ensuring issues such dahiéty or usability of their

materials, and although most had made some attempt toeethsir material was
evidenced-based there was often no clear systematicambpi@ do so (Coulter et al,
2006). When asked about the possibility of introducing annmdtion accreditation

scheme most respondents reacted favourably. Many coeldd@antages ranging
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from: raising quality standards in information provision, tgease of information by
patients, and improving the image of information provider&nd@rns were raised
about how the scheme would operate, who would finandew, time-consuming it
could be, and whether it would flexible enough to encouraggtieity (Coulter et al,

2006).

A major conclusion arising from the Picker Institutedport (Coulter et al, 2006) was
that an information accreditation scheme could hakerquality standards in patient
information. This led to the development of an aditation scheme for health and
social care information by the DoH (DoH, 2007). Theoinfation Accreditation
Scheme (IAS), was seen as a way to improve accespidlty information by
providing an external ‘seal of quality’ that patients dordcognise and trust and was
also a way in which the previous systems of improving quedityd be updated. The
scheme is made up of three main components — the stamdardyupport, and the
testing and certification. The standard is the batbe scheme, the support is there
to ensure the information producer can achieve the quealifyired, and the testing
and certification component ensure that any informatieets the required standard.

The model proposed can be seen in fig.2.
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Figure 2 Information Accreditation Scheme model (Adapted from BX&H 2007 pp7)

The IAS is a standard for organisations producing writtealth or social care
information to the public. It is hoped the scheme w#velop into a nationally
recognised standard that will reassure people that thehhie&trmation they are

accessing comes from a reliable and trustworthy source.

Although the policy directives described during the last degoades have seen the
standards of patient information rise considerably trstile remain a number of
fundamental components which must be considered when prodheingformation.
The following sections will describe these includingadability, recall, the use of
graphics / illustrations, other technical issues to besidered when developing
patient information, and using patient experiences. Fimallyen patient information

in the context of coronary heart disease in the UKb& considered.

In developing any form of patient information, it is innf@mt to be clear at the outset

for whom and for what reasons it is being produced. €lsea wealth of information
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available on what makes for good quality information.ride checklists have been
developed to help the researcher assess the pros andoftdine media options

available, evaluate the different types of materiaeds tlan be used and help inform the
content of health information resources. Perhap®btiee most helpful was developed

by The Centre for Health Information Quality.

The Centre for Health Information Quality (CHIQ) ts first newsletter in November
1997 stated that any information developed should presembtiient clearly. The
recommendations they made are as follows:

* Simple and clear presentation;

» Testing of the information for readability;

» Design of the information for legibility;

* Involvement of a range of patients in piloting the infiation; and

» Evaluation of the information by a range of patients.
(Adapted from Newsletter of the Centre for Health infation Quality, (1997) pp)2
It is also important during the developmental stage tiatirformation included in a
resource matches the target audience’s requirementgjesstandable and takes into
consideration what the intended audience knows aboutif@ase/condition. In
attempting to address these issues, the current studyteelcpatients identified as
being at high risk of developing CHD to gauge their knowleddbheosubject and ask

what their requirements were for a resource aimecdaiging awareness of CHD

symptoms and appropriate actions.

To make sure the patient information resource was relé¢gahose at high risk of a
heart attack, a review of various forms of informatwould have to be undertaken
during the development phase. This would include evidenpeople’s experiences;

expectations of health and health care interventiemgdemiological research
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evidence on the causes of particular health condiaodsclinical practice guidelines;

and health professionals and voluntary organisations.

It was recognised that the information included in the resoneeded to be clear and
simple (CHIQ, 1997). As a result factors which could masemeadability and recall

were taken into account. These included typeface ampd tyize of words used and
the composition of sentence structure to paragraph aimkthe use of graphics or
illustrations. A balance has to be reached in tevfnsot overwhelming the person

with too much information, but providing them with enougtbéchelpful.

3.3 Ensuring quality information for People: readability
Written information can only be useful if the recipi® are able to read and

understand it. Therefore, literacy becomes an impobdamponent when producing
written information, especially for those with littler no education (Baker, 2000;
Gazmararian, Parker & Baker, 1999). Baker (2000) has suggestelietiacy
demands of written patient information can be modiftigdcareful attention to the
content and the design. Based on these recommendétadfrmann & McKenna
(2006) suggest written information should be produced to ensureothent is
displayed in language that is written simply and at dleekt level of literacy of those
who are likely to read it, whilst ensuring that the infiation is accurate and
understandable Readability is sometimes viewed as a measure of the yjodlihe
information itself, and a number of scales have likemloped to evaluate the reading

level of written patient information (Spadero, 1983).
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The most common method to determine the reading ldwetitien information has
been to apply some form of readability formula to teet to estimate the reading
level required for understanding the material. This &ks® the advantage of giving
some idea of the percentage of the population whidhalgid be able to understand it
(Ley, 1979). Essentially readability formulae are equatassessing the difficulty of
text, using predictors such as word length (the numbesytébles in a word),
sentence length, and the frequency of the words usdtkitekt compared to their
everyday usage. In general terms readability formwiaield show that polysyllabic
words would be harder to comprehend than monosyllabidsvand likewise longer
sentences would prove more difficult than shortersaihey, 1982). Medical jargon
or phrases, and unusual words, are also harder to umdethtn words in everyday

use (Ley, 1979).

In a review by Klare (1976) identified over 50 readability falae. In examining the
different types of textual information the formulaere intended to measure, Klare
was able to identify several factors, which affectedréisailts of these formulae, these

included:

Standardised reading tests,
Speed at which the passage can be read,
Judgements on how difficult the text was,
Probability that an article in a newspaper will be dblee read and
understood, and,
Retention of the information.
Adapted from Ley & Florio, 1996 pp 116)

PwpNdPE

o

The higher the readability factor, the faster and edsieto read. In terms of health-
related information a higher the readability factorlibéter it is for the patient (Ley &

Florio, 1996). There have been a number of formulasistmtly used to evaluate
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patient information; these have included the Flesch foritilesch 1950); the Dale-
Chall formula (Dale & Chall 1948); and the SMOG (simpleeasure of

gobbledygook) grading system (McLaughlin 1969). A review (L&Y Blorio, 1996)

found the SMOG readability formula to be the most ghtdorward to use. The Adult
Literacy and Basic Skills Unit (ALBSU) suggest that arscof 10 or less on the
SMOG indicates that the text will be understood by mosplee(Adult Literacy and

Basic Skills Unit 1994). To use the SMOG it is necessaselect three groups of ten
consecutive sentences, normally from the beginnirgy,ntiddle, and the end of the
text. The next step is to count the number of wordsasning three or more syllables
(the polysyllable count). The square root of this valubes added to three to obtain

the SMOG grading.

However, many authors caution against relying too heavilyeadability formulae
(Allensworth, Luther 1986; Meade & Smith, 1991; Walsh & Shaw 2000)
Armbruster, Osborn & Davidson (1985) note that readabfitymulae take no
account of other important factors such as the effextfant of layout can have on
comprehension. These formulae also fail to take accotiftow motivated or

interested the reader is, or how willing they are togemse with the subject.

3.4 Ensuring quality information for people: recall
Research has shown that patients tend to forget haifhat they are told during

discussions with health professionals within five minutethe consultation ending
(Ley, 1981), and retain only 20% of the information conveyedhem (Johnson,
Sandford & Tyndall, 2003; Little, Griffin, Kelly, Dickso& Sadler, 1998; Entwistle

& Watt, 1998). Research has demonstrated that retention cexcrbased in some
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cases by up to 50% by providing the patient with supplementarmation
(Macfarlane, Holmes, Gard, Thornhill, Macfarlane & Halih 2002; Rogers et al,
1998). Ley suggests possible explanations for this lackteftien of information:
(1) factors related to the clinician, such as use of dilifimedicakerminology; (2) the
mode of information (e.g. spoken verswatten); and, (3) factors related to the
patient, such atow education or specific expectations (Ley, 1979). Iingyto
improve the amount of information recalled Ley suggesterpurating three steps
into written patient information. These are the uge (@) shorter words and
sentences; (2) explicit categorisation; and (3) con@geeific rather than abstract-

general advice (Ley, 1979).

Perhaps the first step is not surprising, when writingoftients the aim should be to
keep the text as simple as possible which also increaadability, as we have seen.
Hence the text for written patient information shobélas clear as possible, logical,
and use terms that the patient and their family caterstand (Walsh et al, 2000).
The use of medical terminology should be avoided aadctmtent should use clear
and simple everyday English (Maher, 1996). Maher suggestg wards like ‘we’
and ‘you’ rather than ‘the nurse’ or ‘the patient’.reBn (Breen, 1992) advocates a
trade-off between the ‘medical elitist terminologyhdaeveryday language, even
though this has the possibility that such clear and simpieng may be seen as
unsophisticated. This is a view shared by the ALBSU (Aditéracy and Basic
Skills Unit, 1994) who caution against getting the readinglle¥ the text too low.
They suggest that the goal is to get a piece of tdgirvba certain complexity level
without it losing all meaning and sounding childish. They&rthe sentences and the

more complex the vocabulary, the more difficult teat will be to read (Hartley,
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1994). Hartley (1994) suggests that longer sentences arenase difficult
remember. He states that sentences of less thanr23 will be readily remembered,
20-30 words will be remembered by the majority of people, 3&-40 the upper limit

of what most people can cope with and sentences over @3 wioould be re-written.

The second step, explicit categorisation, is the ntetifgresenting the information
to the patient in different categories, which are annedine advance. For example,
the introduction to a piece of written information wouldte what was going to be
covered. Ley (1974) used explicit categorisation to impeatlical information and
increased recall. The third step Ley (1979) found thalattgest gains in recall were
obtained by the use of specific-concrete, rather tlg@meral-abstract advice
statements. He suggests that by using concrete-specifits wte specificity of the
word is correlated with perceived importance, which diyeletads to greater recall
(Ley, 1979). This is consistent with work of Paivio, Yai& Madigan (1968) who
found people were more likely to recall concrete nound sentences. Paivio
suggested that a mechanism in this greater recall capacitpiicrete-specific words
was imagery (Paivio et,al968). The suggestion is that the person is more likely to
follow the advice when they can imagine it, so thati@ such as ‘weigh yourself
every morning before breakfast’, is more likely to benembered than the abstract

advice of: ‘weigh yourself regularly (Ley, 1979).

Even so, patients with well-developed reading levels caresmes find it difficult to
cope with written medical information. People with ptiteracy skills are especially
in need of help, and because this group tend to rely mongodes explanations, they

need help remembering what they hear (Houts, Doak, Dolatis&alzq 2006). One
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way to aid the patient in understanding what is writtetoicombine the information

with pictures or illustrations.

3.5 Ensuring quality information for people: the use of
pictures /illustrations
A recent review assessing the effectiveness of pictanesillustrations on health

communications suggests that adding pictures to writtespoken language can
increase patient attention, comprehension, recall ahdradce (Houts et al. 2006).
The review drew on McGuire’s information processing thgdcGuire, 1999) which
uses a matrix to explain the communication/persuasiocepso The matrix consists
of five input variables (source, message characteristbannel, receiver, and
response target) and thirteen output variables (exposutentian, liking,
comprehension, cognitive elaboration, skill acquisitagreement, memory, retrieval,
decision making, acting on the decision, cognitive condididaand proselytizing
that is converting to another opinion/view point). Picsufall within one of
McGuire’s input variables (message characteristicd) faar of his output variables
(attention, comprehension, memory, and acting on tlesida) which all act on
increasing attention, aiding comprehensibility, and improviecplt and adherence

(McGuire, 1999).

The findings from the review resulted in several reconttatons. The first was that
health professionals should look for ways to include upggt in their health
communications. The review also highlighted that pictucas improve the
effectiveness of health education materials. Secotiafly findings suggest the
simplest illustrations or photographs should be used. Tihding was also

highlighted in an earlier review by Dowse & Ehlers (2001) wdoommended that
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simple realistic pictures with limited content be usedas not to distract the patient
with irrelevant details. The third recommendation wiaat the simplest possible
language should be used within the picture to avoid the dahgercomplicated
written material may confuse the picture. Houts €2@06) suggest pictures are more

easily understood when the accompanying text is clear.

The next recommendation concerned how to guide the pabiemterpret the picture.
Without guidance there is the possibility the patientl wiliévelop their own
interpretation, which may not be what was intendedu(si@t al 2006). Houts et al
suggest the simplest remedy is to situate the text adre as close together as
possible (Houts et al. 2006). Another way to combatishise use of captions which
describe what is happening in the picture. Captions Haveadded advantage of
being able to be presented in a low level of litera®lpihg those with limited

reading skills understand what is going on.

Houts et al's fifth recommendation that health professi® should be actively
involved in the development process is shared with D&wEéhlers (2001). Health
professionals should ensure any graphic material used weéfigctconveys the
intended message. It is unlikely a graphic artist willehthe background to produce
effective images that adequately explain the intendedsages(Houts et al. 2006).
The final recommendation concerns the evaluation efgictures. Houts et al's
review showed clearly that pictures provide significanbebés in all four areas
investigated (attention, comprehension, recall, and iotefaidherence). However,

the results were not always consistent, so thegmemend systematic evaluation of
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the use of pictures during the developmental process, diodviup interviews to

assess attention, understanding, and recall (Houts2604).

In another recent study, Kools, Van De Wiel, Ruit€éruts & Kok (2006b) used
cognitive psychological theory to help understand health education information
can be made more effective. The study used the prehaseitctorial information
allows the reader to visualise relations to the temébéng a mental model of the
situation to be formed, thus enhancing understanding of ¢hemgpanying text
(Meyer 1997). This is explained in terms of a ‘mental mdadebry’ which states
that, through a variety of different processing routest and pictures can produce
verbally and visually based mental models (Meyer 1997; Xa&n De Wiel, Ruiter,
Cruts & Kok, 2006a). Meyer (Meyer 1997) suggests these anectimabined by the
reader into working memory to aid comprehension. Tlgeiraent is that text and
pictures are a better combination than text alone.s Tdmes from the proposition
that text in isolation requires more cognitive resourbesause the idea the
information is trying to convey needs to be transfaiminto a propositional
representation and then into a mental model. Picthoegever, are considered to be
visual representations that allow the constructioa afental model directly (Ganier

2001).

To test the usefulness of pictures on recall, Koolal§2006a) used two separate
randomised controlled trials. One group of participanteived a text only set of
medical instructions whereas the other group receivedtaated picture version.
The authors conclude that the presence of pictures mudatisins for written medical

information does seem to provide some foiwhd&dded value over text alonéKools
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et al. 2006a) The greater recall with the pictorially enhanced indtons may
indicate that the participants were able to form linksMeen their textual and visual
mental model, creating two possible cognitive routeghoembering the information,

thereby increasing the capacity for recall (Meyer 1997).

The findings from these two reviews (Kools et al. 2006autd et al. 2006) give
strength to the argument that pictures/illustrations eamance written health
information. Both papers, however, recommended two af@asonsideration.
Firstly the type of picture/illustration needs to besmsple as possible in order that it
will not detract from the accompanying text. And seconldyuse of testing during
the developmental stage is vital to ensure the appropesde of the pictorial

information used (Houts et al. 2006; Kools et al. 2006b).

3.6 Ensuring quality information for people: Technical issues
A great deal has been written about the technical aspept®ducing written patient

information, although as Walsh & Shaw suggest, moshisfi$ anecdotal not based
on theory or evidenced based papers (2000). It is most iampdot be clear about the
messages to be communicated bearing in mind that healfésgionals and people
may have different views about what material should beided, so both views are
incorporated during the development stage (Hussey 1997; Wakia&, 2000). A
researcher developing written patient information mustienthat content is relevant
to the target audience, and presented in a way thatiliseth to their needs
(Allensworth& Luther, 1986). Tailoring includes both theside and delivery of the

information and the reading ability. Research has detmated that people are much
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more comfortable with a resource specifically tailofed them (Walsh 2006), and

these tailored messages are more likely to be rememfered 979).

Other considerations include the design characteristicls as organisation, layout,
the typography used, and the size of the page used (Waldh2£104). Hartley
(Hartley 1994) argues that the first technical issue twider is the size of the page;
important because it determines all other typographicakides. When thinking
about page size, he suggests the researcher should corbieletechnical issues,
such as type size. The Royal National Institute ferBhnd (RNIB) uses a 12 point
typeface when producing information for general reademwveder, the main point to
consider in choosing a type size is the length of lia¢ will be produced. If the type
face is too wide (leading to fewer words per line) it bardifficult for the reader to

maintain syntactic groupings of words (Hartley 1994).

With over 10,000 typefaces available the researcher id fath a daunting decision
in choosing the right one. The ALBSU (Adult Literaagd Basic Skills Unit 1994)
recommend that the typeface used should be clear amdctisvoiding typefaces
where ‘m’ might be mistaken for ‘r n’ for examplen trying to determine the effect a
typeface can have on comprehension, Lewis & Walker (1989)dfthiat different

typefaces do have different connotations for differexaders. However, Hartley
(Hartley 1994) disputes this and points out that materialldhioe printed using a

typeface which does not have any idiosyncratic features.

Other areas relevant to the design and constructionritiien patient information

include line justification, the use of white space and cof@alsh et al, 2000). The
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use of justified or unjustified text is dependant on thead®s of the resource being
produced. Hartley (Hartley 1994) states that experimemes $laown there is little to
choose from between the two as far as comprehensading speed and legibility
are concerned. White space, or the space on the pageefaaates words, phrases,
paragraphs, helps the reader clarify the text (Hartley 19@dlsh et al, 2000).
Hartley (Hartley 1994) suggests keeping the spaces withindahiert consistent,
claiming this helps people read faster, assists themetermining which parts of the

text are relevant for them, and also helps the readsge the document as a whole.

Colour is important when a definite contrast betwelem typeface and paper is
required (Walslet al, 2000). Contrast can be affected by a number afblas such
as: paper colour, the colour of ink used, and the sizewaaight of the typeface.
Walsh et al (2000) recommend a black typeface on whitefevlofe paper. They
also recommend the colour of the ink should be as dapossible, and the use of
coloured ink should be avoided where colour paper is (Wdshet al, 2000). The
surface of the paper used is also important. Matt swfsiceuld be used when ever
possible and glossy paper should be avoided as this tend8eit too much light,

making it difficult to read (Walsh et al, 2000).

In trying to produce acceptable written patient informatiesources the researcher
has a great deal of information to consider. In 1993 ThéitACommission report
(Audit Commission 1993) stressed the importance of shanpgrese within the
organisation which developed patient information. It agoortant for the researcher

to know what work has already been undertaken in thetfielgare interested in.
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3.7 Ensuring quality information for people: incorporating the
patient experience
With the development of written patient informatiorerd has been the recognition

that resources which reflect the requirements and pe®rdaf the patient are more
likely to improve their confidence and their ability to dedh their illness (Meredith,
Emberton, Wood & Smith, 1995; Kennedy, Robinson & Rogers, 2008arly

research also highlighted that patients needed bettermaftmn about their
conditions (Meredith et al, 1995; Ovretveit, 1996; Kee, 199&®ne method of
ensuring any form of patient information is patient cehtie to include the

experiences of those who have lived with the partiaitsease or condition.

Incorporating the patients’ experiences into informatidesigned to promote
knowledge and awareness is a recent development in togbion of patient

information. As Kennedy et al (2003) suggest, beforedtee1990’s there had been
few attempts to incorporate actual patient experiemtesoifficial publications within

health services. Where written patient informatiod baen produced it tended to
convey information which health professionals thoughiepts should know, not
what they themselves wanted to know. Once patients éad &#sked what type of
information they wanted it became clear they wexeptve to reading the actual

accounts of dealing with disease or illness (Doak, Doakgd@h, Lorig, 2001).

One example of using patient experiences in the develupofgatient information

resources is a number of guidebooks to promote partipatithe management of
ulcerative colitis (Kennedy, Robinson, Thompson, Wiilki999) and inflammatory
bowel disease (Kennedy, Nelson, Reeves, Richardsober®, Robinson, Rogers,

Sculpher, Thompson, 2003). In these examples patiedts ftentral role from the
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outset in the development of the guidebooks. This ranged nwviding patient
perspectives about living with the conditions, to viewd apinions about the treatment
options available, deciding on the content and presentafi the material, reviewing
the content throughtout the development process, anddprgvieedback on the final

versions.

The evaluation process involved in the development ofidexative colitis guidebook

elicited a number of interesting findings. Some pé&diestated that the guidebooks
contained information they had never been given befdxetual patient experiences
were viewed as being therapeutic and reassuring, and aleklyed the patient as a

highly valued source of information (Kennedy & Rogers, 2002)

A recent study looking at the role of patient informatiin self-management
initiatives indicated that, for information is to becsessful, it needed to be specific
for a condition and targeted at a particular stage enilthess (Protheroe, Rogers,
Kennedy, Macdonald, Lee, 2008). A qualitative meta-synthesisur published
studies concerning self-management was undertaken. Thiggaa a number of new
insights into the way people engage with information,niest important in terms of
the provision of patient information, concerned the wayhich people with different
medical conditions responded to information differentlijhe study concluded that
effective patient information must have a solid undeditey of what the patient
needs to know, be available when it can be most usafa, be presented so that

patients are able to engage with it (Protheroe et al, 2008).
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These examples represent the embodiment of govetnpmdicy which advocates
increased patient involvement in the provision of tiealformation and the wider
strategy to improve the quality of health care providgdhe NHS (DoH, 2003). The
guidebook for ulcerative colitis represented a practical stepghe process of
encouraging patients to take a more active role in thed. cThe study found that when
patients were involved in the development process theg easy to work with and
enthusiastic about the development of a resource aitnemisang awarness of their
condition. Those involved in the development processatient information also
demonstrated a particular insight into the day-to-day mamagfeof their condition,
how it affected their everday lives and the liveshairt families (Kennedy et al, 2002).
These patients revealed a depth of knowledge accumuiatedme cases over many
years, which would be highly beneficial to patients wlaml hecently developed
ulcerative colitis. Those involved in the review pisxalso revealed how important it
was to be involved during the developmental stage. Withatient involvement in the
early stages of development the resource had the pagsibil not addressing

important issues.

3.8 Written patient information in the context of coronary
heart disease in the UK

In terms of written patient information for heart @ise before the Audit Commission
(1993) report, Sloan carried out a review of availableepatinformation relating to
heart disease (Sloan, 1984). This showed a large rang®hation products from
leaflets to booklets, produced by commercial and voluntanganisations and
revealed that the quality and content of the materaled considerably (Sloan,

1984). In a later study, Laidlaw & Harden (1987) reviewed anber of
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commercially produced cardiac rehabilitation booklets fmahd that the material

was not well designed and was difficult to read.

More recently, Walsh et al (2000) undertook a review of dbsign of written
information for cardiac patients. The majoritytbé studies identified originated in
the United States and were mostly concerned with théicappn of readability
formulae. One of Walsh et al's (2000) conclusions & thaterial originating from
the US should be viewed with caution, because of diftexe in culture, literacy
levels, and patient populations. They also highlightnéed for UK based research,
suggesting that it should not be limited to identifying onligra opinions, but should
also address issues such as increasing patient knowledgictatis or attempting

some form of behaviour change (Walsh et al, 2000).

A number of authors (Timmins 2005; Redfern, Ellis, Br§f&Freedman, 2006) have
advocated using an individualised approach to providing patiewmation. Redfern
et al (2006) undertook this approach by developing a patienimatan resource for
the management of CHD. The authors developed and tasteonber of patient
information leaflets designed to combat CHD, in a masimailar to Kennedy at al
(2003; 1999). They used actual experiences of patients anti peafessionals to
guide the development of risk factor information leaflaimed to encourage shared

decision making and empowerment in people with CHD (Radfer] 2006).

Using a wider national strategy the British Heart Fation (BHF) recently
undertook its ‘Doubt Kills' campaign (http://www.bhf.org.uk/dekills). The

objective of the campaign was to save lives by reducingtithe it takes people
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experiencing heart attack symptoms to call for medie$d by raising awareness of
symptoms, and breaking down barriers to calling 999. Thgamn was aimed at
those most at risk (adults over the age of 45 yearsjused a number of different
methods to get the message across. The elementartipaign used varied from
leaflets, to mainstream posters, to media presentatibhe campaign was designed
to urge people experiencing chest pain - or other heaatkattymptoms such
breathlessness, nausea or pain in the jaw, neck, andraback that spreads to the

chest — to call 999 immediately.

For the mainstream UK population the campaign used a patinmation leaflet
showing an image of a man with a belt around his chestrewords, A chest pain

is your body saying call 999'For the South Asian population who are particulatly a
risk adverts depicted a South Asian father who expexgenbest pain whilst playing
cricket with his son. The BHF aimed to deliver the l&gafto more than 3 million
homes across the UK. In addition leaflets will be madailable through pharmacies

prescription bags, general practice surgeries, and BH#ssho

The overall results produced by the campaign have beetivpognd demonstrate
how effective patient information can be when targetespacific groups at a certain
point in their iliness (BHF, 2008). The BHF estimatdsas met the campaign’s core
objectives, the foundation cites stories from people wboght help quicker as a
direct result of the campaign. In more visible tetims London Ambulance Service
estimates it had a 25% increase in chest pain call®ifirgt week of the campaign,
with other ambulance services reporting a similar impdte Myocardial Infarction

National Audit Project (MINAP) also reported four H$aving minutes pain-to-call
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times (BHF, 2008). However, the campaign omitted oteemely vulnerable group

from its focus, women.

The motivation for this study originated from the ackiemlgment of a lack of patient
information concerning the recognition of the symptoms they be attributable to a
heart attack for people identified at being at risk ohsaic experience. Furthermore,
there appeared to be a lack of information, which waspatentred, developed
using actual patient involvement, and used patient experieribe content of patient

information materials.

The background to this study has seen criticisms levelletheatype of patient
information available in past, the quality, and the wayvinch it was developed.
There has been recognition in official health policysbért fallings in this area and
the need to address them. Research on the provispatiefnt information has shown
that in the past there was a predominance of biometheglerns during development,

depicting patients as passive and open to manipulation (Bv@ods, 2001).

In an attempt to address these issues the study endedawoamswer the following
research questioi€an experiential evidence of the symptom experience be combined
effectively with the best guidelines on how to manage a condition to preduce
factual, informed and engaging information resource which will be read bgrgest
audience? In order to answer this research question, a numbearess will be
explored, these are: (1) Generating the data to formmahtent of the resource. This
involved exploring the response and the process of makirge sEnthe symptoms

experience and the decision to seek help in people wher@zlintered symptoms
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that may have been attributable to a heart attack; (2tifgdethe best practice
guidelines on the management of a heart attack, Ml 08;A@B) Combine the
experiential data with the guidelines to inform the contémhe resource; (4) Identify
the most effective method of incorporating peoples e&pee into the content of a
resource and to combine this with medical informationtloen management of the
condition; and (5) Incorporate the thoughts and views opleewho experienced
symptoms with the views of health professionals to gtide development of the

resource and provide feedback throughout this process.

In achieving the aim the development of the resource hadtieve certain criteria —
these were:

1. To raise the profile of CHD within the “high risk” populatico they were
aware of dangers it represented.

2. To explain the range of symptoms that are attributableetirt disease within
the general population, with particular emphasis onetlsgmptoms more likely
to encountered by women, and

3. To explain when, how and from whom they should seek hklghay

experienced any of these symptoms.
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Chapter 4 Methods

4.1 Introduction
This chapter provides an account of the methods used to pridguiedings and the

written patient information resource presented in thesith It aims to make each
stage of the research process explicit, and to providéear ‘audit trail’ of the

research and development processes.

The study design outlined in section 4.2 was guided by the afokennedy et al
(1999; 2003). Section 4.3 describes the sampling for the sogdgher with the
groups of participants. Section 4.4 provides an account o$ttley settings and
recruitment procedures. Section 4.5 explains the ragopahind the use of focus
group discussions and the decision to use in-depth indivicheaViews. Section 4.6
then considers the ethical issues of conducting the stitlyreference to three areas
widely recognised as necessary to ensure researchrisdcaut ethically: obtaining
consent; reducing the risk of harm; and ensuring confidegtialiSection 4.7
describes the analytical process; it explains how the was used from the initial
recording, to the transcription, and the method useddlysmthe data generated from
the focus groups and individual interviews. It attemptsexplain the study’s
analytical decision trail, illustrating how the anadysf the focus group discussions
and individual interviews evolved from the initial forneet of a number of codes to a
more in-depth account of how people deal with symptomsntiagt be attributable to
heart disease. Finally this section deals with lomon tstorage of the data. The

chapter concludes with a summary.
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4.2 The study design
The rationale for the research plan of the developrokan information resource was

influenced by the work of Kennedy et al (2003; 1999). Thiskvas been described
in chapter 3 and the methods they used to create thelelmpoks helped form the
basis of the approach that was used in this study. Thégwrinciples of Kennedy
et al's (2003; 1999) approach to develop their guidebooks involved psople with
experience of a disease or condition to help devisedhent and presentation of the
material in the guidebooks. They also used these petopvide feedback during
the development process. An overview of their devetpgnprocess is shown in
figure 3.

Figure 3 Overview of the process of development of an infawnatesource by Kennedy at al (1999)

Systematic reviev | Patient perspectives R Draft content
of literature

A

Patient review Design anc Patient review o
d . dl
B presentation B content

A
Final printing

(Adapted from Kennedy et al 1999, p )80

The review of the literature, both on how people respondymptoms, of current
heart health education campaigns and of the best practice design of information
resources has been ongoing over the course of the Faowing Kennedy et al
(2003) in order to gain the experiential data (patient petispsr needed to inform
and guide the development of the information resouused focus group discussions

to explore the experiences and responses amongst aafpgeple, both men and
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women, who have had symptoms that might be attributableeart disease. | also
inquired how they made sense of their symptom experieandsywhat their thoughts
and actions were when they first realised something praiierad occurred. The
focus group discussions also investigated what these peloplght of patient
information, and what they would require from a resouag@ed at improving
knowledge of chest pain and other potential symptoms at kbésease. However,
due to recruitment problems a number of one-to-one iet@svialso had to be
conducted to generate the data needed to inform and guidkevbéopment of the
resource (see section 4). One-to-one interviews waise conducted with a number
of health professionals to gauge their opinion on the tguadicceptability and

accuracy of the information resource.

The literature review section which addressed the questibow people respond to
symptoms (see chapter 2) highlighted that a qualitativeoapprwas particularly
suited to eliciting a person’s understandings and percepbibrihess. Studies by
White (1999) and Richards et al (2002) are examples of resetchave effectively
employed qualitative approaches in exploring people’s expmree of dealing with

chest pain.

The epistemological assumptions of qualitative metlagovere also considered to
be appropriate in phase one of the study and in partitidatwo objectives; (1) to
describe the experiences and response amongst a raogeptd who had symptoms
that might be attributable to heart disease; and (Zetect experiential data to be
included in the content of the information resource. tEpislogy is concerned with

beliefs and assumptions about the nature of knowledge @mdhat knowledge can
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be made known. Qualitative research is grounded in asteemlogical position

which is interpretivist. The interpretive approach hagaots in philosophy and the
human sciences and centres on the interpretationraation of meaning by human
beings; it is concerned with how the social worldintgerpreted, understood, and
experienced. The approach stems from the constructmistogy — the assumptions
made about the form and the nature of reality — thetrags social reality is produced

and reproduced in social relationships and interactions (&udb&.incoln, 2007).

Denzin and Lincoln define qualitative research as:

“... a situated activity that locates the observer in the world. It
consists of a set of interpretive, material practices that mtdess
world visible. These practices turn the world into a series of
representations including field notes, interviews, conversations,
photographs, recordings and memos to the self. At this level,
gualitative research involves an interpretive, naturalistic
approach to the world. This means that qualitative researchers
study things in their natural settings, attempting to make sense
of, or interpret, phenomena in terms of the meaning people bring
to them”.

(Denzin and Lincoln, 2000:)3

Qualitative research is, therefore, most appropriatedg when the research question
is about processes rather than outcomes (Murphy, Ding@edlatbatch, Parker &
Watson, 1998). Thus because a focus of the study wasstol#eexperiences and
responses amongst a range of people who have had symptatmsnight be
attributable to heart disease a qualitative approach seémnde appropriate to
generate these experiences. The use of the focus dismyssions and later the in-

depth individual interview technique allowed an in-depth andilddtaterpretation
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of the experience of symptoms that could be attributablaetot disease and the

response to them to be obtained.

4.3 Sampling

4.3.1 Sampling strategy and groups of participants
The study had an overall aim to produce a draft informatsource to help people

who are at risk of heart disease to respond effdgtioe symptoms that could be
attributable to heart disease. We have seen thatttusdib was necessary to describe
experiences and response amongst a range of people wadddsymptoms that
might be attributable to heart disease (those who weeatually diagnosed with a
cardiac related illness as well as those who werg datorder to gain such insights
and produce the information resource, participants wergopively sampled to
recruit a range of experiences which would inform and ldevéhe production of the

resource.

To this end four distinct participant groups were idegdifas being central to the

study’s aim and objectives, these were:

» Group A - people who have previously experienced chestvwdach was cardiac
in origin;

 Group B - people who have previously experienced chestvphaich was not
cardiac in origin;

 Group C - spouses of the people with the chest paidose celatives (such as
family or friends); and

* Group D - people who are already identified as high risleptti(those suffering

with diabetes, obesity, family history of CHD, or hygeion).
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Firstly we identified people who had received a diaghadicardiac related chest
pain, or who had been referred to the Rapid Access EtaastClinic at the hospital

with symptoms of heart disease (group A). These partitspaere important because
my primary interest was in the range of symptoms expezgkin people who had had
a heart attack. | also wished to investigate th@mad¢hey had taken when they had
first experienced these symptoms, and in particulaey ttelayed seeking help when
first noticing their symptoms. | also wanted to exploreaty if any, information

might have helped them react quicker.

The second group (group B) consisted of people who hadreecaidiagnosis of non-
cardiac related chest pain from the Rapid Access (Pest Clinic at the hospital.
These people were of interest given the high numbiepsiteents who are diagnosed
with non-cardiac chest pain in the rapid access gbestclinic (and throughout the

UK) and we intended to ensure their experiences wehadied in the study.

The third group (group C) consisted of the spouse or parfrEatents in groups A
and B. We know from the literature that many peoplé sahfide in their spouse or
partner before they decide to seek medical atterpiothat it is the spouse or partner
who encourages the person to seek help (Perkins-Porags2€X09; Pattenden et al,
2002; Leslie et al, 2000). Therefore the circumstanceptbatpted the person to talk
to their spouse or partner and the time between the spwugartner realising
something was wrong was of interest. In sampling fthisipopulation it was hoped
to gain an insight into the effect these individuald lbba their partners when they
were dealing with symptoms that could have been attbleita heart disease. It was

the intention to cover all types of experiences amdames but the need to keep the
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resource simple overcame this desire. This is explama later chapter (see chapter

7

The fourth group (group D) was composed of people ideditégebeing at high risk of
developing coronary heart disease. These individuale vesruited from a general
practice in the east of Scotland. They were identitredugh the register of patients
at the practice as those who posed a higher risk of gamgla@oronary heart disease
in the near future, as a result of a family historybeias, high blood pressure,
smoking or obesity. This group was very important tostiiely as they represent the
people the information resource should be eventually tedigat. Therefore their
thoughts and ideas on what such a resource should camtdimow it should be

presented were very important.

Because we know from the literature that the decisiooontact medical assistance
when faced with chest pain symptoms can be differentvfamen and those from
lower socio-economic circumstances (Richards et al, 2002gr, McKinley, Dracup
& Chung, 2005), the study attempted to obtain a balance ofamg women & people
from different socio-economic backgrounds. In annaptieto achieve this, the study
used a purposive sampling approach (Patton, 2002). That is pesmelehosen with

a ‘purpose’ to represent the variables the study was stéeran.

Women and those from lower socio-economic status wamgeted specifically to
form the participants of groups A and B. Staff at bdi tapid access chest pain
clinic and the general practice, were informed of thisowever, both women and

those from lower socio-economic status proved diffitwkecruit.
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In terms of recruiting women this proved difficult duette very small numbers
attending the Rapid Access Chest Pain Clinic. Foseahof lower socio-economic
status the difficulties in recruiting these people pdoteebe an inadequate method of
identifying them. Deprivation categories, post codes whemenomic status is
defined in a scale from high to low deprivation, were usadtivese proved to be
unsuccessful in identifying households of low socio-ecdo@tatus again due to the

small numbers attending the Rapid Access Chest PaircCli

4.4 Recruitment

4.4.1 Stage 1 study settings and recruitment proced  ures
In stage 1 of the study two objectives were of particntgrortance, these were: (1) to

describe the experiences and response amongst a raogeptd who had symptoms
that might be attributable to heart disease; and (Zetect experiential data to be
included in the content of the information resource. ollder to achieve this and
generate such data a number of patient groups were to rode@édrom a teaching
hospital in the central belt of Scotland. This lamatwas chosen because it had a
Rapid Access Chest Pain Clinic within the cardiolaigpartment and because the
consultant cardiologist and the lead clinical specialisse were willing to help in the
recruitment of subjects. Three groups of participant® wecruited here (Groups A,

B and C).

| visited the consultant cardiologist with my princigepervisor, Professor Sally
Wyke, to explain the study’s objectives and the patienuggove were hoping to

recruit and to seek permission to undertake the study.e @eanission had been
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granted by the consultant cardiologist the main reseaerie another adviser to the
study (Patricia Thomson, a lecturer from the Nursing &wWwifery Department of
Stirling University and a former clinical nurse spectyJisnet with the Rapid Access
Chest Pain Clinic staff to explain the study and ask lf@irthelp in recruiting
potential participants. Once permission was obtained fitemstaff of the Rapid
Access Chest Pain Clinic a formal application to utadke the study was submitted to

the research department of the hospital’s NHS trust.

As | was not a hospital staff member and would be dealitig aspital patients and

working in the hospital environment, | obtained an honocantract (see appendix 5)
prior to the commencement of the data collectionlimvame to approach patients
and to comply with local and national Research Gauaca guidelines and the Data

Protection Act (HMSO, 2001).

Recruitment of people diagnosed with either cardiacan-cardiac chest pain was
carried out by the clinical specialist nurse on duty iniR&zcess Chest Pain Clinic
at the time of the persons’ appointment. At the enti@fppointment the person was
to be asked whether they were interested in partiogatilf so their name and
telephone number were to be taken by the nurse and they t@ be given the
information pack, containing the information sheet, theseat form and a return
envelope, and a further pack for their spouse or partmelatband return if they were
interested in taking part (see appendices 2-4). Thoseiragteeake part were to be
told they would receive a phone call from me within aekveéo discuss their

participation. | made an arrangement to contact timécdwice a week during the
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recruitment period to obtain the names and contactlslefathose people interested

in participating.

However, recruitment did not progress smoothly & skge. After several weeks of
no recruitment the lead specialist clinical nurseuitiog for the study decided that it
was not appropriate to discuss the study with the group t&nps who had been
diagnosed with cardiac related chest pain becausehshglit this group of patients
had enough information to contend with at that staganggust been told their chest
pain was cardiac related. This posed an important proldsmwithout the
participation of this group the study would be completeimpmmised. A solution
was found after discussions with the nurse coordinattreoRapid Access chest Pain
Clinic. She suggested that | should recruit participdmtsthe cardiac chest pain
group from other clinics and organisations within the labkpvhich dealt with the
rehabilitation of patients who had received a diagndsisualiac related chest pain in
the Rapid Access chest Pain Clinic. These wer@alse myocardial infarction clinic,
the cardiac rehabilitation clinic and a local volugtarganisation which helped

mentor people following a cardiac related problem.

Contact with the voluntary organisation was made throtigh organisation’s
chairperson and the principle administration officerfteAa meeting in which |
explained the objectives and rationale of the study, igsiom was obtained to recruit
from the voluntary organisation, at the local groupgsiased throughout Central
Scotland. It was agreed that coordinating members at ealsl gfoups would give a
description of the study, provided by myself, and then askdtumteers. Those who

agreed were given an information pack and their name dephtsne number was
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forwarded to me. However, this change to the recruitreategy meant there was

an increase in the time taken to recruit people.

Once | had received the names and telephone numbers atigloparticipants |
contacted them by telephone to discuss what theircgeation in the study would
entail, where the focus group discussions would take pdanckto confirm they were
still willing to take part. Once it was established ttiz¢ person was willing to
participate they were asked to indicate which of sevierals groups they could
attend and sent a letter confirming the date and timieeofbicus group together with a
plan of the hospital showing the location where thei$ group would take place. At
the end of the conversation | confirmed that the aonfeem had been completed and
returned using the addressed envelope. | also took the oppotimrask if the
potential participant had discussed the study with their gpougartner and if they

were willing to participate.

The second location where recruitment took place wagyaneral practice in the east
of Scotland. This location was chosen because the ajepeactice was able to
identify people who were at high risk of developing cargrheart disease (group D).
These people were identified a result of a family nystaliabetes, high blood
pressure, smoking or obesity. One of general practitiowas interested in the aims
of the study and was keen to help with the recruitméfie agreed that the practice
would provide me with the name and telephone numbers offgdtparticipants, and
also mail these individuals information packs accompaigda letter from the

practice. The location chosen for the group D focus grovgss the community
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education centre because it was situated directly athessoad from the general

practice, and was familiar to potential participants.

| contacted each of the individuals to discuss the sttiiyr participation and to
answer any questions they may have had. If the potentiaipant was willing to
participate confirmation was sought as to their compietibthe consent form. The
person was then asked to choose which of several dagpteferred to attend a
focus group. At the end of the telephone conversatierptitential participant was
informed they would receive confirmation in writing oéttate and time of the focus

group together with a map showing the location of tleeidayroup setting.

However, during the early stages of recruitment it becapparent that there was
another significant problem with the strategy being used@roups A and B, and as a
consequence group C. Once the names and telephone nuohhties potential
participants had been obtained from the specialist narfeeaRapid Access Chest
Pain Clinic contacting them was relatively straightfard. However, when
attempting to discuss the study and confirm they wouldndtta focus group
discussion it became apparent that a high number of peaglehanged their minds
and were no longer willing to participate. One explamatmight be that some
individuals were agreeing to give their name and telepnoneber to the nurse as a
thank you for the medical assistance they had justvestat the Rapid Access Chest
Pain Clinic and were less enthusiastic when | caethdhem later. This is
demonstrated in the response rates shown in table a.céssequence, the number of
participants for the focus groups began to diminish rapidllyis had a major impact

on the time scale for the study.
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A further problem | encountered was non-attendees. dl been aware of this
potential problem and had attempted to overcome it by dierating for the focus

groups. It is generally recommended that focus group diseissshould consist of
between six and eight participants (Ritchie & Lewis, 200%uger, 1994) so when
arranging the focus groups | attempted to recruit betwedn aigl ten participants to
allow for those who would not turn up. However, in theent even this was not

enough.

| had estimated that the focus group discussion phase sfuthg would take around
four to six months. However, because of the probldetailed above the time scale
had to be re-evaluated. Recruitment began aroundviagd2007, with the first focus
group conducted at the end of the month. By the end ofsixilfocus groups had
been undertaken but the attendance rates were disapgointifocus groups
undertaken with groups A and B varied from as few as 3 patits to a maximum
of 6. At this point it became clear that another mdtbf data collection should be
considered, and | decided to supplement my focus group data mvilepth
interviews. In-depth individual interviews were expectedbéo easier to arrange

because | could go to people’s homes at a time that sheed

4.4.2 Response rates stage 1.
The overall response rates for stage 1 for both foaugpgdiscussions and individual

interviews, in each of the groups is illustrated inggdblnd was as follows:

93
PDF Created with deskPDF PDF Writer - Trial :: http://www.docudesk.com



Table 3 Overall response rates for stage 1

Group A Group B Group C Group D Overall total
Total approached | 25 61 14 16 116
Accepted 16 (64 %) 11 (18 %) 6 (43 %) 11 (69 %) 44 (38 %)
Declined 9 (24 %) 50(82 %)| 8 (57 %) 5 (31 %) 72 (62 %)

Table 4 shows the balance of participants achieved throegretlesigned sampling

strategy. Two focus groups were conducted with 4 and 3 resmpsnekspectively;

nine individual interviews were conducted. Four were remuftom the post Mi

clinic and seven from the voluntary organisation.

Table 4 Characteristics of group A and the data collectiorhebt

Pseudonym| Data collection method Characteristics Recruitment site
Sarah Focus group White female aged 47 Cardiac rehab clin
Marge Focus group White female aged 53 Post Ml clinic
Marie Focus group White female aged 61 Post MI clinic
Malcolm | Focus group White male aged 62 Post Ml clinic
James Focus group White male aged 62 Cardiac rehab clir
George Focus group White male aged 63 Cardiac rehab clin
Charlie Focus group White male aged 76 Cardiac rehab clin
May Individual interview | White female aged 61 Post Mhicli

Elly Individual interview | White female aged 65/ Voluntamganisation
Ray Individual interview | White male aged 57 Voluntary orgains
Danny Individual interview | White male aged 60 Voluntary orgatios
Colin Individual interview | White male aged 64 Post MI dini
George Individual interview |  White male aged 64 Post Miclin

Andy Individual interview | White male aged 66 Post Ml clinic

Bob Individual interview | White male aged 72 Voluntary orgatiis
Terry Individual interview | White male aged 78 Voluntary arigation

C
c
C

The recruitment of patients from group B, those from Rapid Access Chest Pain

Clinic whose chest pain was of a non-cardiac origias valso not without its

problems. Although the Rapid Access Chest Pain Clinicggasrating what seemed

to be adequate numbers of potential participants, asel $&d when | contacted these

people a large number had changed their minds, and nor lawigjged to take part.
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From a total of 61 patients who agreed to give their cdreed allow their names and
telephone numbers to be given to me, 50 later decided agaitgipation. Table 5
shows the characteristics and data collection methatifas¢he 11 patients in group
B. Two focus groups were conducted with 6 and 3 respondesptsctesely, and two

individual interviews were conducted. All the respondemtgroup B were recruited

from the Rapid Access Chest Pain Clinic.

Table 5Characteristics of group B and the data collectioroukt

Pseudonym| Data collection method Characteristics Recruitment site
Issy Focus group White female aged 56 RACPC
Maureen | Focus group White female aged 60 RACPC
Ella Focus group White female aged 74 RACPC
David Focus group White male aged 39 RACPC
Geoff Focus group White male aged 49 RACPC
Henry Focus group White male aged 51 RACPC
Graham Focus group White male aged 78 RACPC
Jonathon | Focus group White male aged 63 RACPC
Ken Focus group White male aged 59 RACPC
Rhona Individual interview | White female aged 48 RACPC
Katy Individual interview | White female aged 57 RACPC

Perhaps the most difficult group to recruit during thererstudy was Group C, the
spouse or partner group. Despite the fact that evergrpatformation pack that was
given to patients from groups A & B contained a furtherkpfae their spouse or
partner the number of respondents was disappointingly lolwecame apparent from
an early stage that relying on patients to distributesplo@ise or partner packs was not
a viable method of recruitment. Thus a further chandgketoecruitment strategy was
needed.

Hence, group participants were asked for permissiocontact their

spouse/partner following completion of either the focasigror individual interview.
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Following the completion of the focus group or individual miew | noted down the

name and telephone number of the spouse/partner and proh@gatient with an

information pack for their spouse or partner. | conthtie spouse/partner 24 hours

later to discuss the possibility of taking part in thedg. However, even with this

change in the recruitment procedure it became apptranthere were not going to

be sufficient numbers to hold focus groups.

Therefaradtdtision was taken to use

only individual interviews as the method of data collectiongroup C. Table 6

shows the characteristics of participants from group € wveell

spouse/partner’s status within the study.

as their

Table 6 Characteristics of group C the data collection metiratiwhere they were recruited from

Pseudonym

Data collection method

Characteristics

Recruited from

Bobby

Individual interview

White female aged

bAHusband from Volunteer organisatio
group A

Marie

Individual interview

White female aged !

pHusband from Volunteer organisatio
group A

Mary

Individual interview

White female aged ¢

»Husband from RACPC group B

Marge

Individual interview

White female aged

GBlusband from cardiac rehab group

Anna

Individual interview

White female aged

rBlusband from Volunteer organisatio
group A

May

Individual interview

White female aged 1

[Husband from RACPC group B

Joan

Individual interview

White female aged

TMusband from Volunteer organisatio
group A

Gerald

Individual interview

White male aged 62

Wife fromudker organisation
group A

Peter

Individual interview

White male aged 73

Wife from pgdbktlinic group A

The final patient group, those at high risk of developing GHBroup D, were the

easiest to recruit.

agreed to participate.

Of a total of 16 patients that weeatified by the practice 11

The reasons for choosing not rtacipate varied. Three

patients misunderstood the aims of the study and refosedrticipate believing they

were not at high risk of developing coronary heart diseal he other two individuals

choose not to participate due to home and caring comnigmeihe details and
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characteristics of the participants can be seenhle td& Two focus groups were
conducted with 6 and 4 respondents respectively, and onedudivinterview was

conducted. All the respondents in group D were recruited the general practice.

Table 7 Characteristics of group D and the data collectiothote

Pseudonym | Data collection method Characteristics Recruitment site
Anne Focus group White female aged 53 General practice
Frances Focus group White female aged 59 General practice
Freda Focus group White female aged 61 General practice
Jen Focus group White female aged 67 General practice
June Focus group White female aged 74 General practice
Monty Focus group White male aged 52 General practice
Syd Focus group White male aged 68 General practice
Fred Focus group White male aged 70 General practice
Mo Focus group White male aged 73 General practice
Steve Focus group White male aged 77 General practice
Peter Individual interview| White male aged 57 General gracti

4.4.3 Stage 2 study settings and recruitment proced  ures
In stage 2 of the study three more objectives had to betimese were: (3) to identify

the best practice guidelines on the management of a dieack, MI or ACS; (4) to
combine the experiential data and the guidelines in a drsdiurce; and (5) to pilot
the resource through seeking responses on content andguestie of presentation

from relevant patient groups and health professionals.

Following the combination of data produced by the initialvitiial interviews and

focus groups and the clinical guidelines the first drathefinformation resource was
developed. This first draft was used as starting point futch to aid the next level
of development. Participants from the original focusugsoand individual interviews

in stage 1 were invited to form the stage 2 focus groupsreeTiocus groups were
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conducted with participants from phase 1 to gain an uradelsty of their views

towards the first draft of the information resource.

Following this, a second draft was produced. It is herée ahaumber of health
professionals became involved in order to gain their insightthe suitability of the
resource. Health professionals from around Scotlanti, avépecial interest in chest
pain, were asked to review the contents of the second dfathe information
resource. The health professionals were asked to prdkieie opinion on the
appropriateness of the resource in terms of the infimmaresented in it. Following
this a further redraft of the resource took place. Taldescribes the participants in

stage 2.

Table 8 Stage 2 participant & health professional interviewsfaads groups

Focus groups Individual interviews Total
Group A &B 2 (12 participants) 2 14
Group D 1 (5 participants) 5
Health professionals (4 GP’s and 2 Paramedics) 6 6
Overall total participants phase 2 25

Recruitment procedures for stage 2 were relativelygdttfmrward. At the end of

each stage 1 focus group or individual interview each paatit was asked whether
they would consider taking part in the next stage. Eparticipant that was willing

was asked to sign a consent form and their details «epecord. When the time
came to recruit for the second stage the focus groups wewn from these
participants. Three focus groups were conducted with 17 mdepts during stage 2,
two focus groups drawing participants from groups A ( 5),B (Z) &) and one focus

group from group D (5). For the focus group using the partitsplamm groups A, B
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& C it was decided to attempt to recruit equal numbers faah of the three groups.

The final composition of the focus groups for phase 2asvshn table 9.

Table 9 Participants of stage 2 focus groups and original revenit source

Focus group No Pseudonym Characteristics Recruitment source
1 Mary White female aged 61 | Spouse — from group B
1 Marge White female aged 69 | Spouse - from group A
1 Gerry White male aged 62 From group B
1 James White male aged 69 From group A
1 Chris White male aged 76 From group A
1 Terry White male aged 78 From group A
2 Marie White female aged 58 Spouse — from group |A
2 Mary White female aged 61 Spouse - from group B
2 May White female aged 67 Group B
2 Danny White male aged 60 Group A
2 Gerald White male aged 62 Spouse - from group A
2 Andy White male aged 66 Group A

4.5 Conducting the research

4.5.1 Use of focus groups
In recent times the focus group technique has gained coaisieepopularity as a

means of gathering qualitative data in the study of hdadthith care, and other social
processes (Sim, 1998). It is the ability to produce ricl dahcerning health care
issues which made focus groups the ideal technique for my tustedy. Focus

groups represent a remarkably flexible research tool inthiey can be adapted to
obtain information about almost any topic in a wideagrof settings and from very
different types of individuals. Group discussions candyg gpecific. They may be
highly structured or quite unstructured. Visual stimuli, dest@tions, or other

activities may be used to provide a basis for discussiorwéBte Shamdasani,
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1990). This flexibility makes the focus group a particulaidgful tool and explains
its popularity. A straightforward definition of focusogips is given by Krueger

(1994, pp. 10-11):

The focus group interview..... taps into human tendencies. Attitudes and

perceptions relating to concepts, products, services or programs are

developed in part by interaction with other people.
The focus group technique capitalises on the interactignnithe group to elicit rich
experiential data (Ashbury, Gospodarowicz, Kaegi & O'8alil, 1995). It is used to
utilise the group processes which can help people expharelarify the group’s own
views (Kitzinger, 1995). When group dynamics are working wethen the
participants within the group are working well along side eatter and the
researcher, focus groups have the advantage of helpingu® tim® research in new
and often unexpected directions, which would be difficalione-to-one interviews

(Kitzinger, 1995).

Interaction is the key to the focus group method, givingtdahnique a high level of
face validity (Kreuger, 1994) because what participantsaaybe confirmed (Webb
& Kevern, 2001). There are a number of reasons why tienicpue has become so
popular. Firstly, focus groups are a socially orientedaneh procedure. Ritchie and
Lewis (2005) suggest that people interact with and are irdeceiby others; we all
tend to make decisions after listening to the advice andnspof those around us.
Focus groups are able to exploit these social realltieqlacing people in natural,
real life situations. The second advantage of focus grisupge format. As Kreuger
(1994) writes, focus groups allow the researcher to prataethas flexible approach

means unanticipated issues can be explored if and wegratlse. Therefore, focus
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groups have become an established technique within the sesaarcher’'s armoury,

where it is widely used and viewed as a valuable rese@mtoach.

Within the focus group environment it is important that pwveffort is made to
produce a permissive setting. One way in which this is aetlies through the
selection of participants (Krueger, 1994). Although the fagnagips in this study
were composed of strangers there were a number of térdstcs which they had in
common (Krueger, 1994). It is this common ground that JOUuiE®71) suggests
enables people to talk about themselves. Jourard (1971) foanh@rn individual's
decision whether to disclose information about themseleeothers was based on
perceptions they had about them. His studies reveadgdstibjects who perceived
they were similar to others disclosed more to theskviduals. Krueger (1994)
suggests that focus groups are best conducted with particyvaotsare similar to
each other and the rule he puts forward is that particganmonality not diversity is

key in determining focus group composition.

In contrast Barbour and Kitzinger (1999) emphasise the ri@pee of having some
form of heterogeneity in focus group discussions and sutfyedtifferences between
participants often lead to discussions moving in revealinguaedpected directions.
It is important to realise that in determining the cheeastics of the groups’
composition no amount of planning can control for all ewalties. The exact
composition of most focus groups will often be a produdir@umstance rather than
planning, and it is important to accept this situation wieernuiting group participants

(Barbour and Kitzinger, 1999).
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Choosing the setting and location is also importardrethwas the requirement to
balance the needs of the research with that of theipants. Within the literature it
is suggested that the location should ideally setahe of the research as professional
and where possible be held on neutral ground. For those pecpleted from the
general practice the setting was chosen as the conynaghitation centre adjacent to
the practice. For those recruited from the Rapid Acdelsest Pain Clinic or the
rehabilitation clinics it was thought that by using thesgital’'s own conference
facilities to hold the focus groups the research wouldakeg places in a familiar
setting, i.e. the hospital where they visited the dagicess chest pain clinic. This
location also had the added advantage that it was easgdio, would be conducive to
allow smooth flowing discussions, and it was warm and fodable (Breakwell,
Hammond & Fife-Schaw, 2000). However, the use of thingetvas expensive and
it could be considered that a setting within the hobpg@unds may have
disadvantaged some people and may have elicited or sugpremdain types of

responses due to the medical surroundings.

The setting for stage 2 was dependant on the groups whrelregeruited at stage 1.
The location for the stage 2 focus groups did not changddopeople recruited form
the general practice; they continued to be held atadhemunity education centre. For
participants from groups A, B & C focus groups were held withsuitable location
at the University of Stirling. The decision to change ltdeation from the hospital
was purely for financial reasons; by holding the focus graipdhe University of
Stirling there would no cost. Also a setting within threversity could be considered

neutral and | was able to obtain the use of thesétiesiwith no cost. Regardless of
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the setting most group discussions took on average betiveed 2 hours which is

regarded as within the normal range (Breakwell et al, 2000).

4.5.2 Use of individual interviews
Although interviews represent one of the most commothaaks of data collection in

gualitative research they were not the first chaicthis study. In any study’'s choice
of methodology it is crucial there is a logical demmsiprocess based on
epistemological and ontological principles which agel tio the research question and
therefore underpin the choice of data collection (Mad®96). As | have described,
in this case the decision to use in-depth individual interwieas driven by necessity
as | was not generating enough participants to form viables groups. Therefore |
had to adjust the data collection method to gain therexy@l evidence needed for
the study. Although | debated this decision with my supersjsl did think this

approach might be better in generating accounts of peapip&riences.

The use of in-depth interviews allowed me to gain detaismbunts of a small
number of topics based upon the topic guide which had beendusmg the focus
group discussions. In addition to the questions | had decidedktol also had to
consider the use of prompts and probes during the intetaieadlow me to gain the
information | required. This was due in part to the tmene nature of the interview.
| needed the participants to talk freely about their e&pees in order to generate the
‘rich’ data | required for the study. The use of thalepth interview allowed me the
opportunity to compare the experiences of other partigpawho had also
participated in an interview, in a way | could not do with focus group participants.
| wanted to compare the experiences of the participamisier to identify similarities

and differences between accounts. Therefore althougmdsiveecessity the use of
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in-depth interviews provided me with a method which wouldvaline to achieve my

goals and generate useful comparable data.

During the early focus groups and to a certain extenntheidual interviews | found

it difficult to strike the right balance betweertéising and talking. This was apparent
when | and my supervisors listened and read a number ofahecripts. | judged
that | was talking too much, perhaps because of a feailerfces and also to get
through the questioning schedule. When | encountered a silenng duliscussion
or interview | would attempt to fill it by either repeadiwhat the individual had just
said or quickly moving on to the next question. | redlisew inappropriate this
behaviour was and attempted to control it in later focumugs and individual
interviews. During the later focus groups and individuakumsvs | also changed the
guestion schedule slightly in order to focus in on speafeas, both the early and

later questioning schedule can be seen in appendix 1 and 2.

It is natural to want to fill in gaps in the conversatiand as | was nervous about the
success of the focus groups | attempted to curb this behavnuing the later focus
groups and individual interviews | realised that having a pewutes discussion was a
very useful technique that allowed the person to think mboaitathe topic being
discussed. | realised that some people were shyicemetbout speaking, but found
that many people would often speak when there was & lmethe discussion. |
found in short space of time | was able to use thisnigae effectively. By using a
pause of around five seconds | was able to make eye tamthcthe person and

encourage them to speak.
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| also found various types of non-verbal communicatiomewa useful means of
prompting a person to talk when a break in the discussionreed. By raising my
eyebrows, nodding, and other gestures | was able to egmpeople to talk. This
change in technique also encouraged me to attempt to useeauseful form of
verbal prompt. Rather than just interrupt and move aantiher topic | began to use
prompts with more meaning such as “l see, that's intexgstkeep on...” to

encourage a person to continue their line of response.

4.6 Ethical issues
Because | initially intended to sample from two distipetticipant groups, consent

for the study was obtained from a number of sourcesiallpicontact was made with
a hospital in the central belt of Scotland and a germaddtitioner in the east of
Scotland, to negotiate access to the participant groupsse@bwas sought from the
Stirling University Nursing and Midwifery Departmental EghiCommittee. Consent
was then sought from the hospital (to sample patieota their Rapid Access Chest
Pain Clinic (RACPC)) and from NHS Board which the GPswaasociated with (to
sample patients from the general practice). Finallyabge this study was to
conducted in a healthcare setting the approval of an apg®@ethics committee was
sought to determine that it met with agreed standards,ewjscted to produced
worthwhile findings and ensured that patients were not iremenced or harmed
(Royal College of Nursing, 2004). The study was approved btoetish Central

Office of Research Ethics Committees (COREC) on 28 of November 2006

(project No 06/MREO00/109) (see appendix 3).
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There is a debate within the research literature aboutyiagplethical codes
originating from the bio-medicine field to qualitative rassh. | used guidance
produced by the Royal College of Nursing which suggest threentsl ethical
processes in undertaking research these are; ensurew®uadrsent, reduce the risk
of harm to your participants, and to guarantee you ensurBdeatiality (Royal
College of Nursing, 2004). In section 4.6.4 | also describeigbue of offering a

small token of gratitude for participation.

4.6.1 Ensuring consent
All participants received details of the study design vie ®f two sources.

Participants received an information pack either by postychand from staff at the
Rapid Access Chest Pain Clinic at the hospitahan ¢entral belt of Scotland. The
information packs included a letter introducing the study,irdarmation sheet
explaining what participation would mean and a consam fogether with a return
envelope (see appendix 4 for letter, appendix 5 for infoomagtiheets and appendix 6
for consent forms). Once consent forms were redgiential participants received
a telephone call to ensure they still wished to ppete and to answer any questions

they had concerning participation in the study.

Prior to the start of each focus group discussion avichahl interview | ensured each
participant was still happy to continue and that thejeustood that were free to leave
at any time. By its very nature qualitative inquiry mapduce issues that arise
during the discussion that could not have been anticipatetie time of consent.

Participants in this study were therefore informedhat hieginning of each group or

interview that they could choose not to answer any quesir not to participate if
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they wished. They could also ask for the recording dewvide tswitched-off, or they

could leave the discussion or interview at any timeauttgiving a reason why.

It is also recognised that it can be difficult to gainet voluntary participation if
participants feel subject to pressures, such as a sendetygfor if they thought
participation or non-participation may affect their ecar For this reason, it was
emphasised in the participant information sheet and duhegirtitial telephone
conversation that their decision whether or not to ¢ in the study would have no

influence on the care they would receive now or infiibere.

4.6.2 Reducing the risk of harm
One area which has the potential to cause anxiety amessisiuring the qualitative

discussion or interview can be the subject mattelf.itde this study participants were
being asked to discuss their experience of symptoms wtlocid chave been
attributable to heart disease. Discussing the exmeseaf their symptoms had the
potential to provoke feelings of anxiety about the ississ®@ated with having a
serious or potentially life-threatening disease. Intsm@t to minimise the distress,
all potential participants were provided with a compreivenaccount of the nature
and purpose of the study so that they could make an infbcmeice about whether
they wished to participate or not. Because the majofithe participants taking part
in study had been through some form of traumatic expexjezither theirs or their
spouse’s, | had to be aware of the possible signs obmisct that reliving these
events could cause. In fact two interviews did havertd prematurely because the

participant was clearly in some distress.
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In trying to reduce the harm to participants a fundameatplirement of any research
study is that it is scientifically sound. This meang th& designed correctly and is
undertaken by qualified researchers who have sufficientslexfeskill to ensure the
study will produce results that are of some tangible fidie(ieichards & Schwartz,

2002).

4.6.3 Ensuring confidentiality
In order to safeguard the confidentiality of the study padits, all data gathered

during focus group discussions and individual interviews warglled in accordance
with the Data Protection Act (2001). Participants wassgmed a pseudonym as soon
as was practical after the focus group discussion ovithdéil interview. Pseudonyms
are used throughout the thesis. Focus group discussidnm@ridual interviews
were recorded using a digital voice recorder. Digiglordings and transcriptions
were secured on the main researcher’s private computgetbwithin a locked office
within the University. Hard copies of the recordings (oniR®DM) and transcriptions
were held within a locked cupboard to which only the maieaeher had access.
Discs are to be destroyed on completion of the proybereas transcripts will be
destroyed fifteen years after the end of the studyceom@ance with the local and

national Research Governance and ethical guidelines.

4.6.4 Compensation for participation
Because the participants were agreeing to take part inlta stage study which

showed a level of commitment it was decided that ab stage the participants were
to be offered a £20 Marks & Spencer voucher as a gifobngpensate them for their

time. Although paying participants to take part in researah be seen as an
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inducement, it was felt in this instance the vouchers woelldeen not as payment but
as a gift, and it was hoped this would demonstrate top#racipants that their

experiences and time were of value.

The use of gifts to compensate people when undertaking fproups is nothing new.
Krueger (1994) suggests these are usually used because partidipatiftocus group
or individual interview requires time and effort. Peoplao are taking part in a focus
group give their own time, and for some whose livesuag@edictable and subject to
the wishes of others, this can be a considerable domemt. People can also incur
expenses when participating in focus groups, this can raonge diving their own
time, travelling expenses, and even childcare. Fina#lyld@tael of contribution which
the focus groups or individual interview entails exceedsrdtirms of data gathering,

for example mail surveys do not take 1 to 2 hours topdet@ (Krueger, 1994).

However, the use of such gifts should not be seenrasvard, it is to compensate
them for their time and effort. It serves as a sgtus for potential participants to
attend the session. The primary function is to gep#récipants to show up for the
focus groups or individual interviews. Another functientdé ensure that the time
scheduled for the focus group to take place is remembéfady people may have a
number of last minute requests for the same time, sinteamtive works to protect
that time slot. The use of a gift can also commuaida the participants how

important their contribution is.
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4.7 Analysis

4.7.1 Managing the data
After each focus group discussion or interview field n@tese made concerning four

main issues: (1) the initial symptoms the individual coaldember; (2) their reasons
for either seeking or not seeking help; (3) the rolsighificant others; and (4) their
thoughts on the production of the information resour@ @ontent, layout, format
etc). As soon as practical after the discussions terviews the recordings were
downloaded on to the computer and transcribed. They wereliftened to and my
field notes were amended. It was at this point that psgm® were given to each of
the participants to ensure anonymity. During this timeirghér hard copy of the
digital recording was made as a safe guard and thispleaed in a locked cabinet

together with my field notes.

| transcribed the first four recordings, and subseqremdrdings were transcribed by
a private transcription service. All recordings weinscribed verbatim, and once
completed were checked against the original recordingsnsure there were no
errors. Once the transcripts had been checked againstigfeal recordings two
copies were made; one was stored within a folder in Woddaamard copy was
produced, and a second copy was transferred\Nigo as soon as possible. All hard

copies were numbered and re-checked to ensure all pseudonyens pkace.

4.7.2 The analytical process
A major aspect of establishing rigour and therefore demaimgtrdne credibility and

dependability of the findings of any qualitative study igrgg the reader a thorough
account of the circumstances of their production (Ritchiéewis, 2005). This
section presents an account of the key stages of udg'stanalytical process, with
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particular attention being given to the development afthement of the codes,
themes and concepts which evolved. The account aim®valera clear picture of
the analytical decision trail to enable the reader efthesis to judge for themselves

the rigour of the findings presented in subsequent chapters.

When looking at the data the research objective of bbasgrthe experiences and
responses of a range of people who have had symptaahsniight have been
attributable to heart disease was paramount. Any insigbtsained for the data
needed to relate to this objective. By keeping the abgedd mind | was able to
constantly realise the purpose of the research and thé&esdyy the focus of the
analysis. During this stage all the data was filtehedugh me, where | had to decide
what to use and how to use it. To do this | had to drpan my own theoretical
sensitivity — the combination of my personal and my atecleexperience, my
reading of the literature and my knowledge of theorktssaues — this enabled me to
interpret the experiences presented in the data. Hees llooking for evidence of
how people interpreted their symptoms, what was thgmorese and how they made

sense of their experiences.

At the outset of the study, it was anticipated that Uldause a qualitative analysis
package to facilitate data management. The analyticakpsan this case was aided
by the computer assisted qualitative data analysis soft(@G&8QDAS) package —
NVivo (version 7). NVivowas used principally as a tool for executing the mechhnica
task of managing the data and conducting the initial staigé® @nalysis NVivois
considered a tool which enhances the efficiency with wlaicie amounts of data can

be coded. In addition, given the inductive nature ofstiey’'s methodologyiNVivo
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also allowed key areas to be located that were relageatite process of creating
conceptual and analytical codes and themes in a more gragvag than could have

been accomplished entirely by hand.

The analytical process began immediately after eachisf group and individual
interview; notes were written detailing the group discussip interview progressed
and details of the respondent/respondents. All focus greapsdiions were recorded
using a digital recording device and transcribed verbatinitially | transcribed the
first focus groups (N = 5) after the recordings were sentranscribing service.
Transcripts were then read by me and corrections madegaps filled in where

possible (i.e. when the transcribers had difficulty mglout what was said).

The data was initially coded into broad categories whadleated the broad topics of
interest within the study. The coding began by classifnd making sense of
verbatim transcripts obtained from focus group discussiadsindividual interviews.
Codes were attributed to the text following a line-by-lexealytical procedure —
examining every line and paragraph in order to assign lalelsicidents and
phenomena described by the participants. These codesabstract representations
of an object or a phenomenon (Strauss & Corbin, 1998), oe morsaically, a
mnemonic device used to identify themes in a text. For peacodes were used to
highlight how people recognised their symptoms, what kiasi gave them, and how
they identified something was wrong. Grouping the respdsddata within these
broad codes helped me to see what they were saying aleset tbpics. This was

very much like reading all the transcripts together simgle issue.
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Initially |1 worked with both hard and electronic versiook the transcripts, using
NVivo as a storage facility to aid with the identificatiomdaextraction of specific
elements of text from both the focus group discuss#nsindividual interviews. |
began coding in broad terms using what has been describe@dbasad-brush’ or
‘bucket’ approach. This method allowed me to ‘chunk’tided into the broad topic
areas, as a first step to identify what was there andentify those passages which |

considered relevant.

Also during this stage | was constantly re-reading thastripts to compare the
accounts of people in both the focus group discussions ratiddual interviews,

identifying similarities and also noting the differenaesheir accounts. At this stage
| tended to read and re-read the transcripts as a whadegder not to lose the context
of the codes | was developing. However, in some waysild not avoid fragmenting
the focus group discussions, due to the focus on the indivat@unt of their

experience. The early lack of structure to my analgsisted, in part at least to my

inexperience of working with such large amounts of data.

Following this | then began to question the data, lookihghe ways in which the
participants talked about their experiences and lookerg pbsitive or negative
accounts in their descriptions. | was also interesteabv the participants suggest
significance, what were the symptoms they experiendeidhwindicated something
was wrong. The early codes | created were combinedthgtlobservations, thoughts
and comments | had produced during the early stages of fygesma a way which |

hoped would develop my understanding of their experiences, damdlop the
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analytical process. | hoped this would enable me to urdherghe persons’ own

meanings rather than my own perceptions being imposeceatath.

As a result | began to develop broad themes which comdspiao the research aims
of the study. Influenced by much of literature on respoosymptoms described in
chapter two | developed the broad themeadeatity of symptoms associated with
heart disease. Theonsequencesf the symptoms (not only for the participants
themselves but also their family) and gignificancethey held for them also became
themes, as did concerns arourute, control and coherencel was interested in
exploring thedecisionghat the people talked about in terms of the reasomysgdree
for not seeking medical help sooner. An examplea¥ this was achieved can be

seen in table 10 below.

Following this the experiences and responses the people weare then introduced
into NVivo. This was done by entering the text extracts into tlfisvace using the
free node facility. Nodes were made for the diffetgpes of symptoms, experiences
the participants talked of and the responses they madeessilt of them. By using
the free node option no relationships or connections agsamed — the nodes were
simply used as a dropping point for the data | was intlest. From this point
onwards hard copies of the transcripts were used infrdguanid although only a
small number oNVivo's facilities were used it still afforded me the perfexil from
which to move between the transcripts for comparism, helped to ensure rigour

was established.
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Table 10 An example of using the CSM cognitive representaifaliness domains to help analyse
the respondent accounts.

The cognitive representations of illness of those whamught help quickly

Domains Identity or label Cause or Timeline Consequences Cure or Control
Attribution
Name
Name: “| got this painin | “l knew right away it | “I  should  have| “Then it hit me! | | “My wife was
Bob my chest. And | | was something to do| sought help. But knew there was down shopping
Cardiac knew whenever | | with my heart you maybe | felt because something but | so | had to phong
chest pain got this pain it was| know” it was different pain| wasn't sure. Butit| and she whipped
... | knew what was from the first time I| came to the stage | me up to the
going to happen” just wasn't sure and where | thought no| health centre”
maybe that put me off there is definitely
from phoning an| something wrong
ambulance right| here”.
away”.
Name: “I woke up inthe | “l had pains down “And when that (the | “But last time it “I phoned the
Marge middle of the night| both arms and | knew pain) was not going | was coming up my| help line (999)
Cardiac with ... really I'd it was my heart away | thought | need neck, just to and explained
chest pain never experienced| because it felt like it | to go to hospital” reinforce that | and they just

pain like this in my

was leaping out of

must phone the

said we will send

life” my chest”. ambulance”. an ambulance”.
The cognitive representations of illness of those whwaited before seeking medical help
Name: “I knew what it “I thought it was “I'd had it for about | “About three “But this one did
Andy was, it was dam severe heart burn!” | six weeks prior and || o’clock in the not clear away,
Cardiac sore. And it was just, kept putting it | morning the sweat | it got worse.
chest pain right across my off, because | did not| was pouring out of| And the wife

chest ... it was like think anything of it. 1| me, but as I it'll called for our

a vice aye!” thought it would pasq clear away doctor”.

away”. eventually”.

Name: “It was....it was “It was like | had got | “And then it “It was the “So that's when
Sarah like a burning a severe tooth ache”| happened three timeg sensation going up| | phoned my
Cardiac sensation coming in the space of twenty my throat that G.P.”
chest pain | straight up my five minutes”. made me question

throat but it was
actually a severe
pain right along
the bottom of my
jaw bone”.

it....I thought no
there is something
strange with this
pain up the throat
and jaw”.

| also attempted to make use of another approach to datagement analysis known

as ‘framework analysis’ (Ritchie and Spencer, 1994). Thisoagpris particularly

useful in applied research where particular questionsreetmibe addressed. | used

this tool in later stages when attempting to compare anttast the experiences and

115

PDF Created with deskPDF PDF Writer - Trial :: http://www.docudesk.com



responses of the respondents. There are five stagdw tprocess involved: (1)
familiarisation; (2) identifying a thematic framework) (Bdexing; (4) charting; and

(5) mapping and interpretation.

The first three stages of this process are similaatml therefore covered by, the
initial coding of the data. The charting process in®leeeating charts for key
subject areas (such as ‘symptom identity’). Then, &mheespondent, characteristics
related to that subject area can be mapped out (for ezadwgaitifying symptoms as
being cardiac related, knowing their symptoms were serang previous experience
of symptoms). Charting involves the abstraction and sgiglod the indexed data i.e.
the respondent’s view or experience in a particular i@reammarised and entered on
the chart and the original text is referenced so tti@atsource can be traced for data
retrieval or verification purposes. | did not attempthart all the data in this study. |
saw this method as a way of seeing all the accountingetat a particular topic area
but broken down by thematic areas. This method was alusef in the process of

constantly checking proposed associations.

4.8 Summary
This chapter has provided an account of the methods usedresaing the aim and

objectives in this thesis. The study design, settiagypde, recruitment procedures
and ethical considerations have been described in déthad. chapter has discussed
how the study’s data collection strategy was developedtl@athanges that were
needed to ensure enough respondent experiences were @@ner&inally, a

description of the study’'s analytical process was predent
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However, it is inevitable that decisions that are takeennmdonducting research can
have consequences that impact on the scope of the workaed implications

concerning the findings produced. | have already drawntatbeio the limitations of

the sample in representing the experiences and viewsoplepescently diagnosed
with cardiac related symptoms (those initially propossdnambers of group A) and
also the spouses and partners of those in groups A &BreTis still further scope for
work which can focus more specifically on the experisrafevomen diagnosed with
cardiac related symptoms and men and women from loa@b-gconomic status

groups with the same diagnosis.
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5 Chapter 5 Exploring the experience of symptoms that
may have been attributable to a heart attack

5.1 Introduction
This chapter describes respondents’ accounts of thaal iakperience of symptoms

and their response to them. It considers the natutbeofymptoms and response,
initial attributions, knowledge or experiences of hedidease and the role of

significant others.

Interpreting symptoms and identifying a cause was sometdinthe respondents
eventually did regardless of whether their symptoms weeataally diagnosed with
cardiac-related (Group A) or non-cardiac related (GroupoBgitions. The nature of
the sample means that we know they had also sought ahddilp at some point
following the onset of their symptoms. The time takenrealise that medical
assistance was required and make the decision to cdlélo varied both within and
between respondents in groups A and B. We have seen évaiys research has
shown that people can call for help immediately ort Wwafore making this decision
following their initial symptom experience (Dracup et H95; Horne et al, 2000;
White and Johnson, 2000; and Pattenden et al, 2002). The degp®in this study

were no different.

5.2 The distinction between those who responded quickly and
those who waited

Making the distinction between respondents in ternthage who responded quickly
and waited was influenced by the findings of the GUSTO ({t@93) and information

available on the BHF website. The findings of the GOSfial suggested that the
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earlier people responded to their symptoms and sought &netathe faster they would
receive reperfusion therapy, and the better their outsamaelld be. In the GUSTO
trial mortality was found to be twice as high in patsetreated 4-6 hours after the
onset of symptoms as it was in patients treated within du2sHGUSTO, 1993). The
BHF also suggest that people who respond within 1-2 hours lhetter outcomes

than those who wait before seeking medical help (E20B6).

Therefore in this study the people who said they redgadmno their symptoms within
1-2 hours were categorised as reacting quickly, subsequbotg who sought help

after the 1-2 hours were deemed to have waited.

Of the study’s respondents, only six reported that theyoreded quickly when they
first experienced their symptoms (as defined above). enfywone respondents
waited before making the decision to seek help for theipgyms. The time they
waited varied from under 24 hours in some cases to ovee tmonths in others.
Some characteristics of the sample are summariseabla 10, which presents first,

those who consulted quickly (in the shaded rows) aosetlvho waited.
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Table 10 Participant characteristics and type of response

Name Age Gender| Social Participant group  Type of | How the person Data
situation response | described the | gathering
cause of their | method
symptoms
Bob 72 Male Married Cardiac CP Quick Heart attack Interview
Charlie 76 Male Widowed | Cardiac CP Quick Heart disease | Focus group
George 64 Male Married Cardiac CP Quick Heart disease | Focus group
Marge 53 Female | Single Cardiac CP Quick Heart disease | Focus group
Jonathon | 63 Male Married Non-cardiac CP | Quick Heart disease | Focus group
Graham | 78 Male Married Non-cardiac CP | Quick Heart disease | Focus group
Andy 66 Male Married Cardiac CP Waited Indigestion Interview
Danny 60 Male Married Cardiac CP Waited | Strain / work Interview
Greg 63 Male Married Cardiac CP Waited Indigestion Interview
Terry 78 Male Married | Cardiac CP Waited Breathlessness| Interview
Ray 57 Male Married Cardiac CP Waited Indigestion Interview
Elly 65 Female | Married Cardiac CP Waited | Medication Interview
Marie 61 Female| Married | Cardiac CP Waited Breathlessness| Interview
James 62 Male Married Cardiac CP Waited Indigestion $-gooup
Colin 64 Male Married Cardiac CP Waited Indigestion Focus groug
Malcolm 62 Male Married Cardiac CP Waited Indigestion Focus groug
May 61 Female | Married Cardiac CP Waited Indigestion Focus groug
Sarah 47 Female| Single Cardiac CP Waited | Asthma Focus groug
Katy 50 Female| Married | Non-cardiac CP | Waited | Virus/stress Interview
Rhona 48 Female| Married Non-cardiac CP ~ Waited Stress Interview
David 39 Male Married Non-cardiac CR  Waited| Not smoking Focus group
Geoff 49 Male Married Non-cardiac CHB  Waited Indigestion cusagroup
Henry 51 Male Married Non-cardiac CP | Waited | Strain / work Focus groug
Ken 59 Male Married Non-cardiac CB  Waited| Over exertion Focus grouj
Ella 54 Female | Married Non-cardiac CP  Waited Indigestion Focus groug
Maureen 60 Female| Married Non-cardiac CP| Waited | Stress Focus grouj
Issy 56 Female| Widowed Non-cardiac CP  Waited Indigestion Focus groug

5.3 The respondents who made the decision to seek help

quickly

5.3.1 Response and the nature of the symptoms
The descriptions these six respondents gave of their symgtmptoms suggest they

interpreted them as serious and requiring immediate alechce. These people said
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they thought they ‘knew’ what their symptom/symptoms regnéed when they first

experienced them. Bob demonstrates this understanding falkhwing extracts:

“I got this pain in my chest. And | knew whenever | got this
pain it was ... | knew what was going to happen”

Later during his interview Bob reiterated again his readtohis chest pain
symptoms:

“I knew right away it was something to do with my heart you
know”
(Bob cardiac chest pain individual interview)

Bob felt he ‘knew’ what his chest pain represented asnsegjuence of a previous
heart attack and this led him to seek help immediatelyhinvian hour of his
symptoms occurring. In others, the symptoms they expmte were of such
intensity and severity that this was enough to ensweg talled for medical help
quickly as illustrated in the following extracts from ida.

“I woke up in the middle of the night with ... really I'd never

experienced pain like this in my life, both arms and my chest,
and | just knew it was not right....”

“And when that (the pain) was not going away | thought | need to go to
hospital”
(Marge cardiac chest pain focus group No 4)

Marge called for emergency help within 1-2 hours from fisgtegiencing her chest
and arm pain. Marge spoke of her earlier diagnosis gfinanand of her

understanding of the dangers heart disease represented.
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George, like Marge, ‘knew’ something was wrong as soore & perienced his chest
pain and called for medical help within an hour. Georgetbat it was the intensity
of the pain he experienced that made him think his symptoems werious; he
describes a “crushing” sensation, as seen in the folpesxtract:

“l was sitting in the house and | got a pain in my chest, it was

like somebody was crushing me”.
(George: cardiac chest pain focus group No 5)

Of those who called for help immediately only Chawias in the company of others
when he first experienced his symptoms. From the demsgrite gives of his
decision to seek help quickly it is evident this was almoation of friends’ concern
for his welfare together with his own realisation dfawhis chest pain represented:

“I was standing with my pal and | felt a pain across the chest,

and my pal says ‘you are not looking well you are a terrible

colour; you are a right grey colour’.
(Charlie: cardiac chest pain focus group No 5)

Charlie had reported previous experience of heart disemsevas well aware what
his symptoms represented. Within minutes of experiencing hipteyms Charlie

called for help.

The non-cardiac respondents who acted immediately salgbthey felt they had a
clear understanding of what their symptoms representdiedtnie. Graham felt a
tight sensation in his chest accompanied by a pain in bks dde said his symptoms
were enough for him to realise something was wrong, axphins in the extract

below:

122
PDF Created with deskPDF PDF Writer - Trial :: http://www.docudesk.com



“My chest pain was like, the first time | got it, it waeel a
tightening in here (Graham is pointing to his upper chest
around his heart) like it was being pushed in. And | had a
shooting pain right across my back”

AW: “And this is what prompted you to seek help?”

“Aye”.
(Graham: non-cardiac chest pain focus group No 1)

Graham called for help immediately after experiencing ¢thest and back pain
symptoms. Jonathon also implied he had a clear unddmtaof what certain
symptoms could represent. He reported how the extendichest pain to his left
arm had a significant impact on him and shaped his dedsioonsult.

“I didn't really do anything about it (his chest pain) until the

pain started going down my arm (pointing to his left arm)’.
(Jonathon: non-cardiac chest pain focus group N o 4)

Jonathon contacted medical help immediately afterreequang the symptom of pain
down his left arm. The way he spoke about it implied tf&tand | had shared
knowledge that pain in the arms was indicative of a thastack. From the

descriptions that these respondents gave it seemed tthenhanderstanding of what
was happening to them. In the descriptions of how treyoreled to their symptom /
symptoms the intensity of the pain some experienced antyple of symptoms they

encountered appeared to shape the course of action they took.

This resulted in them making the decision to seek help lyuidssibly because they
were confident about the potential cause — and thanegy — of their symptoms.
There also appeared to be no need for any other explasigterhaps because they

were aware how serious their symptoms could be. Tlaesers may have played a
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role in the time it took them to seek help; all calleddome form of help within two

hours of first experiencing their symptoms.

5.3.2 Symptom attributions
As we have seen in the previous section these respondaittthey had a good idea

what they thought their symptoms represented; they Halt they were able to
attribute their symptoms to a cardiac cause or redletethey were serious and they
needed to call for medical help quickly. The reasbey gave for ‘knowing’ their
symptoms were serious varied, as did their attributiolfisr example, Bob said he
knew immediately what the cause of his chest pain sympteass A number of
years previously he had suffered a severe heart attdekdescribed his symptoms
during his first heart attack as follows:

“It was if somebody had stuck a knife right into me that's how

it felt. It was right...near enough in the middle (pointing to the

centre of his chest)”.
During his second heart attack Bob’s symptoms were differen

“The second time was a funny sensation, it wasn'’t in the

middle at all, but | would have said my shoulders...it went
down my arms, | felt | couldn’t have done anything with them”.

Despite these different symptoms Bob wondered whétiese symptoms were

linked perhaps with his heart.

“l probably thought it was something to do with my heart but it
was just so completely different from the last one (his first
heart attack)”.

(Bob cardiac chest pain individual interview)
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Marge was in no doubt about the cause of her symptoms.h&ha good idea what
her symptoms represented having suffered with angina in gteapd heard people
talk about their heart attacks and the symptoms they iexgged. This extract
suggests that the intensity of the pain left her in ndotlas to what was happening to
her and she attributed it to a heart attack:

“But it's the intensity of the pain. You cannot describe it to

anybody, because | have heard people talk about it before it

happened to me and | could not do anything. | had pains down

both arms and | knew it was my heart because it felt like it was

leaping out of my chest”.
(Marge cardiac chest pain focus group No 5)

For Charlie it was the intensity of his chest pain paihs down his arm that led him
to attribute his symptoms to his heart and take them sérious

“I said ‘I have got a pain in my chest’ and then | felt a pain in

the arm so they phoned a taxi and they helped me out to the

taxi...when | got out there they took me down to the doctors”.
(Charlie cardiac chest focus group No 5)

In Charlie’s experience, as in many others’, more thae type of symptom was
present when describing why they ‘knew’ something was wrdagorge, however,
reported needing no other symptoms to confirm to him someth@sgwrong. He
experienced intense chest pain while at home and immigdsatiel he knew it was
serious.

“l got a pain in my chest; it was like somebody was crushing

me so | phoned the doctor”.
(George cardiac chest pain focus group No 5)
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These were the only four respondents whose symptomsacael@ac who said they
‘knew’ immediately that something was wrong. Bob, lbaand Marge all indicated
that they were aware their symptoms were related éo tieart. George gave no
indication of attributing his symptoms to his heart, indase it was the intensity of
his chest pain that highlighted something was wrong. Antotigs non-cardiac
respondents only two formed the attribution that thgmgoms were due to their
hearts and sought help soon after they first experiethe=g symptoms. Elsewhere
in the interview Jonathon explained that he had knowleddgkee specific symptoms
attributable to heart disease and implied that this infled his attribution of
symptoms of heart disease:
“With me as soon as it went down the arm | thought this is

more serious, | had better do something about this”.
(Jonathon: non-cardiac chest pain focus group No 4)

Graham said it was the combination of his symptoms ansghibek of collapsing that
caused him to attribute his symptoms to something seriou®(gh he does not
actually name the illness, as previous accounts (e.gthlmm) the illness attribution is
implied.

“I was actually doing the hoovering when it first happened. It

started and | went and sat down and | just passed out. | just

went to sleep”.
(Graham: non-cardiac chest pain focus group Nol)

Similarities between these respondents in termstioth@tions focused on the severity
and intensity of their chest pain and other symptomsgefancing severe chest pain
tended to ensure respondents sought help quickly, as demed$tyahe accounts of

Bob, George, and Marge. Having knowledge of what spegifippsoms represented
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also helped in forming attributions. For example knawtimat pain down the arm is a
characteristic of a heart attack led to the reabretinat things were serious, and to
the attribution that their symptoms were cardiactegela The type of knowledge these

respondents had and where it originated from is examindx ifollowing section.

5.3.3 The types of knowledge used to help interpret symptoms
For some of these six respondents a personal experiémsamn attacks, angina or

knowledge of significant others who had suffered such pnablmeant they could
draw on personal experience to make sense of theirsgmptoms. Bob’s personal
experience from an earlier heart attack meant heaasto attribute his symptoms to
heart disease and as a result contact medical hetglgjuiBob described his first
heart attack as an abrupt event with symptoms that weapacitating, an extremely
traumatic experience. His second heart attack howeves, different. When he
initially experienced the symptoms of his second heartlatia was in some doubt as
to what was going on.

“l wasn’t exactly sure what was going on. | knew it was

something on that line (cardiac related), but with it being so

different from the first time, from what | could remember of

the first time. But | was certain there was definitely

something wrong”

(Bob: cardiac chest pain individual interview)
Bob seemed to have been able to construct his own itheas what a heart attack
was like and possibly how it would be in the future. Tiecdic knowledge he had
acquired, a consequence of his first attack, was thehbsark he used to assess the
symptoms the second time. Being unable to match his piegimptoms to those of

his current experience caused Bob to consider them eeejudly. Although there

were differences in the severity and intensity betwensymptoms of his first and
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second heart attacks, he still reported being certagrétivas definitely something

was wrong”.

Marge’s knowledge of the symptoms of a heart attack hadheed for immediate
medical attention were a result of her earlier dagis of angina. Living with angina
for a number of years had raised Marge’s awarenesg oisits she faced. It had also
increased her knowledge of the danger signals. Whemnxpkeienced intense pain in
her chest and arms, Marge said she ‘knew’ somethingneasight and called for
help immediately and again her knowledge of heart disesssmed to have
contributed to the decision to seek help. Charlie edports how his knowledge of
heart disease because of his history of angina helped dimtdarpret his own
symptoms and realise the gravity of the situation:
“For me definitely it is pain in the chest and when it goes

down the arm. That is either a heart attack or angina”.
(Charlie: cardiac chest pain focus group No 5)

Jonathon also said his family history of heart diseaselted in him being more
aware of the dangers he faced, as he explains in theiiogjeextract:

“In my mother’s family there’s some history of heart

problems so | was quite tuned into the fact | was dead ringer

for you know heart trouble at some stage in my life”.
(Jonathon: non-cardiac chest pain focus group No 4)

As a consequence of this when Jonathon experienced abasinébrt together with

pains down his left arm he called for help immediately.
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Other respondents acquired their knowledge of specific ymptthrough the
experience of colleagues or friends. George is a go@m@e. When he
experienced pain going down his left arm he said he ‘knehat this symptom
represented because of a friend’s experience with aragriee describes:

“Well, well er somebody at work had had er an angina attack

that that finished up with them being in hospital. He said

that in his case it was the pains down the arm (George is

holding his left arm) that the hospital were concerned about,

erm from a point of view of a confirmation of a diagnosis of

angina. So when | got the same pains in my arm | thought

angina straight away.
(George: cardiac chest pain focus group No 5)

Graham was the only one of the respondents who respgudtsdy who did not talk
of having knowledge or experience of either heart attackangina. Through
discussion in the interview he reported a series of athklated health problems had

led him to place a greater emphasis on his general wiali-be

“Well if you're a smoker and you have a history of high
blood pressure and you realise that what you've been doing
is against all teachings you have to take notice when things
change”.
(Graham: non-cardiac chest pain focus group No 1)
Therefore, when he experienced his crushing chest pain diagpseal he said he

thought he should call his GP immediately.

In attempting to construct an explanation for their syms, these respondents were
able to utilize knowledge to indicate something was wrohghvrequired prompt
medical attention. The knowledge they used to helpens&ise of their symptoms

came from various sources. In terms of the responddmiscalled for help quickly,
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all used some form of knowledge to help them make seheeir symptoms and

help them to determine what action to take.

5.3.4 The role of significant others
Of those who sought help quickly only Bob, Charlie angaflion’s accounts suggest

that significant others had played any role in this decisiAlthough Charlie was a
widower when he experienced his chest pain, he was icotheany of friends at his
bookmakers. Though Charlie said he realised what wapehing it was the

combination of this together with the intervention of fnisnds which resulted in the
decision to call a taxi to take him to his GP. Jomatkaid that he had already
decided that his symptoms warranted medical assistanaebidied to discuss them
with his wife, as he explains in the following extract:

“Well | think | would have gone anyway but once the women

get to grips with it | mean...they are at you aren’t they do you
know what | mean? You have to go then”.

When asked why he had spoken first to his wife Jonathdiedep

“I probably mentioned it to my wife because her family had
heart problems, er her father had a bypass operation and her
advice was well you know if it's getting down into your arm it
looks like it's it might be angina so that was when | went to
the doctors”

(Jonathon: non-cardiac chest pain focus group No 4)

Like Jonathon, Bob appeared to have decided that his sympteeded medical
attention but his decision to discuss them with his wis due in part to the fact he

needed transport to get him to his local medical cen&ethe time when he was
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experiencing his symptoms, his wife had their car, asxpé&aias in the following
extract:
“I knew when | got the pain it was...l knew what was going

to happen. My wife was down shopping so | had to phone
and she whipped me up to the health centre”

When asked why he called his wife first as opposed tmgdthr an ambulance Bob
replied:

“Well she has supported me all these years, when | had the

last one (heart attack). And you just automatically think well

| will call her”.
(Bob: cardiac chest pain individual interview)

The reasons the other respondents did not discusssigmaptoms with significant

others varied. For Marge, living alone meant there wasne there with whom she
could discuss her situation, so she called for an ambeilafter waiting a short time
to see if her symptoms would subside. George, althoughechasaid he made the
decision to call for help on his own. The ‘crushing clpsh’ he experienced was
worrying enough for him to contact his GP directly. Wiasked if he discussed his
symptoms with anybody he replied:

“No | just keep that sort of thing to myself. It's only the

doctor I'll go to”.
(Graham: non-cardiac chest pain focus group No 1)

Thus, we can see that the reasons for involving a signifiother in these decisions
was due either to circumstances, as in Charlie’s cashe significant other’s input

being valued. Valuing their wives’ contribution was a possiebhson why both Bob
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and Jonathon informed their wives. Interestinglyhbgited they would have sought

help without their wives’ assistance if it had not baeailable.

5.3.5 Summary
In summary the respondents who responded quickly to skigiptoms appeared not

to be aware of the advice provided by the BHF in terfreeeking medical help and
most sought help from their GP rather than the emeygssiwvices. The reason they
did this is not evident from their accounts but may bactevith a desire not to ‘make
a fuss’ or been seen to overreact to symptoms. Qthdres have shown that many
people express reluctance to consult a doctor at @il symptoms (e.g. Rogers et al

1999; Townsend, Wyke and Hunt, 2008).

5.4 The respondents who waited before making the decision
to seek help

5.4.1 Response of and the nature of symptoms
Of the twenty one respondents who waited before respgnd their symptoms by

seeking help the time before they eventually made thesidecvaried. For some
respondents it was a matter of hours for others itdags. In a number of cases the
respondents indicated they waited weeks before seekipg fidis decision to wait
before seeking help could have had serious consequendée favelve respondents
who later received a cardiac diagnosis for their sympto As | have said,
interpreting symptoms and identifying a cause was somethingesfiondents
discussed. However, unlike the accounts of those wémoneled quickly, many of
those who waited were characterised by uncertaintyaariguity in explaining their

symptoms and response to them.
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When symptoms were not severe or intense, respondemnts net able to respond
confidently or were unclear about what was happening tm.thEome respondents
reported experiencing mild chest discomfort, which lastedafehort time and then
receded, as illustrated in the accounts provided by Ray andyD

“By the time | got back to the room | was experiencing some

chest pain. However, | got back into the room, and ten

minutes later, it had gone away. It was absolutely fine”.

(Ray: cardiac chest pain individual interview)

“l was just sitting in the chair when | had the pain. | sat up

and thought | will lie on the couch and it eased away”.
(Danny: cardiac chest pain individual interview)

Pains or symptoms of a short duration are oftenalised or normalised (Mechanic,
1968). It may have been that Ray and Danny had adopted andasee approach as
a way of responding to their symptoms. This strategydcexplain why they waited
between two and five days before seeking help. The amait see attitude was
adopted by some others. Sarah reported an unusual symptmm the previous
evening, but because of ongoing illness, she rememberedndetmadvait.

“There had actually been a couple of breathless stages

through the night but again | had put that down...I was just

assuming that it was my asthma playing up”.
(Sarah: cardiac chest pain focus group No 6)

For some even though their initial symptoms were unusachlout of ordinary, they
also said they decided to wait. Marie, for examplé&ethlbout how she went as far
as monitoring the frequency of her symptoms over a welekebshe sought help.

“It happened on two occasions. On the Monday morning
when | got out of bed I had this kind of little sensation in the
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chest. In fact for some reason | wrote it down on my
calendar and how | felt”.
(Marie: cardiac chest pain individual interview)

If the symptoms did not reappear in the short term, nsmg they thought the
situation had resolved itself, and that further explanatior medical attention were
unnecessary. Andy reported experiencing a tightening in & clver a period of
six weeks; his symptoms would appear and then disappearyrdasihg the night.
Andy talked of feeling that his symptoms were simply atomvenience, and he
would attempt to relieve them as he explains in the fofigvextract:

“I just thought it was heartburn....it seemed easier to say it

was indigestion”.

“It happened more so at night than during the day. | thought

it was the way | was lying in bed. | would get an extra pillow

or take one away. | tried all that”.
(Andy: cardiac chest pain individual interview)

Thus initially he remembered his symptoms as intermitsemtndy said he ignored

them.

Malcolm’s symptoms were also intermittent in the begig and this shaped his
response to them. He reported waiting a number of wieekse calling for help.
Malcolm’s symptoms only appeared while he was out walkiagyeadescribes in the
following extract:

“I didn’t think it was anything important. It was so strange

that it only happened to me when | was walking up a

particular route coming home, it didn’t seem to happen any

other time”.
(Malcolm: cardiac chest pain focus group No 5)
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Terry had also dealt with symptoms that only affected \uimle walking home. He
reported it was a number of months before he called fgr heérry recalled that he
had responded to his symptoms by thinking he was just getfing lde describes
how the symptom developed in the following extract:

“I would find that it got to the stage where | couldn’t walk

any more than about two to three hundred yards without the

tightness coming on”.

(Terry: cardiac chest pain individual interview)
Other respondents described their response to symptonmotabeing anything to
worry about’ and they did not see them as being significaTwo women in
particular reported that their initial response to tlaiest pain symptoms was to
ignore them. Rhona and May said they had first eepeed their chest pain a month
before they decided to seek help. They described thstirefiperience of chest pain
as follows:

“I had been having tight feelings in my chest but you did not

think anything about it”.

(Rhona: non-cardiac chest pain individual interview)

“I had pains in the chest and | just didn’t know what they

were, | think | had them for a fair time really”.
(May: cardiac chest pain focus group No 6).

A number of male respondents also shared similar exqees. David in particular
reported having experienced chest pain a number of montbsebleé took any
action. He described his initial symptoms as follows:

“It was a tightness across the chest at both sides. | had it for

about three or four months before | actually did anything”
(David: non-cardiac chest pain focus group No 4)
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These descriptions contrast with the earlier descriptiprovided by those who
sought help quickly (presented in section 5.3.1). The relgrds who sought help
quickly appeared to have a clear idea what was happeningeto, twhilst the

respondents who waited did not. The majority of thespandents described their
symptoms as mild or intermittent pain or feelings ghtiness or discomfort, rather
than as severe or intense pain. These descriptions dmgtiesambiguous nature of
the symptoms and highlight how many respondents felt aldesiniss or ignore them
at the beginning. Experiencing vague symptoms or symptoms ofcertain nature
can also explain the many attributions these respondesti®, as described in the

next section.

5.4.2 Symptom attributions
When faced with vague and ambiguous symptoms some respofaiamst difficult

to identify a cause. Some thought something was wrongthbytwere unable to
interpret their physical symptoms or they attributed thtenother things, whilst

appraising and reappraising what was happening to them fromatitimeet

The attributions made by those who waited varied, butntbet common was to
attribute chest pain to indigestion. This was the éaséhe majority of respondents
who were later diagnosed with cardiac related symptorRay is a good example.
He first experienced his symptoms following a rather langal. Not seeing himself
as being risk of a heart attack, he attributed his chastgyanptoms to indigestion

which seemed the most logical explanation, as he ibescr
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“It seemed the logical conclusion at the time, yeah. Not
having suffered from indigestion before | wasn’t very positive
about identifying exactly what indigestion felt like anyway.
So just having this pain after a big meal and feeling as if |
wanted to break wind which was kind of a symptom as well |
suppose”.

(Ray: cardiac chest pain individual interview)

Ray’s response was typical of a number of respondeRtem Ray’s account he
remembers how he followed, for him, a logical pathweat there was a cause for his
chest pain - a big meal — and thus indigestion was the likes/ label he could
assign. Although he wasn’t sure what indigestion ‘féte,| he could not distinguish

between it and anything else.

A similar example is provided by another respondent wiperenced his symptoms
after drinking with friends. Greg initially attributed héymptoms to indigestion
assuming the pain in his chest was a result of alcobdle &xplains:

“The first occasion it happened | was going home from the

pub and | experienced tightness across the chest and | just

thought it was a bout of wind, and besides I'd had a few

drinks so | was affected by alcohol”.
(Greg: cardiac chest pain individual interview)

Malcolm also thought his chest pain was a by-product afkohg too much,
something he had started to do again after many yearsalcolvh had only ever
experienced his symptoms when walking home from the pube stenario he
constructed to account for his symptoms was a build-up ofi.wi When the
symptoms occurred again in the same context Malcolm hafiroed this earlier
attribution.

“I just thought it was wind”.
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(Malcolm: cardiac chest pain focus group No5).

Andy and Colin also thought their chest pain was duediga@stion. Colin’s memory
of his early experience shows that he was awaresagyimptoms that could be related
to a heart attack, but when his own experience didnaith these expectations he
reported attributing his symptoms to the next most likelyeauasligestion.

“I just thought it was heartburn. | always thought it would

pass away. Something I've eaten which | should not have

eaten”.

(Andy: cardiac chest pain individual interview)

“I really had no idea but | was trying to break wind with

burping and so on thinking there is something building up

there. But | had no previous pains in the arms to make me

think oh yeah that's a heart attack. No chest pains or

anything, not even breathlessness”.

(Colin: cardiac chest pain focus group No 6)
Two of the female respondents’ (one cardiac) initiatlyibuted their symptoms to
indigestion:

“I just had pains in the chest and | didn’t know what they

were, | think | had them for a fair time really and thought it

was indigestion”.

(May: cardiac chest pain focus group No 6).

“Mine was just there you know (holding her upper chest) and

you can not swallow or you have got indigestion basically”.
(Issy: non-cardiac chest pain focus group No 4)

Other respondents constructed other explanations. Bathacaand non-cardiac
respondents thought that an ongoing illness was the céubkeiosymptoms. For
example, Sarah initially attributed breathlessnesstoma and not the start of a heart

attack:
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“I took a strange severe tightness in my chest, | wouldn’t say
it was very painful, it was just a severe tightness and |
actually thought it was my asthma playing up because it more
or less winded me ”.

(Sarah: cardiac chest pain focus group No 6)

Elly, also diagnosed with cardiac related disease] she initially thought her
symptoms were due to the medication she was taking/'s Htitial symptom was
nausea, a symptom she did not know could be a sign shéaving a heart attack.
Because she was taking medication for another condiize though nausea could be
a side effect of the treatment. It was only after symptoms worsened the next day
and it became clear to her husband that somethingusewas happening that he
called their doctor.

“I took a pill the one night and felt quite nauseated, but

tablets can do that. In the morning, | took another one.

Then | had no pain. It was just like a flat iron lay there

(pointing to her chest). | don’t know how I looked, but my

husband sent for the doctor without even asking me. So

rightly or wrongly | didn’t think for one minute | had a

heart condition”.
(Elly: cardiac chest pain individual interview)

A number of non-cardiac respondents also suggested thaptems were due to
overexertion. Ken and Henry described similar expeeienghen their chest pain
symptoms first occurred. Both were undertaking some @rphmysical activity. Ken
remembered how he viewed his chest pain as a warning theah@ist over doing
things and he needed to ‘slow down’. He offers thisnaex@lanation for dismissing
his symptoms for a number of weeks:

“I was walking up the stairs with wood and | just had to sit

down because of a pain in my chest. | sat on the toilet for
half an hour sweating. | said to myself ‘this is telling me to
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slow down’. And I didn’t say anything until three of four
weeks later”.
(Ken: non-cardiac chest pain focus group No 4)

Henry described his chest pain as a discomfort. Becausea a physically active
man, who encountered pains through his occupation, hallypitesponded to his

symptoms by dismissing them as the onset of flu:

“It was probably about ten weeks ago | first started taking a
discomfort in my chest. | do a lot of work outside, plus hill
walking and that and you get wet a few times so initially you
think flu or something like that”.

(Henry: non-cardiac chest pain focus group No 4)

From the extract above, it can be seen that Heoiygtht that his chest pain might
have been a result of flu. His doubts about the modhis chest pain together with
his strong sense of his own masculinity may explain hikyattempts to normalize
his pain led him to attribute his symptoms to his physiaiyanding occupation.

“But it (the pain) was going on and on and obviously being a

man you don’t discuss it with anybody. You keep it to

yourself. | wasn’t in any real great discomfort | just | didn’t

feel right in my chest. And because | do quite a bit of manual

labour you have always got that in the back of your mind,

you have maybe strained yourself”.
(Henry: non-cardiac chest pain focus group No 4)

Three of the female respondents attributed their symptonstress. All had been
under pressure; for Katy and Maureen it was an increasddoad at work while for
Rhona it was a combination of pressures at home andrét vikaty first perceived
her symptoms during a stressful time when she was preledcwih events at work

as did Maureen who experienced her chest pains whenash@i$t completed the

140
PDF Created with deskPDF PDF Writer - Trial :: http://www.docudesk.com



flowers for a large wedding party. Rhona was also updessure at work but she
had also recently had to deal with a number of familyplems. She was primary
carer to her mother who had recently been diagnosed cancer and around the
same time her daughter had miscarried. When she fipstrienced chest tightness
Rhona reported attributing it to her current situation.

“Gradually | got these symptoms. | had deadlines to meet

that | wasn’t going to meet, because other people were not

meeting my deadlines. Gradually | began to get these

feelings of palpitations, then the chest pain, and then a sort of

dizziness. | was pretty sure it was stress”.
(Katy: non-cardiac individual interview)

“I was thinking it maybe was stress. When | got them | had
been doing wedding flowers and | was under a lot of stress”.
(Maureen: non-cardiac chest pain focus group No 1)

“I had been under quite a lot of stress lately, and | just kind
of thought well it's just down to that”.
(Rhona: non-cardiac chest pain individual interview)

In summary when the respondents were clear aboutateenof their symptoms,

they formed attributions that led them to seek help dyickVhen symptoms were
unusual, vague or caused only a slight or intermitterdodidort the respondents
formed various more benign attributions, such as indigestiosymptoms of an on-
going medical condition or the medication they wezlerg, or stress due to either
pressure at work or home. In constructing these ativimitthe respondents who
waited before calling for help utilized a variety of infation, including their prior

knowledge of heart attacks or cardiac related conditions.
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5.4.3 The types of knowledge used to help interpret symptoms
The two previous sections have examined respondents’ desasigif symptoms,

response to them and attributions made as a resuleiofsymptoms. Both of these
areas are related to the knowledge people had with regdmehtt attacks, angina, or
other cardiac related conditions. This is of particultarest for the respondents who
were in fact having a heart attack or suffering from iaagind waited before seeking

help.

Of the respondents whose symptoms were eventually ddadress cardiac related all
the men spoke of having personal experience of family meswhigh some form of
heart disease, either heart attack or angina, GndgMalcolm spoke of friends at
work with angina, and Colin spoke of being aware of thepsgms attributable to
heart disease. Of the women respondents only Sarah sfokaving personal
experience of a family member with heart disease,other three women did not

discuss this.

Of those with experience of family members with helisease most spoke of parents
who had died of a heart attack. Yet even with thiswdadge some had not
considered the possibility they were at risk. For exanfiphy had seen both his
parents die from heart attacks. When asked to talkitalvbat he knew of heart
disease, Ray said that he had some knowledge concerramg ateacks and the
dangers of heart disease:

“I mean | was always conscious that yeah there was a family

history there. But | suppose | am like every generation, | am

thinking well | am fitter and healthier, and more

knowledgeable than the previous generation so it won't

happen to me! | mean | was aware of the chest pains, and
the breathlessness, but mine seemed such a mild form that it
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never really gave me cause for concern not at all which

again with hindsight and all the rest of it is crazy”.

(Ray: cardiac chest pain individual interview)
Ray’s account shows he did ‘know’ some of the sympttiras are typical of a heart
attack but his own experience of the same symptoms dichakzh the perception he

had of what these symptoms should feel like.

Danny had also seen his father suffer a number of heackatbefore he died and
said he had considered whether heart disease could be tdigrednd as a
consequence wondered if he himself could be at risk, agglains:

“My father has had two heart attacks... so | did wonder if

you know...if it was in the bloodline you know. But I didn’t

give it an awful lot of thought because both my parents are in

their eighties so you know...with a wee bit of luck | will be

living to a reasonable age as well”.
(Danny: cardiac chest pain individual interview).

Although Danny did have personal experience of heart attacksdifficult to say
how much influence this had when he experienced his owptsyns; he waited a

few days before calling for help.

Terry also had seen both his parents suffer heatkattaAs a result, Terry said he
thought he had a good idea of the dangers he faced and theosyarp should be
aware of although he describes his knowledge as ‘supéréaid ‘general’. When
looking back at his experience Terry remembered aboutdifbault it was for him
to recognise the importance of his own symptoms in spites knowledge:

“I mean that strikes me as being strange because | am not

unintelligent and | remember my father's experience, |
always had. My mother died with coronary heart disease
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problems as well. So there was always awareness in the

back of my mind that | might go eventually like that. | would

have said that like most people my knowledge about coronary

heart disease was superficial. You know like most people |

had a general kind of idea. And | find that strange in

retrospect looking back I did not fully realise what was going

on”.

(Terry: cardiac chest pain individual interview)
For others, a personal experience of heart disease pidhedknowledge of specific
symptoms that were characteristic of a heart attadkcansequently they were able
to identify the same symptoms in themselves. Sarabmirars how such knowledge
allowed her to realise something was seriously wrong:

“I knew the pain in the left arm because that's how my

mother’'s was; she took the pain down her arm. My dad had

actually got a doctor out to my mother and he told my dad it

was a touch of angina, gave her a sleeping tablet, put her to

bed and she was dead in the morning!”
(Sarah: cardiac chest pain focus group No 6)

Sarah had incorporated the symptom of arm pain, partic&ftlarm pain, into her
inventory of potential cardiac symptoms because her mbtwek the same symptom.
Because she ‘knew’ this specific symptom, her abilityn@ke sense of what was

happening to her was increased.

Others said they used knowledge gained through the expera@n@eends to
construct their own ideas about heart disease. Irdollmving extracts, Greg and
Malcolm describe how the experiences of a work colledmlped them to make
sense of their own symptoms and realise they werislat tn particular they both
remembered pain down the left arm was a particularlgisesymptom.

“Well somebody at work had an angina attack that that
finished up with them being in hospital. He said that in his
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case it was the pains down the arm (George is holding his
left arm). So when | got the same pains in my arm, | thought
angina straight away and | ought to do something about it”.
(Greg cardiac chest pain individual interview)

“I remember this guy at work got taken into hospital with an
angina attack, and he was telling me about the pain, it was
right down his arm, it was the same as mine, the left arm”.
(Malcolm: cardiac chest pain focus group No5)

Respondents who later received a non-cardiac diagradsts described having
personal experience of heart attacks or angina. Qéttiee majority of respondents,
it was a family history of heart attacks or angiréor Katy it was the experience of
their father dying from a heart attack, she took noteeofdwn symptoms when she
experienced them, as she explains:

“My father died at a relatively young age. He died of heart

attack. So | think there is a family history, it's not something

| would want to ignore anyway”.

(Katy: non-cardiac chest pain individual interview)
Ella, Maureen and David all had a family history of heasbfems as they explain in
the following extracts:

“My husband died of a heart attack, and both sides of the

family is rife with heart trouble so | thought | had better get

out there (go to the doctor)”.

(Ella: non-cardiac chest pain focus group No 4)

“My dad had taken a heart attack”
(David: non-cardiac chest pain focus group No4)

“There’s a history in our family of heart problems, my
brother's had a bypass, my father died of a stroke.....maybe
there’s something in the genes and my grandmother too she
had angina”.

(Maureen: non-cardiac chest pain focus group No 1).
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These accounts show that knowledge gained through persqreiesce of heart
disease is discussed as having an impact on respongepbtoms in a variety of
ways. Some of those whose symptoms resulted in anab#y of heart disease
expressed surprise that they had not considered thely faistiory of heart disease in
their initial evaluation of symptoms (e.g. Ray, Danny aedyl). Similarly some of
those whose symptoms were diagnosed as unrelatedriodisease used their family
history to explain their response (e.g. Katy, Ella anauMen). For others it was
knowledge of specific symptoms experienced by others wes said to have
contributed to the decision to seek help (e.g. Sarah,g8erd Malcolm). The role
significant others can play in the decision making procasken shown to have an

impact for many people. This subject is explored in dflewing section.

5.4.4 The role of significant others
As we have seen the process of searching for a caubeeskiis not limited to the

person experiencing the symptoms / symptoms. It is alsoron for others close to
that person to help in the process. In the accounts fite respondents who
responded quickly, some symptoms were so obvious or scediesr left the person
in no doubt as to what was happening to them — no otherwgsitequired. In other
circumstances where they were not sure what was happeaing tolerated their
symptoms until they communicated their experiencenwtheer. It was evident in
some cases that the respondent experiencing the sympterawaae of a potential
problem, but it was only via communication with a sigmifit other, in most cases

their spouse, that they finally realised something wasgir

Andy faced such a situation. He had been suffering vinéistcpain, sometimes quite

severe, for a number of weeks, but had come to thelusimg it was heartburn.
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Andy said it was a combination of more intense chest pad the failure of his
attempts at self-medication which led him eventuallytais to his wife about his

condition.

“Well she was lying beside me she knew, because she could
feel the vibrations and all that, but as | said to her, | said’ it's
only heart burn it'll clear away eventually’. Ah no this one
did not clear away. And er...the wife eventually says ‘no,
docky’ (go to the doctor)

(Andy: cardiac chest pain individual interview)

It was after this exchange with his wife that he souggdical care.

When Ray first experienced his chest pain, the mannarhioh he described this
event implied he was sure it was nothing to worry abouttamaght it was just a bout
of indigestion. Since there were no external indicathat Ray had chest pain a
communicative cue was required to alert his wife toaihget of his symptoms, as he

explains:

“At the time it felt like indigestion that's all you could
describe it as. | talked about it to my wife, but ten minutes
later it had gone away. The same thing happened again the
next day, in fact it happened after breakfast. And my wife
immediately said ‘see the GP as soon as we get back home.
Talk to him about it’.”

AW: What did she say to prompt you to seek help?

“She said ‘don’t be bloody stupid, you are in your early
fifties, you have got a family history of heart attacks let's go
and get it checked out’. Those were her words”.

(Ray: cardiac chest pain individual interview)
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At his wife’s insistence, Ray did contact his GP, bus thas two to three days after
he had first experienced chest pain. Although Ray did take dorm of action it
was delayed some time after his initial experienBay’s account suggests that, at
first, his wife went along with the initial attribot, but in a later interview with
Ray’s wife, Bobby, she explained how she felt when Riggussed his symptoms

with her.

“One night he complained about indigestion and the next
morning he complained about it again after breakfast. | did
not like the sound of this indigestion. So | said ‘phone the
doctors when we get back and have a word with him’.”
(Bobby: spouse individual interview)

Talking to others also had the function of seeking codiion that something was
wrong. After a few days of mild and intermittent chpsin Danny’s symptoms
became increasingly painful during the course of an evening.anl attempt to
alleviate these painful symptoms, he had gone to bed eBuying the early hours
the next morning, his symptoms worsened. He said he ‘keemething was wrong
but by speaking to his wife he was able to confirm howoasrthings were and gain
her assistance in seeking help.

AW: Can you remember what your wife said when you woke

her?

“Just asked what the matter was, you know where the pain

was. Then she just went through and phoned NHS 24. They

then asked to speak to me. | explained again how | was

feeling, and that my body felt clammy, slightly squeamish.

The person from NHS24 decided they would send an

ambulance”.
(Danny: cardiac chest pain individual interview)
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Often communication helped to establish that symptoms wigrgficant. When
someone else says they also ‘think’ something is wrbregn be a confirmation of
the respondent’s own perceptions. In the next exti@otin reports his early
symptoms and the interaction with his wife, which he sainfirmed for both of them
that something was wrong:

“When my wife arrived home, | said to her ‘there is

something not right here, there is something not right in my

chest’. She said ‘I can see that let's get you up to bed’. She

got me lying down and phoned our GP’s number and was

then put through to NHS 24...the symptoms were described to

the person (NHS 24 operator) at the other end by my wife
and they said ‘there will be an ambulance with you within

minutes™.
(Colin: cardiac chest pain focus group No 6)

Malcolm also said he discussed his symptoms with his. wlif the following extract,
Malcolm suggests that he had a good idea about what wamgdus symptoms.
However, his conversation with his wife may well hddemn a way of confirming his
own thoughts, as he describes:

“I must have said to her (his wife) about this (his symptoms)

and | thought it was angina. She sort of said ‘well you better

go down to the doctor then. It's quite serious that, it's not

something you can just laugh off’ ”.
(Malcolm: cardiac chest pain focus group No 5)

The non-cardiac respondents who waited before makingdéugsion to consult
medical help were also influenced by significant othef®avid and Ken both
described family as being influential in their decisionéekshelp. David said he’d

been aware of tightness in his chest over a numbeoofis
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“It was just tightness across the chest at both sides. | had it f
about three or four months before | actually did anything”.
(David: non-cardiac chest pain focus group No 4)

David’'s family persuaded him to make an appointment withG#s after talking
about his symptoms. David’s father had died from a tatatk, so his family were
concerned he was at risk too. Ken also sought help tafteng to his wife. His
chest pain first occurred while undertaking some homeireepaAfter flooring a
room, Ken said he experienced chest pain and pains dowefhari. After his
symptoms had continued over a number of weeks, Ken de@dg#idcuss them with
his wife.

“I was flooring the loft, so | was walking up the stairs with

wood and god knows what, and I just had to sit down because

of this pain in the chest and pain down the arm. 1did not say

anything to the wife for three or four weeks. Then | said ‘I

think | need to go to the doctor’. | said ‘I have got this chest

pain and feelings down this arm’ (pointing to his left arm)”.
(Ken: non-cardiac chest pain focus group No 4)

For Ken talking to his wife may have been his way ofifyisg his decision to call
for help. Ken may well have known that once he hadnconmcated his symptoms to
his wife she would take control and call herself. Theswn fact what happened. On
hearing his symptoms Ken’'s wife immediately called thelP &urgery for an

appointment.

Rhona’s account of discussing her symptoms with her hustffamas another role
significant others may play. Rhona’s husband seenigmve been was the driving
force behind her seeking help. Rhona said she had beetar¢lta seek help even

though she had symptoms for some time. After talkingetchiisband about how her

150
PDF Created with deskPDF PDF Writer - Trial :: http://www.docudesk.com



symptoms had developed, he decided it was time for heeedk Iselp from their
doctor, as she explains:
“My husband bullied me into going to the doctor because |

was convinced there was nothing wrong”.
(Rhona: non-cardiac chest pain individual interview)

By communicating with someone about their symptoms, péeson has already
acknowledged that there may be something untoward going @nscussing

symptoms with another person can also be a way &frgean explanation, or a way
of confirming a suspicion that something is wrong. Thusoawots of respondents
who waited to consult suggest that once a significangérdbecame involved they
played a role in explaining symptoms and the decision etek amedical help.

However, the role was varied and did not always resydtompt, immediate action.

5.4.5 Summary
For those respondents who waited before respondiriggitosymptoms it is clear they

were also unaware of the advice available from the BHR vegards of seeking
medical help from the emergency services. The majofitthe respondents who
waited eventually called their GP, only one respondaited NHS 24, although a
second was put through to this helpline after calling tB&r The reasons they took

this course of action is not clear from their accounts

Possible explanations for waiting before calling fophmlay concern the ambiguous
symptoms they initially experienced or the transiettire of their symptoms. It may

also have been that these respondents were alsoargluot call the emergency
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services for the same reasons as those who respondé&ty gecnot wishing to be

‘bother anyone’.

5.5 Comparison between the accounts of those who acted
quickly or waited
In terms of the respondents’ response and nature ofsyr@ptoms perhaps the most

noticeable difference between those who acted quarkdthose who waited was the
nature of their initial symptoms. Of the six responderits wought help quickly four
(Bob, Marge, George and Graham) described their inijalpsoms using terms
suggesting severe or intense pain. Their accounts used amgddge to emphasise
the severe pain they felt. Terms such as ‘crushing’collapsing’ were used to
describe chest pain. Other respondents were morehstoaigard in their accounts
describing the severity of their symptoms in terms suchdasever experienced pain
like this’ or ‘it’s the intensity of the pain’. The usésuch language was absent in the

accounts provided by the respondents who waited, regardlegsrdual diagnosis.

As we have seen in section 5.4.1 the respondents whedwhgir accounts tended to
describe their initial symptoms in terms of ‘slight dhpain’, ‘tightness’ ‘heaviness’
or ‘pressure’. The language they used to describe theenafutheir symptoms
suggests they did not experience severe or intense plwever, the experience of
symptoms is subjective and the accounts provided by the néspis are open to
interpretation. But when comparing the nature of thepsgms between the two
groups the accounts provided by those who acted quickly sutigaistsymptoms
were more painful. This may be a factor in attemptogxplain the reasons why

some respondents acted on their initial symptoms whiletiaited.
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In comparing the attributions the respondents made tbeauats suggest there was a
difference between those who acted quickly and thosewdited in response to their
symptoms. Those who acted quickly tended to attributie ithgal symptoms to a
heart related problem regardless of eventual diagnbsisome cases the respondents
discussed the attributions they made initially, as af,Blonathon and Marge’s case.
They all said they ‘knew’ their symptoms were heddtesl. Others implied that their
attributions were heart related. Charlie implied thatknew’ what pain in his left
arm represented and George inferred that his ‘crushing phestwas caused by his

heart.

In those who waited none of the twenty one respondatitéouted their initial

symptom / symptoms to their heart. Although the majarftyhese respondents did
talk of making an attribution for their initial symptonthiese attributions varied.
Within the range of attributions provided by these respondbatsmost common was
attributing chest pain to indigestion, this took place & rajority of accounts (ten).
In comparing the accounts within this group in terms of exantliagnosis more

respondents with a cardiac cause attributed their isgmaptoms to indigestion.

Attributing symptoms to a work or activity related cause aBso evident. Although
in this case it was more common among the responddi@tseceived a non-cardiac
diagnosis. Of the six respondents who spoke of atmigutieir symptoms in this
way only one, Danny, received a cardiac diagnosis. ©ffitke remaining three
attributed their symptoms to stress relating from watkwWjomen), one initially to flu

and then to a muscle strain and another to overerertiOther attributions made
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varied from symptoms arising due to old age, a previous aakdiondition,

medication or giving up smoking.

The types of knowledge used differed both between thdse acted quickly and
those who waited. In particular those who acted quiakly reported actual personal
experience of heart disease; within this group of six mdgas three had
experienced some form of heart disease. For Bolast avprevious heart attack and
for Marge and Charlie it was angina. Although Bob’'scact suggests that his
previous heart attack instilled in him a prototype of whakearthattack should be,
when the symptoms of his second heart attack failed tehnthese there was the
potential for confusion. Within those who waited no resfemts spoke of having

experienced heart disease themselves.

Of the other respondents who acted quickly George spokenoiving’ what certain
symptoms represented because of a friends previous diagriosigyina, whereas
Jonathon had a family history of heart disease and ¢dishim to have a greater
awareness of his possible predisposition to heart disd2s#h these examples of the
knowledge used to help interpret symptoms are comparabléhgittespondents who

waited.

In a number of the respondents who waited a knowledgedais a result of a family
history of heart disease was present, but this seemp@ke little difference when
they were initially interpreting their symptoms. Five tbé respondents who later
received a cardiac diagnosis spoke of close family lneesnwho either had heart

disease or who had died as a result of it. In theaoants a number of these
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respondents commented on the fact that they ‘shoalde hemembered their family
history and therefore consulted sooner (Danny, Ray aswdy)l This type of
knowledge was also present in a similar number of resptsdéno waited and later
received a non-cardiac diagnosis. Ella’s husbanéxample had died as a result of a
heart attack, and Katy, Maureen and David all spoke of thiners dying from heart
attacks. Their accounts suggested that this was amoegstaimpts for them to seek

help.

Examples of knowledge from friends or a colleague witlrt disease was also
evident in those who waited. However, in this case bmty respondents who later
received a cardiac diagnosis spoke of knowledge obtaméis way (George and
Malcolm). In comparing the accounts provided by the resposdeatonly difference

between those who acted quickly or waited was actualriexpe of some form of

heart disease in the past. Having a knowledge gained thpsugbnal experience of
heart disease via family history or colleagues did mansto result in a quicker

response in the accounts; it seems this relationshipmetastraightforward.

As we have seen in sections 5.3.4 and 5.4.4 there appears to lapparent
differences between those who acted quickly in respunt®eir symptoms and those
who waited in terms of the role of significant othersi seventeen of the accounts
provided by the respondents their spouse or partner waslteahausome point about
their symptoms. In the other cases significant otherg wot consulted because the
respondents were either widowed (two), single (twaherrespondents were married

but did not discuss talking to their spouses about their syngptsix).
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When the significant other was consulted about theitnpes symptoms their
responses were similar between the two groups. Iethbe acted quickly only two
spoke of discussing their symptoms with their wives (Bath &mnathon). In both
cases it was evident from their accounts that thewesviwere influential, not in
making the decision to seeking help, but in obtaining hefpBdb’s case his wife
drove him to their GP’s and in Jonathon’s account he sp&fahis wife influencing

the speed with which he sought help.

Similar accounts are available in those respondentswai@d and later received a
cardiac diagnosis. Soon after discussing their symptathstheir wives both Danny
and Colin were receiving treatments via an ambulan@swatrof their wives calling
NHS 24. In the non-cardiac respondents the influentieeafspouses once they were
consulted was also evident. When Rhona and David talkéldeto spouses about
their symptoms Rhona describes her husband ‘bullying’ héret&P, whereas David

described it as ‘nagging’ him to the doctor.

5.6 Chapter summary
The objective of this chapter was to provide descriptidrexperiences and response

amongst a range of people who have had symptoms that naigh been attributable
to heart disease in order to select experiential dabe tacluded in the content of an
information resource. The data presented in this chaptgyests that interpreting and
responding to symptoms that might have been attributableeart disease can be
problematic. Unless the person is aware of what thginptoms signify or the

symptoms are of such intensity or severity to leawe glrson in little doubt that

something serious is wrong the response to them isdiar traightforward. The data

156
PDF Created with deskPDF PDF Writer - Trial :: http://www.docudesk.com



presented in this chapter suggests that when respondeetsearpd symptoms they
‘knew’ to be due to heart disease or their symptomseveetremely painful they
responded quickly. When this was not the case respondeaitesd. The point to
draw here is the fact that symptoms attributable totldisease may not always be

painful they can and do present in a much milder form.

There were similar findings in terms of the attribusiche respondents made. Where
there was actual experience of a heart attack or atiggnattributions made tended to
reflect this experience leading to an attribution regatonheart disease and a decision
to seek help quickly. In the respondents who waitedngeraf attributions were
described. A possible reason this range was the typgngitems the respondents
experienced. The attribution of indigestion was ofteesalt of mild chest pain or
tightness in the chest. The conclusion to draw fthenattributions the respondents
made would be to increase the knowledge surrounding thestpf symptoms

attributable to heart disease and the varying ways thepresent.

In terms of knowledge relating to heart disease theoretents with actual experience
of heart disease, whether it was a heart attack omnangould draw upon their
experiential knowledge to make sense of their currgmhptoms. However,
knowledge gained through the experience of a family membdriesrd could be
problematic. It is debateable how influential this kiexlge can be in helping
interpret and respond to symptoms. When their currenp®ms did not match the
‘iliness prototypes’ some had for heart disease responaasyshave dismissed or
ignored their symptoms assigning to more benign causes.s dituation was

worrying especially in those respondents who waited befesking help and later
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received a cardiac diagnosis. It seems the rektipnbetween knowledge and
response is not straightforward. The point to stceseerning knowledge would be
to highlight that every heart attack is different andcdbe the various forms they can

take.

Finally the data concerning the role of significant otherdetermining the response
to symptoms and seeking help proved complex. When a réspiodid talk to their
spouse about their symptoms this interaction did not alwagsl to speedy
consultation. Although in the majority of the resparmtdaccounts where the spouse
was informed about their husband’s or wife’s symptoms ttesponse tended to
result in a decision to seek medical help, generallyhgaGP. Perhaps the conclusion
to draw from the role of significant others here ishighlight when the resource is

distributed that the spouses’ attention is drawn tortfegrmation contained within it.
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Chapter 6 The production of the patient information
resource: incorporating the experiential data with best
practice guidelines

6.1 Introduction
The aim of the study was to produce a piloted draft m&iion resource which aims

to help people to respond effectively to symptoms thight be attributable to heart
disease for people at high risk of heart disease. hsut@tion with the study’s

clinical advisors, and because no other informationuresowas specifically available
for this group in this setting we decided to target thewesofor use in primary care,
to be given by primary care professionals to people atased risk of coronary heart
disease, such as those with diabetes, smokers, and patpleigh blood pressure.

The resource was intended to:

1. Raise the salience of CHD within the “high risk” populatgp they were
aware of dangers it represented and therefore provide ablposs
explanation should they encounter symptoms that magttobutable to
CHD (that is offer alternative ‘illness representasio(Leventhal et al,
1984) than those that might otherwise be available).

2. Raise knowledge and explain the range of symptoms thattateitable to
heart disease within the general population, with pasaticamphasis on
those symptoms more likely to be encountered by womein, an

3. Explain when, how and from whom they should seek help dfy th

experienced any of these symptoms.

The approach used to develop the resource was based o ieatnedy et al (1999;

2003) in particular, to ensure that the development ofdkeurce was based on best
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practice principles, patients were involved in alpgsof development. There were 3
phases in the development of the resource and intthar | describe them ; in each
section providing extracts of recorded discussions vapondents to illustrate how
their views were incorporated, | also refer to the gusdaon best practice in the

production of information discussed previously in chaptePBases of the development

are summarised in figure 4.

Figure 4 Flow diagram to demonstrate the process of developagpformation resource

Initial thoughts on the type of

resource and the design and layouf

obtained from the literature and
resources available

Focus groups and individual

interviews to determine patient a)
experiences and Stage
b) views +— 1

Development of the first version of
the information resource. First
version
(Page 175)

Review of the first version by members recruiteahrfrthe focus groups and
individual interviewees. These members formedwa werking group to
evaluate the resource.

Stage
+— 2
Re-design, edit and re-write to produce secondaers
(Page 183)
Review and evaluation of second version Review and evaluation of second
by the patient working group version by health professionals
Stage

+— 3

Re-design, edit and re-write to produce third
version. Version then shown to patient working
group. (Page 197)

(Developed from Kennedy et al, 1999)
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6.2 Stage 1: The production of the first version
The type of medium used to present the informatiociearly important (Walsh &

Shaw, 2000). Walsh & Shaw (2000) suggest that differemtiarhave the potential to
convey particular types of information more effectivedgn others. Thus in deciding
which medium to use, the target audience needed to kmdeoed, and how the
resource would be distributed to them. Three media formae ruled out

immediately because it was felt that they were uwabla: digital video recordings,
CD-ROMs and booklets. Digital recordings and CD-ROMs ewaled out because of
their equipment requirements; not all might have acteptayers and some might not
watch them. Whilst booklets are an excellent methodnwhere is a great deal of
information about a particular subject that needs to b&epted, in this instance it was
felt a resource of such length would be unsuitable bectusrild not be read by the
target audience. The danger in using such a format couldabet might exclude,

confuse or overwhelm people with information, and in gaio fail to achieve its aim.

A number of factors played a role in reaching the detisd adopt a leaflet format.
First, leaflets were attractive because they reptedethe most cost effective option.
Second, they can be read almost anywhere, and peopilickahrough them quickly
to consider the information they feel is important.irdllg, they can be reused, and be
revisited at a later date. Finally, they are smadlugh to allow sections of information
to be found rapidly when required. Leaflets were also stggpday the respondents in
the first set of focus group discussions undertaken (sgeer 4). Specific questions in
these discussions asked respondents to express their ofiemisat they wanted an
information resource about heart disease to includespdRelents had very clear ideas

about what information they wanted to see and hoautdcbe presented.
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“It needs to be very simple, the basics. We should be
educated, everybody should be educated to the dangers. But
you don't need a book on heart attacks, you just want
something laid out that you can easily read and inwardly
digest”.

(Fred: at risk of heart disease)

“I mean if it was something that was sort of leading up
to a heart attack if there were mild symptoms contact
your GP or whatever. But ...if it's these ones
(meaning more severe symptoms) then 999 or if you
want to err on the side of safety any symptoms at all
dial 999"

(Steve: at risk of heart disease).

“Leaflets, as | say, | saw were user friendly, you maybe get
the wee ones that you just open up like that. They have got a
wee diagram and a few pointers”.

(David: non-cardiac chest pain focus group No 4)

“Maybe getting some leaflet saying ‘well look you should
know this’ or ‘here’s a bit of advice for you’ that kind of

thing”.

(Maureen: non-cardiac chest pain focus group No 1)
“Sometimes you get pages and pages and really you just
want something basic to get you in the right direction”.

(Issy: non-cardiac chest pain focus group No 4)

“Maybe if it was sort of leaflet that could be issued to

everybody at risk”.
(Steve: at risk of heart disease)

Using the leaflet format also meant the information d¢dog¢ taken home to allow
family members to become familiar with it. This particulariy important in cases
where the person experiencing symptoms is uncertairt alfat is happening to them
and they consult their spouse/partner. As we know frdonzd (1986), family

members and significant others can be important in prompealth action or indeed,
delaying possible action. If their spouse/partner is@wéthe signs and symptoms of
heart disease and the action to take when they areienged they may well take that

action and call for assistance sooner (Dracup et al))1995
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It was also felt that primary care professionalgldanost easily provide and discuss a
leaflet in the midst of a consultation. That thissweagood way to reach the target
audience with the resource was reinforced by the viewseaksspondents, as illustrated
below.

“l think you should be able to get it on request when they

know you have already got outstanding problems with your

heart, or to do with your heart. When you are visiting the

doctor they should be able to give you it on request or just

offer you it because they have seen the history, you going

through it, you know what | mean? *.

(Mo: at risk of developing heart disease).

“I think that if they (GP’s) find out you have got something

wrong with you information should be given to you. It

shouldn’t always have to be the patient that is asking for this

information because sometimes they don’t ask”.

(Jen: at risk of deloping heart disease).

“Like your GP he could be specific to what you had and he

would just give you that leaflet, that small leaflet for you to

read”.
(Henry: non-cardiac chest pain focus group No 4)

The layout and content of the first version wasedasn a combination of factual
content and views of the respondents. This produced aldtan from which
subsequent versions would develop. The factual contentoasesd on best clinical
guidelines (Fox, 2005) and evidence from the medical fitezgHerren & Mackway-
Jones, 2001) and other existing resources (BHF, 2008). mafon included in the
content ranged from the common or ‘classic’ symptosnsell as more unusual, or less
common, symptoms of heart attacks, and the treatopitins available after a heart

attack. Perhaps the most important information obdairem the literature concerned
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the action that should be taken on encountering symptodhtha need for such action
to be prompt (BHF, 2008).
6.2.1 Presenting the information
Chapter 3 detailed the importance of the text used ancbthplexity of the layout of
the leaflet in determining how legible the resource il & Shaw, 2000). These
factors were also important to the respondents. Wslegdavhat was important in the
way information was presented, respondents reinfdtesddesire for clear messages:

“Consise aye. Concise, clear and easy to understand”.

(May: non-cardiac chest pain)

“Not only do we need more information, but we need

information that we understand. Because some information

that | have seen is not clear enough for people like me to

understand”

(Jen: at risk of heart disease)

“The plain facts, no going around the bush to it, hit people

with it. Plain and simple”.

(Henry: non-cardiac chest pain focus group No 4)
These extracts are interesting in the words used to blesdhnat they think is important.
Expressions such as ‘easy to understand’, ‘not clear enaugh’plain and simple’
highlight a common problem with patient informationsinhpt easy to understand.
Producing information which is both informative and strafghtvard is a difficult task.
The challenge is to present information at a levetarhplexity that informs without
losing all meaning and sounding childish. It was importhaat the information was
presented in the leaflet in a clear and logical manngmaitten in terms that could be
easily understood. It was also evident that medicalitetagy should be avioded
where ever possible. This requirement was raiseccimsfgroup discussions:

“See reading something that goes into big words to
describe...something...you just lose interest or | do anyway”.
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(David: non-cardiac chest pain)

“Making it more simple. | think the individual person that has
heart problems they need to know what to do and what the
cause and all the rest of it. And if a message could get across

to them, so they would know what to do”.
(Anne: at risk of heart disease).

In the past it seemed many people had been provided with atiormwhich they
found hard to understand. The attitude towards presentaficdhe information
expressed in the above extracts was based on pasteexgedf reading or having
encountered problems with information as a result of atkperiences. As a result
some respondents believed that sometimes informasiciargeted at patients who
already have a knowledge or an understanding of the probléem provides an
example of her past experience of reading patient intflwmaesources aimed at
people with heart disease.

“Probably clearer information, because some information that

| have seen on heart disease, not just heart disease other

things as well, it's not clear enough for people like us to

understand. It's not put down in lay terms you know.....not

only do we need more information, but we need information

that we understand because we are not medically trained. We

are patients”.
(Jen: at risk of heart disease).

Presenting information in a clear and concise manneudnyg bullet points was a
popular form of presentation with respondents. Inndne extract May highlights one
of the benefits of using bullet points to convey infation in a condensed format:
May: “Your points, straight to the point telling you rather than
have paragraphs”.

AW: “You don’t want lots of text?".
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May: “No. Because people will not take time to read it”.
(May: at risk of heart disease)

Others were also clear as to how the information shoeildresented, as demonstrated
in the following exchange between two respondents dimygbe benefits of bold

lettering within a bullet point format:

Anne: “Aye the symptoms | would do in bold one after
the other. But | would do that in bold because it would
really draw your attention to the symptoms”.

Jen: “I don’t think there is any other format that would
bring it up better than that. This is clearer”.

Anne: “It is clearer. Put in bold. And then its really
catching your attention every symptom and you can
have a quick look at it and you think well OK then fair
enough. | will either leave it for a minute or two and
see how | feel or | am just going to lift the phone now”.
(Focus group with people at risk of heart disease)

Although the majority of respondents felt comfortabléhwa bullet point format to
present information in the resource, others were moeptisal. Ray had concerns
about using a bullet point method to convey all theptgms potentially attributable to
a heart attack. From his experience of cardiac cklateest pain, Ray knew that
recognising the symptoms was not always a simple taskhe following extract he
conveys his doubt about the ability of a list of syomps to do the job:

“And the pain and the symptoms side are very important, but

| would find very difficult to put over, very difficult. 1 am not

sure how | would do that, | do not know. And I think it's...to

a large extent because the symptoms are so varied, and so

many degrees of severity of symptoms if you like, I think it's

very difficult to get that across, to get people to recognise it”.
(Ray: had cardiac chest pain)
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One way to overcome this difficultly in getting peoplerécognise the significance of
the symptoms attributable to heart disease was to makedbem more germane. The
method chosen to achieve this was to utilize someeop#tient experiences obtained

during the focus groups and interviews.

6.2.2 Selecting the format
Providing the textual information in a manner which heélgsreader understand what

was being communicated is a prime aim of any patient ir#fbom resource in order to
get its messages across. One way this is achievectisstoe the information can be
read easily. Both the format of the information aregarticular way it is used have to
be considered. For example, highly compacted text wHismfost of a page can look

daunting, and will deter many people from reading it.

One suggestion as to how to improve the quality of patotmation resources has
been the modification of the page layout to highligighificant areas. From the
information obtained from the focus groups, interviews s@ mmendations in the
literature | decided that the information resource ghdel printed on both sides of a
single sheet of A4 paper. From this starting poinumlver of layout designs were

considered before the final design was chosen. Tdasbe seen in appendix 8.

Chapter three showed that short sentences, of no imanefifteen to twenty words
long, in small blocks of text, with white space betwdédocks of text to make the
information easier to read work best (Walsh & Shaw, 200®us in the initial version
generous margins were used together with a reasonablyfdawtgaze (usually not less

than 12 point). The exception to such formats werenadictures or illustrations were
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used, which a number of respondents said they thougist avgood method of

presenting the information.

Both portrait and landscape orientations were considdtedas found that the amount
of information that could be included by using coloums of tegether with pictures or
illustrations in a landscape orientation was the mpptagpriate. This format allowed
for a number of columns on both sides of the page, giviagoption of allowing the
page to be folded in on itself, “concertina” style. Tise of columns on both sides of
the resource meant there was consistency in theutlayoSeparation between the
columns had to be adequate and the layout had to achewbjective of linking the

textual elements with the pictures and headings.

The use of columns also had the advantage of giving antextual structure to the
leaflet, thus helping the reader by allowing the eydink words together better by
using unjustified text and therefore making it easy to redtie leaflet also used
unjustified centrally aligned margins throughout the layout doas of text. For
sequential information however, bullet points were usétie respondents liked the

idea of presenting information in this way, as illusdaby Jen’s response:

AW: “Would you prefer checklists?”

“Yeah | think so. Checklists are great, they are absolutely
fantastic because | mean you will sit there and you will read
and you will go aye, aye, aye, and then ....you will look back
and you will say ‘oh wait a minute! That's just not quite right

| have got a lot of them (symptoms on the checklist) and | am
going to see somebody’.

(Jen: at risk of heart disease).
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6.2.3 Developing the content: using experiential e  vidence
As | have said the involvement of patients in the deumalent of the resource was

central in ensuring the focus was patient-centred. Wds&ed what they thought
should be included in the resource the respondents werel@gaspecific symptoms
were a priority. Chest pain was seen, not surprigirag the symptom that should be
most prominent, as demonstrated in the following ekfram respondents who were at
risk of developing heart disease:

May: “Well that would be chest pain, dreadful pain in the

chest”.

June: “Its chest pain, terrible chest pain”.

May: “Chest pains of course aye chest pains”.

Steve: “l think it's everybody’s perception that if you get a

severe chest pain it's a possible heart attack. It's sort of part

of folk lore now isn't it?”
(Focus group with people at risk of heart disease)

Although the majority of the participants in the highkrgroup knew that chest pain
was associated with heart disease, when asked if ileeg aware of any other
symptoms attributable to this disease, some respondents aware of a broader

range of symptoms that can be associated with hea#seéisas illustrated by Jen:

“The pain starts in your chest, radiates down your arms, pins
and needles, up into your jaw, sometimes the side of your
face.

“To me the pain (chest pain) | would say would be enough if
this doesn’t go away within about half an hour, you're a kind
of iffy colour, you are cold but you are clammy to touch then
| would just be hitting the panic button”.

(Jen: at risk of heart disease)
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Other respondents who had first hand knowledge of Hemase felt it was important
to highlight other symptoms that can be encountered. hollbe/ing extract David
gives a succinct description of the symptoms he felildhge included and how they
should be presented:

“like pains in your chest, pains down the arm, heaviness in

your chest, then maybe that would warn you of the signs”.

(David: non-cardiac chest pain focus group No4)
The use of patients’ own words when communicating infdonas now employed in
many contexts. This method has been seen as behigfitgams of helping others to
understand and allow meaning to be constructed around illiied¢gacts from patient
accounts are able to achieve this because they carefmrable, they are by their
nature grounded in personal experience and they can endfieztion (Kennedy et al,
1999; Swift & Dieppe, 2005). In using patient accounts thernmdtion being
presented can become personalised, enabling the reastep&thise with the account
and in doing so make it seem more realistic. Whakethesounts can represent are a

unique insight into the patient experience of a particutsgasie, disorder or disability.

Kennedy and Rogers (2002) decided to incorporate patients’ lossilexperiences in
the production of a self care guidebook for people with andthi@ondition (ulcerative

colitis). Using accounts from patients to guide the bgwveent of patient information
was in contrast to the normal method of producing suchdtion, as Kennedy et al

(2003) explain:

“Most medical information ... tends to reflect what clinicians
want patients to be told or what they think patients may want
to know”.

(Kennedy at al 2003, pp304)
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They suggest the use of patient involvement in the develoipof information provides
a different perspective that complements medicallyntated evidence and reflects
people’s real life everyday experience of iliness. €hmsthors also suggest that, by
incorporating patient accounts into an information resqurceflects the priority this
information has and is likely to empower the reader andwage them to become

more active managers of their condition (Kennedy, &003).

A number of respondents thought the use of real patiant®unts could play an
important role in conveying information about the sympavhich could potentailly be
attributable to a heart attack. In the following agtrKaty describes how she thought
using a patient’s account might help others realise ti@useess of their situation:

“Taking them through a case study of someone who had done

that, and realised if they hadn’'t acted quickly they would have

been dead before they got to hospital”.

(Katy: non-cardiac chest pain individual interview)
The concept of using an account of someone’s experimd converting it into a story
is nothing new. In most areas of life we are intriguden we read about the lives of
others. This is most evident in the number of ‘humgerest’ stories which abound in
various media sources. As Katy's extract suggestderee collected during the focus
groups and individual interviews revealed that the resposidhact a positive attitude to
the use of illness accounts in the information resourCEie reasons why the
respondents indicated they would like to see more accoused included the
opportunity to highlight their own experience for the i others. One respondent,
Sarah, was surprised by the symptoms she experienced) dine onset of her heart

attack and the lack of information available about thédmthe following extract she
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explains that women should be made aware that theynoggxperience ‘classic’

symptoms when having a heart attack:

Sarah: “Well actually as | say | just did not realise it was a
heart attacks. | had no idea. But according to my GP 90% of
women get this sensation up their throat rather than their
arm”.

John: “Is that right?”

Sarah: Yeah. Seemingly it was with women, they get this
sensation in their throat. And...she went absolutely off her
head at me because | phoned the surgery, waited until the

surgery opened at half past eight. So...I had no idea, |
seriously didn’t realise the severity of it.

Mary: “I have never heard of that ever”.

Sarah: “Well until the GP said to me, | had always assumed a
heart attack was a pain in the arm. She said no 90% of women
it's up the throat and along the jaw’.

Mary: “So they must know straightaway”.

Jack: “90%.

Sarah: “Yeah 90% of women, which is strange | don’t
understand why a man gets a pain in the arm and a woman,

gets it in her throat. It doesn’t make sense”.
(cardiac chest focus group No 6)

Ray provides an example of how his own experienceeafthdisease could be used to
convey the seriousness of even the slightest chast gyanptoms. Ray initally
attributed his chest pain symptoms to indigestion whalyrkis pains were indicating
the onset of a heart attack. As a result Ray sughdstdollowing advice:

“If you have got any kind of symptom at all which could in the

slightest sense be interpreted as a heart problem check it out

immediately”.
(Ray: cardiac chest pain individual interview)

172
PDF Created with deskPDF PDF Writer - Trial :: http://www.docudesk.com



The use of actual accounts could also be used as a sbinfmmation and advice. It
is the action that needs to be taken when symptomserareuntered that some
respondents considered was the most important advicesiperience could provide.
Bob’s account provides what he thought was sound advice] baskis two previous
heart attacks:

“It's knowing that the first thing you should do is phone for an

ambulance to get you to the nearest hospital. And knowing

that only hospitals can deal with problems like this (heart

attacks)”.

(Bob: cardiac chest pain individual interview)
Patient accounts could also be used in information resotocelentify areas where
information is poor. A number of respondents had exampltese poor information
directly affected their experience and the consequemnathey took. They also
highlighted the dangers of conflicting information, whichncée particulary
disconcerting. In these instances the person cartlveoledering which one to believe
or worse do nothing and ignore them all. The followingoaots describe what two
respondents who had experienced heart attacks thougttiom to this issue:

“Well the first thing is that the traditional...to me anywéye

traditional thoughts in people’s heads of what a heart attack

is, is a crack! A pain. Well it doesn’'t seem to be theg.

Maybe that is a message that needs to be got across that you

know it's far more innocuous and | think that point is

excellent”.

(Charlie: cardiac chest pain focus group No 5)

“I think the traditional ideas are obviously wrong and

perhaps something has got to be done to change that”.
(Ray: cardiac chest pain individual interview)
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6.2.4 The use of pictures and illustrations in pat  ient information
The use of pictures and illustrations was something a @uaflyespondents considered

important. This is in line with evidence within the ldakeire (Houts et al, 2006). As
stated in chapter four pictures and illustrations thateedirectly to the surrounding text
have been found to facilitate learning and are helpfydroviding cues and direction,
maintaining interest and illustrating important pointving that any image used
adds to the content rather than merely looks attra¢tieuts et al, 2006). The

following exchange between two respondents demonsthaieshoughts on this:

Anne: “| think pictures are a good idea.

Jen: (Jen interupts)‘l think pictures along with clear

information | think is a fantastic idea put into layman’'s

terms”.

(Focus group with people at risk of heart disease).
When using pictures and illustrations it is important tha image used is not based on
the subjective feelings of the designer but ratheethecational needs of the patients.
Using the simplest pictures possible is also importatitpugh the pictures should be
culturally relevant to the audience. It was decideds® images that most resembled
the intended target audience for the resource, and toaatsal pictures and not

illustrations to reinforce the realistic nature of tiespondents’ accounts (Houts et al,

2006).

The use of realistic pictures can help viewers, eshetse with low literacy skills,
to understand the intended message without being distragtedelevant details.
David, for example, describes his thoughts on the useadjes and then goes on to

provide an example of how he would use such a combination:
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“It could actually be a wee picture that gets your attention,
and it's got all the wee signs around the side of it (he is @lkin
about the symptoms of heart disease), something like that.
Well if you had a picture for instance of a man standing or
sitting and mentioning the pain and where it is, the symptoms
next to the picture that kind of idea”

(David: non-cardiac chest pain focus group No 4)

It is important that any image is interpreted coryeloyl the reader. The use of captions
that describe what is going on is one way this caradi@eved. The text that
accompanies the picture usually guides our interpretafimrexample of how captions

were used to illustrate actual symptom experience cardrebelow in figure 5.

Figure 5 The use of captions to illustrate the symptom expegienc

“I was
experiencing
some chest pain,
at the time it felt
like indigestion.
That's all you
could describe it
as”.

Some people can also think their chest pain
feels like bad indigestion. Like Ray, above,
who after a heavy meal thought his chest
pain was indigestion.

It was envisaged that each specific symptom experiacteled in the resource would
be a combination of a textual description, a picture amdictual account within a

caption. In the resource, this combination would be tsedmmunicate the different
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types of symptoms people may encounter when having a hesek.a It was hoped
that by providing a range of examples people would betablenderstand that many

symptoms can be attributable to a heart attack.

Here, extracts of respondents’ own experiences werdioed with the best practice
guidelines on the production of written patient informatend the management of
chest pain to produce the initial version of the resswvhich can be seen in figure 6

(full size appendix 9).

Figure 6 First version of the information resourse
Front.

| Think about chest pain | Ted had chest pain

which was very severe

1 P4 | Anay had the cassic i &
d | symptom of central 1
chest pain

.
The common or classic sympioms of a 7
heart attack include:

Ted: "t was as if somebody
Andy: " knew what the B A 2
had stuck a knife right info me that's how |
pamwas,ﬂwasdamm And i was = 2 i
mmm l;'{;' (a pain in the QR across right across there, A vice ayer felt. But | definitely remember it was right
Aye aye and | felf as thought this was all mpf:e_mu@'eas#somgbodyhadsfucka
- The pain can spread to the arms, going fo come in | had visions of it knife in me"
neck or jaw. coflapsing altogether:.
* Some people can feel sick or y
AS WelkAs havng CERifal Chest pam. Bob had pains that - Sarah  felt a
- Some people can feel short of breath spread into his shoulders 4 = tighfness in her

as well as having ceniral chest pain_ and then his arms

Sarah:
Bob: "The second fime was a gowmandgemng!hekmraadyfor
While women can experience the funny sensation, um.__. | would have said school. And | fook a sfrange tight.. really
classic symptoms they often my shoulders. i went right down my severe lightness in my chest, | wouldmn’t
experience less common heart attack arms, [ felt | couldn’t have done anything say it was very painful, i was just a severe
symptoms than men, such as: with them ™. tightness™

+ A dull pain, ache, or ‘neavy’ feeling in
the chest .

Ella felt a discomfort
in her chest

= A mild discomfort in the chest that i R Sandra had pain in her
makes you feel generally unwell. : ,“i ﬁ !'leck that spread to her

jaw

+ The pain in the chest can spread to 2 4 )

the back or stomach. 3 Sandra: “f  was. It . Eﬂa _“Now | had b‘_.l.'-;il‘
wasjwasMEa burning sensation same sort of thing, it's just not a pain it's

- Some people say that the chest pain coming straight up my throat but i was Just heaviness just here you know, iike

feels like a bad episode of indigestion. actually a severe pain right along the somebody s weighing a brick or

o boftom of my jaw bone and it was something on top...

- Some people can feel a bit light- actually._you know the way when you

neaded or dizzy as well as having have got a severe tooth ache?”.

chest pain.

Rear
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What to look out for Why act immediately? }‘ﬁ;\
The symptoms of a heart attack vary I you suspect that you are having a o ; i }
slightly from one person to another. heart attack, call 999 immediately. L,i
They range from a severe pain in the Your heart needs a constant supply of H Marge: “T felt sometimes like it
centre of the chest, to having mild oxygen-containing blood to keep it Was mng a somersault, I thought it was going to
chest discomfort that makes you feel healthy and a heart attack happens burst through the wall of my chest, it's the
generally unwell. when a blood clot in an artery strangest thing, it was veally™

interrupts that blood supply.
The pain often feels like a heaviness or
tightness which may also spread to the Calling an ambulance immediately
arms, neck, jaw, back or stomach. means that, if you need it, you can get a

clot-busting drug within minutes of
Or it may affect only the neck, jaw, experiencing paim.
arms or stomach. You may also sweat,
feel light-headed, feel sick, or be short In some paris of the country, the
of breath. paramedics (ambulance staff) may give

you the drugs before you reach the Craig: "Right er, well T had
Syn;tlpton';:v;tfa:_be verf:l.'xTi:d and hospital, as the sooner you get it the Jirst bgan‘ attack i 1999 ef?w in the mh:!sj;
produce little discom n some better. And er standing with m ] and I felt a
cases people mistake the pain of a s the he and o e S y{u bl
heart attack for indigestion and may Clot-busting drugs can restore the loaking very well you are a tervible colour: you
never report it to their doctor. blood supply to your heart muscle and are a right gray colour Im,;djrmgmap,',m it

. drastically increase your chances of my chest and then Ifelt the pain in the arm™.

If you experience any of these survival and limit the long term
symptoms, don't ignore them. Call 999 to your heart muscle.
immediately.

There are many reasons why people
delay calling - uncertainty about the
symptoms, not wishing to make a fuss
or refusing to believe that it could be
happening to them.

Marie: “WNo. Ttwasn't like a
headache thar you would get hers, or at the side it

Calling for an ambulance is your only

T UNIVERSITY OF choice. was a...it was like a kind of pressure. Like a fight
Eerani) eling cour head and into you're...
A STI R LI NG {W HGE:::I‘S{ ﬁgyam' head”, £ &

6.3 Stage 2: The production of the second version
Although the production of the first version of the reseus@as undertaken using best

practice guidelines and incorporating the experiences of @&dm had suffered from
heart disease, it was designed by myself. Commentsr&gpondents in stage 2 of the
data collection were the impetus for the developmer@tecond draft. This part of
the development process was again informed by the recathatiems from the Centre
for Health Information Quality (1997). Generally thestiversion of the resource was
not well received, although respondents were enthusiastiards some aspects of the
resource there were other aspects the respondents thaeglred change or a

complete re-design.
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Some respondents thought the appearance of the leadti#chto change, because they
found the general appearance off-putting and uninterestirige fifist version of the
leaflet was designed so that the front cover predeante blocks of information relating
to the common or ‘classic’ symptoms of heart attackkthe symptoms women may
experience. These two blocks of text proved to be unapgeak did the drab colour
scheme. David’s thoughts on the front cover were &y@tmany respondents:

“I think this, the front cover is fairly drab and non descript”

(David: cardiac chest pain)
The combination of a front cover composed of just vait a drab colour scheme was
seen as unattractive. As Jonathon explains, the dowar of the first version would be
the first view people had of the resource:

“You see | think people would be unlikely to go and pick out

that leaflet”

(Jonathon: non-cardiac chest pain)
The use of the front cover to convey nothing but infoionatvas seen as limiting the
appeal of the resource. There was nothing to catchyehefethe potential reader,
nothing to engage them or spark their interest. The calcheme also posed other
problems. For Frances the use of a flesh coloured backgrodne text made reading
difficult, as she explains:

| have difficulty with the colours and | would have to sort of

move around so | could read that”.
(Frances: at risk of heart disease)

It was clear from these comments that the desigtheffront cover and the colour
scheme used throughout would have to be reconsidered. rofthecdver needed less

information and to have more impact to make it more ateatth the potential reader.
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In order to address these issues, information on gestgf colour schemes and text
combinations that had sucessfully been used in the estensidered. The second
version was redesigned using a light blue background ackl tetat to make it easier to
read. This combination was used within the same thioex layout as the first version,

again with each block was separated by a thin wieitecal line.

The comments on the cover of the first version alsggested the inclusion of graphic
elements would create more impact. A number of opticere wonsidered. A range of
men and women all experiencing chest pain in diffenémht®ns was used in various
mock-ups. However, one image stood out above all othersemmled to be most
suitable. It had the impact needed to attract atteatnohit would leave the potential
reader in no doubt about the purpose of the leafléte chosen image was of a man

experiencing chest pain (see figure 7).

Figure 7 Man experiencing chest pain
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More thought also needed to be given to title on the fromer. In the first version, |
did not give sufficient consideration to the influenceh&f title. The title, ‘think about

chest pain’ was placed at the top of the front cavéne format shown in figure 8.

Figure 8 Title banner in the first version

Think about chest pain

| thought that the combination of the image in figurartl this title would not be
optimal. | thus decided an image would form the major plathe front cover and
would be framed, top and bottom, by title banners. Thasedrs were comprised of a
block of colour different from the background with contrgstext to stand out. The
titles within the banners were used to introduce thdeteafAt the top, the title read
‘Thinking about chest pain?’ and at the bottom ‘To bk @0 reduce your risk’. An

example of the title used at the top is shown in figure

Figure 9 Title banner of the second version

Thinking about

Chest Pain?

A second area that needed to be re-designed was the ddybat leaflet, although the
three block format was retained. The double-sided Adslzape design was retained
because it was the only way the concertina formatdcbe used. = Despite careful
consideration of the number of paragraphs, the lengtemtences, sentence structure

and the type of words used during the planning stage offirtdteversion the
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respondents felt that too much information was presentede first version. Two
extracts from the high risk group illustrate how mant fel

“l thought there was too much information on it, | think it's

too busy”

(Freda: at risk of heart disease)

“You could have condensed into a few lines. People will get

bored reading it, that's the whole point. | don’'t want to look

at that, it's too much”.
(Syd: at risk of heart disease)

Therefore the amount of information had to be reducetlarsecond version, and the
amount of textual information presented on the two pamelthe back of the leaflet
needed to be revised. In the next version this infaomateeded to be conveyed in a
more concise way. In the second version the lay@ast ethhanged and the information
was broken down into much smaller sections and dig&tib throughout the leaflet.
The respodents responded positively to the changes madenamnstrated in the
following discussion:

Terry: “I think the balance on this one is probably about right

actually. If you...if you have had an impact from this leaflet

then | think you would be prepared to digest what's in the

leaflet”.

Charlie: “I think that's right. | don’t think that's at all off
putting”.

Terry: “I mean opening it and seeing the case studies | mean |

think that's...yeah no | don’t think there is too much there”

(Stage two focus group with groups A & B).
Two examples of how this was achieved concernedtbemation originally presented
on the front cover of the first version. This infation described the ‘classic’

symptoms of a heart attack and the symptoms women nmegyiexce. In the second

version the layout was changed to incorporate informatiothe ‘classic’ symptoms
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and two personal accounts of chest pain together vad#seription of how the pain can
range in severity. The information about the symptevosmen may encounter was
similarily presented under two examples of women expeing these kinds of

symptoms.

The use of personal accounts or experiences was anotiaewhere the layout was
changed. In general the respondents liked the idea af asperson’s own story to
convey information about how they experienced thamnpgpms. However, a number
of respondents comented that the first version hadrioch of this information, this

may have led to a number of respondents feeling ovemvetk|

In the second version the number of personal accavagseduced from nine to seven.
The way the accounts were presented also changedasitlear that the respondents
liked the way the information concerning the patient egpee was presented. The
combination of an image, a description of the symptomh anpersonal account

appealed to respondents.

“l think you have given examples of people and a short
description of the different types of symptoms and what can
happen and this will hold people’s interest”.

(Syd: at risk of heart disease)

“I like the idea of case histories if you like, | think tisagjood.

| think people will relate to that. It does strike me thoug
looking at that (first version) how effective it is”.

(Charlie: cardiac chest pain)

“I like the way it's presented. | think it's a good waydoing

it. People can see the experiences, that lady has got tightnes
and that chap has got pains in his shoulders. 1 think it grabs
you. | like it”.

(Marge: cardiac chest pain)
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This positive response encouraged me to retain thes etypresentation in the second
version. However, the reduction to seven examples tntbah the combination of
image, account and description needed to be re-designed tthgiexamples more
impact. This was achieved by using more illustrative imég@scompany the account
and description. In the first version a simple pietaf an individual accompanied the
textual information. In the second version images ¢baveyed the actual experience
were used to highlight the symptom experience. An exaafgiew this was achieved

is shown in figure 10 describing how chest pain could b&used with indigestion.

Figure 10 An example of the combination used in the second versio

“l was experiencing some
chest pain, at the time it felt
like indigestion that’s all
you could describe it as”.

Ray

Some people can also think their chest pain
feels like bad indigestion. Like Ray, above,
who after a heavy meal thought his chest
pain was indigestion.

Another development in the second version was the fusarmers to help the reader
navigate the resource. In the first version bold hemdivere used to guide the reader
to the different sections or areas of importance.wéier, the use of bold headings
within text boxes that used the same background coloueasshof the leaflet was not
effective; it was felt these did not stand out and glemdicate where the different

information was. In the second version a number oftdoations were considered to
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achieve the right impact, within the design layout andwoscheme. An example of

the type of banner used is shown in figure 9.

May gave her thoughts on the second version’s new laydlie following extract:
“l think that it's balanced between the pictures and text and
| think the banners stand out, as | said before I think it's got

impact. | think it's good”.
(May: non-cardiac chest pain)

The banners allowed certain information to be highlightethin the leaflet, which
respondents found useful. In describing how she found &fioel, one respondent

used a comparison which she had first noticed whilehgp

“If you go into a shop and they have have a special offer, it's

usually in pretty bold lettering and it catches your attention so

you will have a look at it. Well this would be much the same.

| mean you need something to catch somebody’s attention”.

(Frances: at risk of heart disease)
Changes were also needed in the way in which the infeomatas presented on the
rear panel. These resulted in more emphasis on seeakingdiate care, which in turn
reduced the amount of text. In the second version %#®erfwords were used to
communicate the information. The need to call 999 imnelgti# it is suspected that
an individual is having a heart attack had greater emphadtsough the emphasis in
the second version had changed from information on hlsting’ drugs to seeking
immediate care, a small section on the importancthesge drugs was retained. A
section highlighting reasons that people have delayed ipakewas also included.

Finally, the need to call for an ambulance via the 98%em was presented again, this

time in a larger font and in bold lettering to give it emanpact. The second version of
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the information leaflet is shown in figure 11 (full sappendix 10).

This version was

tested in the next stage of the development process.

Figure 11 Second version of the information resourse

Front

Thinking about
Chest Pain?

“The pain was

chest like 5
had visions of
collapsing
ailogether
Andy.

Ore of the most common symptems of heart
attack is central chest pain. The pain can

range from a severe pain in the centre of the
chest, like Andy, to feeling a mild chest
discomfort that makes you feel generally
unwell, like Ella below.

‘It was just not a
pain, it's just like a
heaviness just in
your chest you
know, like
somabody is
welghing a brick on
lop of your chesl”
Ella

To be able to reduce
Your Risk

Other common symptoms of heart attack
include:

= Pain which spreads ta the neck, throat or
Jow.

Pain which can spread to arm, usually the
left arm.

Some people can feel sick or sweaty as
well as having central chest pain

Some people can also feel short of
breath.

“It was like a buming
sensation coming
straight up my throat,
but it was also a
severe pain right
along the bottom of
my jaw bone"
Sandra

While women can experience the common
symptoms of a heart attack they can alse
experience the less common. Here
Sandra experiences pain in her threat and
aw.

my chest, and | just |
Just knew il was not
right™,
Marge

=

Women can also experience less common
symptoms, such as:

= A dull pain, ache or heavy feeling in
the chest,
Pain that can spread to the back
and the stomach.
« Some people can also feel dizzy and

light-headed.

Rear

“The pain was like a
muscular felling
around my shouider

and around my
eart”.

Katy

Like Katy above it is important to
understand that other symptoms or pains
can be present along with chest pain.

“ was experiencing (b
some chest pain, at
the fime it felt fike (I8
indigestion that's all |
you could deseribe it

Some people can also think their
chest pain feels like bad
indigestion. Like Ray. above. who
after a heavy meal thought his
chest pain was indigestion.

"l didn't have the
tightness then it was
just breathlessness.
And |

was  just
assuming that it was
my asthma that was
playing up but it
tumed out not to
be”. Sarah

Y |
Tt also important to realise that some people
can confuse their chest pain with some other
cause. Like Sarah. above. who thinks her
breathlessness is due to her asthma. when in
fact it was a symptom of a heart attack.

Why act immediately?

If you suspect that you are having a
heart attack,
call 999 immediately.

Calling an ambulance immediately
means that, if you need it, you can get
a clot-busting drug within minutes of
experiencing pain.

What to look out for

The symptoms of heart attack vary
slightly from one person to ancther.

They range from severe pain in the
centre of the chest. to mild chest
discomfort making you feel unwell.

The pain can often feel like a
heaviness or tightness which may
spread to the arms. neck. jow. back or
stomach.

If you experience any of these
symptoms don't ignore them.

Call 999 immediately

There are many reasons why people
delay calling for help. Uncertainty
about their symptoms, not wishing to
make a fuss or refusing to believe that
it could be something serious.

Calling for an ambulance is your only
choice.

If you experience chest pain or
any of the symptoms described
I here

Call 999 immediately

ALLIANCE For SELF CARE RESEARCH

“Babmaging ce!

6.4 Stage 3: The production of the third version
During this stage of the development process comments awg #iom respondents

and health professionals were sought on the secondverfsthe resource (figure 11).
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Perhaps the most radical aspect of the re-design betxgesion 1 & 2 concerned the
front cover. The new combination of a graphic imagé &inew colour scheme had a
postive impact on a number of the respondents. Twhbeofost favourable comments
came from Frances and Freda, who both had difficulbking out the textual
components of the first version.

“It maybe just my eyes but the black print on the blue is

easier for me to read than the previous one (First version)”.

(Frances: at risk of heart disease)

“That stands out. | can read that just looking at now”.
(Freda: at risk of heart disease)

However, when asked their opinions of the image used onathiecover of the second
version the respondents were divided as to how approfriatesi Some respondents
thought the image was appropriate and gave the resourcephet that it lacked in its
previous form. This is demonstrated in the followingastt

“To me the immediate thing is the impact, that (the front

cover) has far more impact than the first draft for me”.
(May: non-cardiac chest pain)

Other positive comments concerned the impact the infagk A number of

respondents described their thoughts on seeing the reesaadsversion.

“l think the immediate impact is good. Anybody that's had
chest pain or has been concerned about their heart would look
at that and think ‘I will just have a look at that’ and pick it
up”.

(Jonathon: non-cardiac chest pain)

“I think it's got impact. It would certainly make me want to
read if | had any thoughts at all about heart problems”
(George: non-cardiac chest pain)
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For one respondent though the use of this image had aweegéect. Maureen’'s
response to this image was one of fear, not a resgbasé wanted the resource to
provoke. Maureen described her reaction on seeinigattitecover as follows:

“It's a bit too scary. It's the last thing you are wanting to

happen. | would start to panic immediately”.
(Maureen: non-cardiac chest pain)

The use of this image was an example of using illustat@nimages based on the
subjective feelings of the designer not the needs ohteeded audience. | chose this
picture because it portrayed an individual experiencingreegkest pain, and was
dramatic and eye catchingAlthough some respondents liked the image a number of
health professionals thought it was inappropriate. l@adth professional thought the
image was wrong because of the reaction it could causend&n, a GP, had similar
thoughts to those of Maureen:
“Well | wondered about that. | wonder if it's going to cause

anxiety.”
(Brendan: general practitioner)

Brendan also felt that the setting and the contexthisfimage was incorrect. He
explained that, in his experience, people having a heaxkattsually felt their
symptoms building up gradually. He described that in th@nity of cases he had
dealt with there was not sudden or severe chest pdinsigted on the front cover of
the second version. His concerns about the imagesdaolcon the confusion the image
could cause in the people who may see it.

“I would say, he’s walking down the street, isn’t he, which is
not the way most Mis happen. Most Mls come on gradually;
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the feelings come on gradually, it builds up and lasts for a
long time...

There are people who have cardiac arrests in the street but
these are less common. And probably that's not the idea that
you want to get across”.

(Brendan: general practitioner)

Danny, a paramedic, also thought the image and settingwreng. Most people he

and his colleagues attended to with heart attacks weéheir own homes.

“I saw that picture | thought that straight away a very
stereotypical MI. But ninety nine times out of a hundred they
will be in a chair in the living room”.
(Danny: paramedic)
Danny went further in commenting on the cover image usedlation to the leaflet

as a whole. He thought the cover image was at odtistinat message the leaflet was

trying to convey.

“To me this is what you are trying to move away from (the
front image). You are trying to say well yes everybody knows
about that (the ‘Hollywood’ heart attack). But this is what
really happens. That is what | am getting from you here,
what you are trying to do. | think that would probably be
sending out the wrong message (using that image).

(Danny: paramedic)

To try to gauge what the health professionals thoughidwbe a good representation of
a heart attack victim, | asked them to decsribe a coamancounter with someone
having a heart attack. Paul, a general practitioned lthe use of an image depicting
someone with chest pain, but also thought the image insb@ second version was

wrong. He described his thoughts on a possible solutio
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“He is grasping his chest, | think he looks like someone that

there would be no doubt that he would phone. So | wonder if
a similar sort of pose and posture but maybe the face wasn’t
quite so severe. To denote that the symptoms were mild
rather than severe

(Paul: general practitioner)

Danny suggested that the setting should be in someone’s, Honbetter reflect the

majority of heart attacks he attends:

“I would certainly have them in the home environment, they
would probably be inside the house, and they would be sat
down”

(Danny; paramedic)

The following extract from Brendan encapsulates whyirtttege of the man walking
down the street suddenly being overcome with severs plan was wrong and why it

had to be changed:

“I think that's maybe the wrong image because of that (the
man is walking down the street). | suppose the danger is that
if they can't, if they don’t have this sudden onset of pain and
if they didn’t clutch themselves and fall over they wouldn’t
think it was an MI. If that was the image that was in their
head”.

(Brendan: general practitioner)

In developing the leaflet to the next stage, the fconer needed a bold image depicting
someone having a heart attack in a more realistingeti be suitable and effective.
An image of an older male in obvious discomfort rathat severe pain was suggested:

“I would consider the use of an image from an older male to

emphasise the fact that a lot of older people are having heart

attacks, because they are living longer. And in these people

their symptoms may be less severe”.

(Steven: general practitioner)

Hence, an image which addressed these concerns waendhothe third version.
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Another area of the front cover some health profestsovere concerned about was the
banners at the top (‘Thinking about chest pain’), aedobttom (‘To be able to reduce
your risk’). The top banner of the leaflet expresselbar message about the subject of
the leaflet. However, the bottom message was thougte tesb clear. Some health
professionals felt this was the wrong message, andstsgen as ambiguous. One GP,
Lisa, thought the terminology was wrong.

“What is it they are reducing their risk of? Is it having a

heart attack, although I'm sure they’re more at risk to more
than that”.

(Lisa: general practitioner)

Brendan also thought the language used was wrong. He thdwgghessage was
vague and the emphasis incorrect. He explained why tlighweacase and suggested

an alternative heading to ensure the message was pertinen

“What you maybe haven't got is an emphasis on the fact
that the earlier it's treated the better the chances and that's
the reason for minimising the delay. You know every
minute counts or something”.

(Brendan: general practitioner)

He then goes on to justify the use of such a messagdsarelevance for the whole

leaflet:

“I would think that they can save their life, they can save
their own life with earlier contact. Every minute counts.
That's maybe your front page message ‘every minute counts’.
Because if you got that message across on the front then the
rest becomes important, clinically important”

(Brendan: general practitioner)

In attempting to ensure that the front of the leaidtieved a balance between clinical

relevance and impact, the banners were changed in accend#h the suggestions of

190
PDF Created with deskPDF PDF Writer - Trial :: http://www.docudesk.com



the health professionals. The top banner was chdandg&dinking about the symptoms
of chest pain’ to emphasise the number of symptoms tagtbe encountered, not just
chest pain. In the bottom banner the message wageathan ‘Because every minute
counts’ to highlight the need to to make a decision t& sedp quickly and to lay

emphasis on the help that can be provided if prompiraititaken.

One area of criticism of the first version was Bagout and the inclusion of too much
information, and this concern was carefully considerédnwe-designing the leaflet.
When asked their thoughts on the new layout and reduntidve amount of text in the

leaflet, two respondents gave the following reactions:

“l don’t think you have cut this section down too much.

Because sometimes too much information is frightening. |

don’t think you have given too much information here”.

(Frances: at risk of heart disease)

“I don't think there is too much information”.

(Maureen: non-cardiac chest pain)
Brendan also liked the way the second version was @eghni He preferred the
emphasis on the accounts provided by patients with theination of description and
narrative.

“I do like this layout with the people rather than the text”.
(Brendan: general practitioner)

Opinions on the revised layout of the accounts in thergeeersion were generally
positive. Respondents reacted constructively to thectieduin the number of

accounts:
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“I like the way there is space on it, it doesn’t feel a#’'d
smacking you in the face, there is room to move around if you
like. | think that comes across better on the second’draft
(David: cardiac chest pain)

“l think it's quite a good sort of balance of everything rgall
that you have done with this one (second version) you know”.
(Maureen: non-cardiac chest pain)

“l think the balance on this one (second version) is probably

about right actually.
(Marge: cardiac chest pain)

The examples used in the second version also produceddbieouesponses. One
positive outcome was the use of the indigestion aedthlessness examples. Although
present in the original version they were expanded uptimei second version in which
two personal accounts were accompanied by images thatvenr expressive. These
examples appealed to certain respondents because thesgntedethe subtle symptoms
that can be experienced and highlighted the sometirsesoins nature of heart disease.
This is explained by Freda:

“l think it's important to show variety because not everybody

starts off bang! Feeling really ill. Some people just thivdyt

have eaten too much or | have annoyed my stomach. It does

vary and it varies from people to people”.

(Freda: at risk of heart disease)
Other respondents picked up on this theme. Tom, for @rathought the use of such
images together with an actual experience emphasisedality and in doing so gave
the information more significance:

“To me | think that it makes it even more powerful thateéhes

examples are real people with real symptoms”.
(Tom: cardiac chest pain)
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Using realistic images in order to make the accounts seene convincing was
highlighted by others. May, for example, thought the usenages from different age

groups was important in providing even more realism:

“You have got different ages which is quite good. The second
draft has got a better range of people than the first”.
(May: non-cardiac chest pain)

The health professionals were also positive abimitise of personal accounts together
with a realistic image that were used in the secondioser Brendan and Paul gave

their opinions on presenting the information using this coatkn:

“Well | think it makes people read it and | think it makes
them think it could be them. And if you've got the quotes, it
makes it real. And | can recognise all these, I've seen them,
lots of people talking about it like this, you are getting good
examples”.

(Brendan: general practitioner)

“What | like about this is that you've got a picture and the
voice bubble, you know I think that emphasises that this is
someone’s narrative, and that's great”.

(Paul: general practitioner)

However, there were some mixed views from the heailtiessionals towards the
accounts incorporated in the second version. For exairipéewas clear that certain

accounts were beneficial but others were not:

“But there are undoubtedly people who think it's indigestion
who are having a heart attack. But | wonder about the ones
with the muscular feeling around the shoulder. That is a less
common symptom, certainly a muscular feeling. | would
have thought that would be one you could ditch”.

(Lisa: general practitioner)
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The images in the second version were stock pictures @oagle Images and were
used for demonstration purposes only. It was alwaysaged that members of the
original focus groups and interviews would be asked to aetetheir symptom

experiences for the leaflet. This was undertaken ®thind version when a number of
respondents were asked to provide accounts of their symgtpeniences and visually

recreate their response.

As a result | felt there was two messages the lelafidtto communicate, these were to
raise the salience of the potential symptoms of at letack as an explanation for
symptoms; and the need to act quickly and to take app®m@eion when they are
experienced. The need to seek some form of immediateaheare was contained on
the rear panel of the leaflet under the heading ‘Whyirastediately?’. The strong
emphasis on the role ‘clot-busting’ drugs in the treatnodériteart attacks in the first
version was thought to detract from the more importaessage of calling for
immediate emergency care. In the second version eraphasis was placed on the
need to seek emergency medical care via the 999 sy3temwas one area which was
specifically highlighted, mainly by the high risk respondentéis can be seen in the
following discussion below.

Syd: “That's good being specific in saying ‘call an ambulance

immediately’.

Frances: “I was just going to say the same thing. Doubt

starts creeping into your mind doesn’t it? If you have got one

choice call the ambulance”.

Syd: “That is the only choice”.

Frances: “That’s the only choice as you say”.
(Focus group with people at risk of heart disease)
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Perhaps one reason for this positive response wasnaesus’ experiences of calling
for a doctor out of hours. In Frances’s extract besbw explains how her experience
of calling for a doctor in the past resulted in what #t@ught was an ineffective
response. She then explains her thoughts on the needll ttor an ambulance if
someone encounters symptoms which could be attributableatt disease.

“Yes that's right if you tend to call the doctor they tedu to

take two paracetamol and to go to bed and get in touch with

your own GP in the morning. You phone the ambulance and

give them the symptoms (looking at the symptoms on the

leaflet) they are going to say right we’ll get somebody. ou

(Frances: high risk of developing heart disease)
The connection between the emphasis of the messag# for help immediately and
the section containing information on the ‘clot-bustidgigs was commented on by
Charlie. He provides the best example of this irdbscription of the overall message
conveyed on the rear panel.

“Calling an ambulance immediately means that if you need it

you can get a clot busting drug within minutes of experiencing

pain. | think that's important, that's vital”.
(Charlie: cardiac chest pain)

The use of larger, bold lettering to highlight the needctanamediately at the bottom
of the panel, as if to stress this point again, wss sten as a positive step, as can be

seen in Freda’s comment:

“Put it in bold. And then it's really catching your attes
every symptom in bold. You can have a quick look at it and
you will think ‘I am just going to lift the phone now’ (and call
for help)”.

(Freda: high risk of developing heart disease)
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Making the decision to call for emergency help was aaa where the input of health
professionals was vital to ensuring the leaflet wasogpjate in terms of the message it
conveyed to people. Giving people who may be at risk of bawiheart attack the
correct information in terms of what to do if théynk they are having such an event
was essential. In general the health professioaaldise change as a positive step and
the information which was presented was seen as aggi®prThis can be seen in
following extracts:

“And | think what you are advising people to do is absolutely

the right thing, and that is to phone an ambulance. You are

telling people if they think they are having a heart attack to

phone an ambulance and that is entirely appropriate”.

(Paul: general practitioner)

“I think the weight placed on calling 999 is about right. You

have it in bold to emphasise it and that’s right. This is action

they should be taking”.

(Steven: general practitioner)

It is 999 and that is it. That is the quickest and best way to

do things. So you are saying phone 999 just stick to that.

Because if they do contact their GP they’ll just order the

ambulance”.

(Lisa: general practitioner)
The leaflet continued to include some information abbetdrugs available in the
event of a heart attack. This was linked to informatonthe need to call for an
ambulance. This information also was viewed by hgalfiessionals as appropriate.
In part, this was due to the changes in the way this fof emergency care is
administered by ambulance paramedics and technicians. sTlegplained in the
following extracts provided by Paul:

“Because the ambulance crews are now able to deliver

thrombolysis, and to be perfectly honest in an acute clinical
emergency like that where it is fairly clear cut it’s thiedn
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want to be seeing me and taking me to hospital. So | think
that’s entirely appropriate...

But | think now with the flying paramedic cars and all the
rest of it | think there are certain things which have moved
from primary care into the sort of intermediate care. | mean
let's face it your heart attack will be managed in the hospital.
And the paramedic cars form this relatively new branch of
intermediate care, and | think that's what you're looking to
trigger off with this leaflet”.

(Paul: general practitioner)

The explanation concerning thrombolytic drugs in the sg¢omrsion was also an

improvement. Although considerably shorter in length,itfi@ermation was seen as

relevant and in the correct language. As Danny explains:

“That’s a nice one that description there. Yeah it's sort of in
layman’s terms exactly what you're after | would say. And it
IS accurate.

(Danny: paramedic)

Another reason to highlight the need to call for arbalance was suggested by
Danny. He knew from experience that even the arrivadrofambulance and the

presence of the personnel was enough sometimes to makiutit®n better, as he

explains:

“People who are having an Ml have this, and this is a really
stereotypical thing we have in our like text books, you have
this feeling of impending doom, you feel you are going to die.
All the symptoms you are talking about here, they are
anxious, they are scared, they are not sure what is
happening. And you go in there and just turning up you can
start to alleviate some of these anxieties you know”.

(Danny: paramedic)

In terms of the information displayed on the reargpar the leaflet, opinions of both

the respondents and health professionals were positiVee information was
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signposted clearly, so that people could easily find'lte information displayed was
relevant, and both respondents and health professitmalgyht the emphasis on
calling an ambulance, was appropriate. The informatiorthendrugs ambulance
personnel can provide in the event of a heart attack ema®rsed, as was the
information on why people have delayed calling for helghepast. This required no

modification and went straight into the third version.

To summarise, in general comments on the secondrensre constructive and gave
clear indications as to the areas which would be neebe further developed in
constructing the third version. The first area thegded to be revised was the front
cover of the leaflet. It was evident from commehtt the image on the second version
was seen as anxiety provoking, in the wrong setting antinctmicated the message
that having a heart attack would be a severe and debgitaxjperience. The use of an
older male respondent, in the home setting, was ineghraito the third version. This
image showed an older male in a seated postion expageabest discomfort. The
messages that accompanied this image also changeanmphasis was now on chest

pain and the need for quick consideration once the synspgoerencountered.

The use of actual experiences in the third versionalgsrevised in accordance with
the views of the health professionals. The numbel gpe of examples were
reconsidered. In the third version, the number wabkdureduced to four. These four
examples were considered the most relevant in tefie @ctual symptoms that could
be encountered by people identified as being at high-rigk baving a heart attack.

The layout and structure of the third version againewssigned in response to the

198
PDF Created with deskPDF PDF Writer - Trial :: http://www.docudesk.com



suggestions put forward by the respondents and healthspimfals. The resulting

third version can be seen in figure 12 (full size in appell).

Figure 12 Third version of the information resourse

Front

Thinking about
the symptom of
Chest Pain?

Because every minute
counts

Rear

damn sore. It was
right across my
chest like a vice. |
had visions of
collapsing
altogether:
dy.

One of the most common symptoms of
heart attack is central chest pain. The
pain can range from a severe pain in the
centre of the chest. like Andy. dbove

Other common symptoms of heart

attack that you may not think of

first include:

* Pain which spreads to the neck,
throat or jaw.

s Pain which can spread to the

“It was ke a buming

arm, usually the left arm.

s Some people can feel sick or
sweaty as well has having central
chest pain

* Some people can also feel short
of breath.

Why act immediately?

If you suspect that you are having o
heart attack
call 999 immediately

Calling an ambulance immediately
means that, if you need it, you can
get a clot-busting drug within
minutes of experiencing pain.

There are many reasons why people
wait before calling for help.
Uncertainty about their symptoms,
not whishing to make a fuss or
refusing to believe that it could be
serious.

Calling for an ambulance is your only
choice. Only by getting help can
you find out what the problem is
and whether you need treatment.

If you experience chest pain or
any of the symptoms described
here call 999 immediately

“I was experiencing
some chest pain, at
the time it feit like
indigestion that's all
you could describe it
as”

sensation coming

straight up my throat,
but it was aiso a
severe pain right

along the bottom of

The symptoms of heart attack vary slightly
from one person fo another. While women can
experience the common symptoms of a heart
attack they can also experience the less
common. Here Sandra experiences pain in her

throat and jow.

Women can also experience less common
symptoms, such as:

* A dull pain, ache or heavy fesling in
the chest.

* Pain that can spread to the back and
the stomach.

* Scme people can alzo feel dizzy and
light-headed.

my jaw bone”.
Sandra

Some people can also think their
chest pain feels like bad

o

ion. Like Ray, above. who
after a heavy meal thought his
chest pain was indigestion.

What to |

for

“| didn't have the
tightness then it was
just breathlessness
And | was just
assuming that it was
my asthma that was
playing up but it

It also important to realise that some people

turned out not to

can confuse their chest pain with some other
couse. Like Sandra, above, who thinks her
breathlessness is due to her asthma, when in
fact it was a symptom of a heart attack.
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The symptoms of heart attack vary
slightly from one person to another.

They range from severe pain in the
centre of the chest. to mild chest
discomfort making you feel unwell.

The pain can often feel like a
heaviness or tightness which may
spread to the arms. neck. jaw. back or
stomach.

If you experience any of these
symptoms don't ignore them.
Call 999 immediately
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Once completed the third version was again shown to @ewof respondents and
health professionals. The feedback from both resposideik health professionals was
positive. Below are a number of examples of wheseéhndividuals said:

“It's one of those leaflets that you want to go around to the

back to see what else is there. You are looking at the front and

you are going through this and that and then you want to see

what else is on the other side. | think its well presented”

(Maureen: non-cardiac chest pain)

“I like it because you put this in your pocket, it's not gaing

clutter up. If you were to hand someone a great big thing, it

wouldn’t be read. But this leaflet you could just stick that

your pocket”.

(George: non-cardiac chest pain)

“You have to grab them (the target group) immediately. If you

ask them to perform some task of reading through a brochure

or booklet you have lost them. It needs something snappy and

that (third version) to me fits the bill | think”
(Paul: general practitioner)

6.5 Chapter summary
In this chapter | have presented an account of howetlwersions of a patient

information leaflet for people at high risk of developing CM#@re produced. The
resource was intended to act as a decision aid to assipte once they experience
symptoms which could be attributable to heart diseas@nguring that the leaflet was
well designed and provided the information that patieneted and health
professionals thought appropriate, the development procempanated a number of
evaluation stages. This ensured that both respondedtsheaith professionals

considered the material to be acceptable, appropueteiseful.

During this evaluation a relatively small number a#spondents and health

professionals were involved. The majority of resporgl#mught that in its final form
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the leaflet was easy to read, straightforward to n&srigeound and they liked the idea
of having the patient experiences to emphasise the diffesgmptoms. The
respondents also appreciated the presentation of iaflmmdescribing the action to

take in response to symptoms and the reasons whydkismimportant.

It was essential to determine professional acceptabilithe leaflet. The majority of
health professionals thought the concept of the leaflgorthwhile. The health
professionals considered the final draft of the leaféety to understand, appropriate to

give to patients at high-risk of developing CHD, and mopbirtantly informative.

At the end of the evaluation process the final drifhe leaflet was considered by both
patients and health professionals to improve patient lealge about the symptoms of
heart disease, increase the level of preparedness @véimt of encountering symptoms

and in doing so make them aware of the correct actitakéo
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Chapter 7 Discussion

7.1 Introduction
The impetus for this thesis was the perceived failurenagy people to recognise that

their symptoms could be attributable to a heart attagkfailure to recognise the
nature of these symptoms can lead a person to wait, so@setinly a short period of
time or in other cases considerably longer, before tthegide to seek medical

assistance.

The overall aim of the research reported in this thesis to produce an information
resource for people at high risk of developing CHD. Toeaehthis aim the study
explored the experiences of people who had had sympidneh could have been
attributable to a heart attack. More specifically,niveistigated how these people
recognised that something was wrong, the responses theytmaker symptoms,
and how they made sense of their experiences, andttiieutions they made to
explain their symptoms. At the same time, it also itigated the types of knowledge
the respondents drew on to aid their interpretatiorheif symptoms and to inform
the actions which they took as a consequence and thefrsignificant others in this

process.

To achieve its aim the study developed a number of obgectivihese were: (1) to
describe experiences and response amongst a range of peloplehave had
symptoms that might be attributable to heart dise@yeap(select experiential data to

include in an information resource; (3) to identify the hatctice guidelines on the
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management of a heart attack, Ml or acute coronary symel(ACS); (4) to combine
the experiential data and the guidelines in a draft respuaed (5) to pilot the
resource through seeking responses to content and predgreedf presentation from

relevant patient groups and health professionals.

This chapter begins with a summary of the main findingghen discusses these in
relation to the broader theoretical debates concerning heople respond to
symptoms, the attributions they make, the knowledge ukeyand the role played by
significant others in making the decision to seek mediedp. The chapter then
discusses the relevance of the findings to the developfepatient information

resources. It ends by highlighting the strengths and dliimiis of the study,

recommendations for future research, and implicatiomsh&althcare policy and

practice before drawing a number of conclusions.

7.2 Discussion of the findings in relation to the experience of
symptoms

7.2.1 ldentifying the symptoms as something serious
The nature of symptom presentation and the effect it leare on influencing

subsequent iliness behaviour is well known. In the prestenty, when people were
confident about the potential cause — and the legitimaoy their symptoms they
sought help sooner. The respondents who acted quickbwing their symptom
experience were able to identify that their symptoms veengous’ and identify them
as being cardiac related (Perkins-Porras et al, 2009%€édtet al, 2004; Ruston et al,
1998; Walsh et al, 2004). Other studies also support the tdindimg that when

people were unable to perceive the seriousness of thepteym® or were unable to
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ascertain their cause they waited before seeking (Bmde & Martin, 2006).
Johansson et al (2004) also found half of the participantgeir study were reluctant
to seek treatment for their symptoms because they didenognise them as serious.
Respondent accounts used vivid language to emphasise e g&ain they felt.
Terms such as ‘crushing’ or ‘collapsing’ were used to descchest pain which
suggested they perceived their symptoms as being seriouseaatbtb sought help

sooner.

This finding supports that of Walsh et al, (2004) who found thiaén patients
perceived a heart attack as having serious consequencebatheshorter delays in
seeking medical help and suggested the motivation forrsgpékip quickly was fear.
Although the respondents in the current study did not speityf talk of fear it is

possible that such an emotional response was preséet thhe of encountering their

symptoms, but was absent when asked to describe tiperienxces retrospectively.

When symptoms were not severe or intense, it seemeckspondents were not able
to respond confidently or were unclear about what wapérang to them. Many of
those who waited were characterised by uncertainty anfidgaity in explaining their
symptoms and response to them. Perkins-Porras @08R) and Horne et al, (2000)
found a similar response. Perkins-Porras et al's (2G08y svhich investigated pre-
hospital delays in people experiencing acute coronary symerfound that when
symptoms were not attributed to a heart attack theseawanger decision time before
seeking help. Horne et al's (2000) study investigating tledciation between

expected symptoms of acute myocardial infarction and kstumaptoms found that
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when people experienced symptoms they were not familthrthere was a delay in

seeking medical help.

The majority of the respondents who waited describe@t Hygnptoms as mild or
intermittent pain or feelings of tightness or discorfcather than as severe or intense
pain. These types of descriptions emphasize the ambigabuie of the symptoms
and highlight how many respondents felt able to dismissggoore them at the
beginning. Other respondents described their responsgmot@ms as ‘not being
anything to worry about’ and they did not see them asgb&gnificant. As long ago
as the 1960’s Mechanic (1968) suggested that pains or symptowis avki mild in
nature and of a short duration are often trivialised smatised. He argues that in
many situations people tend to normalize their symptomsyaluate them as having

little importance (Mechanic, 1992).

7.2.2 Symptoms attributions
In terms of the attributions the respondents madespporgse to their symptoms those

who made the decision to seek help quickly made théwatitrn that their symptoms
were related to a cardiac cause whereas those whedwaiide attributions which
varied as to the cause. Locker (1981) suggests that whehvidtesymptoms there
follows a ‘ubiquitous causal theorizing’ (p62) in which one objr event is seen to
precede and be responsible for another object or esspmiptoms are given a label

and through causal theorizing causesagimgbutedto them.

In those who acted quickly there were similaritiesMeetn these respondents in terms

of attributions they made. These attributions focusetherseverity and intensity of
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their chest pain and other symptoms. A number of éspandents said they had a
good idea what they thought their symptoms representedfdehelat they were able
to attribute their symptoms to a cardiac cause orseedlat they were serious.
Bishop et al (1986) also suggest that people are able tafyddm cause of their
illness by comparing their symptoms with those they exf@cta given disease.
When severe or intense chest pain was experienced bggpendents in the current
study a number were able to match their symptoms to tikaimepresentation they
had for what a heart attack should feel like, suggeshagpeople in this study made
sense of symptoms through implicit matching between symgpt@and illness

representations as Levine & Riecher (1996) suggest.

However, when people were not able to make such an impiatch between their
symptoms and what they thought a disease or conditionlchfeel like they
discounted making such an attribution. As Sensky (1997) suggdsts people are
faced with new and unexpected symptoms they may havelen@nto interpret these
in the context of prior beliefs and current expectatiamsl consequently the
attributions which come to mind most readily at the ondetymptoms tend to be
judged more probable. This was certainly the case withrbar of respondents who
waited and were later diagnosed with a cardiac comditi€€ameron et al (2005) and
White (1999) both suggest that such variations in symptomisuakbns may provide
some indications regarding the prototypical beliefs pebple about heart attacks, as
the attribution process involves matching symptom expersemgdh beliefs about

symptoms attributable to a specific disease.
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Emslie et al (2005) suggest a number of reasons for aosfteial ‘coronary
candidate’; someone who is overweight, a smoker whdd an unhealthy lifestyle
(Emslie et al, 2001; McConnachie, Hunt, Emslie, Hart &t#V2001; Ruston et al,
1998). It appears that when some men who view themsedvest @onforming to this
stereotype encounter symptoms which may be attributaldehiart attack they are
confused and may attribute their symptoms to other causds au indigestion,
heartburn or overexertion ( Emslie et al 2005; White aoldnson, 2000). These
findings are supported in the current study where a nuofo®iale respondents who
suffered a cardiac event initially did not see themeselat risk and attributed their

symptoms to another more benign cause.

Respondents in this study did not attribute their candiated symptoms to a heart
related cause, because the symptoms did not match veyathibught a heart attack
should feel like. Turnquist et al (1988) also found in rtrstudy investigating
attributions made to life threatening illness that betw@g&% and 95% of people
when faced with a life-threatening illness made a caatgbution to account for
their symptoms. Attributions made by the respondentswdited varied, although
indigestion and stress were cited as a cause by a nurhldbese respondents.
Similarly Cameron et al (2005) indicated that many peapiebuted their cardiac
related symptoms to stress or high cholesterol, hereddty consumption and

hypertension as did French et al (2001) and Weinman et al (2000)

Respondents also spoke of not seeing themselves aft hskm disease, so when they
did experience symptoms such as chest pain which were unbsyalttributed them

to the most logical cause they could construct. Thigpsrts the findings of
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Pattenden et al (2002) and Zuzelo et al (2002) which suggedt shiatptoms are not
the classic symptoms of a heart attack or are unfamdiaa new experience to
anything they have experienced before, this has led manyepewmttribute their

symptoms to an unimportant cause and they have ignored them.

When faced with vague and ambiguous symptoms some respofaiamast difficult

to identify a cause. Some thought something was wrongthbytwere unable to
interpret their physical symptoms or they attributed thitenother things, whilst
appraising and reappraising what was happening to them fromtairime. This
supports findings from Rogers et al, (1999) who suggest thabesettypes of
situations people tend to normalize symptoms by applying cons@nse labels for

symptoms.

7.2.3 Knowledge used to help interpret symptoms
For a number of respondents in this study a personal ergeriof a heart attack,

angina or knowledge of significant others who had suffeteh problems meant they
could draw on personal experience to make sense of theiptems and react
accordingly by seeking medical help quickly. This ‘layformation (Rogers et al,
1999) is what the person already knows about the illnessyomptom. This
knowledge is formed through experience, from discussiaith others about
particular symptoms or illnesses or common-sense knowlddgas generally held
by the person. Ottesen et al (2004) also suggested that pebpldave had a
previous heart attack are more likely to react quicklgeeking medical help. The
knowledge acquired through experience meant they couldnuetethe importance

of their symptoms (Ottesen et al, 2004). Ottesen &t0l4) also found people who
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‘knew’ their symptoms were cardiac related were mareviced their symptoms
were serious and could have severe consequences. &/als{2004) also found that
people with previous personal experience generally knew thibanost serious heart

attack symptoms are and reacted accordingly by seekinigahbdiIp.

However, some studies have suggested that a previousaliaa&ik is no guarantee
that people will respond to their symptoms quickly (Jobanst al, 2004; Gurwitz et
al, 1997). Indeed Mumford et al (1999) and Leslie et al, (20Qindfdhat people
with a previous diagnosis of angina or myocardial ittfan were no better at forming
an attribution that their symptoms were related ta tieart when compared to people

with no such history.

7.2.4 The role of significant others
The role played by significant others in people’s respdnsesymptoms and the

decisions to seek help in this study proved hard to measdioser et al (2006) have
suggested that having a significant other present at thé @insgmptoms of a cardiac
event can play an important role in the way peoplegeise and attribute a cause for
their symptoms and respond. Perkins-Porras et al (20@9Jaalad that people who
were married, or who had someone present when thely dxgerienced their
symptoms sought help sooner than people who were aldogvever, other studies
have produced contrary findings concerning the role of sggmfiothers. One study
from the late 1960’'s found that people who were aloneeabtiset of their symptoms
made the decision to seek medical help faster than wieedecision was made with
their spouse present (Hackett & Cassem, 1969). In a dately Alonzo (1986)

replicated these findings and found people waited befeekirsg help after they
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informed their spouse of their symptoms. Others hase ptoduced evidence that
the presence of a spouse or family member can inctbadéme before people seek
medical help when having a heart attack. Perry et al (288l Dracup et al (1995)
found that if the symptoms were experienced in preseneerelative, particularly a
spouse, there would be a wait before treatment was soiijet reason suggested for
this wait was treatment strategies often recommenddtieogpouse to deal with the
symptoms. The accounts provided by the respondents inutrent study suggested
that when people inform a significant other that tiveye experiencing symptoms the
decision to seek medical care followed, but there viss \@ariation in the time to

reach this decision.

Only one respondent in the present study experienced ht@y® in the presence of
friends and at their insistence he sought help quickiythis respect the involvement
of other people can allow them to take control of $iteation and either call the
emergency services themselves or insist that the patadist for help. Hackett &
Cassem (1969) found the decision to seek care was made Vidte friends and
colleagues were present. They suggest friends may provihera impersonal

interaction that leads to a decision to seek medicaltcabe made in a shorter time.

7.3 Discussion of the findings in relation to the production of
the information resource

The decision to target the information resource at afgpgooup, people at high risk
of developing heart disease, was made for a numbeeadons. Results from
campaigns using mass media approaches to target people lsvesbeen shown to
have a negligible impact (Finn, Nick, Shilton, CunninghanTtd®mpson, 2007). A
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Cochrane review (Grilli, Ramsey & Minozzi, 2002) addresHassl effect of mass

media interventions on health service use (not exalysin response to chest pain
symptoms). This showed that, although the quality optimeary research was poor,
there was some evidence to suggest the interventionad&dome effect on service
use. Nonetheless, evidence to suggest that these campaignoe the time taken to

seek help in people experiencing a heart attack is unconvinamgédfal, 2007).

Another reason to target people at high risk is thay tten be identified and
approached in a primary care setting (Luepker, 2005). Alsogated approach for
people at high risk of heart disease provides an opportunity signdéailored
strategies to initiate prompt help seeking behaviour in ¥keateof a suspected heart
attack (Luepker, 2005). Research has demonstrated that peopleieh more likely
to use a resource specifically tailored for them (Rnaté et al, 2008; Walsh, 2006).
At risk respondents in the current study were cleairttiey wanted to receive a patient
information resourse targetted at them. They wante@tomg concise, simple, easy to

read and easy to comprehend in a leaflet format.

The information that respondents thought should be includieged from checklists
detailing the different symptoms that may be encountgrquain simple language.
Hoffmann et al (2006) suggest that written informatibawd be produced to ensure
the content is displayed in language that is writterpsirand at the lowest level of
literacy of those who are likely to read it, whilstsanng that the information is

accurate and understandable.

As expected from earlier research a number of respasndigat! the idea of using

actual accounts or case studies to highlight what idcbellike experiencing a heart
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attack. Kennedy at al (1999) and Swift & Dieppe (2005) suggestsithef patients’
own words when communicating information can be beneficiblhey suggest that
extracts from patient accounts can be memorable bettaysare grounded in personal
experience and they can enforce reflection (Kennedgl,e1999; Swift & Dieppe,
2005), although no respondents in this study mentionegahigular reason for their

likeing of personal accounts.

The inclusion of participant accounts allowed the resotocportray a number of
different symptom scenarios. When someone is havirggé httack, the usual image
portrayed is someone grabbing his or her chest in sea@rtgfinnegan et al, 2000).
This common image is dramatic but may not prepare peoplsyfaptoms that are
more subtle. Because symptom type and intensity varylyyitidhas been suggested
public education is needed to heighten awareness of tge cdrsymptoms that can
be attributable to a heart attack, including that chest iganot a universal symptom
(Finn et al, 2007). Although many respondents experienced siymeof chest pain,
many did not initially think that their symptoms could laedsac related because their
pain was not severe and crushing as the popular stereotypetsugfas portrayal of
the classic heart attack needs to be balanced by shdwn@tying ways that a heart
attack can manifest itself. Using the experienceseaf people to highlight these
different symptoms that may be encountered may be antieffeway to convey

information to people who are at high risk of developingrhdisease.

Houts et al (2006) and Kools et al (2006b) have suggestedhéhptdsence of pictures
and accompanying text in close proximity can add value oxdr dlone. Many
respondents in the current study said that they likeddie of using pictures and

illustrations, which they thought would give the informatioare impact.

212
PDF Created with deskPDF PDF Writer - Trial :: http://www.docudesk.com



However, deciding how relevant or appropriate an image praved to be an
important consideration. Initially a number of imagegrav used which the
respondents found to be inappropriate and thought should bgezha Dowse and
Ehlers’'s review (2001) recommended that simple realistitupgs with limited

content be used so as not to distract the patient watlewant details.

Another finding concerns the use of images. Houts @04I6) suggest situating text
and picture as close together as possible and includas¢hef captions to describe
what is happening in the picture. Certainly respondenthiisnstudy found images
depicting a symptom experience accompanied by a textual igtestrof the

experience to have more impact than just using textuaknm&tion or images
themselves. Captions may have the added advantage of b&ng &#e presented in
a low level of literacy, helping those with limited r&ag skills understand what is

going on.

7.4. Strengths and limitations of the study
A particular strength of this study was the inclusiomespondents whose chest pain

was later diagnosed as being non-cardiac in origirtiefa arriving at accident and
emergency departments with non-cardiac chest painsemra large percentage of
attendees seen by medical staff. Chest pain accoan@pproximately 5% of all
presentations to emergency staff and in over 50% of tbases heart disease is
excluded and the person is diagnosed as having some farom@fardiac chest pain
(Eslick et al, 2004). Although this group represents a largeopiop of patients

their symptom experience has received modest attemticegsearch literature (Eslick
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et al 2004; Eslick et al, 2002). This study attempted to adthissgap by making the
experiences of non-cardiac chest pain patients ceattaé analysis in order to better
understand how these people interpret their symptoms whehperhaps fear may

be due to heart disease.

A further strength of the study was the involvement adpte who had suffered
symptoms that may have been attributable to a headkatt the development of the
information resource (Kennedy et al, 2003; Kennedy et aR)19Bhis had the benefit
of providing actual accounts of symptom experiences tnmfand form part of the
information resource. Having the assistance of pewple had experienced a range
of symptoms in the development of the resource medoahi@ insights could be

included and the resource was patient-centred.

There were also a number of limitations to the reteaAs noted earlier, it was only
possible to collect data on the symptom experience petctigely. Therefore the
accounts provided by some of the respondents may haveatieeted by some form
of recall bias. The accounts they gave may also haae ibuenced by information

they were given via health professionals during theatment or information they
themselves had read after their experience. The probferollecting data on the
symptom experiences retrospectively was more pronounmceertain respondents
due to the considerable time between the experienteiofsymptoms and discussing
them. This was the case with some of the responddmiswere recruited from the
voluntary organisation who were discussing a symptom expezi which had

occurred over 18 months previously.
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Another limitation of the design of the study was ¢heras no way of establishing
how the respondents had acquired their knowledge concdnaang attacks or heart
disease. Many respondents talked of ‘knowing’ about \aha¢art attack would be
like, but there was no way to confirm how many of thepondents had explicit
knowledge of heart attack or MI through the experiencea o€lative, friend, or
colleague. As a consequence it is difficult to esthbhdether this influenced their
interpretation of their symptoms and their decisiongekshelp. Although the study
attempted to elicit whether such knowledge was used innteepretation of the
symptom experience the questioning schedule used during intenyieshd not

systematically query this aspect, which | now regret.

Polit and Beck (2004) have suggested that qualitative resshoehd be considered
in terms of transferability to individuals in a simileontext. The fact that all the
respondents in the study were recruited from the cebéialof Scotland might limit
how transferable the findings are to a wider nati@ral international context. The
lack of ethnic diversity in the sample (all the responslemtre white from British
backgrounds reflecting the lack of ethnic diversity in ffast of Scotland) may also
restrict how transferable the findings are. In addjtlmcause there is no charge for
medical care at point of contact in Scotland, theifigsl may not be transferable to

countries where there is a charge for medical care.

A further limitation concerned the recruitment stggteused by the study. The
proposed recruitment strategy was initially seen asengtn. It was planned to
recruit (four) participant groups to obtain data on th@wuaraspects of the experience

and response to symptoms, the experience of the spopsetoer, and opinions and
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views on the development of a written patient infornmati@source. To gain
experiential data on the symptom experience two groups taryeted; patients who
had been diagnosed with cardiac related chest pain (gkp@nd those with non-

cardiac chest pain (group B). Attempts were made torot&da on the experience of
the spouse or partner through recruitment via the resptmdEmally patients at high
risk of a heart attack were targeted to provide realistiediback during the
development of the resource. However, as we have, seamas difficult to

operationalise this strategy in practice, leading to vemabunted to a convenience

sample of respondents.

Initially recruitment took place at only one hospital vnt the central area of
Scotland. The use of only one hospital may have esbultselection bias. A further
issue concerning recruitment occurred when potential regmb® who had been
diagnosed with cardiac related symptoms could not baited from the hospital (see
chapter 4). The alternative source of recruitmest vtiluntary organisation using the
experiences of people who have had heart problems ttomdnose who have just

experienced such an event or been diagnosed with larsagondition.

In terms of the respondents whose symptoms were carel@ed the sample was
inevitably limited to those who had survived their expemenclhese people may
have experienced a different (and more favourable) e and time to treatment

than cardiac patients who did not survive.

Finally, a limitation of the study concerns the reseutself. We know from the

literature that providing information alone is not enougHowever, the resource
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developed in this study has been designed for use in prcaaeyto be recommended
by health professionals for people identified as being gt hsk of having a heart
attack. This may help in raising awareness in these peopl diik may have no

effect in terms of behavioural responses. What woulddésrable in terms of
administering the resource would be to incorporate dt antoutine review for people
at high risk and then develop a trial to establish if it dr@gsimpact in helping people
to seek help faster when experiencing symptoms that maytiigeutable to a heart

attack.

7.5 Recommendations for future research
Although the study findings can contribute to the wayttesmi patient information is

developed, planned and evaluated, they principally highligat rteed for further
research into how people interpret symptoms that could tbbuddble to a heart
attack and the help-seeking decisions they make as a bgstritilling this written

patient information resource.

The distinct perceptions and patterns of the way the nelgmbs’ accessed medical
care described in this thesis also highlight a need tloexthe representations people
have of CHD in wider UK population. Many respondents wdwerl received a
cardiac diagnosis said that, when they were firpteagncing their symptoms, they
did not believe their symptoms could be related to arthattack. Certain
representations of what the experience of a headkahould’ feel and look like are
still common. The ‘Hollywood’ image of a middle agedlenaelutching his chest with
a look of intense pain on his face is still common (karedl al, 2001; McConnachie et

al, 2001; Ruston et al, 1998). Any future strategy to redueditne taken to seek
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help once potential symptoms of a heart attack are iexged must address this

misrepresentation.

Many previous studies investigating the experience of hdarkathave suffered the
limitation of having predominantly male samples. This rhaye contributed to the
widespread notion that heart attacks are mainly a owileern (Emslie et al, 2009;
Emsile et al, 2001). Research has attempted to addrestdteotype by highlighting

that women as well as men are at risk of heart didaatsstill more needs to be done
to raise the salience of heart disease in women. Sjadigifattention should be paid
to women’s experiences of a heart attack. Although @ackon’s experience of a
heart attack is an individual event it is known that wontan experience certain
symptoms (Fukuoka, Dracup, Ohno, Kobayashi & Hirayama, 200&cupr et al

1997). Future research may specifically target womendardo raise awareness of

these gender-specific symptoms and heart disease in henera

7.6 Implications for healthcare policy and practice
As outlined in the literature review, the most importaotdifiable determinant of the

outcome of a heart attack is the speed with which theopeseeks appropriate
medical care (Perkins-Porras et al, 2009; Dracup et al, 200%herefore,

opportunities for reducing mortality from a heart attheknainly outside the realm of
emergency medical care. Evidence from the mid 1990’s suggesteslirvival from

a heart attack could be trebled by improvements in a parsesponse to their
symptoms through an understanding that something seritvappening to them and
they need to call the emergency services quickly and emtiserdeployment of an

ambulance (GISSI — Avoidable Delay Study Group, 1995).
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Reducing mortality from heart attacks and reducing the taken for people to seek
help for their symptoms as well as raising the profilesw¢h symptoms have been
important objectives of the UK government’s health pof(idgH, 2000, pp 8-9). The

findings presented in this thesis have shown that undeistathat symptoms are
serious and represent a real threat to health canaptaycial role in determining

when a person makes the decision to call for help. fihdengs of this research draw
attention to the continuing need to raise the salieridte range of symptoms that
may be encountered when experiencing a heart attack. \pbeple seriously

considered that their symptoms could be attributable tea# lattack the decision to
call for help was made quickly. However, where there wacertainty this decision
was put off, in some instances for a considerable tiBy highlighting the range of

symptoms that may be encountered when experiencing a &ack it is hoped

people will be better prepared to recognise that somethinguseis happening to

them and to take appropriate help seeking behaviour, nanadiggcthe ‘999’

emergency services telephone number.

Previous strategies that have attempted to reduce the idelseking help when
experiencing heart attacks have tended to adopt a blarket media approach,
targeted at the general population when conveying theiragessThis approach has
the advantages of being distributed to many individuals butidalvantage of not
being read by or relevant to numerous people. The resaaweloped in this
instance was designed to be targeted specifically at pebgriefied as being at high
risk of developing CHD by their GP’s. By targeting indivilpaople and providing

them with an information resource highlighting the ranggyoptoms attributable to
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a heart attack, the need for prompt helping seeking andaie¢o contact such help,

may be more likely to read, understood and retained for fusee

It is important to have an understanding that the éapeges of men and women of a
heart attack can be different (Dracup et al, 1995). Inrdadavoid any assumptions
and facilitate the provision of information that is yr@gender-sensitive the distinct
experiences of men and women must be accommodatedexpbeiences provided

by the respondents in this research have been used tomglaveinformation resource

which attempts to address these issues. The resourcbenssed by others to help
them understand the range of symptoms that may be encedidigring a heart attack
and understand the ways in which others have interpredgdsgmptoms and sought

help.

The study findings have implications for improving the delivand provision of
written patient information. To be effective infornast has to acknowledge the
diversity of a population’s attitude, perception and preceaved ideas towards a
condition. In order to provide useful patient informatioesaurces health
professionals, or other persons involved in the developwikepatient information,
need to be aware of the differences that influencentleepretation of symptoms and

the subsequent help-seeking behaviour of people experienciagtatiack.

Using patients in the development and review processalsasbeen advocated to
ensure that the patient information being produced remairenpaentred (Kennedy
et al, 1999; Kennedy at al, 2003). The role patients can ihatlee development

process can help decide what the content of the miaterladed should be as well as
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how it should be presented. Patient involvement can &k highly influential
throughout the development process, providing feedback pec@sof the review
process. The findings presented in this thesis illusthatiepatients have clear ideas
about the content of patient information and how itufthdoe presented. These
findings could be used in the delivery of primary healtbcservices with health
professionals using tailored patient information to influetioe decision-making

process when patients experience symptoms potentiallyustible to a heart attack.

Related to this, the study findings also have implicatior improving the delivery of
effective patient information strategies, targeted spadly at patients who are at
high risk of developing CHD in the UK. How the respondemt this study
interpreted their symptoms and the help-seeking actionsttuk as a result had
serious implications for the time to receive medicalp. Many respondents in the
study waited before seeking help, and when they did they mvere likely to contact
their GP, only one consulted the emergency servicdgedg st course of action. This
behaviour of contacting a GP before the emergency serii@e been identified as a
leading to delays in receiving effective treatment (Hibahkc Rossouuw, McCoubrie
& Meek, 2003). Raising awareness of the importance édrsgdelp quickly when
people realise something is wrong may reduce the timekaistpeople to call the

emergency medical services.

7.7 Conclusions
This thesis has described the initial stages of the dewelot of an information

resource to help people to respond effectively to sympthatsmight be attributable

to heart disease for people at high risk of heart diseakedemonstrates the
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considerable difficulties faced in the initial recrudmt of respondents whose
experiences were to contribute to the resource buttladgoonce recruited a number
who were engaged and enthusiastic about the importdrecevell designed resource
were involved in the development process. The most t@ponext step is to trial the
resource with people identified as being at high risk afthgisease in a primary care
setting to examine it's impact on response to symptdaisdould be attributable to

heart disease.
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Appendix 1

Early questioning schedule for the focus groups.

Focus group question schedule for Group A (individuals wke baffered symptoms
attributable to heart disease).

Introduction Give an explanation.
Good morning/afternoon. My name is Alex Woods and thimy colleague (this
may/may not happen). Thank you for coming.

Present purpose.

We are here today to find out about your own experiehdealing with your heart
problems and the symptoms that were present. The pusgptmsénd out what you
did, what any health providers were like, and what otheplpesaid and did. The
study aims to produce a draft information resource whichoaithbine experiential
evidence with medical facts. | am not here to shaemation, or give you my
opinions. Your experiences and perceptions are whaersatThere are no right or
wrong answers. You can disagree with each otheryamadan change your mind. |
would really like you to feel comfortable saying what youlydaink and how you
really feel.

Discuss procedure.

| will be taking notes and recording the discussion sblttla not miss anything you
have to say. | explained these procedures to you in theriation sheet you
received. As you know everything is confidential. No oifilelkwow who said what.

| want this to be a group discussion, so feel freedpard to me and to other
members in the group without waiting to be called on. éis, | would appreciate it
if only one person did talk at a time. The discussidhlagt approximately one — two
hours. There is a lot | want to discuss, so at tinmay move us along a bit.

Introduction/opening question: "This question is here to leh@a& your voice so |
can tell who you are later on when listening to recordir@an you tell us your name,
what you had for breakfast, and how you got here this mg?ii

Introduction question: “We are here are to talk about yxperiences of having
symptoms and what happened to you. Take a few momentsGamsyou tell me
about the symptoms, you were experiencing then”.

Symptoms listed by the group will be displayed on a thart

Probes: “What were the first symptoms you remember?”
“How did they start?”

Question: “What action did you take having experiencesktlsgmptoms?”
Probes: “Who did you first talk to about your symptoms?”
“Why did you not seek help with your symptoms?”
“What stopped you seeking help?”

Question: “Take a look at the symptoms we have listethe flip chart, which is the
most important to you in making you take action or whichrigdryou the most?”
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Probes: “or which symptoms worried you the least and why?”
Question: “What did you do whilst you were having these symg¥?”

Question: “When you were having your symptoms in therimegg who did you talk
to about them?”

Probe: “Tell me why you sought help from this individual?”
Question: “What sort of things made you want to go totlseedctor?”

Probe: “What prompted you to do this?”
“What helped you to decide to see the doctor?”

Question: Using the flip chart. “We know that peoplevhave suffered with a
number of symptoms often do not do anything about them, wiyguaohink this is?”

Question: “Did you have any ideas, thoughts, explanatbast what your
symptoms were? Where did these come from? Whao&orformation made you
think about your symptoms?”

Introduction.

The main aim of the study is to produce an informatiooue=® to raise awareness of
symptoms that may be attributable to heart diseas@gttiesection will concentrate
on your thoughts and feelings on the types of informatibich could help people
become more aware of these types of symptoms. The tfyymptoms you have all
had are the kinds of symptoms that might suggest a hedniepr, therefore | am
going to ask a number of questions which will allow me tbebeinderstand your
views on this subject.

Question: “What other kinds of information do you thinkwduld be useful for
someone to have if they were experiencing these symptoms?

Question: “Do you think knowing more about possible amations help people?”
Probe: “Tell me why you think this would be useful?”

Question: “What types of information would you have fdumost useful in raising
your awareness and understanding of heart disease?’g(figinhart).

Question: “Of all the information needs we have disalissfaich do you think
would have been the most useful to you? And could you exylay?”

Probe: “How would you have liked this information to have been made
available?”

Question: “What do you think should be the contentsiolf snformation?”

Probe: “How should it be displayed?”
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Closing question: “Thinking about your overall experienceyalohave any
suggestions on how the health service could improve thematwmn they give out
about this kind of problem?”

Closing question: “How could your experience be improveloor could patients be
better supported when they have symptoms that may beutdtyib to heart disease?”

End question: “Is this an adequate summary of our mésting
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Appendix 2

Later questioning schedule for the focus group or individdehmwews.

Introduction Give an explanation.
Good morning/afternoon. My name is Alex Woods and thimy colleague (this
may/may not happen). Thank you for coming.

Present purpose.

We are here today to find out about your own experiehdealing with your heart
problems and the symptoms that were present. The pusgptmsénd out what you
did, what any health providers were like, and what otheplpesaid and did. The
study aims to produce a draft information resource whichoaithbine experiential
evidence with medical facts. | am not here to shammation, or give you my
opinions. Your experiences and perceptions are whaersatThere are no right or
wrong answers. You can disagree with each otheryamadan change your mind. |
would really like you to feel comfortable saying what youlyagaink and how you
really feel.

Discuss procedure.

| will be taking notes and recording the discussion sblttla not miss anything you
have to say. | explained these procedures to you in thweriation sheet you
received. As you know everything is confidential. No oiflekwow who said what.

| want this to be a group discussion, so feel freespared to me and to other
members in the group without waiting to be called on. &l | would appreciate it
if only one person did talk at a time. The discussidhlagt approximately one — two
hours. There is a lot | want to discuss, so at tinmay move us along a bit.

Introduction/opening question: Tell us your name, where iyeuaind what you enjoy
doing the most?

Introduction question: Can you describe the first symptgwusemember
experiencing? If so what symptoms were they?

Question: Can you describe how your symptoms felt?eWey painful and sudden
or were they mild and intermittent?

Probe: Were your symptom/symptoms easily recognisable?
Question: What did you think was the cause of the symgtonptoms?
Probe: Did you know what your symptoms were caused by?

Question: How long do you remember experiencing these synfgtoptoms before
you made the decision to seek help?

Probe: Did you think your symptoms were serious or amveaience?
Question: What was the help you initially sought? And whyg this?
Additional question: If you did not call for an ambulanehy not?
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Introduction.

The main aim of the study is to produce an informatiooue=® to raise awareness of
symptoms that may be attributable to heart diseas@gttiesection will concentrate
on your thoughts and feelings on the types of informatibich could help people
become more aware of these types of symptoms. The tfyymptoms you have all
had are the kinds of symptoms that might suggest a hedniepr, therefore | am
going to ask a number of questions which will allow me tbebeinderstand your
views on this subject.

Question: Do you think information that raises awarenedsunderstanding of heart
disease is important?

Probe: Why is it important?

Question: What type of information do you think would be irtgrat to know?

Question: Of all the information needs we have disclysgkich ones is the most
important to you? And would you explain why?

Question: How would you like this information to be madailable to you?
Probe: Where would you make this information availableetople?
Question: What do you think the contents of such infolonathould be?
Probe: How should it be displayed?

Question: Can you describe to me an information resganedave seen and been
impressed by?

Probe: What was it that most impressed you and why?

Question: What do you think of including real accounts afesmne having
experienced a heart attack or other symptoms attribui@bldeart attack?

Probe: Would this be beneficial and if so why?

Closing question: Thinking overall do you have any suggestionghme health
service can improve the information you could receive.

End question: Is this an adequate summary of the groupngfeet
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Title of the project; -
Respenses to chest pain. Development of an U AR
information resource.
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Invitation
You are being invited 1o take part in a research study about responses to
symptoms that may be surlbutable 1o neart disease. Before you declde

7 waether to take pard, it is imparant 7or you to understand why the ressarch is
being done and what & will involva, Please take some time t2 read the
frlloawing infnrmation carafully. You may wish o discuss the stady with family
ar fiends befors you decida.

What |5 the purpose of the study?

[ he purpose of the study is 10 produce &ninformalion resource o grovide
acoess to informaticn o psopie who might be at high -isk of developing hean
disease who has naot previously sought help during or after the symptoms,
such 2% chast pain, and the bast course of action if they are 2xperiencad.

To enablo ma o carry out this study | have boon awarded a PhD studcniship
Lo U Ulpivesrsily of Stfling, which is funded by the CFia? Zciantist Office of
the Scotdst Exscutive, Health Department.

Why have you been chosen?

You have been chosen to take part in this =ludy as you ars someone who has
suffercd frore cnest pain, which was cordize inorgin. Your experiences and
vizws are very important. | hope to recruit around S0 pecple to take part in
the study.

Who is organising the study?

The study s 2eing organiszd by the Univarsity of Sfirling, and has baan
funded By the Chisf Scientist Offica of tha Scottish Exocutive. The study is
beirg lad by me, Alexander Woods, The study has been approved by
FOPOA RS, Teszarch ethics commiftes,

Do | have ko take part?

M. Ifis up to vou to decide whether or not @@ lake 2art. 1Fyou do, vou will be
given -his informalicn sheet 1o keep and asked to sigr a consent form. f you
decide to taks parl in the study and then change your mind, vou can withdraw
al any Lime and withoul giving a reason, A dedsion to withdraw at any fime,
of & decision not 1o take part, will not i any way affsct the standard of canz
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you receive. You do not have to make any decisions about the study
today.

What will happen noext?

The clnizal nurse speciglist has given you this information sheet on my
behalf, If you decide 1o take part you should =ign the conserl form prowvided,
giving the nurse specialist permission tor herhim to pass on your detalls to
ma. | wil then contact you over the nest two to throe davs, which will give yvou
time to consider whather yol wish to take part in she study. When [ contact
you, D will ciscuss the study with you and answer any guastions you may
have, Fyou still wish to take part in the study | will then ask you fo stterd a
group discussion with olwer people who heve had smilan sapsiiencss o
yoursell

What will taking part in the study mean for me7y

Taking part in the study will mean hal yvou wll altend 2 group ciscussion with

arcund seven cther pecple who have had similar experienses, | will alse be
— lrerz, During he group dscussion mombors will talk about their experience

of chest pain, Discussions will fast for one ta two hours. All group

discussions will be held at a convenient time and in a comiorable setling

within the hospital.

Will | benefit from taking apart?

| gannot promise that taking part in this study will be of direct bensfit to you,
but vy telling me of your expariences. this will help provide g better
understanding of what people, and thair families, afected with chest pain go
[Frough.

Are their any risks involved in taking part?

It is unlikely that you will come to any tarm as a resull of iaking par in the
discussion grouns, 1f you do have any corcerns about the way you are
aporoached or treated during the course of the study, please contact &ither
myself or my reseanch supervisor Pofessor Sally Wyke at Slirling University
(01786 466387 or alternafivaly vou can contact the normel National Health
Sarvice complaints service which wl be made availabls to you.

Wil my taking part be kept confidential?

Any information which is collecled about you during the course of the study
will he kept slriclly confidential. Your parsonal details will bo ramoved so that
you will on'y be idenlifiable by a project number and the researcher and his
suparvisory t2am will be (he only people who have access to your cetails. All
informaticn will be hald aecurely for a period of 10 years, as reguircd by
Sdirling Universily. However, any recorded infommation fron you will be
destroyed once the project is complate.

What will happen to the results of the study?

When the resultz of the study have baen anzlysed, 3 raportthesiz will b
proparcd that | will submit to the University of Stiding. | will also prapara the
reaults for publication ard pressntations. A summary of the sesulis of the

(5]
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study will be available to you if you wish; we zan srrange this at the end of the
graup discussicn

Expensas,
As e lhank-you' lor participation in e slody @ E20.00 gift token will be given
o each individual wo attends a group discussion.

Thank you for taking the time to read this information.

If you would like to find out rrore about the sludy please fool free to contact
e — Alexander Waods at the following address and telephons number:

Mr. Alexander Woods

PhC Student

Alliance for Sl Care Sesearch
Dizp. Mursing and Midwiferny
LIriversity of Stiding

Tel. 1736 466302
Email. a].wosds@slirac.uk
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Appendix 6

| UNIVERSITY OF

STIRLING

[ ]
._lf,‘-.__;’.
5. I ALLIANCE fer SELF CARE RESEARCH

-—'e-_'i!,?_.i'h’“'-' Eindfliadding salf oo
¥

o

: RFFaYTMRRT.SOF
Consent form (participant) NILRAING AW MIBWIEERY

Title of the project:

Hesporlses to chas..t pain. Duuall:!pmant apd initial AHE e I

evaluation of an evidence-based information resource. =k !
I=l=phone: +aa (U FRS SIECHE
Fasamik: =14 [niTas i 2

Please read the statements below ficking each box and signing at the bottam if
You agree

1. [-confirm that | have reed and understand the study information shast datad
=5 L and know | have had the opportunity to ask the researcher questions.
I

b | understand that my periicipation is voluntary and that | am free to
withdraw at any time without giving any reasen, without my medical cars being
allecled. ]

o, | understand that | wil tske part in a focus growp discussion as part of the
study and that the discussions will be audia recordad. u

4, | undezrstand that any information | provide will be froated in the strictost
confidanca. T infarmation will e held secursly for 10 years and will wrly
b available o the researchar. The nformation will be destrayved after this
timz. |

T | give permissior for the information | provide to be used for research
purposes (including reports, publicatizng and presentations) with strict
preservation of my ancnymiy. I

g, | agree o take partin the above study, |

Mame of Patient Daa Signature

Mame of Person laking consaent Dae Signature

(' differenl form resgarcher)

Resaarchor Dax Signature
Foaen fov genceny | e vdsecraizer, 1 fnipiialdi i ae e In fospingd kaves
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Appendix 7

Llwitrgshait

‘Lothian Universily Hospital Division S Johay= Mopatall 2 Howorlon N H s
Heweder Naacd Wast

W Les badars THYA RFF

Telephoa O1506 4 MGG
wewwr shi sl nbe, ok el Lom ian
Telephay
Fos:
HONORARY CONTRACT
Mr Alexander Wnods ”Hl-\_'.. : k I’ ~utiriiery 20017
A7 Muirhouses Avenue Enquinios to: Clai ¢ Brosn
BoTnoss
EH31 94

Phear M Wirenls

(L] SR

1 am pleased o oller veu an Honorary Conteact Jor the post of Researcher within MHS Tothian -
Universi Liospitals Division from 20% Fehnzary 2007 5o 13" Augnst 2004,

Fersonal Properiy

The Dhiviston aecepts no respanzibioity fae deages i) or Tesoal pemonal properte Vo ars,
(eereliore, advised o take outan inguranes poliey to coves vour personal property.

Comfidentiality and Disclos wee wl Iuformuativn

La
[ B

Led
=]

Yoru ey have secess to material of 2 eonfidential cr zengitive nahwe r2latien o 1vision
basiness which sheuld not be drvalped wosny third perly during the penod of wour honorary
coitract o any tuns ensnlisr withoul the proper authombe haviag Brat heen aven.

‘Comfidential Informearion’ shall includz all aformsaticn that bas becn spocifically desizaatod
as canfidentizl Ty the Division aml oy nfommwiaon thal telpies o the commeruisd and
finazcial activitizs of the Dvison, the voasthonsal disclosore ol whoch would aoburmass,
harm or prepadice the Thvizian,

All cosfidential records, dovumenls und other pupers, lopether wilh any copies o1 extrats
therenl, made or aeguired by vou i the course ol your honorury appuictment shall be the
pronery of the Jivision gne must be retomed o the Division on the sonnination of your
coaployanenl.,

(11 Oblisations Avisinr fooim Data Protection Aot 1998 T Securte

Pagicular vegasd should ke given 1o your responsility fo abede by the principles ol
Ih:.:' It Froteoion Act 1968 0 copy ol which is ovailabde ke cefeence 1 the HR
Prearimmedi.

You musl comply wilh the Disision’s nformation Technology Sceunty Policy oo
conpurer seourity. Failore toceomply vith thisrmay lead teodisciplinary astion heing
wken A copy ofthe poliey i available fur raforence from vour Head of Deoartment
ol the HE Dopaimineanr,

Lrnbamaed]
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M) Pabenl

In tho course of wyowr dutics vou may have access to conbdorts! metennd aboof
prbienls, O onge gocount musl mbormsion releing o paliens b davalgel o ameooe
cither than amthorised porsoms, Tor eompls, mehenl, mursing or ather profesoral
staff a= apprapriniz, woo we concemed directby wath the care, diagnogis andfor
treatment of the patient,

(g Btadl

Similacly, oo infarmation ot a personal o confdential natare concerning indis doal
merrhers Of saff should b divuloed oo anvone without the awhority of e
appramriale Hewd of Tlopariznoms,

15 I vou are inoaey doubl whalseever gs to the authorty of 3 persoa or body asling for
inlimriahon on safients of stacf, o your e autlocite te covalge mfomiaiion, you st 5ok
sdwice fam swour el of Diepariment.

B 34 Ifyou have any concerns shiat the guality of service, heabtoand saleny, use ol WIS money
or beliove 1 collespue’s condust, performance o Lealth weay be o (Freal b palient cons or o
remners af start, von have a responziboily te raise these concerns etther directly wilh wour
Tine mangger or the HE Ligpartment,

L7 Cominal Consieliomsy

Beeavae of the nature oF your honorary appoiniment, woi ate reguired not o withhold
inlirrnation ahoot crimmins] eonvictions either previous or subsequent o baing emploed,

ineluding cervaetions that for other purpozes are considered spent. Ay mformsnon given
will bein coonplete canfidenes.

These provistons e without prejudice to the NHS's stated conumitmerts in the WHS Code
o Cnpenmcss, Furihor information 1s svailable from the A1 Department

EN Thsclogere of Cloncerns

£ wou have any conecans sbout quality of sceviee, bealth aod safety, vse of NHS money, or belicve
& eollegeae s conduct, Jerformance of health may be a threat to patient care of © members of saill
wou have 2 responsthilme to raise these eancerns without prejudies directly with your line mansger
or head of depaitracnt. If wou are nnable too or wish aof to raise thess coneoms direcdly with vour
ling mawager or head of depatment, wong s epeourzged £ sock the advies ol waur HR Deperimenl
ar wour staff teprescitative,

Youoare protected mmainst any herassment or vietimossiivn resulling Fome such a disclosure,
theretore in the cvent that you ame sudjected to gy foma ol hemssmen o vicrmisation, the
[¥evizion will taze foomal sction against the perpetrators,
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A0 Gilts and Hoxpitafils

Wign are regiired wr be imparinad and stretly independent In vour dealings with commercial bodies
prad fedividuals Yoot not secopt gifts or hospitelity foom any external organisation without he
prive peneissivo ol e Tivisien, Voo sheold contae the HE Department i vou ars in any doubt
Umguthorifed accepance of gifts andior bosoilahly may resull m disciphnary avien bemg tebon,
melyding dismizsal,

f. Conflicl of Interesis

Aga peneral prneiple, v should cor put poweself b o position whers vour allivial und provite
inrercats eontlicl, oz muost you make wse of vour official position to futler yoor puivals loleiests,

v from the Divisinn Chied Fxecurive {or Directnr off
e farm of private sk which avalves the uie ol

T arg reyuired o oblain wrillen pomm
Human Resmirees) hefore underlskime ar
coniiilentizl MELE inftmmation or rosomnees,

.-\'j

Healib and Sualet:

The Diviziom hus e vriten Health and Safory Policy. The Division bis aduly wensure, s far s is
ccasihly practivabie, e heallb, sefoby and welfare arwork of'all its emplovees. As o emploves,
WL e dduty to ohegrve sate degtianys o work at sll tmes, to talee reasnnalbile care ot vorrself and
nthers who may be affecied by wour activides at worls and 0 co-nperate with the 1ivisizn and
ethers in miesling steliory reguircments Additionally, v are requirec ta repert all aceidenis and
Frear mgges”™ lovour Head of Thepartorent and 1o use any safety eguipmend provided for sour
[rratectiog

Tt s eoncition of your appoimtuient Gt sou sl allersd o Fire Leclure al leasl onee a year,

Failuze fo somply winh the prosisions desi el shove, withooh reasonable eaese, masy resultin astion
beiinge Tocen aeainet voL

[

Controb on Hours of YWork

Yo are expected fooco-opegale with the Thvision in proteetineg vounr health and safety and that of
paticnis collepnes and members of (he poblie by abiding by the prineiples of tha Waorking Time
Fepulatings and MHS Cireular MEL{I9U9] . Forthér aformolion i availabde fom veur lines
madageror HE

4, Mulive Period
Mot applicable

10, Professivnal Renistration

Mo applicahls
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11, Hepatitis

I wore pest 15 designated an Exposure Urene Procedurs (KPP post, yoi musl produce sotisfclosy
evidence af your Nepatitis B loioalsation status,  You we wequined o siulain Hepzlilis B
it states e the luraion of your employmeons snd agrec o comply with all reguess to
moomtor s mEAltEm your e sats,

[f you agree to accept this appointment on the terms indicated shove, please sign the statement of

peceptance and retarn the copy contract tv Susan Shepherd, A second copy of this [etter is
attached and shouid be retained by youo for future reference,

Yours smeerely

/é/( PRI Y - VL

Claire Brosrn
Rectment Adminisoeator

PLEASE DO NOT DETACH)
Form ol Avceploee

buorchy aeocpl the appoiniimenl on the comditions set outie the Tregming contract,

Lrate o Siannhire
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Appendix 9

Think about chest pain

The common or classic symptoms of a
heart attack include:

* Central chest pain (a pain in the
centre of the chest).

* The pain can spread to the arms,
neck or jaw.

* Some people can feel sick or sweaty
as well as having central chest pain.

« Some people can feel short of breath
as well as having central chest pain.

Andy had the classic
symptom of central
chest pain

Andy: ‘I knew what the
pain was, it was dam sore. And it was
right across right across there. A vice aye!
Aye aye and | felt as thought this was all
going to come in | had visions of it
collapsing altogether”.

Ted had chest pain
which was very severe

Ted: ‘It was as if somebody
had stuck a knife right into me that’s how |
felt. But | definitely remember it was right
in the middle as if somebody had stuck a
Kknife in me”,

While women can experience the
classic symptoms they often
experience less common heart attack
symptoms than men, such as:

* A dull pain, ache, or ‘heavy' feeling in
the chest .

* A mild discomfort in the chest that
makes you feel generally unwell.

* The pain in the chest can spread to
the back or stomach.

* Some people say that the chest pain
feels like a bad episode of indigestion.

» Some people can feel a bit light-
headed or dizzy as well as having
chest pain.

Bob had pains that
spread into his shoulders
and then his arms

Bob: “The second time was a
funny sensation, um... | would have said
my shoulders...it went right down my
arms, | felt | couldn’t have done anything
with them”.

Sarah felt a
tightness in  her
chest

Sarah: I was just getting ready to
go to work and getting the kids ready for
school. And [ took a strange tight...really
severe tightness in my chest, | wouldn't
say it was very painful, it was just a severe
tightness”

Sandra had pain in her
neck that spread to her
jaw

- Sandra: ‘It was. It
was...it was like a burning sensation
coming straight up my throat but it was
actually a severe pain right along the
bottom of my jaw bone and it was
actually...you know the way when you
have got a severe tooth ache?”.

Ella felt a discomfort
in her chest

Ella:  “Now | had that
same sort of thing, it's just not a pain it's
Just heaviness just here you know, like
somebody is weighing a brick or
something on top...”
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What to look out for

The symptoms of a heart attack vary
slightly from one person to another.

They range from a severe pain in the
centre of the chest, to having mild
chest discomfort that makes you feel
generally unwell.

The pain often feels like a heaviness or
tightness which may also spread to the
arms, neck, jaw, back or stomach.

Or it may affect only the neck, jaw,
arms or stomach. You may also sweat,
feel light-headed, feel sick, or be short
of breath.

Symptoms can be very mild and
produce little discomfort. In some
cases people mistake the pain of a
heart attack for indigestion and may
never report it to their doctor.

If you experience any of these
symptoms, don't ignore them. Call 999
immediately.

UNIVERSITY OF

STIRLING

Why act immediately?

If you suspect that you are having a
heart attack, call 999 immediately.

Your heart needs a constant supply of
oxygen-containing blood to keep it
healthy and a heart attack happens
when a blood clot in an artery
interrupts that blood supply.

Calling an ambulance immediately
means that, if you need it, you can get a
clot-busting drug within minutes of
experiencing pain.

In some parts of the country, the
paramedics (ambulance staff) may give
you the drugs before you reach the
hospital, as the sooner you get it the
better.

Clot-busting drugs can restore the
blood supply to your heart muscle and
drastically increase your chances of
survival and limit the long term damage
to your heart muscle.

There are many reasons why people
delay calling - uncertainty about the
symptoms, not wishing to make a fuss
or refusing to believe that it could be
happening to them.

Calling for an ambulance is your only
choice.

i Marge: “I felt sometimes like it
was taking a somersault, I thought it was going to
burst through the wall of my chest, it's the
strangest thing, it was really”

Craig: “Right er, well I had my
Jirst heart attack in 1999 er I was in the bookies!
And er standing with my pal and I felt a pain
across the chest, and my pal says you are not
looking very well you are a terrible colour; you
are a right grey colour. I said I have got a pain in
my chest and then I felt the pain in the arm”.

s Marie:  “No. It wasn't like a
headache that you would get here, or at the side it
was a...it was like a kind of pressure. Like a tight
feeling going up your head and into you're...up
your neck and into your head”.
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Appendix 10

Thinking about
Chest Pain?

To be able to reduce
Your Risk

“The pain was
dam sore. It was
right across my
chest like a vice. |

had visions of
collapsing
altogether:
Andy.

One of the most common symptoms of heart
attack is central chest pain. The pain can
range from a severe pain in the centre of the
chest, like Andy, to feeling a mild chest
discomfort that makes you feel generally
unwell, like Ella below.

“It was just not a
pain, it's just like a
heaviness just in
your chest you
know, like
somebody is
weighing a brick on
top of your chest”

Ella. % r

Other common symptoms of heart aftack

include:

o Pain which spreads to the neck, throat or
Jaw.

o Pain which can spread to arm, usually the
left arm.

o Some people can feel sick or sweaty as
well has having central chest pain

o Some people can also feel short of
breath.

“It was like a burning
sensation coming
straight up my throat,
but it was also a
severe pain right
along the bottom of
my jaw bone”.
Sandra

While women can experience the common
symptoms of a heart attack they can also
experience the less common.  Here
Sandra experiences pain in her throat and
Jaw.

‘all never
experienced pain
like this in my life,
both arms and my
chest, and | just |
just knew it was not
right”.

Women can also experience less common
symptoms, such as:
o A dull pain, ache or heavy feeling in
the chest.
e Pain that can spread to the back
and the stomach.
s Some people can also feel dizzy and
light-headed.
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The pain was like a
muscular felling
around my shoulder
and around my
heart”.

Katy

Like Katy above it is important to
understand that other symptoms or pains
can be present along with chest pain.

was experiencing

‘l didn’t have the
tightness then it was
just breathlessness.
And | was just

assuming that it was
my asthma that was
playing up but it
turned out not to
be”. Sarah

It also important to realise that some people
can confuse their chest pain with some other
cause. Like Sarah, above, who thinks her
breathlessness is due to her asthma, when in
fact it was a symptom of a heart attack.

What to look out for

some chest pain, at
the time it felt like
indigestion that's all
you could describe it

as”.
Ray

Some people can also think their
chest pain feels like bad
indigestion. Like Ray, above, who
after a heavy meal thought his
chest pain was indigestion.

The symptoms of heart attack vary
slightly from one person to another.

They range from severe pain in the
centre of the chest, to mild chest
discomfort making you feel unwell.

The pain can often feel like a
heaviness or tightness which may
spread to the arms, neck, jaw, back or
stomach.

If you experience any of these
symptoms don't ignore them.

Call 999 immediately

Why act immediately?

If you suspect that you are having a
heart attack,

call 999 immediately.

Calling an ambulance immediately
means that, if you need it, you can get
a clot-busting drug within minutes of

experiencing pain.

There are many reasons why people
delay calling for help. Uncertainty
about their symptoms, not wishing to
make a fuss or refusing to believe that
it could be something serious.

Calling for an ambulance is your only
choice.

If you experience chest pain or
any of the symptoms described
here
Call 999 immediately

ALLIANCE for SELF CARE RESEARCH
“Buhancing self eare!
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Appendix 11

the symptom of
Chest Pain?

“The pain was
dam sore. It was
right across my
hest like a vice. |
had visions of
collapsing
altogether:
Andy.

One of the most common symptoms of
heart attack is central chest pain. The
pain can range from a severe pain in the
centre of the chest, like Andy, above

Other common symptoms of heart

attack that you may not think of

first include:

e Pain which spreads to the neck
throat or jaw.

e Pain which can spread to arm,
usually the left arm. a

* Some people can feel sick or |
sweaty as well has having central
chest pain

* Some people can also feel short

of breath.

Why act immediately?

If you suspect that you are having a
heart attack,

call 999 immediately.

Calling an ambulance immediately
means that, if you need it, you can get
a clot-busting drug within minutes of

experiencing pain.

There are many reasons why people
delay calling for help. Uncertainty
about their symptoms, not wishing to
make a fuss or refusing to believe that
it could be something serious.

Calling for an ambulance is your only
choice.

If you experience chest pain or
any of the symptoms described
here
Call 999 immediately

ALLIANCE for SELF CARE RESEARCH

“Enhancing stif care”
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“It was like a burning B @
. sensation coming LS
s straight up my throat,

“l was experiencing
some chest pain, at
the time it felt like
indigestion that's all
you could describe it
as”.

Ray

gy M but it was also a
severe pain right

L

i along the bottom of , : :
: Bw jaw bone”. g Some people can also think their
Sandra y

The symptoms of heart attack vary slightly
from one person to another. While women can
experience the common symptoms of a heart
attack they can also experience the less
common, Here Sandra experiences pain in her
throat and jaw.

Women can also experience less common
symptoms, such as:

° A dull pain, ache or heavy feeling in
the chest.

® Pain that can spread to the back and
the stomach.

e Some people can also feel dizzy and
light-headed.

chest pain feels like bad
indigestion. Like Ray, above, who
after a heavy meal thought his
chest pain was indigestion.

What to look out for

g ﬂaai ﬂmé the The symptoms of heart attack vary
. tightness then it was ;
3 st brestlestnass. slightly from one person to another.
~ N And | was just e
4 y assuming thatitwas || They range from severe pain in the
N my asthma that was ||  centre of the chest, to mild chest
N playing up but it discomfort making you feel unwell.
: turned out not to
be”.
. Sandra The pain can often feel like a
AL heaviness or tightness which may
; - spread to the arms, neck, jaw, back or
It also important to realise that some people Stomech

can confuse their chest pain with some other
cause. Like Sandra, above, who thinks her

breathlessness is due to her asthma, when in
fact it was a symptom of a heart attack.

If you experience any of these
symptoms don't ignore them.

Call 999 immediately
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